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Conclusion The analysis of the anonymous re ection reports on a participatory research project indicates that there
was a positive collaboration between participants with and without lived experience of psychosis high risk states,
wherein they were able to interact on an equal footing. Participants reported an experience of equal cooperation and
gained relevant personal insights from project participation. Although we do not have clear evidence of experiences
of power imbalances or perceived hierarchies based on the analysed reports, these cannot be ruled out and have to

be addressed in future research.
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Introduction

In recent years, public and patient involvement and
engagement (PPIE), partly overlapping in terms and de -
nitions such as “service user involvement” or “partici-
patory research’, has become increasingly important in
various areas of research [1-3]. PPIE has the potential
to democratize research processes and to introduce a
shift of power and ownership towards those a ected by
health issues as well as the “lay” public more generally
[4, 5]. Individuals with lived experience can be involved
in di erent activities and phases in research processes,
from prioritizing research topics to dissemination of
results [6]. By including those a ected by health issues as
experts by experience, research designs and quality can
be improved and innovation can be driven to create solu-
tions that make a di erence for those a ected [7, 8].

Consistent with this, PPIE has also become more prev-
alent in psychiatry. Furthermore, the Lancet Commission
on ending stigma and discrimination in mental health
stated that the inclusion of people with lived experience
of mental health conditions in all project stages of anti-
stigma programmes is a key component of their e ec-
tiveness [9]. Participatory research thus also represents
a crucial element of initiatives that aim to reduce stigma
associated with mental health problems. e growing
emphasis on the importance of involving people with
lived experience in psychiatric research is also re ected
in the fact that funding applications increasingly require
plans to involve those a ected [10, 11].

Individuals living with di erent psychiatric disorders,
e.g., mood disorders, substance use disorders, and psy-
chotic disorders, have already been included in partici-
patory research projects in recent years [12—17]. Given
the growing body of research on early detection and
early intervention in psychosis, e orts to actively involve
individuals with psychosis high risk states can also be
found [18, 19]. A set of criteria for the identi cation of
individuals at “ultra-high risk for psychosis” (UHR) has
been developed and operationalised and allow to detect
an increased risk for psychosis in help-seeking individu-
als with distress [20, 21]. With respect to intensity or fre-
quency of occurrence, distressing experiences below the
threshold of manifest psychotic symptoms with impaired
functioning in the past 12 months are de ned as

“attenuated psychotic symptoms” (APS) or “brief limited
psychotic symptoms” (BLIPS) [21]. To promote patient
and public involvement and engagement of individuals
identi ed as being at ultra-high risk for psychosis (UHR),
the participatory research project “VOICE - Patient
and Public Involvement and Engagement with People at
Ultra-High Risk for Psychosis (UHR)” was conducted (in
submission) [22]. e project aimed to re ect on termi-
nology, current diagnostic and treatment guidelines, and
to identify unmet needs together with people with lived
UHR experience. Further, guidelines and best-practices
for researchers to e ectively involve and engage people
with lived UHR experience were co-creatively developed
[23].

Continuous evaluation and assessment of participants’
experiences is important in clinical and especially in
novel research approaches, such as participatory projects
[24—26]. It allows to better understand how the engage-
ment of experts by experience in uences researchers and
people with lived experience bidirectionally and could
provide information on the extent to which engagement
impacts the research process [6, 27]. Evaluation can be
carried out using quantitative or qualitative methods.
While quantitative methods allow objective measure-
ments of variables and outcomes, in certain areas they
can neglect the context and depth of participants’ experi-
ences and limit the capture of participants’ perspectives
[28]. Qualitative research approaches enable a deeper
and more nuanced understanding of the subjective expe-
rience of experts by experience and researchers in a
participatory research framework. Furthermore, combin-
ing a qualitative and a participatory research approach
was found to broaden the range of perspectives, target
‘harder-to-reach’ populations and bridge across potential
boundaries [29].

