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Abstract

Background: Guidelines recommend involving intervention users in the intervention
development process. However, there is limited guidance on how to involve users in
a meaningful and effective way.

Objective: The aim of this Study within a trial was to compare participants’ experi-
ences of taking part in one of three types of consensus meetings—people with dia-
betes-only, combined people with diabetes and health-care professionals (HCPs) or
HCP-only meeting.

Design: The study used a mixed methods convergent design. Quantitative (question-
naire) and qualitative (observation notes and semi-structured telephone interviews)
data were collected to explore participants’ experiences. A triangulation protocol
was used to compare quantitative and qualitative findings.

Participants: People with diabetes (recruited via multiple strategies) were randomly
assigned to attend the people with diabetes or combined meeting. HCPs (recruited
through professional networks) attended the HCP or combined meeting based on
their availability.

Results: Sixteen people with diabetes and 15 HCPs attended meetings, of whom
18 participated in a telephone interview. Participants’ questionnaire responses sug-
gested similar positive experiences across the three meetings. Observation and semi-
structured interviews highlighted differences experienced by participants in the
combined meeting relating to: perceived lack of common ground; feeling empowered
versus undervalued; needing to feel safe and going off task to fill the void.
Conclusions: The qualitative theme ‘needing to feel safe’ may explain the dissonance
(disagreement) between quantitative and qualitative data. In this study, involving pa-
tients and HCPs simultaneously in a consensus process was not found to be as suit-

able as involving each stakeholder group separately.
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1 | INTRODUCTION

For interventions to be successfully implemented in practice,
they need to be acceptable, engaging and feasible to implement.’
Intervention development guidelines recommend involving all ap-
propriate intervention users to maximize the chances of successful
implementation.? User involvement is a broad term that includes
(but is not limited to) those receiving, eg patients and members of
the public and delivering the intervention, eg healthcare profession-
als (HCPs).

Consensus methods are a way of involving multiple users
simultaneously in the intervention development process.®”
Different users may have different priorities and preferences
when making decisions about the content and delivery of an in-
tervention.®’” For example, patients and members of the public
may be concerned about how an intervention will be received
by the target population, whereas HCPs may be more concerned
about the cost involved (both time and money).” Group dynam-
ics are complex, and some user groups may find it more difficult
to voice their priorities and perspectives compared with others.®
Despite increasing emphasis on user involvement, limited guid-
ance exists on how to involve users in a meaningful and effec-
tive way. To our knowledge, no research has been conducted on
patients and HCPs experiences of being involved in consensus
methods and whether their experiences differ according to group
composition.

The aim of this Study Within A Trial was to compare participants’
experiences of taking part in one of three types of consensus meet-
ings—people with diabetes-only, combined people with diabetes and

HCPs or HCP-only meeting.

1.1 | METHODS

This Study Within A Trial (SWAT) was conducted within the on-going
Improving Diabetes Eye-screening Attendance (IDEAs) study. IDEAs
is a feasibility study of a multifaceted intervention in general practice
targeting HCPs and people with diabetes to improve the uptake of
retinopathy screening. As part of the development phase of IDEAs,
three separate consensus meetings were held to discuss the accept-
ability and feasibility of the proposed intervention content and suit-
able modes of delivery. Recommendations from each meeting were
used to refine intervention components that could be delivered in
general practice. The first consensus meeting consisted of people
with diabetes only; the second meeting consisted of a combination
of people with diabetes and HCPs and the third meeting consisted
of HCPs only.

1.2 | Study design

The SWAT used a mixed methods convergent design to understand
and compare participants’ experiences of taking part in the con-
sensus meetings (Figure 1). A one-phase design was used, where
quantitative (experience survey) and qualitative (observation notes
and semi-structured interviews) methods were used during the
same timeframe and were given equal weight in the analysis.9
Quantitative and qualitative data were collected and an-
alysed separately. Results were merged during interpretation
(mixed methods phase). A triangulation protocol was used in
this phase to compare key concepts identified in each data-
set that related to participants’ experiences of taking part
in the meetings.9’10 The Good Reporting of A Mixed Methods
Study (GRAMMS) framework and the Consolidated Criteria for
Reporting Qualitative Studies (COREQ) were used to guide re-

porting of the findings.!*!?

1.3 | Recruitment of participants

People with diabetes were recruited using an information flyer de-
veloped by the research team and a graphic designer (Supplementary
File 1). The flyer was distributed using a range of recruitment strate-
gies previously identified by Vat et al® (Supplementary File 2).

All individuals who contacted the study team about involvement
were sent a 26-item demographic survey (Supplementary File 3 for
survey questions and results). The individuals who returned a de-
mographic survey were randomly assigned (using an online random
number generator) to the meeting for people with diabetes-only or
the combined meeting.

