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Abstract

Introduction: Involving service users in health service design and delivery is
considered important to improve the quality of healthcare because it ensures that
the delivery of healthcare is adapted to the needs of the users. Co-production is a
process used to involve service users, but multiple papers have highlighted the need
for the mechanisms and values guiding co-production to be more clearly stated. The
aim of this paper was to evaluate the mechanisms and values that guided the co-
production approach of the Stories for Change project, which used Public Narrative
as part of the co-design process to create change in National Health Service
maternity services.

Methods: This study was conducted using a rapid feedback evaluation approach.
Semistructured interviews (n = 16) were the main source of data, six of which were
maternity service users, with observations (5h) and documentary analysis also
carried out in parallel. RREAL sheets were used for data analysis to organize data
based on key topics of interest.

Results: This study identified three broad mechanisms and values underpinning the
co-production approach: creating an open and safe space to share ideas, learning
how to tell stories using Public Narrative and having service providers who play a
key role in strengthening the health system listen to stories compelling them to
action. This study identified the main areas for improvement of the Stories for
Change project related to recruitment, the inclusion of participants, the co-design
process, the Skills Session and the Learning Event.

Conclusion: Our study provided a deeper understanding of the co-production
approach that addresses the need to uncover the mechanism and values underlying
co-production and co-design approaches. This study expands on the literature
pertaining to the influence of storytelling in creating meaningful change in health
care. We propose a co-design methodology that uses Public Narrative as a model for

service user engagement to help inform future healthcare development processes.
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perspective.

KEYWORDS

1 | INTRODUCTION

In recent years, there have been multiple calls for action to improve
maternity services in the National Health Service (NHS) in England.
Various formal independent reviews have been carried out in
different regions of England with families of babies who had faced
negative experiences in NHS care. These highlighted the need to
improve the safety of maternity care in the NHS and put forward
recommendations and actions needed to reduce the deaths of
newborns and improve quality care. These reports included the
Ockenden Report for Shrewsbury and Telford,* the Thematic Review
of incidents relating to Maternity Care at the Nottingham University
Hospitals NHS Trust,? and ‘Reading the Signals’ for East Kent.2 The
main concerns raised in these reports included the disparities in
outcomes for women of Black, Asian and Mixed ethnic groups and
those who live in more deprived areas,* which led to a call for urgent
action in a letter published in the BMJ.”

Alongside this, there has been increasing importance placed on
and interest in the involvement and engagement of service users in
health and social care.®” Involving service users is considered an
important approach to improving the quality of health care because it
ensures that the delivery of health care is adapted to the needs of the
users, incorporating patient choice in the design of services and
fostering a shared decision-making model that embodies democratic
principles and accountability.®?

Langley et al.®

identified co-production as a method by which to
integrate social factors into policy and practice. The diversity in evidence
that can be incorporated into co-production processes, and the relevance
to patients, help connect evidence to policy and practice.>*° Reviews of
the literature on co-production have pointed to the lack of clear
definitions related to what constitutes co-production, with diverse and
overlapping ideas over how this process is carried out.>° This includes
the interpretation of ‘co-production’ as an umbrella term for the ‘co’-
terminologies, such as ‘co-design’, compared to its interpretation as a
distinct term.® The term ‘co-design’ has also been highlighted to have
unclear definitions,” illustrating the unclear processes of service user
involvement in health and social care. Rather than the necessity for clearly
delineated definitions, these papers highlight the need for increased
clarity over the values, principles and mechanisms that underpin the

practices of co-production and co-design.$71°

Patient or Public Contribution: The experiences and perceptions of maternity
service users and health professionals informed this evaluation. The project
organizers were involved in the manuscript preparation stage by providing feedback,

and service users wrote a commentary on the project from the lived experience

co-design, co-production, healthcare, maternity services, Public Narrative

Our paper sets out to build on the literature as we respond to
this need through our evaluation of a co-production project called
Stories for Change, which sought to deliver a learning initiative based
on co-production, using co-design methodology to involve service
users in the redesign of maternity health services. Through our
evaluation, the values and mechanisms that underpinned the co-
production approach are made explicit, and, consequently transpar-

ent and replicable.

1.1 | Stories for Change background

In response to the inequity experienced in maternity care in the
NHS, NHS England and NHS Improvement (NHSEI) developed a
perinatal equity strategy.* In October 2021, as part of this strategy,
the South East region proposed a project with the objective of
delivering a learning initiative on improvements in NHS maternity
services based on co-production with maternity service users,
creating the Stories for Change project.!! The evaluation team
adopted the term ‘maternity service users’ as this was the term
chosen by NHSEI. The project included a co-design group, and
project organizers, who were made up of a service user representa-
tive, a subject matter expert on the Public Narrative approach, and a
project administrator. The requirement for partaking in the co-
design group was having given birth in the NHS in the South East
region within the last 2 years (2020-2022). All experiences were
welcomed, mothers did not have to have faced explicit wrongdoing,
but needed to have the desire to suggest improvements based on
their experiences.