To our best knowledge, this is the rst qualitative study
analysing re ection reports of researchers with and with-
out lived UHR experience working together in a partici-
patory research project. In this study, a re exive thematic
analysis approach was used to answer the research ques-
tion: How did researchers and co-researchers with lived
experience of psychosis high risk states subjectively
experience their involvement in a participatory research
project?
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Methods
Study design

e present qualitative study is part of the “VOICE -
Patient and Public Involvement and Engagement with
People at Ultra-High Risk for Psychosis (UHR)” proj-
ect. e primary objective of the VOICE project was
to re ect on UHR terminology, current diagnostic and
treatment guidelines, as well as to identify unmet needs
together with people at psychosis high risk states and
mental health professionals. Twelve participants, includ-
ing six psychiatrists or psychiatric residents experienced
in treatment of people with psychotic disorders or UHR
and six co-researchers with lived experience of psychosis
high risk states, attended the workshops. e co-creation
research project included four full-day workshops: one
to de ne a framework and three with a thematic focus,
namely the concept of UHR, terminology, diagnostic
assessments, and treatment. e workshops were held in
a working space in a seminar hotel in Vienna (i.e., outside
of a clinical setting) and were moderated by a facilita-
tor experienced in participatory research. e workshop
content was open-ended. It followed the outcomes and
discussion points of each workshop. Each workshop
included an information session on speci ¢ UHR topics
at the beginning, one-to-one or small group interactions,
co-creation of content on speci c topics in small groups
and group discussions with all researchers. e manu-
script reporting the results of the VOICE study based on
the unmet needs of those a ected was still in submission
at the time of publication of this paper [22].

During one of the workshops, all 12 project partici-
pants were asked to provide open written anonymous
re ections about their experiences within the VOICE
project. ere were no formal or content-related instruc-
tions for writing the re ection reports.

In this qualitative study, we systematically analysed
these re ection reports using a re exive thematic analy-
sis approach [30—32] to answer the research question
“How did the researchers and co-researchers subjec-
tively experience the participatory research project and

Table 1 Overview of study participant characteristics of the
VOICE study (n=12). To ensure complete anonymization, all
participants in the VOICE study are listed here collectively

Gender female: n=8 (67%)
male: n=4 (33%)
Age (years) M=31.45 years (SD=9.07)

Lived UHR experience

Occupational
Background

n=6 (50%)

employed at the university: n=6
(50%)

employed in the public sector:
n=3(25%)

unemployed: n=2 (17%)
employed, not speci ed:n=1
(8%)
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their involvement in it?” e qualitative analysis was per-
formed after all VOICE workshops had been completed.
Written informed consent was obtained from all par-
ticipants. According to the local ethics committee of the
Medical University of Vienna and in line with others such
as the UK Health Research Authority policy framework
for health and social care [33], no ethics vote was neces-
sary since individuals with lived experience were involved
as active co-researchers and not subjects of the study in
the common medical research sense according to the
declaration of Helsinki.

Study participants

Co-researchers with recent or lifetime lived UHR expe-
rience were recruited at the early psychosis outpa-
tient clinic at the Clinical Division of Social Psychiatry,
Department of Psychiatry and Psychotherapy at the
Medical University of Vienna. UHR state was assessed
using the Comprehensive Assessment of At Risk Men-
tal State (CAARMS) de ned per operationalized criteria
[34]. Inclusion criteria of co-researchers were de ned as
follows: (a) lifetime history of UHR, (b) availability for
study participation, (c) at least 18 years old. Exclusion cri-
teria were: (2) recent suicidal behaviour or suicidality, (b)
lifetime history of manifest psychotic episode. Recruit-
ment was conducted by two researchers from the early
intervention outpatient clinic. Overall, twelve research-
ers participated in the VOICE study, consisting of six
resident and consultant psychiatrists and six experts by
experience with lived UHR experience (see Table 1). All
participants of the VOICE project (n=12) were asked to
write anonymous re ection reports on their experience
of participating in the study, which was provided by eight
participants.

