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Whilst the involvement of experts-by-experience in health research has gained traction 
over the past decades and is increasingly required by funding agencies, there remains a 
problem of implementation as well as a problem of meaningfulness. So the question 
arises what attitudes, knowledge and skills researchers-by-training need to meaningfully 
engage in participatory health research, and how these competencies can be taught. To 
address this challenge, a Solution Room following the principles of Participatory Action 
Research was facilitated at CS4H2025. 
27 participants from 7 European countries contributed their experience, thoughts and 
ideas and what content ought to be taught and how. As attitudes are typically cultivated 
through experiential, relational and reflective learning processes in which learners 
encounter and enact the very principles under discussion, particular emphasis was given 
to experiential teaching formats. 
Next steps that we hope to pursue further in the community of practice initiated at the 
workshop are discussed.  
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Background: State of research and practice 
The involvement or participation of experts-by-experience, i.e. of (former) patients and 
relatives who have first-hand experience of the health issue under study, has gained 
traction in health research over the past decades, and funding agencies increasingly re-
quire applicants to demonstrate that what is often called "patient and public involvement 
and engagement (PPIE)" is catered for by the project design. In the following, we focus 
on Switzerland where this development has started rather recently in comparison to 
other countries (the Swiss Clinical Trials Organisation included PPIE as part of their 
funding requirements in 2011). We believe though that the aspects discussed are rele-
vant for other countries and global regions too as they touch on structural issues of aca-
demia, epistemological foundations of academic research as well as on interpersonal 
(power) dynamics that are pertinent to any collaboration on a given issue between peo-
ple directly affected by that issue with people not personally affected. 
 
With a view to equip stakeholders to engage in the process of participatory health re-
search, in Switzerland, training programmes have been established, most prominently 
EUPATI (https://ch.eupati.eu/), that teach (former) patients basic knowledge about clini-
cal research. For researchers-by-training alike, plenty of well-designed resources as well 
as some courses exist to equip them with knowledge and methodological skills needed 
to implement participation in their projects.  
And yet, experience from a consultation service at the Psychiatric University Hospital 
Zurich (https://www.dapp.uzh.ch/en/cfpr/researchgroups/juniorresearchgroups/humani-
ties-in-mental-health/supporting-participatory-research.html) and from a nursing re-
search group at the Bern University of Applied Sciences in Bern suggests that many re-
searchers-by-training still lack familiarity with the participatory framework and struggle 
to implement involvement in their projects. This is mirrored in the relative scarcity of 
participatory projects compared to non-participatory clinical research. 
 
There thus seems to be a lack of implementation of participation in health research. 
Even in the United Kingdom, where PPIE has been required by national research fund-
ing agencies for two decades by now, it has recently been observed that PPIE is only 
rarely reported in academic publications (https://www.nihr.ac.uk/blog/reporting-ppi-re-
search-publications-exception-and-not-rule) indicating that implementation in academic 
research practice is only superficial.  
 
This leads to a further issue, namely that there is a problem of meaningfulness, or of 
truthfulness to the concept with regards to the implementation of the participatory rese-
arch paradigm. In particular scholars of Mad studies have questioned whether current 
practices of participation in research are at all able to lead to new, inclusive knowledge 
or if rather, they reproduce entrenched hierarchies of knowledge production by being 
caught in the opposition of "professional" and "peer" (e.g. Russo 2016). Whilst these 
debates are particularly prominent with regards to mental health research, we believe 
that the question of how we can ultimately move beyond the opposition of experiential 
and learned knowledge is a challenge to health research and knowledge production in 
all fields. 
 

The Solution Room at CS4H 
 

Methods 
The Solution Room we facilitated at CS4H 2025 can be considered participatory action 
researchb to tackle the problems described above.  
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Participatory Action Research (PAR) is a collaborative and iterative research approach 
in which the group that is the focus of the inquiry is actively involved in shaping the re-
search process (Thiollent, 2011). Rather than studying participants from the outside, 
PAR engages them as co-contributors in defining research approach ensures that the 
perspectives, needs, and expertise of those directly connected to the research topic me-
aningfully shape both process and outcomes. 
 
In the Solution Room, the participating mental-health researchers themselves constitu-
ted the focal group. The workshop aimed to identify their needs, priorities, and the 
knowledge they considered essential for engaging meaningfully in user-involvement in 
research. Importantly, applying a PAR-informed approach in this workshop created a 
methodological parallelism: by experiencing participatory processes themselves, the re-
searchers were introduced to the same collaborative principles and practices they are ex-
pected to apply later when conducting participatory research with people with lived ex-
perience of (mental) health challenges.  
 