HCPs were recruited through professional networks known to
the SWAT and IDEAs study teams. HCPs were initially sent an email
or letter inviting them to take part in the consensus meeting. This
was followed by a phone call to confirm their attendance. HCPs
were either allocated to the HCP-only or combined meeting based
on their availability to attend.

1.4 | Semi-structured consensus meetings

Before the meetings, the IDEAs study team (FR, SMH) developed
(a) a short summary of existing evidence on barriers to and enablers
of attendance at diabetic retinopathy screening, and interven-
tions to address non-attendance and (b) a survey asking partici-
pants to rate intervention components according to acceptability
(like it, think it makes sense) and feasibility (think it can be done).
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FIGURE 1 Procedural diagram of the convergent study design
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The survey was based on measures developed by Weiner et al'*
Materials were reviewed by adult literacy experts (Irish National
Adult Literacy Agency) and a Patient and Public Involvement (PPI)
group from another research project and revised based on their
feedback. Before the meeting, the evidence summary and survey
was sent to all meeting participants in electronic or paper format
depending on participants’ preferences. Survey responses were
collated and analysed descriptively by a member of the IDEAs
study team (FR) and a summary of the results was prepared to be
presented at each meeting.

Each consensus meeting was held from 6.30 to 8.30 pm in
University College Cork. Before each meeting (at 6 pm), the lead
SWAT researcher (ER) held an informal briefing for people with di-
abetes on key medical and research terms, the aim of the meeting
and their role as patient contributors. Each meeting was facilitated
by an experienced facilitator (male). During the meetings, a sum-
mary of the survey results was presented to participants, followed
by a series of small group discussions facilitated by FR, SMH and
EP. Participants were asked how each intervention component
would work in practice and which mode of delivery would work
best. Each small group was asked to nominate a lead to feed back
their discussion to the larger group. Each group discussion was

audio recorded.

1.5 | Quantitative strand
1.5.1 | Experience questionnaire

At the end of each meeting, all participants were asked to com-
plete a questionnaire about their experience of the meeting. The
objective of the questionnaire was to understand individual ex-
periences of taking part in the meeting, asking them to rate how
they felt about their participation and the participation of other
group members; how decisions were made by the group; and the
potential impact of the decisions that were made. We were un-
able to find a suitable validated instrument that was appropriate
for our questionnaire objective and context (one-off participa-
tory research process). Therefore, we developed our own ques-
tionnaire based on sample items from a non-validated survey

I*> For additional information

instrument published by Schulz et a
on the questionnaire development, please see Supplementary
File 4. The original phrasing of the sample items was maintained,
with the exception of some questions that were changed to
statements to fit with a Likert scale format. Agreement with each
statement was measured on a 5-point Likert scale ranging from
‘strongly disagree’ to ‘strongly agree’. The questionnaire also
contained an open-ended comment box for any other comments
or suggestions. At the bottom of the questionnaire, participants
were invited to ‘opt in’ if they were interested in participating in
a follow-up interview on their experiences of taking part in the

meeting.

WILEY—-"

1.5.2 | Quantitative data analysis

Questionnaire responses were entered into SPSS software (version
24) and analysed using descriptive statistics. The five response cat-
egories were collapsed into three categories—'Agree’, ‘Neither agree

nor disagree’ and ‘Disagree’.

1.6 | Qualitative strand
1.6.1 | Observation notes

The SWAT lead researcher (ER) observed each consensus meeting
and took comprehensive field notes. The objective of the observa-
tion was to understand how members participated and interacted
with other meeting members and how they made decisions for the
development of the intervention (group dynamics and decision-
making processes). An observation guide and grid were used to
guide note taking and as a reminder of the events and issues of
most importance (Supplementary File 5).2¢ The observation guide
contained two overarching questions: ‘How is the group working
overall?” and ‘How is the group making decisions?’. The observa-
tion grid contained six constructs informed by group dynamics and
decision-making processes literature.”?° These constructs were
as follows: participation/non-participation, dominance/submis-
siveness, in-groups/out-groups,1 body language and facial expres-
sions, gaze, and effect of expert/lay knowledge. After each
meeting, the researcher met with the group facilitators to discuss
and document their experiences and perspectives as supplemen-

tary information.

1.6.2 | Semi-structured interviews

Within 2 weeks of the consensus meetings, semi-structured tel-
ephone interviews were conducted with the consensus meeting
participants who agreed to take partin an interview in the experi-
ence questionnaire. The objective of the interviews was to gain
insights into individual experiences of taking part in the meeting
in terms of: how comfortable they felt in the meeting; how they
felt members of the group interacted with each other and how
they felt they worked together to make decisions (ie, whether
there was agreement, conflict, synergy). Interviews were audio-
recorded (see Supplementary File 6 for Interview Topic Guide).
Interviews were conducted by ER, a young female PhD candidate.
All participants were familiar with ER as she facilitated the brief-
ing session prior to the consensus meetings. At the beginning of
each interview, the SWAT lead researcher (ER) stressed to par-
ticipants that she was independent to the trial study team that

LAn in-group is a social group to which a person psychologically identifies as being a
member. An out-group is a social group with which a person does not identify.
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were running the consensus meetings and therefore would not be

offended if they described negative experiences.