Data collection and analysis
Of twelve participants, eight provided anonymous writ-
ten open re ection reports (eight of twelve=66.67%).
e average word count was 383 words per report.  ese
re ection reports were provided by psychiatrists as well
as experts by experience with lived UHR experience (see
Table 1 for further details). Since the aim of this study
was to deepen our understanding of the subjective expe-
rience of being involved in a participatory research proj-
ect in general, no distinction was made in the analysis
between reports from psychiatrists and experts by expe-
rience. e reports were anonymously collected and ana-
lysed. By o ering the possibility for anonymous re ection
reports, we wanted to give all participants the opportu-
nity to report any perceptions including negative aspects,
e.g., power imbalances or hierarchies within the project
process. Nevertheless, for some reports it was possible to
deduce from the text whether it was written by a men-
tal health professional or a co-researcher with lived UHR
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experience. e qualitative analysis was performed after
all workshops had been completed. Most authors of this
qualitative analysis participated in the VOICE study. For
this reason, the reports were collected anonymously and
authors who did not participate in the VOICE study were
included in the analysis to broaden the perspective.

Re ection reports were analysed using a re exive the-
matic analysis, a exible and data-driven approach to
uncover patterns, meanings, and themes in textual data
[30—32]. After an initial familiarisation with the data, an
open coding process was conducted independently by
two researchers (MT, AR). Following repeated discus-
sions within the study group, a tentative coding frame-
work was developed. All re ection reports were coded
using this preliminary coding construct. Based on these
codes, tentative themes were developed. ese themes
underwent a re nement process involving consulta-
tion with a third researcher (BH). e themes were also
reviewed by other study group members (clinical experts
as well as experts by experience with lived experience
of psychosis high risk states). is inclusive approach
bolstered the methodological rigor of our analysis and
ensured a comprehensive and multi-perspective inter-
pretation of the re ection reports.  roughout the analy-
sis, we maintained a re exive stance, acknowledging our
individual perspective on the data (see Supplements for
re exive statements). For the purpose of this publica-
tion, the quotations have been translated from German
into English (see Supplements for the citations used in
German).

Results

ree themes were identi ed in the re ection reports
via our analysis. e rst theme deals with re ections on
expectations prior to the study, accompanied by a feeling
of uncertainty as well as thoughts about the individual
role in the study context. e second theme describes
the experience of the development of a sense of commu-
nity, associated with an exchange that deviated from the
traditional doctor-patient interaction within a favour-
ably experienced study framework. e third theme
deals with the perceived outcomes of the project. Some
excerpts from the original reports have been quoted else-
where without further analysis [22].

Theme 1: When uncertainty becomes a unifying element —
re ecting on expectations and roles

e rst theme captures a commonly expressed feeling of
uncertainty at the beginning of the project, which formed
an initial connection between the participants. At this
point, the participants also re ected on their individual
strengths and their possible role in the project. For most
of the participants, it was initially unclear what exactly
was in store for them. is uncertainty was accompanied
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by feelings of tension and insecurity but also curiosity
and positive anticipation. Consideration was also given to
whether the roles could actually be discarded.

g € Closer the first appointment got, the more ner-
votus I became. After all, I had no idea who would
be there, what we would talk about, and how I could
productively contribute to the workshop. [P4].

“Is it possible to talk to each other and forget who
you are without forgetting what you have experi-
enced? Okay. . at sounds so drastic. No one has to
forget who thejf,zlre. But maybe push it aside a little,
break up the rigid division of roles a little, because
you could learn something from each other” [P7].

It was a new situation for clinical researchers and co-
researchers with lived experience alike. e uncertainty,
which was experienced equally by all participants,
created a sense of connection and equality, fostering
exchange on an equal footing:

“«

- € initial feeling of not knowing 100% what to
edcéect, felt almost a bit irritating to me at first, yet
subsequently increasingly unifying, as all partici-
pants seemed to feel similarly” [P6].

“Initially, 1 was excited and curious about how a
project of this kind would work. It soon became clear
that the experts, patients and moderators were on
an equal footing” [P1].

However, this initial stage also brought forth the re ec-
tion on the di ering individual baseline situations. s
included the question which of the participants’ own
experiences (and lessons learned) were brought into the
project. In addition, the participants re ected on their
own strengths they had available for the project.

“ e only thing I could participate with was my
T

edc%erience of my situation. I had no idea of terms,
symptoms, treatments ... I only knew what I felt and
how to roughly put it into words” [P4].