By focussing on how to equip researchers-by-training to meaningfully engage with ex-
perts-by-experience - rather than teaching experts-by-experience basic academic re-
search skills - we hoped to contribute to fostering epistemic justice (Fricker 2007) and 
to making collaborative health research a unique learning experience for all. 
 
The procedure 
The Solution Room was a 60-minute interactive workshop structured in four progres-
sive phases moving from orienting participants, to gathering diverse perspectives, to 
collaboratively deepening understanding, and to collective sense-making and formula-
tion of actionable insights. Table 1 provides an overview of the workshop structure. 
 

Table 1: Overview of the Solution Room Workshop Structure 

Phase Method Purpose 
Wel-
come 
& In-
tro-
duc-
tion 

Visual ice-
breaker 

Clarify workshop focus; 
meet facilitators; activate 
reflection on one's own 
role; set open, inclusive 
tone 

Brain
walk 

Sticky-note 
brainwalk 

Collect barriers & needs; 
show diverse perspec-
tives; map themes (Atti-
tude – Knowledge – 
Skills – Structures) 

Grou
p Dis-
cus-
sion 

Facilitated 
dialogue 

Deepen collected ideas; 
share experiences; iden-
tify useful learning for-
mats & support needs 

Wrap
-Up 
& 

Next 
Steps 

Plenary re-
flection 

Summarize insights; 
name open questions; 
motivate continued ex-
change & follow-up ac-
tions 
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Visualisation and analyses  
Throughout the workshop, all ideas, needs, and discussion points were continuously visual-
ised on a flipchart. This ensured shared understanding, transparency, and the opportunity for 
participants to confirm or refine the documented content at each step.  
To structure the diverse inputs generated during the workshop, after the workshop the identi-
fied clusters to each topic were grouped into broader super-clusters, enabling a clearer the-
matic organisation and synthesis of participants’ contributions. 
Participants were informed that they would receive a synthesised summary of the workshop 
results by email after the event, reflecting the collectively generated input. 

 
Results of the Solution Room 
 
Participants 
A total of 27 participants from seven countries took part in the workshop, most of whom 
were academic researchers. The group was predominantly composed of participants from the 
Netherlands (n = 14), followed by Spain (n = 4), Switzerland (n = 3) and Belgium (n = 2). 
Austria, Denmark, and Germany were each represented by one participant. 
 
Attitudes, Knowledge and Skills 
In this first results section, we present the themes of attitude, knowledge, and skills, which 
we had defined at the outset as the core dimensions guiding our exploration of what research-
ers need for meaningful participatory health research. 
 
The workshop discussions around the theme Attitudes revealed three overarching areas that 
participants considered essential for enabling meaningful participatory health research. 

 
1. Relational & Interpersonal Attitudes 
This thematic area captures dispositions that support respectful, collaborative 
and trust-building interactions. Participants highlighted attitudes such as 
humbleness, humility, empathy, mindfulness, inclusivity, and a generally 
constructive stance as crucial for engaging meaningfully with others and fos-
tering a supportive participatory environment. 
 
2. Reflective & Open Attitudes 
A second cluster centred on the willingness to question one’s assumptions and 
remain receptive to diverse perspectives. Attitudes such as openness, reflexivity, 
and curiosity were seen as central to navigating differences, learning from 
others, and acknowledging the limits of one’s own expertise within partici-
patory research processes. 
 
3. Creative & Adaptive Attitudes 
The third area focused on attitudinal qualities that help researchers respond to 
the dynamic, uncertain, and iterative nature of participatory research. Partici-
pants emphasised flexibility, adaptability, creativity, and courage as important 
for co-developing solutions, experimenting with new approaches, and construc-
tively handling challenges that arise within collaborative research settings. 
 

 
Discussions about the knowledge required for participatory research pointed to a broad and 
multi-layered understanding that spans conceptual foundations, integrative competences, and 
the practical conditions needed to support involvement. 
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1. Conceptual & Theoretical Foundations 
Participants emphasised the importance of understanding the conceptual under-
pinnings of participatory research. This included knowledge of research theory, 
familiarity with the principles and practices of participation and co-production 
(PPI), and clarity about how participation can be embedded across different 
phases of the research process. 
 