1.6.3 | Qualitative data analysis

Field notes were collated, and audio recordings were transcribed
verbatim. All qualitative data were managed using NVivo software
(version 12). Thematic analysis was carried out following Braun and
Clarke guidelines.?! Firstly, an extensive familiarization process was
conducted by two researchers (ER, EP), where notes and transcripts
were read and re-read multiple times. ER open coded all the observa-
tion notes and transcripts (using semantic and latent codes) and de-
veloped three separate sets of codes—one set for each meeting. The
pattern and meanings of codes were then examined across the three
meetings to identify one set of candidate or potential themes relat-
ing to participants’ experiences and group dynamics. Themes were
developed using a conventional or ‘bottom-up’ approach, whereby
themes were developed directly from the data.?! ER discussed each
theme with EP to revise, refine and define themes.

1.7 | Mixed methods phase

After separate analysis of quantitative and qualitative data (as de-
scribed above), the data were compared using a triangulation proto-
col. Triangulation provides a visual and tabular representation of the
findings from qualitative and quantitative data, allowing for a clearer
comparison and broader interpretation.?? The steps taken to create

the triangulation protocol are outlined in Table 1 below.

Step Activity

1. Collate key findings from
each dataset

1.8 | Patient and Public Involvement
(PPI) component

A PPI partner (GF) was involved in the SWAT from the outset. The PPI
partner is a person with diabetes, previously known to the lead author
(ER). She contributed to the initial discussions about the study which
ultimately informed the SWAT grant application, reviewed the applica-
tion and made changes to its content. GF was also involved in the de-
velopment of materials used to recruit PPl contributors and assisted the
research team with recruitment by posting recruitment flyers online via
social media networks. In addition, she contributed to and reviewed

each draft of this manuscript and is a co-author on this publication.

1.9 | Ethics

The study received ethical approval from the Social Research Ethics
Committee (SREC) at University College Cork. Written informed
consent was obtained from all participants prior to taking partin the
consensus meetings and completing the questionnaire. Telephone
consent was obtained from participants prior to taking part in the

interviews.

2 | RESULTS
2.1 | Participants

A total of 36 people contacted the research team expressing an in-

terest in the SWAT. Of these, 20 completed the recruitment survey

TABLE 1 Steps taken to create
triangulation protocol

This was done by examining the original data,
interpretation and reports of analysis. For quantitative

data, each questionnaire item was deemed as a
separate key finding. For qualitative data, multiple
key findings were identified within each theme, as

2. Group key findings into
concepts
3. Create table for

triangulation protocol

4, Map key findings to table

5. Explore intermethod
discrepancies

themes were too broad in their descriptions to compare
directly to quantitative findings

Key quantitative and qualitative findings were grouped
together into concepts according to how they related
to participants’ experiences and group dynamics (eg
freedom of expression, balance of participation)

A table was created with each column representing the
data source (questionnaire, observation and interview)
and each row representing a key concept

Key findings were then mapped to the table to
examine where findings from each method agreed
(convergence), offered complementary information
on the same issue (complementarity), appeared to
contradict each other (dissonance) or appeared in one
method and not the other (silence)*®

This was done by examining the methodological rigour
of each method and re-examining the data in light of
the discrepancy®’
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Recruitment of people with
diabetes
36 people contacted the research
team to express an interest in the
consensus meetings and PPI group.

v

20 (56%) completed recruitment
survey and were randomly assigned
to take part in the semi-structured
consensus meetings

17 from diabetes
support groups and
education sessions
16 from social media
3 from local Diabetes
Ireland clinic

WILEY—-"

Recruitment of HCPs

15 healthcare professionals agreed
to attend the consensus meetings

7 practice nurses

™5 general practitioners

2 diabetes nurse specialists

1 specialist physician

People with diabetes only meeting

10 attended (4 people with type 1 diabetes
and 6 people with type 2 diabetes)

Combined meeting
6 people with diabetes attended (all
with type 1 diabetes)
+
8 HCPs attended (4 practice nurses, 2

general practitioners, 1 diabetes nurse specialist
and 1 specialist physician)

HCP only meeting

7 HCPs attended (3 practice nurses, 3
general practitioners and 1 diabetes nurse
specialist)

3

Experience questionnaire

100% (n = 10) completed experience
questionnaire

Experience questionnaire

100% (n = 14) completed experience
questionnaire

Experience questionnaire

100% (n = 7) completed experience
questionnaire

'

Follow-up interviews

60% (n = 6) agreed to interview. 6
interviews conducted.