The Stories for Change project aimed to co-produce solutions for
the improvement of maternity services in the NHS. Based on the
previous literature highlighting the complexity and variety in
definitions, we have decided to make explicit the relevant definitions
that guided this project's co-production process. In this context, co-
production refers to the involvement of patients as partners in the
improvement of the quality of health care, by being included in its
design and production.® Co-design refers to a specific activity within
co-production, which entails their involvement in the process of
designing a service, relating both to its functionality and to how it is

experienced by service users.®
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This project used the Double Diamond approach as a co-design
process. This approach embodies four steps to co-design: discovering
the service users' problems, defining the challenges in different ways,
developing different answers to the problems and finally, delivering
the solutions.? This process incorporated the use of Public Narrative
to develop the leadership resources of the co-design group and to
identify the service users' problems and develop solutions. This is a
leadership practice put forward by Marshall Ganz that aims to use
public stories to call others to action.!>*°> The approach uses a
method of storytelling based on values that draw on our emotional
resources to galvanize others into creating change,'**® and the
project aimed to use this approach to empower the leadership of the
co-design group to create change. The Public Narrative framework
links a story of self to a story of us, which connects the speaker's
personal values to the values of the audience, and leads to a story of
now, which grounds these values into a call for action.*>* Another
aspect of the co-design process was the agreed norms and aims that
were discussed and developed between the co-design group and
project organizers at every session, and included: active listening,
camera on when possible, being present, respecting their diversity and
everyone having a voice. The learning initiative centred the co-
design, content and delivery around developing the participants'
skills, confidence and capability to use the Public Narrative approach
to effectively lever change.

The project started in January 2022 and consisted of three co-
design group sessions, where the co-design group members and
project organizers would meet with the aim of developing the co-
design group members' stories. A Public Narrative skills session
was held, where the co-design group members developed their
Public Narrative skills, and other maternity service users were
invited to learn the methodology. The session created the
opportunity for additional service users to join the project. The
learning initiative culminated in the Learning Event in April 2022,
where the co-design group members presented their stories to
NHS staff, to use their own lived experiences and voices to convey
what could be improved in NHS maternity services. The co-design
group members decided who would be invited to this event, and
some of the NHS staff invited were drawn from the same services
as the co-design group members, to directly express improvements

they felt could be made.

2 | METHODS
2.1 | Study design

This study was designed as a rapid feedback evaluation with
interviews as the main source of data.!® Using a rapid feedback
evaluation allowed us to continually collect data and provide
feedback within a limited timeframe.'” We undertook iterative
processes of data collection and analysis, carrying out the two stages
in parallel to share emerging findings and to inform subsequent data

collection.!®

TABLE 1 Sampling strategy for interviews.

First Second Total
interview interview interviews

Co-design group 6 5 11

members

Project organizers 3 0 3

NHS staff 0 7 7
9 12 21

The rapid evaluation was guided by the following questions:

1. What was the programme theory guiding the Stories for Change
project? What were the expected outcomes?

2. What were the factors acting as barriers and facilitators to the
implementation of co-design and co-production?

3. What was the perceived impact of the Learning Event on creating
change?

4. How was the Public Narrative approach perceived by the
different groups involved?

5. What recommendations did participants have for future similar
projects?

2.2 | Sampling and recruitment

Purposive sampling was used to recruit a sample of 16 participants
(see Table 1 for the sampling strategy). We aimed to interview the
different stakeholders involved in the co-production process, this
included the co-design group members, the project organizers and
NHS staff. We interviewed six co-design group members, who were
maternity service users learning the Public Narrative approach to
present their stories to the NHS staff. Six were interviewed before
the Learning Event, and five participated in a second interview after
the Learning Event. We interviewed the three project organizers,
whose role was to teach the Public Narrative approach, run the co-
design group sessions and guide the delivery of the Learning Event,
with two acting as co-facilitators and one as the project administra-
tor. We also interviewed seven NHS staff who attended the Learning
Event, to whom the stories were delivered and with whom the co-
design group members hoped to co-produce solutions. The NHS staff
recruited were all stakeholders in maternity services, which included
managers, consultants, those involved in their Local Maternity and
Neonatal System (LMNS), the project's co-sponsors and Maternity
Voices Partnership (MVP) co-chairs. An MVP is an NHS working
group made of stakeholders in maternity services, including service
users, providers and commissioners that work together to improve
maternity care.

The project organizers worked with the evaluation team to
recruit co-design group members and NHS staff, by promoting the
evaluation and inviting them to take part. Those who showed interest

in participating were then contacted by one of the researchers (S. M.)
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via email. Participant information sheets and consent forms were

shared, and interviews were arranged.

