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1 | INTRODUCTION

User participation aims at the higher rungs on Arnstein's ladder of
citizen participation, that is the redistribution of power by involving
those who otherwise might be the subject of research or recipients
of care to be deliberately included. This is recognized as a key com-
ponent to enhance quality in health and social care.? User participa-
tion in health care has been described as a continuum spanning from
consultation to partnership and shared leadership on the levels of
direct care and organizational design, and in policymaking.®*

On the level of the direct care, user participation has been linked
to person-centred health care with active, informed and empow-
ered patients where health care is provided in a patient-professional
partnership, as opposed to a paternalistic health care where patients
are seen as passive recipients of care.>” On the level of organiza-
tional design, there has been an increase in the use of participatory
study designs, intending to involve relevant users, for example pa-
tients, their families and health-care professionals, to co-design
improvements and develop health services. Such an approach has
been suggested to result in health-care services that better meet
the actual needs and expectations of the users and are more likely
to be implemented in practice.®*° However, it has been shown that

these joint processes are complex!*™3

14-16

and the empirical evidence is
inconclusive.

Previous research on co-design has highlighted the risk of un-
equal power relationships, difficulties making voices heard, barriers to
contribute in a meaningful way and a tokenistic approach to involve-
ment.'?! In co-design processes involving patients and professionals,
there may be difficulties to achieve equal power relationships due to
inherent hierarchical structures.?? Further, in processes involving pa-
tients with limited cognitive and communicative skills,* such as after
a stroke, it may be even more challenging to achieve equal power re-
lationships. Calls have been made to critically explore participation in
health-care design®® and how ‘reconfigurations of power relations’

can be achieved within co-design processes.?* Consequently, research

TABLE 1 Characteristics of the patients and significant other

with a specific focus on user participation in the co-design process and
the enablers and barriers to user participation is needed. In this study,
we define user participation as participants’ actions and behaviours in
the development of a new health service during a co-design process at
the level of organizational design.

Therefore, the aim of this study was to describe how user partic-
ipation manifests itself within a co-design process involving patients,
significant others and health-care professionals, including potential
enablers or barriers.

2 | METHODS
We conducted a co-design process, intending to develop a new
care transition process between the hospital and the home with
continued rehabilitation in the home environment for people with
stroke. The co-design process was conducted with design thinking,
a human-centred approach and user-driven development processes
that co-create solutions to problems in collaboration between
users.?>2¢ Design thinking is both a process/methodology and an ap-
proach. The co-design process, conducted in the Stockholm region,
consisted of five half-day workshops, held at Openlab, a designlab
and challenge-driven innovation community, starting in November
2019 and ending in January 2020.

Ethical approval was obtained from the Swedish Ethical Review
Authority.

2.1 | Participants

Three people with stroke, one significant other and ten health-care
professionals took part as seen in Tables 1 and 2. To enable partici-
pation, the employers of the participants (patients, significant others
and professionals) were offered reimbursement for the time the par-

ticipants were absent from work. The workshops were moderated

Years since Number of workshops Interview/
Participant Sex Age stroke Working SIS recovery®  attended questionnaire
Patient 1 Female 57 6 Yes 95 5/5 Interview
Patient 2 Male 92 1.5 Retired 90 5/5 Interview
Patient 3 Female 74 <1 Retired 90 4/5 Interview
Significant other Female 59 2° Yes 5/5 Interview

SIS recovery = Stroke Impact Scale self-rated recovery on a visual analogue scale from O to 100, where O indicates ‘not recovered at all’ and 100

indicates fully recovered after stroke.*’
bYears since the stroke onset of the husband.
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TABLE 2 Characteristics of health-care

professionals (H1-H10) and facilitator (F1) L.
Participant

H1
H2
H3

H4
H5
H6

H7
H8
H9
H10
F1

WILEY-

Number of workshops Interview/

Profession attended questionnaire
Occupational therapist 5/5 Interview
Registered nurse 5/5 Questionnaire
Speech and language 5/5 Questionnaire

therapist
Physician 4/5 Questionnaire?
Physiotherapist 4/5 Interview
Speech and language 2/5 Questionnaire

therapist
Physiotherapist 4/5 Questionnaire
Physiotherapist 3/5 Questionnaire
Physiotherapist 4/5 Questionnaire
Occupational therapist 5/5 Interview
Facilitator 5/5 Interview

2Did not respond to questionnaire.

by a facilitator trained in design thinking. The term patient will be
used throughout the paper. However, we do acknowledge that the
participants, who had had a stroke and took part within this study,

were no longer, by definition, patients.