'

l

Follow-up interviews

50% (n = 7) agreed to interview. 7
interviews conducted.

Follow-up interviews

71% (n = 5) agreed to interview. 5
interviews conducted.

FIGURE 2 Flow diagram of recruitment and response rates

(see Supplementary File 3 for recruitment survey results). These 20
people were randomly assigned to either the people with diabetes-
only meeting (4 with type 1 diabetes and 6 with type 2 diabetes) or
the combined meeting (6 with type 1 diabetes, 3 with type 2 diabe-
tes and 1 carer). All 10 people attended the people with diabetes-
only meeting (attendance rate 100%) and 6 people with diabetes
attended the combined meeting (attendance rate 60%). An invitation
to attend was sent out to 50 HCPs (practice nurses, diabetes nurse
specialists, general practitioners and specialist physicians), of whom
8 attended the combined meeting and 7 attended the HCP-only
meeting (attendance rate 30%). Further details on the recruitment
and response rates for each stage of the data collection are shown

in Figure 2 below.

2.2 | Quantitative results

All consensus meeting participants (n = 31) completed the expe-
rience questionnaire (response rate 100%). Table 2 shows the re-
sults of the questionnaire stratified by meeting type (people with
diabetes only, combined and HCP only). The descriptive statistics
presented in Table 2 demonstrate that there were no differences

in participants’ self-reported experiences of the three meetings. All

participants across the three groups agreed with the statements ‘|
felt comfortable expressing my opinion in the group’, ‘I felt my opinions
were listened to and considered by other group members’ and ‘I did not
feel pressured to 3o along with the decisions of the group even though
they did not agree’. Some participants agreed with the statements
that ‘I thought that certain individuals spoke more than others in the
group’ and ‘I felt that certain individuals had more influence over the
decision-making process than others’. A number of participants ex-
pressed doubt that they could influence the decisions made during

the meeting.

2.3 | Qualitative results

In total, 18 questionnaire respondents agreed to be contacted for
a follow-up interview. Interviews were conducted with participants
from the people with diabetes-only (n = 6), combined (n = 7) and
HCP-only (n = 5) meetings. Interviews were, on average, 34 minutes
in duration (range 18-56 minutes).

Four themes were developed from the qualitative data relating
to participants’ experiences and group dynamics: perceived lack of
common ground; feeling empowered versus undervalued; needing

to feel safe and going off task to fill the void.
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Item

| felt comfortable expressing my
opinion in the group

| felt my opinions were listened
to and considered by other
group members

| felt part of the group (like |
belonged to the group)

| felt pressured to go along with
the decisions of the group even
though | did not agree

| felt a sense of trust and
openness between group
members

| thought that certain individuals
spoke more than others in the
group

| felt that | could influence the
decisions made by the group

| felt that certain individuals
had more influence over the
decision-making process than
others

| have increased my knowledge
about important topics since
participating in this group

By working together, we can
influence decisions that affect
the research process

By working together, we can
influence decisions that affect
people with diabetes

2Missing data.

Meeting

People with
diabetes

Combined
HCP

People with
diabetes

Combined
HCP

People with
diabetes

Combined?
HCP

People with
diabetes

Combined
HCP

People with
diabetes

Combined
HCP

People with
diabetes
only

Combined
HCP

People with
diabetes

Combined
HCP?

People with
diabetes

Combined
HCP

People with
diabetes?

Combined
HCP

People with
diabetes
only

Combined
HCP

People with
diabetes

Combined
HCP

Agree
N (%)

10 (100)

14 (100)
7 (100)
10 (100)

14 (100)
7 (100)
10 (100)

12 (92.3)
7 (100)

10 (100)

13(92.9)
7 (100)
3(30)

4(28.6)
3(42.9)
7((70)

8(57.1)
4(66.7)
3(30)

2(14.3)
1(14.3)
8(88.9)

10(71.4)
6(85.7)
10 (100)

13(92.9)
7 (100)
10 (100)

14 (100)
7 (100)

Disagree
N (%)

10 (100)

14 (100)
7 (100)

6 (60)

6(42.8)
3(42.9)

1(7.1)

6 (60)

9 (64.3)
3(42.9)

1(7.1)

Neither agree nor
disagree
N (%)

1(7.1)

1(10)

4(28.6)
1(14.2)
3(30)

5(35.7)
2(33.3)
1(10)

3(21.4)
3(42.9)
1(11.1)

3(21.4)
1(14.3)

1(7.1)

TABLE 2 Results of the participant
experience questionnaires stratified by
meeting type
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2.4 | Perceived lack of common ground

