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Abstract

Background: Patient and Public involvement (PPI) has rapidly evolved into a key com-
ponent in shaping the delivery of health services. However, little is known about
what it is like to participate in involvement procedures that include representatives
of multiple groups and in the context of developing new interventions for Child and
Adolescent Mental Health Services (CAMHS).

Objective: This study explored participants’ experiences of PPI, following attending
a ‘consensus conference’, during which their views were sought in relation to the de-
velopment of a proposed staff-based intervention and key questions about its design
and implementation.

Design: Qualitative, semi-structured interview study.

Setting and Participants: Six participants, including service users and various front-
line clinical staff team members, who had experience of CAMHS were present
at the consensus conference and then asked about their experiences of being in-
volved via semi-structured interviews. The data were analysed using Interpretative
Phenomenological Analysis (IPA). Young people, carers and frontline staff have been
involved in the design and implementation throughout the broader programme of
work of which this study forms part, although these groups were not directly in-
volved in the design and implementation of this paper.

Results: Three key narratives were present: (a) Previous Experiences Driving
Expectations, (b) ‘We are all in the same boat’ and (c) The Realization of Multiple
Identities. The results suggest that PPl involvement is a complex process that may be
driven by positive/negative expectations, but that individuals value learning about
others and recognizing different perspectives while reaching shared goals in improv-

ing services.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,

provided the original work is properly cited.

© 2021 The Authors Health Expectations published by John Wiley & Sons Ltd

Health Expectations. 2021;24:421-430.

wileyonlinelibrary.com/journal/hex 421


www.wileyonlinelibrary.com/journal/hex
mailto:﻿
https://orcid.org/0000-0001-9014-0143
https://orcid.org/0000-0001-6355-3743
https://orcid.org/0000-0001-5988-5278
http://creativecommons.org/licenses/by/4.0/
mailto:samiranidrees@hotmail.com

IDREES ET AL.

KEYWORDS

1 | INTRODUCTION

In the UK, patient and public involvement (PPI) has a vital role in
shaping and improving the delivery of national health-care services,
with a commitment to empower both individuals and communities to
play a greater role in bettering health-care services.' Organizations
such as INVOLVE advocate PPl as central to health-care services re-
search. It is argued that putting people at the heart of decision mak-
ing and promoting continuous engagement between both the public
and decision makers is crucial.’ This is supported by an ever-growing
commitment from funding bodies such as the National Institute for
Health Research.®

Within research contexts, PPl has been defined as ‘research
being carried out “with” or “by” members of the public rather
than “to,” “about” or “for” them’.” However, the scientific and
policy literature regarding PPl and specifically who is involved
is ambiguous. Both participation and the concept of the ‘expert
patient’ overla\p.8 By ‘public’, INVOLVE include potential patients,
carers and people from organizations that represent people who
use services. INVOLVE's view is that members of the public with
lived experience who have worked in health care and/or who gain
research knowledge and expertise do not lose their lived expe-
rience; people can ‘wear multiple hats’. Particularly where they
are identified as the ‘end users’ of an approach or intervention, it
might be appropriate to involve frontline clinical professionals as
‘experts by experience’ in PPI. It is therefore important to engage
a diversity of ‘experts by experience’ that might include frontline
clinicians alongside those who use services, where this fits the
research and development objectives.” Although the term ‘PPI’
might not be the best fit in this context, focusing as it does on
the patient and public, advice is that it is still applicable, until an
alternative is developed.

PPl research within health services has an inclined focus on
the adult population, especially around adult mental health.*0°
It is likely that there are additional complexities when develop-
ing PPl in child and adolescent mental health services (CAMHS),
due to the developmental, systemic, autonomy and power issues
involved. Research has shown an unacceptable variation in the
quality of children and young people's mental health provision
across the United Kingdom, with many young people not know-

ing their rights and feeling like they do not have a genuine say

Discussion and Conclusion: This study demonstrates the complexity of experience
that service users and clinical staff face when engaging in involvement activities in
CAMHS. The findings demonstrate the value in engaging multiple stakeholder groups
while also highlighting the importance of proper consideration of the procedures in-

volved and facilitators of engagement.