2.1.1 | Patients and significant others

Patients and significant others were recruited through announce-
ments in the patient organizations such as the Swedish Stroke
Association and Neuro Sweden. The criteria for inclusion were peo-
ple who (a) had had a stroke and had experienced the care transition
from a hospital to continued rehabilitation in the home within the
Stockholm region; or (b) were a significant other to a person meeting
the criteria in a; (c) were available to participate in five workshops;
and (d) were able to communicate in Swedish.

Among patients, we sought a variation in age, sex and years since
diagnosis. In total, 10 patients and one significant other reported their
interest in participating in the study. Of these, three patients met the
inclusion criteria. Due to the low number of significant others report-
ing their interest to participate, contacts were made with significant
others from a previous study on experiences of care transitions.?”
Out of three significant others approached in this way, two declined
and one agreed to participate. Oral and written information about the
study was provided. From those who agreed to participate, a written

informed consent was obtained before enrolment in the study.

2.1.2 | Health-care professionals

Eligible to participate were health-care professionals who were in-
volved in the care transition of people with stroke from a hospital
to continued rehabilitation in the home environment. Therefore, an

email was sent to the managers of acute stroke units and geriatric

stroke units at one county hospital in the Stockholm region, and
the managers of two corresponding multidisciplinary rehabilitation
teams in primary care, with information about the study and an in-
vitation to participate. From the hospital, five health-care profes-
sionals, including one physician, one physiotherapist, one registered
nurse, one speech and language therapist and one occupational
therapist, were included. From the two multidisciplinary rehabilita-
tion teams, three physiotherapists, one occupational therapist and
one speech and language therapist were included. All health-care
professionals were women with a mean age of 44 (29-55). The mean
time working within their profession was 17 years (4-30), and the
mean time working at the current workplace was 8 years (2-20).

2.2 | Co-design process

The overall focus of the co-design process was to develop solutions
(prototype) to improve the experience of care transitions for patients
and significant others from the hospital to continued rehabilitation
in the home environment. At the start of the co-design process, the
facilitator emphasized that the experiences of the care transition
process of the patients and significant others were in focus. Co-
design activities such as patient narratives, patient journeys, inter-
views with patients and the significant other were conducted to give
precedence to the needs of patients and significant other. The co-
design process comprised five half-day workshops, held in Swedish,
with different elements and modules and breaks in between for food
and drinks.?®?® The participants were divided into three groups,
the same across all five workshops, in order to facilitate discussion
and creative collaboration. The groups consisted of one patient per
group, and one group also included the significant other. All groups
included three professionals of different professions, from both
hospital and multidisciplinary rehabilitation teams. The researchers

composed the groups based on both personal acquaintances with
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the participants and the experiences of the care transitions as a pa-
tient, significant other or professional.

The co-design process followed the foundation of the double-
diamond model?® and used varying design methods to meet the aim
of the specific workshop as seen in Figure 1. Before and in between
the workshops, the researchers collaborated with the facilitator in an
iterative process of planning and structuring the workshop process.

2.3 | Data collection

Data were collected by observation, taking field notes and recording
post-observation reflections. After the last workshop, the partici-
pants were asked to partake in either a semi-structured interview or
fill out a questionnaire with open-ended questions about their ex-
perience of the co-design study. The data collection was conducted

by three PhDs (MF, CY and LvK) well experienced in qualitative re-

search, and one doctoral student (SL).

2.3.1 | Observations

Observations of the co-design workshops were conducted by three
researchers per workshop. The researchers observed one group
each and took field notes. The observations were based on the aim
of the study. The field notes were transcribed verbatim and were on
average 1762 words per workshop.

2.3.2 | Reflections

After each workshop, the researchers and facilitator recorded an
individual verbal reflection regarding their experiences from observ-
ing the workshop. Individual reflections lasted between 2 and 7 min-
utes, with a mean of 4:14 minutes. After the individual reflection, the
researchers held a recorded group reflection. The group reflection
lasted between 15 and 37 minutes, with a mean of 26:07 minutes.