In the people with diabetes-only meeting, there were differences
between participants in terms of diabetes type, length of diagnosis
and education level. In the HCP-only meeting, differences included
profession (eg medical doctor, practice nurse, diabetes nurse spe-
cialist), experience of working with people with diabetes, and size,
location and nature of their practices. During the interviews, par-
ticipants from these two meetings described these demographic,
geographical and clinical differences as ‘small’ differences, which
they welcomed as they felt it allowed them to bring different per-
spectives to the topics they were discussing. They focused on the
common ground they shared with other meeting participants and
identified with one another based on the shared experience of liv-
ing with diabetes or caring for people with diabetes. They felt that
they were all ‘singing from the same hymn sheet’ (P3, person with
diabetes, people with diabetes-only meeting) and described being
able to come together to make decisions that incorporated different
perspectives:

It was interesting to hear their views. We were all on the
same page, but we were coming from different angles
and we used that then; we came together and made the

decisions together.
(P2, person with diabetes, person with diabetes-only
meeting)

In contrast, a lack of common ground was reported by partici-
pants in the combined meeting. This created a division in the group,
a ‘them’ and ‘us’ attitude, which was evident in the interview and
observation data. In the interview data, people with diabetes stated
that there was a ‘complete clash of perspectives’ (P9, person with dia-
betes, combined meeting) between people who lived with the con-
dition and HCPs who cared for people with diabetes. HCPs reported
that people with diabetes and HCPs were ‘two different sides of the
divide’ (P11, HCP, combined meeting). The observation data also
suggested a division between people with diabetes and HCPs in the
combined meeting. At the beginning of the meeting, people with dia-
betes and HCPs sat on opposite sides of each small table. During the
small group discussions, participants expressed their opinions as col-
lective opinions of their stakeholder group. Rather than expressing
individual opinions (eg ‘I think that...or ‘My experience is..."), people
with diabetes spoke on behalf of all the people with diabetes in the
group, and HCPs spoke on behalf of all HCPs in the group (eg ‘We
feel that... don't we?’ and ‘As people with diabetes, we think that...").
Moreover, during the small group discussions, each stakeholder
group focused their gaze on the other stakeholder group, resulting
in people with diabetes and HCPs talking at each other, at opposite
sides of each table. This was in contrast to the people with diabe-
tes-only and HCP-only meeting, where members focused their gaze
on all members around the table.

Participants’ lacking a sense of shared experience was ac-

companied by differences in perceptions around the balance of

WILEY—-”

participation. During all three meetings, it was observed that
some participants spoke more frequently and for longer than
others. In the interviews, participants from the people with di-
abetes-only and HCP-only meetings perceived this unbalanced
participation as a natural consequence of any group dynamic.
They mainly attributed it to different personalities. In contrast,
HCPs from the combined meeting attributed the unbalanced par-
ticipation to people putting too much emphasis on their own per-

sonal experiences:

It was very much centred around them [people with di-
abetes] and a lot of the offerings that | had in terms of
experience were nothing in comparison to what they felt
as people that have the problem. Which is fine. But that
wasn't really the point. The point is that | don’t have di-
abetes, that is not my personal experience. But | am still
the one left in the room everyday trying to deal with pa-
tients... But | just couldn't come out with it on the night. |
just didn't. It wasn't going to be heard.

(P12, HCP, combined meeting)

2.5 | Feeling empowered versus undervalued

In the interviews, participants from the people with diabetes- and
HCP-only meetings reported learning from other meeting members
and feeling empowered by the event. In the people with diabetes-
only meeting, participants stated that they learned from one another
about how they can better manage their condition and about the dif-
ference between type 1 and type 2 diabetes. Those who had been
diagnosed with diabetes for a long time described gaining a renewed
compassion for those who were newly diagnosed. Participants from
the HCP-only meeting reported learning about the importance of en-
couraging their patients to attend screening, about the roles of dif-
ferent HCPs and about the cultural difficulties and language barriers
that some practices face due to a high number of non-English speak-
ing patients.

There were also some reports of learning in the combined meet-
ing. People with diabetes said they gained a new insight into the
work practices of HCPs—in particular, the increased workload ex-
perienced by HCPs. The HCPs reported gaining an insight into the
struggles of having to live with a medical condition:

| put in a couple of thousand eye drops a year, it doesn't
mean anything to me like. But it obviously means some-
thing for patients who are having to go through this - and
you know the awkwardness of getting appointments and
driving to and from appointments and getting a lift and
all that side of things.

(P14, HCP, combined meeting)

However, participants from the combined meeting reported feel-
ing undervalued by the other stakeholder group. People with diabetes
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felt that HCPs did not understand how it feels to live with a chronic
iliness, describing ‘a complete clash of the reality of living with diabetes
versus a medical professional's perspective’ (P7, person with diabetes,
combined meeting). Among some of the HCPs, there was a sense that
any contributions they made during the meeting were not valued by
people with diabetes because the experience of living with diabetes
was deemed more important than the experience of caring for people
with diabetes:

I've worked in four different GP practices at this stage
and all very different. And yet | felt like as if any value
that | had to add to the conversation was kind of almost
either misheard or not really heard, or almost felt not
quite as relevant because of their personal experiences.
Which is fair enough. But that was not what the meeting
was about.