CAMHS, change, experiences, policy, public and patient involvement

in decisions made about their treatment.2®

Given the lived exper-
tise of those experiencing mental health problems have in han-
dling their own lives,'” building an evidence base for innovative
approaches in mental health services should be led as a merger of
expertise between experts by experience and the expertise of the
‘professional’.!®

Successful PPl engagement can often be impeded by differing
ideas of the meaning of ‘involvement’ held by both professionals and
service users.’” PPI within services tends to remain at the consul-
tation level, with professionals’ decisions taking priority.?° Indeed,
research has found that patients report feeling uncomfortable chal-
lenging health professionals’ opinions and practices,?"?2 with other
barriers to shared decision making including lack of time, confidence
or skills to fully involve patients as equal partners in care.?® This may
be a particularly prominent barrier in child and adolescent mental
health settings, as more often there is a parent/caregiver involved
in their care. In addition, it is important to note that unlike adults,
children often do not self-refer to services, in turn creating a power
imbalance between both adults and young people, highlighting the
importance of examining experiences of PPl within different con-
texts, including factors that may hinder the development of care and
participation.

Evidently, PPl is crucial for the outcome of health-care services
and there are gaps within the literature when exploring PPl in rela-
tion to CAMHS, where there might be additional considerations and
complexities. Furthermore, attention has grown in the direction of
understanding the key components of PPl and the impact this has
on research. There is room to develop a wider understanding of PPI,
particularly in CAMHS settings, considering the complexity of social
processes in such services, and developing a richer understanding
of the processes involved that could help facilitate successful PPI.%*
This paper therefore investigated experts’ experiences of being in-
volved in PPl within a CAMHS context, where the experts occupy
different background groups; young people, carers and frontline

clinicians.

1.1 | Aims and research questions

This research aims to explore the experiences of those taking partin

public and patient involvement within CAMHS. We aimed to explore:
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e Individuals’ experiences of being involved in PPI within a CAMHS
research and service development event, highlighting what might
facilitate this to be effective in future studies.

e What it means to be an ‘expert’ within PPI for all parties involved,

including young people, carers and frontline clinicians.

2 | METHODS
2.1 | Broader programme of work

The current study explored participants’ experience in the con-
text of their involvement in the development of a new staff-based
intervention for CAMHS (https://osf.io/vr47z/). The interven-
tion has been developed due to the paucity of evidence-based
forms of support in these area®® and therefore, the involvement
of those with lived experience was crucial to deciding on key el-
ements of the design and implementation. As the intervention
is staff-based, those defined as experts by experience included
frontline clinicians, alongside young people and their family mem-
bers. Representatives of these groups (12 in total) were invited to
a ‘consensus conference’, during which their views were sought in
relation to the proposed intervention. The consensus conference
was held in person at a university location and was facilitated by
the research programme lead (SH). This forum provided an oppor-
tunity to explore the experience of different groups of ‘experts’
participating in the same involvement process and thus provide
insights into relevant processes and recommendations for similar

future exercises.

2.2 | Design

This study has implemented an exploratory, qualitative interview
design, using IPA to analyse semi-structured interview data gained
through a small sample of individuals who are considered as an ex-
pert by experience within CAMHS services.

2.3 | The selection of participants

IPA focuses on small, homogenous and purposive samples with di-
rect experience of the phenomenon of study. The current study re-
cruited participants who shared an experience of involvement in the
same consensus conference, despite their differing backgrounds.
Although there is no ‘right’ sample size,?® the typical sample sizes
vary from one to fifteen?” and there are suggestions that research
using IPA should wish for an expert sample that is small in numbers.?®

Purposive sampling was used to select participants who were
staff (nursing staff, doctors, psychologists), carers and recent service
users of CAMHS. The main researcher of the current study (SI) was a

bystander during the involvement process.
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TABLE 1 Interview schedule

Experiences before the PPl engagement event:

e What were your first impressions of being invited to attend the
consensus conference?

e What did you think was being asked of you?

e What did you expect your role in the conference to be?

e What were your hopes for the conference?

e Did you have any worries about the conference? What were
they?

e Who else did you think might be invited?

Experiences during the PPl engagement event:

e How did you find attending the conference?

e How would you describe your input during the discussions?

e How did you feel others’ responded?

e Do you feel your contributions made an impact? In what ways?
Why?

e What were your thoughts and feelings during the conference
discussions?