2.3 | Data collection

In-depth, semistructured interviews were conducted with the project
organizers, co-design group members and NHS staff over Zoom and
Microsoft Teams from 14 February 2022 to 23 May 2022. The
interviews were conducted by two researchers on the evaluation
team working in parallel, using an interview topic guide, which was
created based on the research questions guiding the study. The
interviews were audio recorded, and interview data were entered
into RREAL sheets, which helped to organize and summarize data in
real-time, based on key topics of interest.!? Organizing data in this
way allowed the researchers to maintain consistency throughout data
collection and identify the key findings of the study in a short amount
of time.1®

The interviews were conducted in two stages to capture the
process of co-designing and co-producing the programme from
beginning to end. The first stage was carried out with nine
participants, who were co-design group members and project
organizers. The interviews captured their role in the project, their
expectations, their experience of co-design and co-production and
any barriers and facilitators to the co-design and co-production
process. The second stage of interviews was carried out with 12
participants, which included co-design group members interviewed in
the first stage to capture their experience of the process over time,
and NHS staff who attended the Learning Event. These captured
their views of the Learning Event and what change they hoped the
project would lead to. A total of 21 interviews were carried out. The
interviews in both stages captured participants' views of the Public
Narrative approach and recommendations for future similar projects.

Documentary analysis and observations were carried out to
ensure triangulation using different data collection methods. This
allowed us to include information that was not brought up in the
interviews, address any knowledge gaps and analyse the intended
objectives of the programme compared to what is happening in

practice.'®

2.4 | Data analysis

We used an inductive-deductive approach to data analysis, with the
research questions guiding the analysis, whilst the evaluation team
was sensitive to new themes arising from the interviews. Following
rapid qualitative data analysis approaches, RREAL sheets were used
to identify recurrent topics across study participants and enabled
emerging findings to be shared in real-time during the evaluation.2%2!

The RREAL sheet is a working document that enables the
synthesis of data as data collection is ongoing.?* It allowed for the
identification of gaps during data collection, and collaborative
interpretation as regular team meetings were held to discuss

findings.?* The RREAL sheets also helped identify when we reached
data saturation, as it made clear when no new information was
arising. The RREAL sheets were subsequently used to guide in-depth
analysis, after which the evaluation team discussed which quotes to
use to illustrate the key findings. The manuscript was then shared
with the project organizers, who reviewed the results and provided
feedback.

Through using different RREAL sheets, research teams can make
comparisons between different factors influencing the results, and
thus for this evaluation, we used different RREAL sheets for each
population and study stage (see Supporting Information: Appendix A
for an example).??

3 | RESULTS

The key findings related to the mechanisms and values underpinning
the co-production approach and recommendations for future
projects and to create change. The mechanisms and values included:
the collaborative and inclusive design of the project, power sharing,
facilitation of an open and safe space, the use of stories and being
called to action. Co-design group members were also invited to share
their lived experience perspective of taking part in this co-production

initiative.

3.1 | Collaborative and inclusive design of the
project

The co-production approach was considered a process that was both
collaborative and inclusive. Participants felt that collaboration was
central to the co-production process. Co-design group members
reflected on how the language used about collaboration was present

in every part of the project.

The language that is used is all about collaborating,
cooperating with one another, being part of this

journey with us. (Co-design group member)

Another component of the collaborative design of the
project that was beneficial to the co-design process was the
diversity of skill sets amongst the project organizers. Participants
believed that their mixed skillset created a balanced and dynamic

group.

[Project organiser] is chairing the meeting, she's
coming at it from a different way where she had to
get the objectives covered and outcomes [...] [project
organiser] is there in the background providing
additional support to all of us, but [project organiser]
is on the other side providing emotional support [...]
quite a good dynamic of people. (Co-design group
member)
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The project was thought to be inclusive due to the recruitment
process. Participants agreed that the project had recruited a diverse
group of mothers, mentioning factors including ethnicity, background
and job roles. Remuneration enabled participation for some of those
involved. Some mothers stated that it influenced them to get
involved at the start, and participants expressed that it showed that
their expertise and time were being appreciated. Participants had the
option to get their childcare costs covered, and some decided to take
that opportunity as they felt that it allowed them to be more present
in the meetings. Remuneration also helped participants prioritize the

project when they were busy.

| think it helps as well with commitment of time
because everybody is so busy it helps to prioritise

it. (Co-design group member)

Project organizers acknowledged that people who the healthcare
service had not worked with before would not have been aware of
the project as recruitment was done through MVPs and social media
accounts, which reached people with whom they were already
connected. At the time of recruiting, they were also not aware that
providing remuneration would interact with state benefits, which
potentially led to the exclusion of participants from more deprived
backgrounds.

We really want to make sure that we remunerate
people for their time, which is great in practice but in
reality [...] the majority of the time if someone is in
receipt of any state benefit they are unable to claim

this money. (Project organizer)

Some co-design group members voiced that systemic factors
could have acted as potential barriers to certain populations
participating. These included mothers who did not speak English
well, who did not have adequate digital access to participate, and
who did not have childcare options.

| wonder if actually some of the people who suffer the
most from less effective care, less compassionate care,
are people who don't speak very good English, people
who don't have access to being able to join online
groups, people who don't have the childcare support
to be able to come join in those online groups.

(Co-design group member)

3.2 | Power sharing

Co-design group members expressed that power-sharing was the
norm. This meant that project organizers were genuinely collaborat-
ing with co-design group members and not only using them as

representation. This made co-design group members feel that their

expertise was being valued. They compared this project to others,
where they felt that including the voice of service users was purely

tokenistic.