The reflections were transcribed verbatim.

Workshop 1 2 3 4 5
Aim with | Mutual understanding | Understand the needs Generate ideas Recapitalise needs and | Test solutions and
workshop Empathy Synthesis needs and Define, analyse, insights prototypes in test-
Trust insights prioritise and Adjusting ideas scenarios
Define aims and contextualise ideas Concretise solutions
challenges Create prototypes
| pr .
- N - -
P ‘ = S < ‘ M- ~
’ & i E > N ~ 7’ & < o = B
/’ . \\\\ ,”’ e ~
. Engage Discover . Ideate Prototype Test | Post-workshop
\\\\ | ,,r’ ‘\\\ "”_r’
~ } B ~ o
N | ; b >
b I > b _at
e ! d b _ad
o | > e o
g : e i b o =
b (| 4 . |
Design Patient narratives Patient journeys Brainstorming Storyboards Role-play
methods Interviews Interviews SWOT-analysis Brainstorming Focus groups
Mapping patient "How might we"- How-Now-Wow Interviews Pitching
journey questions Idea cards Prototyping Evaluation
Service blueprints
Data Observations: Observations: Observations: Observations: Observations:
collection Field-notes Field-notes Field-notes Field-notes Fleld:notes . ’
Individual reflections: Individual reflections: Individual reflections: Individual reflections: Individual reflections: Seml-stﬂ.lcture
Recorded Recorded Recorded Recorded Recorded Interviews
Researcher group Researcher group Researcher group Researcher group Researcher group CUEBHEIE N
reflections: Recorded reflections: Recorded reflections: Recorded reflections: Recorded reflections: Recorded

FIGURE 1 Visualization of the co-design process including aims, design methods and data collection of each workshop?®
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TABLE 3 The steps of the analyses Step 1

Step 2

WILEY-

The transcribed unit of analysis was read through to get an overview of the content.

The unit of analysis was divided into meaning units comprising words, sentences or

paragraphs related to each other.

Step 3

The meaning units were condensed without interpretation through the shortening of

the text without removing the core meaning of the unit.

Step 4

Each meaning unit was labelled with a code through the interpretation of the

underlying meaning.

Step 5

Codes of similar meaning were clustered into subcategories. The initial subcategories

were reduced through a back and forward comparison of codes and groups to
capture the underlying meaning.

Step 6

Subcategories from the different sources of data were analysed by their latent

content and compared in order to form categories based on the underlying meaning
of the subcategories.

2.3.3 | Semi-structured interviews

After the completion of all workshops, individual interviews were
conducted with the patients, the significant other, one health-
care professional from each co-design group with variations in the
workplace and profession, and the facilitator. The interview guide
is presented in Appendix 1. The interviews lasted between 24 and
46 minutes, with a mean of 32:19, and were recorded and transcribed
verbatim. As one of the interviewees did not want to be audio-

recorded, notes were taken, and the interview lasted for 50 minutes.

2.3.4 | Questionnaires

Those health-care professionals who were not interviewed were
invited to fill in an electronic questionnaire with open-ended ques-
tions. The questionnaire contained the same questions as the semi-
structured interviews. The answers were on average 32 words per

question.

2.4 | Data analysis

Since the aim was to describe how user participation manifests it-
self within a co-design process including potential enablers or bar-
riers, qualitative content analysis?? was chosen as the data analysis
method. The transcribed data from field notes, reflections, inter-
views and questionnaires were analysed with inductive qualita-
tive content analysis. Each source of data was initially analysed
separately with manifest and latent content analyses according to
the steps presented in Table 3, in accordance with Graneheim and
Lundman.?? SL created meaning units, condensed meaning units and
coded the data in close collaboration and on-going discussion with
MF and CY. The grouping of codes and creation of subcategories
were done by continuous discussions and collaboration between
SL, MF and CY. After steps 1-5, the subcategories from different
sources of data were merged and compared by SL, MF, CY and ME
to find similarities and differences in data in order to form catego-

ries. The subcategories and categories were discussed and refined

by all researchers. All researchers discussed and agreed on the final
categories. The group of researchers who conducted the analysis
represented clinical and scientific expertise in stroke rehabilitation,
transitional care and health services research. To strengthen trust-
worthiness, data were analysed both separately by SL and in dis-
cussion within the group. In these discussions, the group critically

assessed and reflected upon their prior understanding.