2. Knowledge Integration & Communication 
A second thematic area centred on the ability to bridge different forms of know-
ledge and foster mutual understanding. Participants highlighted the need to 
recognise experiential knowledge as equally valid, to navigate effectively 
between lay and research language, and to understand the perspectives of pati-
ents, users, and citizens. This cluster reflects the communicative and integrative 
work required to bring diverse forms of expertise into dialogue. 
 
3. Structural & Practical Requirements 
The third area focused on the structural conditions that enable participatory re-
search. Participants identified the importance of knowing what resources and 
funding are necessary to support involvement, as well as understanding the ty-
pes of guidance and support researchers need to implement participatory ap-
proaches in practice. 
 

The exchange around necessary skills emphasised the practical abilities researchers rely on 
when working collaboratively, ranging from interpersonal communication to facilitation and 
the translation of scientific information into accessible forms. 

 
1. Communication & Interpersonal Skills 
This thematic area includes skills that enable clear, respectful, and inclusive in-
teraction. Participants highlighted the importance of open communication, liste-
ning, empathic interaction, and non-violent communication, as well as the abi-
lity to engage with specific persons or groups. These skills were seen as founda-
tional for creating safe dialogue, reducing misunderstandings, and supporting 
trust in participatory settings. 
 
2. Collaborative & Facilitation Skills 
A second cluster focused on competencies needed to support shared processes 
and joint decision-making. Participants emphasized shared decision-making, 
conflict-solving abilities, facilitation of diverse groups, and managing group dy-
namics. These skills enable researchers to co-create processes, navigate diffe-
rences constructively, and ensure that all voices can meaningfully contribute. 
 
3. Research-Related & Translational Skills 
The third area centered on skills that bridge research practice and real-world un-
derstanding. Participants identified the need to translate scientific data in acces-
sible ways, use language that works with people, and apply research methods 
and analyses in participatory contexts. These competencies support transpa-
rency in research, enable mutual understanding, and strengthen the practical re-
levance of participatory work. 
 

Methodical and didactic ideas 
In a last round we collect initial methodical and didactic ideas for designing training formats 
to strengthen participatory research competencies.  
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A first thematic area centered on experiential and practice-based learning methods, which 
aim to immerse researchers directly in participatory situations. Participants suggested invol-
ving researchers actively in practical exercises, using role play, fostering perspective-taking 
activities, and creating opportunities to experience hierarchy or balanced experience. These 
approaches allow learners to explore key relational dynamics firsthand rather than only on a 
conceptual level. 
 
A second area focused on collaborative and interaction-focused methods, highlighting the 
importance of strengthening communication and co-presence skills within training settings. 
Participants proposed methods such as guided communication exercises, structured listening 
activities, and practicing non-violent and empathic communication. Such approaches aim to 
cultivate dialogue, increase sensitivity to others’ contributions, and build the interpersonal 
foundation necessary for collaborative inquiry. 
 
The third area concerned integrative and knowledge-translation methods, which help bridge 
different forms of expertise and link theoretical frameworks with real-world practice. Sugges-
tions included involving experts-by-experience directly in training sessions, drawing on real 
questions from MSc students or early-career researchers, exploring ways to translate scienti-
fic information into accessible language, and sharing good-practice examples. These methods 
foster a deeper understanding of how participatory principles can be applied concretely and 
how diverse knowledge sources can meaningfully be brought together. 
   
Although these ideas form a valuable starting point, they were collected before explicit learn-
ing objectives or competency frameworks had been defined. From a didactic standpoint, 
teaching methods are ideally chosen once the desired competencies are clear. In this work-
shop, however, the goal was to create an initial exploratory pool of possible methods, fully 
acknowledging that the collection is not yet complete and that it remains unclear which me-
thods best align with which contents or learning goals. These ideas should therefore be consi-
dered a preliminary basis that will require further refinement as the training design becomes 
more concrete. 
 
 
Next steps and directions for further research and collaboration 
 
We envision a co-designed training programme that can easily be delivered to early career 
researchers, advanced researchers and ultimately be integrated in the core currciulum of (un-
der)graduate training and that helps mainstream participation in mental health research whilst 
safeguarding its truly collaborative, democratic and critical nature. In this process, we will 
build on the ideas gathered from the participants in this workshop and hope that it will be the 
starting point for a community of practice that helps reflect and further develop this project. 
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