This [group] is important because the power balance is
right, whereas other groups and feedback requests
and things like that you often feel like actually it's not
real, you're going to say your thing but then the people
running it are going to do their thing anyway, whereas
this feels more like everyone's voice is important and
they actually want to hear what needs to change
rather than they've already decided. (Co-design group

member)

There were differing ideas in relation to the structure of the
design. The project organizers had intentionally structured the
project without an agenda to work with the co-design group
members to shape the content. At the beginning of the project,
whilst some saw the nonhierarchical nature of the co-design
process as a facilitator to creating a collaborative space, others
saw it as impractical. Participants acknowledged that this was due
to shifting the power back to the service users, but some thought
that it led to a lack of defined roles, and, therefore, practical
steps, to guide the process. However, as the project progressed
and participants reached the stage of planning for the Learning
Event, all the co-design group members agreed that the session
added the practical component necessary to ground their stories

and ideas.

The practicalities of the co-design process are still a bit
vague [...] If everyone is brought to the same level, as
in if the facilitators are really putting the power back
to the group, that's a really nice idea but sometimes
you need someone to guide it [...] there needs to be
some sort of concrete steps. (Co-design group
member)

3.3 | Facilitation of an open and safe space

One of the most important mechanisms to the co-production process
was the open and safe space. This was a key theme that arose from
interviews with the co-design group members, which led them to feel
empowered. The trusting relationship that was built in co-design
group sessions meant that they openly shared their ideas and stories.
It enabled them to honestly address the changes that need to be
made in the maternity system.

It's very open and free flowing, which makes me feel
that there is a lot of trust there, we've been trusted to
share what we think is best. (Co-design group
member)
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NHS staff reflected on how the Learning Event provided a space
for service users and service providers to communicate with each

other directly, which prompted open conversations.

| think it worked very well because | think that in the
subgroups, at least the group | was in, | felt that it
really helped other professionals to open up and to
connect with those people who had told the sto-
ries. (NHS staff)

The project organizers were considered important influences on
the creation of this space. The co-design group members were
supported by the project organizers, who made the mothers feel that
they could express sensitive issues such as racial bias and consent.
Co-design group members considered that the project organizers
helped to facilitate conversation in a productive, yet not deci-

sive way.

You can even express anything that is sensitive, like
racial bias, like lack of consent [...] but you forever
feel supported while discussing it which is great.

(Co-design group member)

They were very good at prompting discussion without

necessarily leading it. (Co-design group member)

3.4 | The use of stories

The use of stories was a key component of the Stories for Change
project, and central to the co-production approach of this project.
The project organizers designed the project with the hope that
through the service users constructing their stories using the Public
Narrative approach, they would feel empowered and would influence
the NHS staff to make a change.

To use the stories for change framework to build the
skills, confidence and capability of current and recent
service users to advocate on their own behalf for
changes that matter for them. (Project organizer)

They also felt heard due to the common factor bringing them
together in this project, which was that they all wanted improve-
ments in the NHS maternity services. Telling their stories was
deemed a silver lining of their birthing experiences, as speaking about
it and producing change is something constructive that came from a
bad experience.

| was thinking ‘my situation is quite different to
everybody else’ [...] but having ten faces on the screen
and gradually get to realise that we are all in the same

boat, it adds quite a lot of power. Everyone is

gradually becoming quite empowered and that is
going to have more impact going forward, for the
people who want to listen and also for us. (Co-design

group member)

A key theme that emerged was the impact of emotion in the
stories. Project organizers highlighted the importance of the use of
emotion in stories to create the motion needed to lead to change and
action. NHS staff found that there was an emotional resonance that

other methods of sharing information do not have.

There's an emotional resonance there, that immedi-
ately you can connect with those people that you can't
do by other means, you know a poster wouldn't have
the same impact. (NHS staff)

3.5 | Called to action

The NHS staff felt that the use of stories was a method that was
conducive to learning and to creating change when staff were

overworked.

The ‘stories’ bit in the title made it right [...] to actually
have an event that was focused in that with other key

stakeholders there was really important. (NHS staff)

For NHS staff who attended the Learning Event, listening to the
stories made them feel called to action. They perceived the stories to
be attention-grabbing, as this approach meant stories were told in a
way that kept listeners alert. They acknowledged that listening to
what could be improved in the services from maternity service users
themselves was essential to giving the power back to the service
users and making the appropriate changes.

That really important point of power sharing and
giving that power back to the mothers and not
thinking that you're the one that's sitting there with
all the power. (NHS staff)

It made me feel that | am now in a position, a hot seat
basically, to make a change with them. (NHS staff)

NHS staff and co-design group members reflected on changes that
started taking place as a result of the Learning Event. For example, NHS
stakeholders stated that they would include information from the event in
their revalidation reports, MVP co-chairs recognized the importance of
getting to know different cultures in their region, and matemity service
users were involved in the development of training programmes in
maternity services. The event also spurred a drive to use stories as a form
of data, and participants stated that the Stories for Change project would
lead to more similar events. On a personal level, NHS staff expressed how
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it would change the way that they interacted with their patients, as it
opened their eyes to the importance of taking a more compassionate

approach.