3 | RESULTS

The results showed how user participation manifested itself includ-
ing potential enablers or barriers within a co-design process involv-
ing patients, significant others and health-care professionals. Four
categories: ‘Composition of individuals for an adaptive climate’; ‘The
balancing of roles and power’; ‘Different perspectives as common
ground for a shared understanding’; and ‘Facilitating an unpredict-
able and ever-adaptive process’, with all together nine subcategories,

resulted from the analysis, illustrated in Figure 2.

3.1 | Composition of individuals for an
adaptive climate

3.1.1 | An adaptive climate

An adaptive approach to the needs of the fellow participants ena-
bled participation. This included an adaptive climate to participants
with different levels of communication skills through adapted con-
versation pace, allowing time to finish speaking and explanations to
understand the task. This permissive, inclusive climate and collective
engagement where the participants could express their opinion was
facilitated by the participants’ responsiveness to each other, that is
paid attention to, involved and encouraged each other to participate
in the discussion and speak their minds. This was done by attentive
and active listening with probes and encouragement, and affirmative
body language.

A relaxed and easy-going atmosphere where the participants

spoke their minds enabled the forming of relationships with the
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other participants. This led to participants feeling comfortable in in-

teracting with the other members of the group.

| think it's important to be open-minded - How
should | put it? - that one is open. Everyone seemed
to be very open hearted in all regards. Of course, |
also opened up and they opened up as well.
Interview, patient 1.

3.1.2 | The composition of a group

During the course of the workshops, it became evident that indi-
vidual factors such as creativity skills, communication skills, compe-
tencies and ability to act within a group affected participation. Thus,
the composition of individuals, rather than belonging to a profession
or health-care context, enabled and hindered participation within
the groups.

Actually, | thought the groups were very good and
then, if you want to make some kind of analysis of
personalities, people do have different strengths.
Some like to analyse, synthesise and formulate.
Some like to create new ideas, be creative, play.
Some like to observe. So, to create a really good
team it is naturally quite appropriate to have people
with different skills.

Interview, facilitator, F1.

3.2 | The balancing of roles and power
3.2.1 | Role ambiguity

Patients and the significant other struggled to combine their bi-
nary roles of being a ‘user’ with experience in the stroke care tra-
jectory and being an equal, accountable partner in the co-design
group. One patient and the significant other requested more in-

formation about the health-care context as they expressed that

limited knowledge hindered their ability to contribute beyond

their own experiences.

There was a clear clash of different identities at times;
I'm not 100% certain that it works to have patients
and family members as both team members and users
- in the same project, on the same team.

Interview, facilitator, F1.

The participants expressed ambiguity in what role they were
expected to take in the design process. The ambiguity comprised
several aspects: the roles within each group, the participants’ own
view of their role, the binary roles of patients and the significant
other as both users and members of the co-design group, the profes-
sionals’ ambiguity of being users, professionals and a member of the
co-design group, and the traditional hierarchical health-care roles as
expert and novice. This meant insecurity in how to participate in the
workshop activities.

I haven't felt like I've been on equal terms as | haven’t
known what you want me to do - should | help the
patient as a member of staff or should | focus on my
task as a participant

Interview, health-care professional, H5.

The collision between patients’ and the significant other's bad ex-
perience of the health-care trajectory and the professional identity as
provider of good quality health care was observed to hinder the adop-
tion of equivalent roles. Some of the professionals struggled to resign
from the role as professional, becoming defensive and questioning the
experience of the patients/significant other.

There may be a general problem that emerges quite
clearly in the group at times. There is a kind of ac-
cusation that the patients make due to painful, bad
experiences they had of healthcare. Obviously, this
clashes a great deal with your professional identity.
It demands a great deal, to understand and not de-

fend the system. It's very difficult to separate the
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system you've worked for, and in, for so many years
from yourself.
Recorded reflection, workshop 4.