“And there we were, 12 people who did and didn’t
know each other. 12 experts, each in their own field.
12 experienced people with different experiences”
[P2].

Theme 2: Fostering community growth: creating an
environment for collaborative teamwork as well as new
and creative directions

e second theme describes how participants experi-
enced the development of individuals from di erent
backgrounds into a research community/team with com-
mon goals.  is was accompanied by a di erent type of
exchange than the traditional doctor-patient interaction
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within a favourably experienced study setting that was
seen as positive and helpful for the purposes of the
project.

“«

.- € setting of the workshops shattered/disrupted
thé sometimes hierarchical doctor-patient relation-
ship” [P1].

Starting with shared visions and ideas, this resulted in a
process in which di erent topics were addressed within
the group and collectively developed solutions put
forward.

“«

- € Path was worked out and defined together. , .
an'tlczpatwn and euphoria of working together i m e
upcoming workshops on the defined topics and ideas
was clearly perceptible” [P5].

“Together we were able to expand on individual
ideas, understand problems better and simply be so
much more creative. e small groups were also so
pleasant because there’ were even fewer of us, and
everyone really had space to talk and ask questions”
[P4].

e creative work in the group was emphasized as pro-
moting innovation. During this process, most people
experienced a change or broadening of their perspective.

“..old familiar topics raised and discussed, and yet
they appear in a completely new light as a result of
being worked through in the group” [P3].

e group work was accompanied by a feeling of moti-
vation and anticipation of upcoming further tasks. Open
communication and exchange on an equal footing char-
acterised the whole project and were experienced as
positive, respectful, motivating and conducive to the
research process. is atmosphere was experienced as
bene cial to the exchange as well as the research process
and formed the basis for elaborating the results.

“«

4 e insights this collaboration has provided are
clearly due to the format of exchange on an equal
footing between stakeholders and experts.” [P8].

“It quickly became clear that the experts, patients
and moderators were on an equal footing” [P1].

“I was surprised how well it worked at the second
workshop, that everyone was able to put aside their
roles for a while, at least a little, and that we always
discussed and listened to each other as equals” [P7].

Especially the setting and the course of the workshops,
with professionally guided moderation by a supervisor
experienced in participatory research and project design,
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working in small groups and the possibility for individual
re ection were positively highlighted by participants and
described as bene cial for the research process. Overall,
the framework created within the project was experi-
enced as a “safe space”

Theme 3: Exploring personal and scienti ¢ achievements
of the project

Participants reported gaining insights, through participa-
tion in the project, that could either be used to advance
the scienti ¢ eld in general or to achieve personal
development.

“As part of the project, aspects of diagnostics, ter-
minology and treatment were critically scrutinized,
and new initiatives were created to make the topic
more accessible to the general public” [P1].

“With the end of the workshops, however, new tasks
are arising again, namely, to publish our findings, to
present the project at congresses as well as to launch
planned goals of the workshops such as the VOICE -
homepage or the Instagram account”” [P6)].

e reports of the personal insights gained from the col-
laboration can also be di erentiated according to the role
of the participant. Experts with lived experience of psy-
chosis high risk states emphasized the positive exchange
with each other, but also with psychiatric experts.

“On the one hand, the project enabled an insightful
exchange with doctors about their experiences and
views on the subject of psychosis, and on the other
hand, it also provided the opportunity to exchange
ideas and listen to other people affected.” [P1].
“Talking about it with others who have experienced
similar things can be very liberating and also give
hope’ [P7].

However, similar results were formulated independently
from the understanding of one’s own role. Many high-
lighted gaining of a di erent perspective as a sustain-
ably enriching experience. Many described a personal
gain in knowledge and thus an expansion of their indi-
vidual understanding of the subject matter. Some people
referred to dealing with their own symptoms in the sense
of a better understanding of them. Others described the
in uence of the project experience on their own clinical
activities.