3.6 | Lived experience perspective

Service users who took part in the Stories for Change project were
also invited to contribute by sharing their lived experience perspec-
tive on the project. Figure 1 presents a commentary on the service

users' experiences of taking part in this co-production project.

3.7 | Recommendations for future projects and to
create change made by participants

During interviews, participants put forward recommendations for
future similar projects targeted at specific stakeholders to ensure
change in healthcare processes (Table 2). These include improving
the recruitment and inclusion methods in the design process,
factoring in diversity and types of remuneration offered to
participants and improving the co-design process by sharing their
stories with each other earlier to facilitate improvement.

3.8 | Programme theory

Based on interviews, observations and documentary analysis, we

developed a programme theory for the project, which can be found in

WILEY—

Figure 2. This programme theory serves as a useful framework on
which to base future projects that wish to use the Stories for Change

co-production model.

4 | DISCUSSION

Our study provided a deeper understanding of the mechanisms and
values underlying a co-production approach that aimed to involve
service users in the redesign of maternity services. This study
identified three broad factors in facilitating co-production: creating
an open and safe space to share ideas, learning how to tell stories
using the Public Narrative approach and having service providers
who play a key role in strengthening the health system listen to
stories compelling them to action. These different factors provide
insight into the influence of storytelling in creating meaningful
change in healthcare, which could help inform future healthcare
development processes.

The Public Narrative approach is a leadership practice that
aims to express values through storytelling, and ultimately call
people to action.® This evaluation has shown that this method
was conducive to contributing to co-design in health care. Co-
design aims to value experiential knowledge,?? which is what the
Public Narrative approach enables. The Double Diamond approach
incorporates four steps, three of which are the discovery, defining
and developing of the problems and solutions.?? Through story-
telling, the co-design group members were able to centre their
values and experiences in the process of uncovering the problems
and solutions in NHS maternity services. The broader context

To be part of such a project was a privilege and in some ways felt like my duty. It's essential
that the voices of mothers are heard, that actions are taken and there is a continuous effort
to work with service users to improve the very service that is meant for us and our babies.

- Shamaila Bashir

I’'m truly grateful for the opportunity to share my story knowing that this was heard with both
compassion and a commitment to change. The experience overall, the skills practised and the
relationships built have given me the confidence to become involved in the maternity
transformation mission in several other ways. It’s been both healing and inspirational and I'm
so glad | decided to take part.

- JucCarr

As a first time mum, joining forces with a strong group of women to bring about positive
change for maternity services was a huge support and honour. Feeling heard was a stepping
stone in my healing journey and has allowed me to process the elements of my maternity
care that | felt were inadequate. | have hope that my next maternity experience will be
different after the important work that we have been involved in.

- Alex Collie

What a privilege to be part of a transformational, holistic, and fully co-produced project; peer
supporting a diverse group of women to work together and use our service user voices for
better maternity care. It was encouraging to be part of a multidisciplinary, and perinatal
equity focused project from NHS South East via NHS Horizon. In highlighting what is important
to us and what we need to be better about our maternity care, we grew and healed some

FIGURE 1 Lived experience commentary
on the Stories for Change project on 10

August 2022. - Mo

more. Our learning event is testament to the power of stories for change, particularly through
a public narrative framework.
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TABLE 2 Recommendations for future similar projects and to create change (made by participants).

Theme

Recruitment process

Inclusion in the co-design group

Co-design process

Skills Session

Learning Event

Respondent group

Project organizer

Co-design member

Project organizer and
co-design member

Co-design member

NHS staff

Project organizer

Co-design member

Project organizer and
co-design member

Co-design member

Co-design member

NHS staff

Recommendations

Long-term networking is needed to connect with a variety of
communities and established groups in these communities.

Acknowledge the importance of building new relationships. Outreach
workers (separate to community midwives) could follow up with
people who register their pregnancy to give them the opportunity to
be included in the project from the start.

Ask what type of remuneration participants would want as state benefits
may interact with remuneration and participants may not want to just
receive money.

Local community outreach to include participants that would not hear
about the event through social media or MVPs.

Could include partners in future projects.
Include more people from deprived backgrounds through improving
recruitment and considering how to remunerate participants.

Could include someone that represents midwives as they would bring a
different, more frontline perspective.

Include mothers of the global majority who have English as their second
language.

Include daily themes (such as daily tips) in the WhatsApp group to create
more connection.

At the start of the process, speak about which aspects of the project will
be co-designed and which will be co-facilitated to mark the roles more
clearly.

Spend a whole day together to accelerate the process, either in person or
online.

Share their stories with each other earlier to better understand each
other's experiences, what improvements they want to call for, and
how to present them.

Increase the number of sessions that they hold from the beginning to
have more allocated time to create and share their stories and plan
the event.

Create an agenda before the meeting so they know in advance what
would be discussed, and this would help them make a plan around
what to do with their children during the event.

Create a shared document to compile the notes that the co-design
members make reflecting on the process of the project.