(P13, HCP, combined meeting)

2.6 | Needing to feel safe to express
honest opinions

In the interviews, participants from the people with diabetes-only
and HCP-only meetings reported an open, honest, relaxed and non-
judgemental environment, where everyone had a voice and was
heard. This environment made participants feel safe and comfort-
able to express their opinions. They also indicated that the small
group discussions added to their feelings of safety as people who
do not like speaking in public felt less intimidated about expressing

their opinions:

I'm not one really for expressing my opinions. | am kind of
... | wouldn’t put my hand up the first time, let’s say. But
| did feel very comfortable expressing my opinion in the
small group.

(P15, HCP, HCP-only meeting)

Conversely, participants from the combined meeting reported
feeling uncomfortable and unable to express their opinions as they
were conscious of the other stakeholder group in the room. Both peo-
ple with diabetes and HCPs said they felt they had to ‘hold back’ their
opinions. People with diabetes reported feeling that they could not be
honest about the ‘non-compliant’ (P9, person with diabetes, combined
meeting) aspects of managing their diabetes as the HCPs may judge
them for it:

| don’t think when you are sitting at a table with HCPs
that you're going to be discussing the non-compliant
things you do... It’s probably not the best environment,
let’s say, to get out some of the smaller things that people
do that may not be approved by the other group in the
room.

(P8, person with diabetes, combined meeting)

On the other hand, HCPs were conscious of confidentiality is-
sues: they were concerned that if they mentioned a particular case,
people with diabetes could potentially identify who that patient
was, since ‘[this location] is a very small place’ (P11, HCP, combined

meeting):

| felt a bit kind of reticent about how free [l could talk
about my experiences as a healthcare professional]... It’s
different when you are divulging, you know, work prac-
tices and difficulties and challenges and personal expe-
riences at work, when it is other medical professionals.
But when you have effectively patients there, it is like a
big difference.

(P13, HCP, combined meeting)

In addition, the HCPs indicated that they did not feel comfortable
talking about the service that they worked in as they felt anxious that
people with diabetes would confront them on the long waiting times or
other issues they had with that particular service.

2.7 | Going off task to fill the void

Analysis of interview data indicated that participants across all three
meetings felt they were able to work together. They reported that
the content for discussion was relevant to them as users and provid-
ers of health services.

However, the observation data show that although members of
the combined meeting appeared to work together, both stakeholder
groups were defensive about what intervention components would
not work and at times in the meeting nothing seemed feasible. This
resulted in each stakeholder group feeling uncomfortable in assert-
ing what they felt the other group should or should not do. To fill
this void, participants began to go off task as they focused their dis-
cussions on the ‘other’. The ‘other’ took different forms throughout
the meeting: the screening service, people with diabetes who were
not in the room (eg those with type 2 diabetes), and funding and re-
source limitations in general practice. Even though they were being
asked to discuss and make recommendations on how the interven-
tion would work in primary care, the combined meeting participants
resorted to making recommendations about how screening uptake
could be increased on a national basis through nationwide TV and
radio campaigns.

2.8 | Mixed methods results

The results of the mixed methods analysis are presented in Table 3.
Six key concepts relating to participants’ experiences and group dy-
namics were identified from the datasets: freedom of expression;
understanding and respect; balance of participation; learning; pro-
ductive collaboration and group cohesion. When key findings were

mapped to the overarching concepts, there were four instances of
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(Continued)

TABLE 3

Qualitative strand

Quantitative strand

Interviews Interviews

Observation notes

Questionnaire

Key concept

Dissonance

In the people with diabetes-only and HCP-only

In the combined meeting, it was evident

In all three meetings,

Group cohesion

meetings, participants reported that there

that there was a division between both

participants reported they
were part of the group (like
they belonged to the group)

RACINE ET AL.

were some ‘small’ differences between meeting

stakeholder groups (eg both groups spoke at
each other across the each table as opposed

to with each other around each table).

members, but added that this was a good thing as it

allowed them to bring different perspectives to the

topics they were discussing
In the combined meeting, people with diabetes

reported that there was a ‘complete clash of

perspectives’ between people with diabetes and
HCPs; HCPs reported that people with diabetes

and HCPs were ‘two different sides of the divide’

dissonance (where data appeared to contradict each other), two in-
stances of convergence (where data agreed) and two instances of
complementarity (where data offered complementary information
on the same issue). There were no instances of silence (where data
appeared in one method and not in the other).