Experiences after the PPl engagement event:

e Can you describe your experience of being involved in the
conference?

e What have you learnt about yourself during this conference?

e What have you learnt about being a part of a conference?

e How would you describe your interactions within the consensus
conference?

e What, if anything, would you have changed about the experience
if you could?

e Would you recommend any changes to future conferences?

Experiences of being considered an ‘expert”:
e Describe what being an expert means to you?
e Do you class yourself as an expert? If so why? If not, why not?

2.4 | Data collection

Participants were interviewed over the 2 weeks following the
consensus conference at locations convenient to the participants.
Interviews were conducted mainly by Sl (n = 4), and two were con-
ducted by SH due to the availability of the participants. Only the
interviewer and participant were present during each interview,
and participants were aware of the interviewer's background
and their relationship to the project. A semi-structured interview
schedule (see Table 1) was developed in consultation with the
relevant population groups. Each interview was audio-recorded
using an encrypted dictaphone. Audio data were transcribed and

anonymized.

2.5 | Analysis

Semi-structured interviews offered an opportunity to acquire in-
depth first-person accounts,?’ facilitating the elicitation of sto-
ries, thoughts and feelings.30 Transcripts were analysed using
Interpretative Phenomenological AnalysisI31 (IPA), which was suited
due to its ability to make sense of individual's experiences in specific

contexts.
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As IPA is an idiographic approach, it allows the researcher to ex-
plore the experiences of the participants, creating a rich and detailed
understanding of the topic explored®* IPA involves the researcher
uncovering the participant's lifeworld through exploring their per-
sonal ‘lived experiences’.3%3 IPA was selected as an appropriate
approach in order to explore the ‘lived experiences’ of participants
engaged in public and patient involvement based on their experi-
ences of CAMHS services as opposed to simply an ‘experience’.
An emphasis of experience is addressed by IPA in aiming to under-
stand the context and meaningful world of individuals®* and the
importance of the participants conveying how they are experts by
experience.30

In observance with IPA’s idiographic obligations, each interview
was analysed in-depth on an individual basis.>° Each recording, lis-
tened back to at least twice, and the transcripts read several times.
Initial annotations and phenomenological reduction were made, with
exploratory comments describing initial thoughts about the content,
language use and more conceptual comments in the wide right-hand
margin of the transcripts.30 Once each individual's experience had
been analysed, commonalities and themes across participants were
explored through cross-case analysis.

Sl led the initial analysis, with supervision from JH. JH, who was
independent of the involvement process, helped validate interpreta-
tions and themes identified, offering a more ‘outsider’ perspective.
The results were not specifically member-checked with participants
but were fed back to them and comments invited. A summary was
also checked for accessibility with representatives of the same

groups (clinicians, young people and carers).

3 | RESULTS

Three themes central to participants’ experiences were developed.
Participants’ descriptions acted as windows to their experiences,
demonstrating the impact of prior expectations on their experi-
ences, conveying a sense of connectedness with others involved in
the PPI process, and the process of PPl engagement acting as a facili-
tator for the realization that each individual participant had multiple

3.1 | Theme one: Previous experience driving
expectations

The first theme was expressed by several participants, highlighting their
understandings of the potential of PPI to change health care based on
their past experiences. Such experiences included when their provision
of feedback was not acted upon within health-care services previously,
meaning that participants were unable to see whether and/or how their
involvement had made any difference. Such past experiences conse-

guently informed their attitudes and expectations towards PPI:

| think it meant a lot, especially when you work in these
settings, it [PPI] does get lost in like translation. You do
feel like sometimes you are trying to express how you feel
and stuff like that and sometimes it doesn’t get listened
to, or you feel [said with emphasis] like it doesn’t due to
all the different hierarchy levels and stuff, being passed
down something like that.

(Daniel)

Daniel had been involved in PPl before and demonstrated feel-
ing as though his previous experiences were inadequate, expressing
a general concern of not feeling heard or whether his contributions
would make a difference, with perceptions of being ‘overruled’ by ser-
vices whose decisions are made by a hierarchy. Daniel and Rose found
that they were pleasantly surprised and that their expectations were
exceeded:

| was a bit unsure prior to what my role would sort of be
at first ... | was pleasantly surprised, when it was more
informal, just round the table like sharing and | thought
it was really good.