Provide more time to set up and practice the Public Narrative approach.

Provide more time in breakout rooms.

Make the Skills Session more of a workshop with role play and practice as
the co-design members had already learnt the skills.

Invite participants earlier so that more people could attend.

Encourage service user involvement through more social media use and a
wider range of platforms (including Instagram).

Hold more rehearsals.

Implement a structure where everyone is prompted to talk in breakout
rooms to encourage everyone to be present and to hear everyone's
views.

Encourage attendance from representatives from each co-design
member's local trust.

Spend more time in the breakout rooms focussing on the pledges.

Invite more consultants.

Invite health visitors.

Share more stories.

Hold in person Learning Events.
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TABLE 2 (Continued)

Theme Respondent group

In order to promote change:
Accountability to commit to creating
change

Co-design member

NHS staff

In order to promote change: NHS staff

Reaching a wider audience

Abbreviation: MVP, Maternity Voices Partnership.

within which the Public Narrative was used fostered the creation
of the service users as leaders, empowering them to use their
stories and expertise to call for change. The findings highlighted
that they were able to create an environment in which to openly
uncover their stories and propose solutions, highlighting how the
relationship between the approach and the values guiding the
sessions enabled the use of the Double Diamond model to act as
the co-design process in this project.

Historically, the power balance between the professional and
service user has been measured based on the product as opposed to
the process, centring the importance around who the final decision-
maker is rather than the process of interaction between the different
actors that leads to the production of solutions, as was the case with
the Arnstein's iconic ladder of citizen participation.2®2?* The project's
co-production approach entailed co-design methodology, which was
shown to enable interaction between different actors, as maternity
service users were incorporated into the process of redesigning
services.2 Our study found that this co-production approach is
dependent on the nonhierarchical nature of the design process,
which promoted power sharing. The Stories for Change project is an
exemplar of the mixing of different forms of knowledge that
represent an authentic co-production experience.?’

Our study found that having the space to share ideas allows for
the recognition of everyone's expertise. Project organizers intention-
ally designed the project without content in order for the co-design
group members to have control over designing solutions. The
facilitators and co-design group members created a safe environment
in which NHS staff could learn and have direct conversations with
service users and consequently were open to changing their points of

view and ways of working.

WILEY—"

Recommendations

Create a timeline and action plan to track the changes.

Use social media to follow up on the decision-makers' promises and keep
the movement going.

Hold a meeting every 3-6 months to get an update from the decision-
makers.

Involve service users at the local level to ensure that they are listened to,
that they can monitor the change, and keep the importance of the
human experience on the service providers' minds.

Hold a ‘you said, we did’ board for the professionals to show commitment
to their actions.

Hold an annual event to review progress.
Constantly review progress through a health equity lens.

Bring the project to every region and NHS hospital, or to individual
provider trusts.

Use eye-catching advertisement to publicize the project.

NHS employers should allow their staff time to attend and hear the
stories.

Learning Events should be held at board meetings as a mandatory event
to reach people who do not want to listen to these stories.

4.1 | Findings in relation to other studies

Our results highlighted the importance of examining the process of
producing solutions, as participants emphasized the importance of
a collaborative and inclusive project and an open and safe space in
empowering the service users and calling the NHS staff to create
change. This aligns with previous studies identifying that success-
ful co-production was the consequence of having a ‘space to talk’
and a ‘space to change’, referring to the spaces that recognize
everyone's expertise and allow for individuals to change their
views.2® In our study, these spaces allowed for diverse forms of
knowledge to interact on equitable grounds, which is considered
important in dismantling the hierarchy of knowledge between
professionals and service users in co-production initiatives.?472¢
The Public Narrative approach gives unique tools by which to
challenge the knowledge hierarchy that maintains health profes-
sionals on a superior level, as it gives service users a technique by
which to share their expertise of lived experience and connect
with their audience.

Another study that supports our study was conducted by
Abma et al.?” who promote a user involvement model called the
Dialogue Model. Their study highlighted the importance of having
a ‘safe environment’ as a foundation on which to develop the
patients' voices, which consequently acknowledges power differ-
entials and creates the space necessary for dialogue with
professionals.?” Our study showed that in the context of maternity
services, a safe environment is necessary to create a trusting
relationship between stakeholders, as this fosters the honest
sharing of stories and open dialogue between NHS staff and co-

design group members.
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FACTORS/STEPS KE([}DUIKED T0 ACHIEVE
THE EXPECTED QUTCOME

STORTES FOR CHANGE PROGRAMME THEORY

EXPECTED OUTCOMES

TODELTVER A LEARNING
\ INITIATIVE USING CO-DESIGN
METHODOLOGY

'HOLD FORMAL MEETINGS WITH THE
ORGANISERS/CO-FACILITATORS AND
CO-DESIGN GROUP.

INVOLVE THE SPONSORS BY SHARING
UPDATES ON CO-DESIGN PROGRESS AND
GIVING THEM A CHANCE AHEAD OF THE
LEARNING EVENT TO REFLECT ON WHAT
WILL BE ASKED OF THEM IN ORDER TO

PREPARE A RESPONSE.