The four instances of dissonance between quantitative and
qualitative data were wholly due to the fact that in the question-
naire participants reported positive experiences of taking part in
the meetings, whereas the observation and interview data high-
lighted some negative experiences and divergent opinions. For ex-
ample, in relation to freedom of expression, the questionnaire data
showed that in all three meetings, participants reported feeling
comfortable expressing their opinions and reported a sense of
trust and openness between group members. In the observation
data, participants in the combined meeting did not appear to be
comfortable asserting what the other stakeholder group should/
should not do as part of the intervention. Furthermore, in the in-
terviews participants reported feeling uncomfortable and unable
to express their opinions as they were conscious of the other
stakeholder group in the room.

The instances of complementarity were largely due to the design
of the data collection tools. The questionnaire items were designed
to be concise and did not require the participants to give any addi-
tional details. Whereas in the interviews, participants had the op-
portunity to expand and give more detail. For example, in the key
concept learning, the questionnaire item asked participants to indi-
cate how much they agreed with the statement ‘I have increased my
knowledge about important topics since participating in this group’,
whereas in the interviews participants had the opportunity to ex-
pand and give specific examples of what they had learned (eg people
with diabetes learned how they can better manage their condition,
HCPs leaned about the importance of encouraging their patients to

attend screening, etc).

3 | DISCUSSION
3.1 | Summary of key findings

The aim of this study was to compare participants’ experiences
of taking part in the three consensus meetings. The results of the
questionnaire suggested that participants had largely positive ex-
periences of taking part in the consensus meetings and there were
no differences in participants’ experiences between the three meet-
ings. However, results of the observation and interviews highlighted
that participants in the combined meeting had different experiences
from those in the other two meetings. The perceived lack of com-
mon ground between people with diabetes and HCPs in the com-
bined meeting led participants to feel undervalued by the other
stakeholder group as they felt that the other group did not under-
stand their perspective. Participants in the combined meeting were
reluctant to express their opinions and were defensive about what

would/ wouldn't work in terms of developing the intervention. As a
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result participants in the combined meeting went off task and made
recommendations which were not entirely relevant for the interven-
tion. In this study, involving patients and HCPs simultaneously in a
consensus process was not found to be as suitable as involving each

stakeholder group separately.

3.2 | Links to existing literature

In the people with diabetes-only and the HCP-only meetings, par-
ticipants welcomed their diversity as it allowed them to hear differ-
ent perspectives on the topics they were discussing. This finding is
consistent with existing literature, with many theorists arguing that
knowledge diversity can improve group performance by enhancing
a group's ability to be creative and to discover novel solutions.?®?°
In these meetings, participants focused on their common ground and
described being able to come together to make decisions that incor-
porated a range of perspectives. Previous research suggests that con-
gruent groups—ie when group members are socially tied and share the
same information—are more likely to be productive and successful.?

The perceived lack of common ground between people with di-
abetes and HCPs in the combined meeting created a ‘them’ and ‘us’
scenario, with participants reluctant to express their opinions. This
raises questions about whether too much difference within groups is
counterproductive or divisive. Existing research on the productivity
of incongruent groups—ie when social and knowledge subgroups are
present within a group has found that subgroups can create a divide
between group members, undermining the groups’ ability to work
together and be productive.?®

Some HCPs in the combined meeting felt their contributions
were not valued by people with diabetes because the experience of
living with diabetes trumped the experience of caring for people with
diabetes. This finding may reflect the changing nature of the patient/
HCP relationship over the last 20 years—from a paternalistic model
where the patient seeks help and is compliant to the professional
who makes the decisions, to a more patient-centred approach.27 This
approach expects HCPs to enter the patient's world and to see the
iliness through the patient's eyes.?’ This prioritization of the patient
experience has benefited patient outcomes.?® However, as HCPs
are often responsible for delivering interventions, their perspectives
in the intervention development process are crucial for maximizing
intervention feasibility. Involving multiple users in the intervention
development process is not about understanding which perspective
is more valid or more important, it is about understanding all the
different perspectives so that the intervention is more acceptable,

engaging and feasible to implement.

3.3 | Strengths and limitations

One of the strengths of this study was the use of a mixed methods,
convergent design which produced a more complete understanding