3.2.2 | Balance of power

There were examples when the view of participation was hierarchi-
cal and an uneven balance of power became evident. Some patients
viewed the professionals as experts and felt that they as patients
had less to contribute than the professionals who had everyday

health-care experience and skills.

| felt inferior in that way; of course, they were experts
and | wasn't.

Interview, patient 2.

Health-care professionals, in their turn, could steer the discourse by
contrasting the experience-based perspective of the patients/significant
other from one unique occasion with their long-term experience from
working with these issues every day. This appeared to risk cementing the
traditional expert-novice roles. The use of role-play, where participants
were required to clarify and change roles, was experienced as neutralizing

the roles between the patients/significant other and the professionals.

3.3 | Different perspectives as common ground for
a shared understanding

3.3.1 | Shared understanding

A shared understanding among the participants regarding the pur-
pose and aim of the process appeared to enable equal participation.
However, the pre-understanding of what the co-design process con-

stituted and what it meant differed among the participants.

| think that it has worked well between us healthcare
staff, and even with one of the family members. It was
more difficult to work with the patient in our group,
who found it difficult to understand the purpose of
the workshops.

Questionnaire, health-care professional, H2.

Further, a continuous consensus and understanding between the
participants within each group regarding topics of conversation, needs,
insights, solutions and how to jointly execute and accomplish tasks en-
abled the participants’ possibility to participate on equal terms. Lack
of shared understanding gave rise to frustration, which hindered the
workflow, and in some cases even led to the exclusion of the person
having difficulties understanding.

This pressure to come up with something - like, what

you're thinking about and writing it down. ‘What do

WILEY-Z

you think about this in three words’. Your heart races.
| can’t do this. I'm not in the swing of this and it might
be difficult for us as family members who might not
have the training either.

Interview, significant other.

A recurrent use of cumbersome language, that is sector-specific
words from the design area including a mix of Swedish and English,
hindered the understanding of new tasks and concepts used in the
process. This, in turn, hindered the participants’ ability to comprehend
the tasks that the groups would perform, limiting the possibility to par-
ticipate as an equal group member.

What | found hard to understand was the process
itself that she had drawn up and discussed. In some
way it was above, or outside what | think is important.
It was more fancy words than genuine. It was a little
bit too flashy for my taste.

Interview, significant other.

The use of paraphrasing and reflection, that is recapitulating what
had been said and whether the interpretation was in line with the per-
ception among the members of the group, helped to confirm a shared
understanding among the participants and provided an opportunity
to reach consensus. This was often practised by health-care profes-
sionals. A shared understanding enabled ownership of the co-design
process and increased the motivation to participate wholeheartedly in

the development of the new care transition.

3.3.2 | Bridging different perspectives

Participants described difficulties in bridging the experience-
based perspective of patients and the significant other and the
perspective of the health-care professionals. Even though they
acknowledged the different perspectives as a strength, which en-
riched and broadened their understanding and view of the care
trajectory and each other, it also posed some difficulties. As the
co-design process gave precedence to the needs of the patients
and significant other, the health-care professionals experienced
that their perspective had to stand back. The perception of the
actual needs of the patients and significant others differed, and
sometimes, the participants had difficulties understanding each
other's perspectives. This led to irritation and dissatisfaction
within the group, difficulties in participating and, in some cases,

also a distance between participants.

Well, patient and family members were more difficult to
work with. As healthcare professionals, we think alike
and know how things are done when we work, while
patients/family members would like us to solve their
particular problem. And it became, sort of the focus in

the group that they talked about their needs, while we
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naturally see that, for you this might have been a good
solution but for someone else it might not have been a
good solution - perhaps we see the bigger picture while
they might focus a bit more on their own experience.

Interview, health-care professional, H1.

In contrast, there were also examples of health-care profession-
als who stated that the health-care system’s perspective must be set
aside in favour of the patients’/significant other's perspective and that
the discussion must be based on the needs of the patients/ significant

other.

In that respect | might not have based it an enormous
amount on my own profession; rather, more from rea-
soning about what might be good from the patient's
perspective, and then perhaps my profession was not
the most crucial aspect - it was more about getting
inside the patient’s head. What would | have thought
If | ended up in that situation?

Interview, health-care professional, H10.