INVOLVE THE FUNDER / COMMISSIONER
(HEE SE AND NHSEI SE PERINATAL TEAMS)
'BY CONSULTING THEM THROUGHOUT THE
PROJECT TO ENSURE THEIR PERINATAL
EQUITY PLANS ARE REFLECTED.

'HOLD A SKILLS-BASED PUBLIC
NARRATIVE SESSION.

ESTABLISH A RELATIONSHIP WITH MVPS,
'RECRUITING MATERNITY SERVICE USERS

‘THROUGH THEM WHILST ALSO SUPPOR-
‘TING MVPS TO RECRUIT NEW MEMBERS.

60O RELATIONSHIPS BETWEEN THE CO-DESIGN GROUP
MEMBERS AND THE ORGANISERS/CO-FACILITATORS.

CO-FACILITATORS NEED T0:
4. FACILITATE CONVERSATION WITHOUT CONTROLLING
THE NARRATIVE.
2. CREATE AN OPEN, SAFE, AND NON-JUPGEMENTAL SPACE.
3. MANAGE EXPECTATIONS OF THE CO-DESIGN GROUP WITH

RESPECT TO WHAT IS REALISTIC IN THE LEARNING EVENT.

4. CREATE A FRAMEWORK TO GUIDE THE PROCESS FORWARD.
5. CREATE SPACE TO STRATEGIZE IN A PRACTICAL WAY AND
GROUND THE PROJECT.

6. HAVE A MIXED SKILL SET.

7. COME FROM DIVERSE RACIAL BACKGROUNDS.

SPEAK ABOUT ROLES OF THE MEMBERS AND CO-FACILITATORS
AT THE BEGINNING OF THE PROJECT IN ORDER TO HAVE A
CLEAR IDEA OF HOUJ IT WILL MOVE FORUJARD.

USE WHAT THE WOMEN HAVE UNCOVERED IN THEIR STORIES
TO SHAPE THE DESIGN OF A FORMAL PROCESS.

ENSURE ENOUGH TIME (TO PREPARE STORIES, TO PLAN, TO
ORGANISE LAST-MINUTE PROP-IN SESSIONS, TO PRACTICE).

\

€ EMPOWERMENT OF SERVICE USERS.

A

THE SERVICE USERS' VOICES AND STORIES
ARE HEARD BY A WIDER COMMUNITY.

THE SERVICE USERS PEFINE THE PROBLEM
AND HAVE A SAY IN HOW TO SOLVE IT.

IMPROVEMENT OF MULTIPLE HEALTH INEQUALITIES BASED
IN NHS MATERNITY SERVICE PROVISION WHICH
DISPROPORTIONATELY IMPACT ON WOMEN AND FAMILIES
BASED ON RACE.

BOOST MVP'S CONFIDENCE APPROACHING BAME / GLOBAL
MAJORITY COMMUNITIES AND SERVICE USERS FROM
AREAS OF PEPRIVATION.

INCREASE THE INFLUENCE OF THE
MUPS BEYOND THIS PROJECT

o

TODELIVER A LEARNING
INITIATIVE BASED ON
(0-PRODUCTION

'REMUNERATE PARTICIPANTS.
'RECRUIT A DIVERSE GROUP OF
MATERNITY SERVICE USERS. >

‘TEACH SERVICE USERS HOW TO USE
‘THE PUBLIC NARRATIVE APPROACH
/AND FRAME THEIR STORIES T0 SHARE
‘THE PROBLEM AND WHAT THEY WANT
CHANGED.

ENSURE AN ORGANISER HAS THE ROLE OF FOLLOWING UP ON
EACH PARTICIPANT, AND CAN COST TIME FAIRLY AND ‘GLOBALLY'.

CONTACT ORGANISATIONS/COMMUNITIES WHO HAVE
PRE-ESTABLISHED NETUJORKS IN ORDER TO REACH A VARIETY
OF PARTICIPANTS.

TEACH SERVICE USERS THE APPROACH WITHOUT DIRECTING
THEIR NARRATIVE.

HOLD A SPACE WHERE OPEN COMMUNICATION CAN BE
FACILITATED.

PARTICIPATION FROM A DIVERSE GROUP OF WOMEN
(REMOVE BARRIERS TO INVOLVE BLACK AND GLOBAL
MAJORITY COMMUNITIES AND THOSE RECEIVING STATE
BENEATS).

WOMEN PARTICIPATING IN THE PROCESS LEARN
SKILLS THROUGH THE PUBLIC NARRATIVE APPROACH
THAT CAN BE USED OUTSIDE OF THE PROJECT.

(0-DELIVERA

LEARNING EVENT

'HOLD A LEARNING EVENT.
'HOLD A SKILLS-BASED PUBLIC
NARRATIVE SESSION.

‘THE CO-FACILITATORS PRESENT THE
PROJECT, PUBLIC NARRATIVE SKILLS AND,
‘SHARE EXAMPLE

IPLE STORIES IN FORMAL
MEETINGS AND SKILLS SESSION.

‘THE CO-DESIGN GROUP SHARE
‘THEIR STORIES.