“..my view on the subject of “psychotic-like symp-
toms or psychosis” changed significantly” [P1]
“..While also expanding my knowledge and
approach regarding the treatment of patients” [P6].
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Discussion

In this study, we qualitatively analysed re ection reports
written by participants of a participatory research proj-
ect comprising mental health professionals experienced
in the diagnosis and treatment of psychosis and psycho-
sis high risk states and experts by experience with lived
experience of psychosis high risk states, using a re exive
thematic analysis approach.

Our rst reported theme covers re ections on expec-
tations, individual roles, and a feeling of uncertainty
regarding participation in the project. is uncertainty,
which most participants experienced regardless of their
background, created an initial connection within the
research group. e fact that all participants of this study
— clinical researchers as well as experts by experience —
took part in a participatory research project for the very

rst time, might have in uenced these experiences. is
might have contributed to the establishment of equi-
table interaction and collaboration from the beginning
of the project. Signi cant discrepancies in prior experi-
ences with knowledge of participatory research practices
might have had a divisive and disruptive e ect on team
dynamics, especially at the beginning of the study. ere
are at least some indications in the reports that there
was uncertainty as to whether su cient contributions
could be made to the study and concerns about a lack of
expertise prior to the rst meeting. Future participatory
research projects should bear this in mind and either cre-
ate an equal baseline knowledge or address this issue spe-
ci cally e.g., by providing detailed information about the
planned study procedure and requirements su ciently in
advance. Reports of challenging impacts on service users
include a lack of preparation and training resulting in a
feeling of being unable to contribute in group situations
[35]. Other barriers described in participatory research
involving people with lived experience of psychosis
include di culties in shifting power between researchers
and service users was well as mental health stigma [12].

e analysis of the reports in this study yielded no evi-
dence for the above-mentioned barriers. Nevertheless,
future studies should consider these potential challenges,
e.g., by assessing the attitudes of participating research-
ers regarding role allocation, incorporating supervisors
experienced in participatory research, and designing con-
tingency plans in the event of overwhelming experiences.

e second theme focuses on the development of a
sense of community within a conducive setting. e
established setting was repeatedly described as bene cial,
safe, with an atmosphere of equality, all of which were
considered helpful for the research process. One com-
ment indicated that the work in the large group was less
inviting to active participation than the co-operation in
smaller groups. e project core team (including experts
by experience and mental health professionals in equal
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numbers) made numerous e orts to design the setting
beforehand, i.e., detailed structure of the workshops
including the provision of a theoretical background
on relevant UHR topics, inclusion of a skilled modera-
tor experienced with participatory research and group
works. Considering the results of this study, an orienta-
tion towards the guideline that emerged from the VOICE
study seems recommendable [23]. One report focused
on the traditional doctor/patient role and the associated
power imbalance in general. Although it was emphasised
that these were not experienced during the project, there
are indications that there might have been some scepti-
cism beforehand as to whether the traditional roles in
collaboration could be overcome. Given existing criti-
cal reports about the “real-life” di culties and power
hierarchies in participatory projects involving people
with lived experience of psychosis [36], repeated, hon-
est re ections, targeted demand and survey and ongoing
evaluation could contribute to optimization and quality
improvement of further participatory research projects.
Although the analysis of our reports does not provide
clear evidence of power imbalances or perceived hierar-
chical structures, these cannot be entirely ruled out given
to this study’s methodology.

e third theme deals with the question of the out-
comes of the project. Independently of each other — and
without explicit instruction to do so — the participants
re ected on possible outcomes of their research activi-
ties as part of the study and the personal bene ts they
gained from it. Co-researchers highlighted the opportu-
nity of exchange with others who have had similar lived
experiences as a positive part of the study. Furthermore,
an increase in knowledge and an expansion of the indi-
vidual perspective and understanding of symptoms
were reported as bene ts of project participation. Simi-
lar reports can be found on the impact of service user
involvement at a personal level, including gains in knowl-
edge, improved well-being, self-esteem and con dence
[27, 35]. Furthermore, studies reporting on subjective
experiences of research participation of people with psy-
chotic disorders showed largely positive ndings [15, 37].
Another survey on the experiences of people with lived
experience of mental health conditions who were actively
involved in anti-stigma programmes demonstrated that
this inclusion can also contribute to the individual recov-
ery process [9].