3.3.3 | Form alliance to be heard

The formation of alliances was made by both patients/significant
others and health-care professionals and appeared to enhance the
voice and perspective of the individual. The health-care profession-
als’ alliances emanated from their clinical setting and the patients’
from their experience along the care trajectory. Participants could
make their voices heard by the sharing and recognition of their ex-

perience in their respective alliance.

There was a certain tendency for the patient and neu-
roteam [multidisciplinary team] representative in the
group to find symbioses in experiences and be able
to reinforce one another’s narratives, while at the
same time the speech and language therapist from
the stroke unit and the occupational therapist from
the geriatric stroke ward could find common ground
based on the perspective from hospital care.

Field notes, workshop 1.

3.4 | Facilitating an unpredictable and ever-
adaptive process

3.4.1 | The need for a facilitator

The facilitator was an enabler for participation and the workflow of
the process. The facilitator identified imbalances in participation and
made sure that the perspective of the patients and significant others
was highlighted. However, the facilitator encountered difficulties pro-

viding continuous guidance and intense facilitation to meet the needs

of all three groups. Participation within the groups was hindered by
the absence of a facilitator in each group, responsible for initiating
and stimulating discussions and interactions. There was often hesita-
tion around how to initiate new assignments, which caused worry and
stress among the participants. As a response, an informal facilitator
role emerged. Most of the time, the responsibility and informal facili-
tation ended up with one of the health-care professionals within the
groups, often the same person from time to time.

What one might have wished for was a little more facil-
itation of the groups, that someone had been present
who could actually offer the groups further support,
because they come up with good ideas and thoughts,
but it feels like they need affirmation from someone.

Recorded reflection, workshop 4.

3.4.2 | The role of the ever-adaptive process

The co-design process both seemed to enable and hinder participa-
tion. The diversity of assignments and methods achieved an open
and creative environment and enabled a variety of ways for the par-
ticipants to express themselves. The varied arrangement allowed
for several modes of expression and met the needs of different
individuals.

But it was good that there were different methods.
There were lectures, we could discuss, we could paint,
we could write; | thought that all of that kind of thing
was great. Then perhaps one might start to think in a
different way as well. It's also good in as much as we
are different people in the room and there is always
something that suits someone.

Interview, health-care professional, H1.

On the other hand, parts of the co-design process also seemed to
negatively affect the participants’ possibilities to participate on equal
terms. Assignments that were forced, unclear and difficult to understand
hindered participation. The confusion that arose when the participants
did not understand how to take on an assignment made participants
cautious about speaking their minds and participating in the task. This
insecurity, together with stress due to the time-limited process, made the
participants focus less on interactions between each other and more on
the fulfilling of the given task. Time was mentioned as both an enabler to

avoid getting stuck in endless discussions and a barrier to participation.

It was slightly stressful at times, bang, bang. So we
had to finish some things when we had barely started.
| could lose a little focus at times.

Interview, patient 1.

As dissatisfaction, minor conflicts and co-operation problems

occurred along the process, the possibility to adapt and revise the
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process was necessary to enable participation. Customized support,
such as individual meetings and simplified information between work-
shops, was provided. One patient desired to explain their own experi-
ences in greater detail, and arrangements to meet these needs were
provided. An ever-adaptive process was dependent on a reflective
approach from the researchers and facilitator to perceive the needs
of the participants and pay attention to changes needed to be made.

4 | DISCUSSION

This study described how user participation manifests itself includ-
ing enablers or barriers within a co-design process involving patients
with stroke, a significant other and health-care professionals. Four
categories were identified; all included both enablers and barriers
for participation: ‘Composition of individuals for an adaptive cli-
mate’; ‘The balancing of roles and power’; ‘Different perspectives
as common ground for a shared understanding’; and ‘Facilitating an
unpredictable and ever-adaptive process’. Our results suggest that
the individual's participation in a co-design process manifests itself
through the interaction of the group members and their skills to han-
dle different perspectives, roles and assignments. The individuals’
participation is enabled by an ever-adaptive facilitation of the co-
design process.