of participants’ experiences and group dynamics. It also allowed for

WILEY-—%

the cross-validation of findings from each method resulting in more
substantiated findings than sequential designs or quantitative or
qualitative approaches alone.” The qualitative theme ‘needing to feel
safe’ may explain the instances of dissonance between quantitative
and qualitative data as participants completed the questionnaire at
the end of each meeting while they were still sitting close to other
participants. Some small groups even filled out the questionnaire to-
gether. As a result, participants may not have felt comfortable voic-
ing concerns. In the interviews, on the other hand, participants may
have felt safer in a one-to-one environment with a researcher who
they were already familiar with. The fact that the researcher stressed
that she was independent to the consensus meeting research team
and her informal approach may have made them more comfortable
to speak openly about their experiences of taking part in the meeting.
The timing of the questionnaire may have also played an important
role. The questionnaire was handed out at the end of the meeting,
late in the evening. Participants may have been eager to get home
and they may not have fully thought about the responses they were
providing. However, in the interviews, participants had time to reflect
on their experiences and provide a more comprehensive account as
a result. This is consistent with Krosnick's theory of survey satisfic-
ing which is based on the assumption that optimal survey completion
involves doing a great deal of cognitive work, so if the participant is
not fully motivated to complete the survey, he or she is likely to offer
responses that seem reasonable and easy to defend.?’ Although ques-
tionnaires are a frequently used tool to evaluate consensus meetings,
our findings suggest that they may not always provide a comprehen-
sive assessment of participants’ experiences. This is consistent with a
number of previous studies on evaluating participant experienﬁes.go'32

This study is not without limitations. First, the questionnaire
that was used to understand participants’ experiences was based
on non-validated questionnaire items. We were unable to conduct
exploratory factor analysis to validate our questionnaire as our sam-
ple size did not meet the minimum criteria of 10 participants per
questionnaire item.>® However, given the increasing importance
of evaluating PPl and other participatory research activities,* the
questionnaire could be a useful tool in future studies which aim
to understand stakeholders’ experiences in similar participatory
research contexts. Use of the questionnaire in future studies may
allow for reliability testing and validation to be carried out.3>3¢

Second, although the experience questionnaire suggested that
there were no differences in participants’ experiences between the
three meetings, due to the number of participants, there was limited
power to detect a difference (n = 31). Thus, the comparison of partic-
ipants’ questionnaire responses between the groups is used as only
an indicator of participants’ experiences. Given the small sample, we
cannot rule out the possibility that differences between the groups
could be detected had a larger sample size been used.

Despite using a range of strategies to recruit a representative
sample of people with diabetes, another potential limitation of this
study was the absence of people with type 2 diabetes in the com-
bined meeting. As the attendance rate of people with diabetes at

the combined meeting (60%) was much lower than the people with
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diabetes-only meeting (100%), it is plausible that people with type
2 diabetes did not attend because they knew there would be HCPs
attending. Existing research has established that people with type 1
and type 2 diabetes have different experiences when managing their
condition and engaging with HCPs.®”-%? Therefore, the involvement
of people with type 2 diabetes in the combined meeting could have
potentially changed the nature of the relationship between patients
and HCPs and led to different participant experiences and group
dynamics.

Finally, participants were given a choice to participate in an in-per-
son or telephone interview. All participants chose telephone inter-
views due to time constraints and location convenience. This could be
another potential limitation as researchers have previously expressed
concerns about whether telephone interviews are appropriate for
qualitative research.*®* These concerns are largely due to the ab-
sence of visual cues which may result in the loss of informal communi-
cation and contextual information, the inability to develop rapport or
to probe and the misinterpretation of responses.41 In this study, the
quality of telephone data cannot be compared with in-person data as
no in-person interviews were conducted. However, the researcher had
considerable experience conducting phone interviews, maintained a
friendly and engaging tone throughout and as mentioned previously,

participants were found to be open and frank about their experiences.

3.4 | Implications

The results of this study provide much needed evidence on how differ-
ent ways of involving patients and health-care professionals can lead to
differing participant experiences and group dynamics. Patient and pub-
licinvolvement (PPI) in research is increasingly becoming a requirement
in health research and for many research funders. INVOLVE, a national
advisory body funded by the National Institute for Health Research
(NIHR) in the UK, defines public involvement as research being carried
out ‘with’ or ‘by’ members of the public rather than ‘to’, ‘about’ or ‘for’
them.*? In this study, the lines between research participation and in-
volvement were blurred, as is often the case with PPI.** People with
diabetes were research participants in the consensus meetings, expe-
rience questionnaire and semi-structured interviews. However, their
role in the consensus meeting was to discuss and make decisions about
the intervention content and mode of delivery which could be viewed
as PPL*%> This study shows that the context and nature of involve-
ment can have important implications for its impact. These findings are
not only relevant to health intervention researchers but to all individu-
als interested in involving patients and members of the public in health
research, policy and in the planning and development of health care

more broadly.

4 | CONCLUSION

Although the results of the experience questionnaire showed no

differences in participants’ experiences across the three meetings,

the results of the observation and interviews highlighted that par-
ticipants in the combined meeting had different experiences. In
this study, involving patients and HCPs simultaneously in a con-
sensus process was not found to be as suitable as involving each
stakeholder group separately. The study provides much needed
evidence on how different ways of involving patients and health-
care professionals can lead to differing participant experiences
and group dynamics.
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