When conducting participatory research with peo-
ple with lived experience of mental health conditions,
researchers have to be sensitive towards stigma and dis-
crimination often experienced by people with mental
health conditions [12]. Bearing this in mind, it should
be emphasized that conclusions about the extent of con-
tribution should not be derived from the lack of indi-
vidual naming as authors of co-researchers with lived
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experience in this manuscript. Within the VOICE proj-
ect, individual preferences of co-researchers with lived
experience regarding explicit naming as authors were
respected.

Several limitations of this study must be addressed.

e re ection reports were written without any formal
or content-related instructions in advance. On the one
hand, this represents a strength as the participants were
able to freely re ect on content important to them with-
out any external in uences or speci ¢ demands. On the
other hand, there is a lack of information in certain areas,
such as points of criticism or suggestions for improve-
ment for future participatory research projects. However,
an analysis of quantitative feedback data by Hinterbu-
chinger et al. showed a high level of satisfaction among
the project participants [22]. e fact that the requested
re ection reports were not submitted by all, but by two
thirds of the participants should be noted as another
limiting factor. e reasons why not everyone submitted
a report are not known. It cannot be ruled out that the
participants who did not write a report were critical or
dissatis ed with the project process. However, as men-
tioned above, quantitative analysis showed a high level
of satisfaction among all project participants [22]. Fur-
ther participatory research projects are needed to quali-
tatively examine certain aspects of participation, e.g., by
using focus groups or semi-structured in-depth inter-
views to cover additional areas of interest including areas
for improvement, potential dissatisfactions, di culties in
the collaboration, and experiences of hierarchy or power
imbalances. Future studies should speci cally address
and separately analyse the perspectives of researchers
and co-researchers to gain insights into overlaps and
di erences.

Recent literature described the challenge of lacking
consensus about what e ective participation in research
should look like, and how such processes can be devel-
oped and sustained. While case studies exploring PPIE
in research and service delivery exist, little conclusive
evidence about a “gold standard” to implement PPIE in
research design and practice is available. Di erences in
PPIE models and motivations do not make things any
easier, pragmatic motives that aim to improve research
processes and outputs contrast with ideological motives
aiming to address power imbalances and democratic rep-
resentation [38, 39]. Arnstein’s critique of participatory
involvement without a genuine redistribution of power
[40] is in line with other, more recent, voices [41] who
criticise limited forms of participatory involvement, such
as the inclusion of people with lived experience on steer-
ing committees without any real shift in power relations.

In order to address the aforementioned criticisms and
challenges, our project employed a series of strategies
and principles.  ese included the consideration and
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implementation of existing guidelines on participatory
involvement [42—44]. To mitigate the potential for power
imbalances, targeted measures were implemented:  ese
included ensuring an equal number of individuals with
lived experience and psychiatrists on the core team, with
equal veto and decision-making rights from the project’s
beginning, opportunity for anonymous feedback after
every workshop for all participants and several more [22,
23]. Based on the analysis of the re ection reports, it can
be assumed that the participatory process was experi-
enced as bene cial and balanced concerning hierarchies
and power relations. However, as mentioned above, there
are certain limitations, and existing power or hierarchi-
cal imbalances that were not explicitly addressed and
reported cannot be ruled out.

Conclusions

Researchers and co-researchers with lived experience
of psychosis high risk states working together within a
participatory research project experienced equal coop-
eration and gained positive personal insights. Overall,
there are indications that participatory collaboration was
experienced as positive by participants of this participa-
tory research project. Available reports do not give evi-
dence of subjective perceptions of power imbalances and
hierarchies, however, these cannot be ruled out. s is
the rst qualitative study systematically analysing re ec-
tion reports of researchers with and without lived UHR
experience working together in a participatory research
project with a re exive thematic analysis approach pro-
viding a foundation for subsequent research that further
addresses speci ¢ challenges associated with participa-
tory research and service user involvement, i.e., hierar-
chical imbalances or power imbalances. e combination
of a qualitative and participatory research approach can
bridge existing boundaries and provide a more compre-
hensive perspective of subjective experiences of those
involved.
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