The establishment of a positive group climate and inclusive atmo-
sphere was described as important aspects to enable trust, facilitate
speaking out and participate in the co-design process. These results

are in line with previous studies?1-30-32

and also align with the first
step of our co-design process, which was to establish a mutual un-
derstanding, empathy and trust among the participants.33 Building
relationships and creating social connections were experienced as
important means to reach an inclusive climate within the group.
However, even though diversity among participants is an important
element for a creative co-design and design thinking,?¢ this entailed
difficulties and challenges in collaboration in practice. Factors such
as personality, creativity and communication skills, and ability to
act within a group affected how the participants interacted, collab-
orated and contributed to the process. The composition of groups
with a majority of professionals and one single patient may also have
affected the interaction. Putting together, participants in co-design
processes require careful consideration and the knowledge that a
diversity of skills and capacities can require extensive efforts in fa-
cilitating collaboration within the groups.34 Our results point to the
need for intense and adaptive facilitation to enable participation of
all group members. Further, the necessity of teamwork in design ed-
ucation, to prepare designers/facilitators as they will be confronted
with this matter in practice, has also been described.®® Co-design in-

h,3¢ which stresses the importance of creating

cludes a team approac
well-working groups. Groups act and form collaboration in different
ways depending on the composition of individuals.®” Groups who
coordinate their work and manage group conflicts more easily create
cohesiveness and an environment within the group where all mem-

bers can contribute with their unique knowledge and skills.®”8 This

WILEY-

study highlights that to enable the participation of all participants,
considerations must be taken concerning group composition and to
support an inclusive group climate.

Ambiguity around the roles of the participants was described
to hinder participation. Patients and significant others struggled to
combine their binary roles as both users with lived experience and
being an accountable partner in the design group. They experienced
difficulties with contributing more than their own experience and
felt they had insufficient knowledge (ie about the health-care sys-
tem) to participate and contribute to the discussions. Patients’ and
the significant other's insecurity about their own ability to contrib-

ute19,21

and difficulties in contributing more than their own experi-
ence have previously been reported.31 One of the main purposes of
co-design is to empower patients to become legitimate and acknowl-
edged members of the design group.®” However, not all people,
whether a patient, a significant other or a professional, are capable
of assuming or want to assume the role of a designer in co-producing
health care.® It has been recognized that the capability of individuals
to participate in the co-design varies’ and that users cannot always
take on binary roles, as it depends on the level of expertise, passion
and creativity of the user.2® In the present study, participation var-
ied between participants and between different groups due to both
capacities, will and contextual circumstances. Fischer points to the
fact that people in some situations want to be designers and in other
situations want to be ‘consumers’, and therefore advocates for the
emergence of an ‘adaptive design’.” This participation continuum
has also been highlighted by Carman, showing that participation
may vary depending on topic and context.* This, together with the
results of our study, highlights a need to allow for flexible levels of
participation. Education of professionals and patients, to gain knowl-
edge and skills about co-design and the aim of the co-design process,
was requested and has been described to enhance the co-design of
new health-care services® and to strengthen their position within
co-design processes.>'® Our findings therefore call for specification
and clarification of the different roles needed before recruiting to
a co-design process. This should also be clearly communicated to
eligible participants. Further, it must be ensured that each of the par-
ticipants understands their importance and unique significant value
to the process.

The ambiguity of roles was also related to the power relation-
ships between the participants which hindered participation. Some
of the traditional hierarchical roles from health-care practice were
present in the co-design workshops. The patients viewed the pro-
fessionals as experts and downgraded their own experience as an
equivalent contributor to the process, and some professionals con-
sidered patients’ experiences as anecdotal. This strengthened the
boundaries between participants and hindered participation. This
type of discreditation has been described by Fricker as epistemic
injustice.40 Despite the fact that the co-design process itself should
facilitate a user-centred approach with an emphasis on the experi-
ence of all users, it is of critical importance to acknowledge the pos-
sible presence of epistemic injustice. Hence, such injustice increases