(Daniel)

| think initially | thought it would be more to facilitate a
conversation and then it changed into something that
I found helpful and useful... thinking about my own

identities. The presence of themes within each participants’ account practice.
is highlighted in Table 2. (Rose)
TABLE 2 Table of Themes
Daniel
Catherine (youth Ann Sally (support Rose Farah (assistant
service user) (parent) (psychiatrist) worker) (psychologist) psychologist)
Previous experience * * * * *
driving expectations
* * * * *

‘We are all in the same
boat’

Realization of multiple
identities

*Indicates presence of theme.
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I was like wait | need to think about this... this is import-
ant for me. | didn’t know it was but it is ... and then when
| was there | was really pleasantly surprised at just how
useful it was to think about practice.

(Rose)

Both Daniel and Rose's expectations of PPl engagement were of it
as a way of talking about a service generally, with little consideration
of their role in PPl and how their personal practice might be influenced
by their engagement. Rose described a realization mid-way through,
which led her to recognize the value of the event for her personal and
professional practice and development. Both participants’ ‘pleasant
surprise’ at ‘how useful’ the event was in for example stimulating think-
ing around professional practice also serves to demonstrate prior ex-
pectations of the event being something to contribute to but perhaps
not necessarily learn from.

Prior expectations were also reflected by Catherine, who dis-

cussed concerns around not being involved in her own care:

They should come speak with the young person and the
family first before they make any difference. Because
when | was [in the service] with like my care plan and
stuff my mum wasn'’t involved and it got done like half
way through my admission, rather than at the start.
(Catherine)

| thought it was quite good. Because | could get my point
across so | wasn't feeling left out. | knew | could input and
made sure.

(Catherine)

With the overall health care she received being inconsistent,
Catherine explains how involvement of both the service user
and carer is vital, based on her experiences of being service user
and at times feeling isolated from her own care. Catherine ex-
plains how her mother was not involved in her care until half way
through the process, highlighting the inconsistency in her care.
This subsequently left Catherine with concerns that her future
contributions as a PPl expert may not be reflected in changes in
health-care systems. However, Catherine's actual experience re-
flected very differently to her expectations, and she expressed
her enjoyment in giving voice to the voiceless, based on her ex-
periences of being service user. Catherine felt as though the most
important factor when making decisions about health care is in-
volving the service user and giving them a voice and thus playing
a bigger part in PPI.

It was clear across several participants the need to make a real
influence and wider impact, recognizing patient and public involve-
ment as a possibility to genuinely make a difference and influence
decision-making processes within CAMHS and therefore avoid

being controlled by past organizational systems.

3.2 | Theme two: ‘We are in the same boat’

The second theme concerned participants’ interpretations of PPl in-
volvement and the people within it, which was often contradictory
to their prior experiences and expectations. An essential feature of
PPl was meeting other people in a similar situation, with comparable

experiences and encounters:

I kind of felt like well if they are in the same position as |
am, then we are all in the same boat ... | kind of felt equal,
even though you're like in a high position, like in a job. |
kind of felt like we could all respect each other on like a
level.

(Catherine)

Appreciation of being in similar situations and having a shared pur-
pose enabled sharing experiences and provided opportunities for in-
terpersonal learning and self-reflection and modelling. It also facilitated
a sense of community and group problem-solving to reach shared goals
that bolstered a shared, task-motivated social identity which validated
Catherine's experience.

Indeed, this was also reflected in the narratives of the health pro-

fessionals involved in the PPI consultation:

| didn'’t feel like it was me vs them. The research was
something | was interested in and it didn’t seem like sep-
arated or segregated, it felt very inclusive. Like | felt like
we were all learning and sharing.

(Daniel)

I've been to like a few before, that was... This was prob-
ably the one I've enjoyed the most ... | don’t know why
it was, maybe it’s because it’s something I'm passionate
about. Just, | think it’s how open and welcome everyone
was, | didn'’t feel like there was a hierarchy, everyone was
just speaking and sharing and helping each other sort of
thing. | knew a lot of people were like asking about the
pace training and stuff life that... everyone wanted to,
like, better each other. It was really nice and refreshing.
(Daniel)

Developing supportive relationships within the consensus con-
ference context was a vital element of participants’ experiences and
supported the shared decision making that participants were involved
in. Participants discussed their appreciation of the value of the varied
perspectives alongside recognizing that they were all working towards

the same goal:

| have been a part of conferences before, | suppose it
just sort of reaffirmed that as a doctor you might have

a different perspective on things than other people in
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the multidisciplinary team. But, a sort of complimentary
perspective | think ... We all might have been looking at
things in a different way but | think we all had the same
aims and objectives.