RECRUIT MATERNITY SERVICE
STAKEHOLDERS, NHS PROVIDERS
AND COMMISSIONERS, INCLUDING

'THOSE OUTSIDE THE SOUTH EAST

DEVELOP PARTICIPANTS' SKILLS, CONFIDENCE, AND CAPABILITY
TO USE STORYTELLING.

HAVE A MIXED SKILLSET AMONG THE CO-DESIGN GROUP AND
CO-FACILITATORS.

HAVE THE CO-FACILITATORS HOLD THE STRUCTURE OF THE
EVENT AND SESSION IN PLACE.

BE OPEN TO DIFFERENT LEVELS OF PARTICIPATION.

PRIOR TO THE LEARNING EVENT, ENSURE ENOUGH TIME TO
LISTEN, PRACTICE, FEEDBACK TO THE PARTICIPAN

DESIGN THE EVENT IN A WAY WHICH BEST COMMUNICATES
‘THE MESSAGES TO THE AUPIENCE.

ENSURE AVAILABILITY OF STAKEHOLDERS.

HAVE THE MATERNITY SERVICE USERS” VOICES AND STORIES
AS THE FOCUS OF THE EVENT.

CENTRE STORIES ON IMPROVEMENT OF SERVICES AND WHAT
AWENT WELL IN THEIR EXPERIENCE.

ENSURE TIME AND ALLOCATE ROLES TO FACILITATE CONVER-
‘SATION BETUEEN STAKEHOLDERS AND THE CO-DESIGN GROUP.

ENSURE STAKEHOLDERS UNDERSTAND THE IMPORTANCE OF
IMPROVING MATERNITY CARE/STAKEHOLDERS HOLD MATERNI-
TY CARE AS A PRIORITY.

PRESENT STORIES THAT ADDRESS DIFFERENT ASPECTS OF
MATERNITY CARE IN ORDER TO LINK TO POLICY THEMES.

N

J

THE IMPACTED COMMUNITY USE STORYTELLING
TO GET THEIR VOICES HEARD AND INCITE
CHANGE.

STAKEHOLDERS WHO ATTEND THE LEARNING EVENT
INCORPORATE THEIR LEARNING INTO THEIR RESPECTIVE
AREAS OF WORK (IN AN INDIVIDUAL'S WORK OR POLICY)/
INCORPORATE WHAT THEY HAVE LEARNED TO INFORM
MATERNITY CARE POLICY AND PRACTICE.

MATERNITY STAFF FEEL EDUCATED AND
CAPABLE OF POING THEIR WORK TO PROVIDE
BEST OUTCOMES.

RELATIONSHIPS BETWEEN MATERNITY STAFF
AND PATIENTS CHANGE AND THEY WORK
BETTER TOGETHER.

NHS STAKEHOLDERS ENGAGE WITH THEIR
LOCAL MATERNITY SERVICES.

FIGURE 2 Stories for Change programme theory.
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4.2 | Strengths and limitations

To our knowledge, the present study is the first to use Public
Narrative as a tool for service user engagement in health care. This is
a strength as it makes explicit the mechanisms and values used to
guide co-design, which allows for future replication of this approach.
Second, given the time limitations associated with developing
healthcare policies, our rapid methodology allows for scientifically
rigorous methods of ensuring that patients' voices are systematically
identified and incorporated into healthcare policies in a timely
manner.

The findings of this study should be considered in relation to
its limitations. The data collection started when the project
commenced, which meant that the first interviewees approached
had little time to reflect. This was overcome by interviewing some
interviewees in the second round, but not all took part in a second
interview. Furthermore, due to the rapid nature of the evaluation,
there was a short data collection period following the Learning
Event, which meant that the impact of the project could not be
properly evaluated. This also meant that we were unable to
evaluate the whole Double Diamond model, due to the last step
being the delivery of the solutions. Although the idea for the
solutions has been delivered, we could not test and evaluate
the impact of these solutions in maternity services. There may
be biased perspectives on the positive impacts of the project, as
the NHS staff interviewed maybe those who are more likely to
attend such events, and who are more invested in creating change

in maternity services than other NHS stakeholders.

5 | CONCLUSION AND IMPLICATIONS
FOR POLICY AND PRACTICE

Our study has shown a method by which co-production can be
done meaningfully with service users. We found that a co-
production approach that uses co-design methodology with Public
Narrative as a user involvement strategy empowers maternity
service users and calls NHS staff to act and create change. Key to
the co-design process is the creation of an open and safe space
that facilitates the dismantling of the hierarchy of knowledge
between service user and professional, necessary to ensure that
power is redistributed and that service users are genuinely part of
designing solutions.

The results of our study carry with them some implications. First,
this study suggests that creating impact through a co-production
approach can play an instrumental role in ensuring that patients'
voices are accounted for in healthcare policy development processes.
Second, the specific recommendations for incorporating stories in
healthcare processes can also be applied to other co-design projects
that are unsure how to explicitly undergo co-design. We recommend
that future studies implement and evaluate the approach in other

healthcare contexts.
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