power asymmetries and separates rather than unites individuals. In
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the co-design groups, an epistemic injustice could therefore be seen
in how professionals valued their own and their peers’ long-term
experience more than the patients’/significant other's experience.
However, there may also have been an epistemic injustice in that
the workshops were based on the patients’/significant other's needs
and their experiences were prioritized rather than the professionals’
work-related experience. Since people's experiences are the focus
of participatory design methods, all experiences should be recog-
nized as a form of expert knowledge and valued equally as any type
of knowledge.*' However, experience is often determined by tacit
knowledge, which is typically hard to define, formalize and validate,*?
requiring regular personal contact, dialogue and trust between peo-
ple.}”2* Despite our intention to have a user-centred focus, and even
though different techniques were used to create empathy, trust and
mutual understanding,?® we did not fully succeed in an equal view on
the value of experience. One way to overcome this obstacle might
have been to deliberately address what experience is and what kind
of experience was in focus in an open and reflective dialogue as part
of the co-design process.”'22 One reason for the ambiguity of roles
could have been unclear introduction of what was expected of the
participants. To overcome this, more time and attention should have
been provided to assure a shared understanding of the co-design
process including the moral and methodological underpinnings of
user participation.43 Furthermore, the roles, responsibilities and
objectives should have been more clearly defined to facilitate part-
nership and engagement.'®*4*> We suggest that the ever-adaptive
facilitation must consider the differences in the individuals, how
used they are to work in co-design processes and how much collab-
oration with each other the co-design process entails.

The data collection with four different data sources generated
rich data and enabled us to validate data through triangulation of
sources, which strengthens the credibility of our study. Further,
the use of both questionnaires and interviews enabled that partic-
ipants in questionnaires to more freely express potential negative
experiences of the process, while also ensuring rich data from the
interviews. At the same time, conducting interviews with all the par-
ticipants might have generated even richer data. The observers and
interviewers were the same individuals who conducted the analysis,
that is the researchers responsible for the project. This might have
affected both the responses from the interviewees and the inter-
pretation of the data. This in-depth knowledge of the project and
the data may have not only led to preconceptions but also enabled
a rich understanding of the process. A reflexive approach was used
by the researchers during the steps of data collection and analysis to
acknowledge potential preconceived assumptions. The underrepre-
sentation of patients and significant others might have affected the
outcome of our results. However, involving health-care professionals
with different professions and from both hospital and primary care,
together with patients and significant others, and at the same time
facilitating participation for all involved stakeholders is difficult. We
divided the participants into three groups to balance the represen-
tation and designed the co-design process to facilitate participation.

Despite this, patients and significant others were underrepresented

in number in all groups. We do further acknowledge the lack of
participation from users in the analysis and manufacturing of this
manuscript.

Our study shows that participation varied between individuals,
groups and steps within the process, and on the topic of discussions
and motivation to contribute. It has been argued that a co-design pro-
cess inherently aims at collective ownership,?* that is the higher rungs
on Arnstein's ladder of citizen participation.! However, based on the
result of our study, participation is not something that is realized by
only applying participatory design methodology. Several authors have
engaged in further elaboration on Arnstein's view of participation,*¢48
Tritter and McCallum claim that Arnstein does not acknowledge the
complexity, and dynamic and evolutionary nature of user participa-
tion.*¢ This is in line with how participation manifested itself in this
study. Andersen et al. reason that participation should be a ‘matter of
concern’ rather than a ‘matter of fact’.*® We acknowledge that the aim
of co-design processes might not be to strive towards the highest rung
on Arnstein's participation ladder in terms of all participants involved,
but that a coherent use of co-design in the development of services
might contribute to citizen power. Participation must be recognized
and assessed on an individual basis and be voluntary in the sense that
participants must have the possibility to refrain from participation and
disclaim their right to have a say in all specific topics.

In conclusion, the individual's participation in a co-design process
manifests itself through the interaction of the group members and
their skills to handle different perspectives, roles and assignments.
The individuals’ participation is enabled by an ever-adaptive facilita-
tion. Furthermore, co-design processes should allow for varying lev-
els of participation among the group members and throughout the
process. Future research should explore how different levels of indi-
viduals’ participation impact the outcome of the co-design process.
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APPENDIX 1

INTERVIEW GUIDE
How did you experience participation in these workshops?; How
do you think collaboration has worked with your group?; How did
you experience the possibility to put forward what was important
to you?; To what extent do you think you have been listened to?; In
what way was it difficult/easy to put forward what you wanted to
say?; How do you think the arrangement and content of the process
have affected your ability to express your views?; How has it been
for you to understand the perspective of the others?; What facili-
tated or hindered everyone's perspective from emerging?; How do
you think the arrangement could have been made differently to en-
able everyone's participation on equal terms?

Probes and follow-up questions were used to get more details of

the views of the participants.
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