(Sally)

Sally's discussion highlighted her prior knowledge of having varied
perspectives, but also that her participation in the consensus confer-
ence ‘reaffirmed’ her appreciation of this. The group-based involve-
ment in the decision-making process emphasized to Sally the value in
such processes to provide a road map for improvements in services
from a holistic perspective.

This is also evident with several participants, with the emphasis
of belonging and being a part of something bigger, motivating con-

tinued involvement and participation:

| guess that on most wards they have that something
that they’ve thought about and wondered how they
manage it. So | think it was quite nice, to see that it’s
not just us that feel that way ... | think it makes you an
expert from your perspective, so you're not an expert
of the system as a whole but you are an expert of what
you see, feel and witness on a day to day basis. Because
| guess the nurse is going to have a different expertise
around that from me, but we all have our own way, and
all of that is one.

(Farah)

| got a lot out of it in terms of seeing that everyone was
pretty much in the same boat and | think that’s nice to be
a part of. And it makes you stay motivated that you want
to stay involved in that little group and keep going and
come to the next one and stuff to see how things have
evolved and adapted.

(Farah)

Farah's quotes demonstrate her perception of herself as an ex-
pert in her domain, and her acknowledgement and appreciation of
the diversity of perspectives across an entire system. She echoed
the perceived value in sharing insights across different stakeholder
groups, such as nurses. Farah surmises that each single perspective,
while holding its own unique value, feeds into a whole system, un-
derscoring the need for consideration of all perspectives to develop
optimal understanding and care delivery. Like Catherine, Farah uses
the phrase ‘in the same boat’ and echoes her appreciation of learning
that her experiences and goals are shared with others. This feeds
into the development of a sense of community with the group, serv-
ing to motivate continued engagement in the process and to learn
about how systems and processes have been adapted to meet their
shared goals.

Ann discussed numerous roles from being a parent, to being
human and what it may be like to be a caregiver and how important it

is for these roles to be recognized during the PPI process:

Well at the end of the day I'm a human being, I'm not
going to like them, but they are health professionals, I'm a
parent. It's good for them to hear our side of what’s going
as an inpatient as to what they are dealing with on a day
to day basis.

(Ann)

Ann's quote reflects that once a part of PPI, there can be an ac-
knowledgement that everyone's contributions are of value. Putting
aside any judgements and perceptions of others, and recognizing that
everyone is working towards the same end goal was key to feeding into

the improvement of services; everyone was in the same boat.

3.3 | Theme three: Realization of multiple identities

The third theme reflected the impact that engaging in PPl engage-
ment had on the development and realization that participants had
multiple identities above and beyond that of the ‘expert by experi-
ence’. This was a process echoed by both professionals and service
users. Rose began her interview discussing her professional role and
her initial view of others in the PPI process as patients, with her ini-

tial perception of her role as a facilitator of the discussion:

| think in the beginning | suppose | was thinking about
offering more of a psychological perspective than maybe
other people that were there and | think it kind of shifted.
| remember the shift, because | remember starting to
think about 5 minutes in even ... starting to think actually
do | do this? And started to question myself and then |
transitioned into more of like one of the people that felt
like they were doing the reflecting and learning. Then |
found it that | was more of an active participant.

(Rose)

Rose described quickly finding that her expectations of the PPI dis-
cussion were met with a contrasting reality, with a cognitive shift from
a perception that perhaps it may not have been a helpful process for
her personally to realizing that she could also learn from this process
and contribute to the development of services. This demonstrates her
‘transition’ from perception of herself as an expert, interchangeably
becoming an active learner within the process; PPI facilitating a flexi-
bility in roles outside of the usual structures.

Farah also acknowledged her professional role within CAMHS as

an assistant psychologist:

I think before | got there, | was thinking | was a bit reluc-
tant because you're an assistant psychologist and you're
not qualified, so you do worry about what other people
would be thinking and | guess that was my initial concern.
And when | got there and saw it wasn’t just a bunch of
qualified professionals and a mix of different people with

first-hand experience, | think that put me at ease, rather
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than it be like these are all professionals and there’s me...
it wasn'’t that dynamic.
(Farah)

Farah's experience was of hesitancy around the extent of her pro-
fessional role and feeling ‘less qualified’ than other members of staff,
which made the PPI experience somewhat daunting for her. Her reali-
zation that she was qualified in an additional, different way (in her first-
hand experience of the CAMHS service) was beneficial in normalizing
the PPI process, addressing barriers in perceptions of expertise and
hierarchy, and facilitating the sense of ‘ease’ and collaborative nature
of the encounter.

As a service user, Catherine described her struggles with see-
ing past the identity of the health professionals involved in the PPI

process.

It's weird, like it... | know you're [the health professionals]
a normal person and that but it’s just dead weird... It just
is, like I know you'’re a normal person and that but it’s just
because of the job you do, it’s just weird.

(Catherine)

| think they [the health professionals] would have felt the
same as me, because | was the young person there and
with a lot of professionals and other people you don't
know, [it’s] quite scary inputting, when they're all profes-
sionals and there’s just you.

(Catherine)

Catherine's repetition of the PPl engagement with health pro-
fessionals as ‘weird’ emphasizes her difficulty in seeing past the
professional roles and relationships that she held with those pro-
fessionals, which may have acted as a barrier to her disclosure of
her experiences in PPl settings. Catherine also highlights the ten-
sion she experienced as a result of seeing herself as ‘just’ a service
user, implying her concerns that she was alone in that experience
and does not have the appropriate knowledge or experience to
contribute. Additionally, the standard hierarchy that Catherine had
experienced (as a service user working with health professionals)
appeared daunting and difficult to overcome. She described the
process of shifting from being a passive recipient of health care
to an active expert by experience stance as ‘scary’, depicting the
potentially challenging nature of PPl engagement. However, as
Catherine settled into the PPI discussion, she found that this fear
dissipated:

It was quite good, because | could get my opinion out and
be like, confident and be who | actually was, rather than
just being quiet and sitting there.

(Catherine)

Catherine described feeling more settled in the PPl engagement

after realizing that the process was collaborative and supportive in

WILEY——Z

nature. As she was responded to helpfully and became more familiar
with the process, the realization that she could be ‘herself’, and as such,
owning her identity, as opposed to being ‘just’ the ‘service user’ helped
to bolster her confidence in sharing her experiences and their impact

on her wellbeing.

4 | DISCUSSION

This study explored participants’ experiences of being involved as
experts by experience in research and service development, from
the perspectives of a variety of individuals within CAMHS. To our
knowledge, this is the first study to explore the experiences of mul-
tiple types of experts by experience involved in the same involve-
ment process and in a CAMHS context. The value and complexity
of involving varied stakeholders is a key national priority’ and one
that offers extensive opportunity for investigation, which the cur-
rent study contributes to.

From the participants’ accounts, three key themes were dis-
cussed: (a) Previous experiences driving expectations, (b) ‘We are
all in the same boat’ and (c) Realization of multiple identities. These
findings demonstrate the extent of the impacts of being involved in
the evaluation and development of services and research, reflecting
implications that reached beyond service improvement and present-
ing multiple psychological complexities and benefits for the experts
by experience who are involved in the process too. Such benefits
included learning more about the process of PPI, having a support-
ive space to reflect upon and redefine previous expectations, and
recognition that despite having different perspectives and roles all
participants were working towards the same goals. Likewise, par-
ticipants articulated a progressive realization that individuals can
play multiple roles in PPl engagement by simultaneously facilitating
the process, contributing their perspectives, learning about others’
experiences and reflecting on their own personal and professional
practice. These findings demonstrate the value of involving experts
by experience from different backgrounds/roles and that such in-
volvement is a meaningful ingredient for successful PPI, as echoed
in previous work.*®

Participants often discussed their previous experiences of being
involved in the evaluation and development of services, with their
involvement in the present study offering them an opportunity to
learn more about PPl and to reflect upon and redefine their expecta-
tions of such processes. This suggests a need to ensure that experts
by experience are fully informed of what will be asked of their partic-
ipation in order to manage expectations and ensure that participants
feel able to contribute and are supported throughout the process.
This also includes the integration of a feedback loop, whereby par-
ticipants are able to see how their engagement feeds into service
delivery, which can further bolster motivation to engage in PPl in
future.®® Moreover, as previous experiences seem drive expecta-
tions, opportunities for individuals to explore their experiences and
how these might be best supported should be offered outside of

individual involvement activities in preparation; and services should
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consider how the quality of experiences in PPl and service delivery
can either mutually support or degrade one another.

Participants discussed the value of meeting others with lived ex-
perience of services and echoed a sense of community with a shared
purpose, even with multiple and varied perspectives. Participants’ ac-
counts indicated that this sense of community bolstered participants in
their task-motivated social identity, which validated their experiences.
This mutual support and sense of community is reflected in previous
work examining the impact of PPl engagement on service users in (for
example) lay researchers,®” and people with a diagnosis of schizophre-
nia,*® demonstrating a commonality across various health contexts.
Such sense of support and community may also contribute towards the
enhanced ability to problem-solve in the management of health condi-
tions.®? Likewise, literature suggests that shared decision making can
improve knowledge, involvement, self-confidence, self-care and com-
munication across families.**! The present study supports this, with
the addition of reflecting these benefits in different staff groups too.
There might rightly be a reticence in involving multiple stakeholders
in involvement exercises; a concern that PPl is best undertaken with
specific groups separately. The current findings indicate that, where
implemented effectively and with a sense of safety, bringing together
experts by experience from different backgrounds might add value in
terms of developing a sense of collaboration.

A novel finding in the current research is that of participants hold-
ing multiple identities, with the PPl process acting as a facilitator for
this realization. Such co-existing identities included facilitator, staff
member, expert by experience, learner and human. Previous works
suggests that some participants engaged in PPl may report unease at
the changing roles between users and health professionals, for example
shifting from a doctor-patient relationship to meeting as coIIeagues.42

Indeed, systematic review evidence suggests that challenges can
occur when values and assumptions across PPl stakeholders do not
mesh.*® However, this was not reflected in the present study, with
participants articulating flexibility in adapting to their various identities
in the consensus conference, and their appreciation for the views of
others. This suggests that support and an open space to acknowledge
and transition through various identities can provide value in the PPI
process, which may reduce the risk of frustration and conflict between
parties. Preparation could involve training all parties in PPl and allow-
ing the time and space to develop trust and rapport between stake-
holders, particularly within the CAMHS context, where there may be
additional sensitivities to navigate in discussions. The consensus con-
ference evaluated in the present study put an emphasis on all members
being valued in their varied and multifaceted contributions and sought
not to explicitly label these as coming from particular aspects of iden-
tity (all involved were invited to input to all aspects), which might have

facilitated flexibility in role identity.

4.1 | Strengths, limitations and Future Research

The current study is strengthened by its incorporation of multiple

perspectives commenting on a shared process. The presence of the

interviewer/s as an observer/facilitator at the consensus conference
enabled consent processes to take place and familiarity to develop,
which might have enhanced openness in interviews, although could
have also encouraged demand characteristics. The interpretative
and single-interview nature of the present study means that the
results reflect a single moment in time and do not reflect the de-
velopmental processes that might occur during a series of engage-
ment events. Longitudinal interviewing by those independent of the
involvement processes would aid the understanding of benefits and
challenges experienced and the integration of participant feedback
into service delivery. Further, the self-selecting sample may mean
that those with more positive experiences may have been more likely
to take partin the study. The results, therefore, may not be reflective
of those who experienced more challenges within the PPI process,
and—importantly—those with expectations that led them to decline
involvement. However, the purposive sampling strategy adopted in
this study meant that commonalities within experiences were estab-
lished and demonstrated the value in conducting PPI stakeholder
engagement with a diverse group. Further work should explore how
collaborative relationships across different stakeholder groups can
be bolstered, to enhance participant confidence to continue to en-
gage and to support the development and realization of the multiple
potential roles that participants can play in PPI. Explicit evaluation of
experience within different models of PPI would support clear rec-
ommendations regarding particular procedures that best facilitate
the positive impact of involvement for researchers, clinicians and
participants. It will be important for any future research to consider
how to involve experts by experience not only as participants but as
funded project leads and co-investigators; the current study would

no doubt have been improved by this.

5 | CONCLUSIONS

This study demonstrates the various motivations, challenges and
benefits experienced across service users, parents and staff mem-
bers engaged in a CAMHS PPI exercise to contribute to clinical re-
search and enhance service delivery. The findings demonstrate the
value to all participants involved in such processes, and to the ser-
vice concerned, in conducting such stakeholder engagement with a

diverse group of perspectives.
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