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Abstract
Background
The use of participatory research approaches in the field of dementia and forensic mental health research has been on the rise. Advisory board structures, involving people with lived experience (PWLE), have frequently been used for guiding and leading research. Yet, there has been limited guidance on the establishment, retention and use of advisory boards in the field of dementia and forensic mental health research.

Objective
This project outlined in this research protocol will investigate the benefits and challenges of establishing three patient advisory boards, involving PWLE, practitioners and researchers with the purpose to guide research. Data will be used to develop guidelines for best practice in involving PWLE in dementia and forensic mental health research through advisory boards.

Methods
The research project will be divided into three phases: Phase I will involve two topic-specific systematic reviews on the use of participatory research with PWLE, followed by an initial study exploring PWLE’s, practitioners’ and researchers’ expectations on research involvement. Phase II will consist of the establishment of three advisory boards, one focusing on dementia, one on forensic mental health and one overarching coordinating advisory board, which will involve PWLE from both fields. Phase III, will consist of interviews and focus groups with advisory board members, exploring any challenges and benefits of involving PWLE and practitioners in advisory boards for guiding research. To capture the impact of involving PWLE in different research phases and tasks, interviews and focus groups will be conducted at four different points of time (0, 6, 12, 18 months). Reflexive thematic analysis will be used for the analysis of data.

Discussion
The project aims to explore the involvement of PWLE and practitioners in guiding research and aims to develop guidelines for best practice in establishing and using patient advisory boards in dementia and forensic mental health research and involving PWLE and practitioners in research.

Plain English summary
There is an increasing involvement of people with mental health issues in research, especially in the form of advisory boards. So far People With Lived Experience [PWLE] of mental health issues acquired either from first person experience or through family members, and mental health practitioners’ involvement in research has been found to benefit research and society. This is because it increases reach and quality of research, whilst raising the voice of people commonly excluded from decision making (e.g. research, care provision). This research protocol describes the design of a three-year research project. The project aims to establish and use patient advisory boards, involving PWLE, practitioners and researchers, to guide research. The project will consist of three phases: (1) a review of previous studies on the use of participatory research with PWLE of dementia and forensic mental health care, followed by an initial study exploring PWLE’s, practitioners’ and researchers’ expectations in research involvement, (2) the establishment of three advisory boards, one focusing on dementia, one on forensic mental health and one overarching coordinating advisory board, and (3) an exploration of challenges, barriers and benefits of involving PWLE of dementia/forensic mental health care and practitioners in advisory boards for research through interviews and focus groups. Interviews with PWLE and practitioners involved in the advisory boards will be conducted at four different points of time (0, 6, 12, 18 month). At the end, we aim to develop guidelines for establishing advisory board structures, involving PWLE and practitioners in research.
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Background
Involving People With Lived Experience (PWLE)1 in research comes with several benefits and challenges, for both research and the wider community [24, 31]. Evidence shows that involving PWLE in research increases recruitment rates of participants and assists researchers in obtaining funding, developing study protocols, and selecting appropriate outcome measures [14], while others have suggested that the exclusion of people affected by the topics under investigation in research reduces the democratic legitimacy of publicly funded research and raises questions about the utility of scientific knowledge (NIHR [37].
From its early days and throughout their long history, participatory research approaches have been used with seldom-heard and marginalised groups, as “co-producing research with marginalised populations has value in addressing gaps in knowledge that arise from exclusion” [40]. Some examples include research with individuals living with disabilities or special needs [11], children with disabilities [56], sexual and gender-based violence [58], asylum seekers and conflict affected populations [43]. In recent years, there has been an increase of participatory research used with people living with dementia and their caregivers (e.g. [25, 36, 41], and within forensic settings, prisons and forensic psychiatric hospitals (e.g. [18, 35]. This is particularly interesting as both people living with dementia and people having spent time in forensic settings or hospitals have suggested to commonly face multiple marginalisation and social exclusion [7, 50]. As such, we believe these two groups might constitute a good example on exploring how participatory research methods can effectively be applied in mental health research.
Dementia affects 55 million people worldwide [59], and as such, it constitutes a priority in the field of mental health research. Participatory research approaches have been used for the identification of research priorities [6, 25, 28, 30], analysis of data involving informal caregivers of people living with dementia [29], analysis of communication and collaboration in dementia care [44], and development of assistive technologies [26, 38]. Research has stressed the benefits of involving PWLE in research, both for PWLE, on an individual level, and knowledge production (e.g. [19, 28, 30]. Despite the increase on the use of participatory research approaches, there is still limited evidence on what works best for involving PWLE of dementia in research [13].
Similarly, participatory research approaches have been effectively used in forensic settings, prisons [10, 23] and forensic psychiatric hospitals [35] in different countries, including the UK [20], Ireland [47], New Zealand [55] and Canada [16]. Studies have identified several practical and ethical barriers (e.g. [22]), with most associated to the restrictive and authoritarian nature of forensic settings [49]. A rapid review [51], which explored how forensic mental health patients have been involved in research, stressed that there is a need for more research on how to effectively and meaningfully involve PWLE of forensic mental health care in research.
There have been several examples of how PWLE and practitioners2 have been involved in mental health research. PWLE have sometimes been involved in specific research stages (e.g. [27]) or have been engaged throughout the whole research process, including research design (e.g. [3, 32]. Advisory boards and committees have constituted an effective way to involve PWLE and practitioners in mental health research (e.g. [39, 46], and more particularly in the field of dementia [21, 57] and forensic mental health [3]. Yet, there is limited guidance on the process of establishing, retaining, and using advisory board structures (an example coming from HIV prevention and treatment research, [54]. This is particularly important for Germany, where there is limited previous research on establishing research advisory boards in dementia and forensic mental health. Advisory boards provide the opportunity for PWLE and practitioners to be actively involved in all stages of the research process and give space for communication,while more stable advisory board structures might also ensure continuity (in research agenda and goals and promote social change by increasing PWLE’s participation in research [42].
Aims
The project outlined in this protocol aims to establish and evaluate two topic-specific advisory boards, one focusing on dementia and one on forensic mental health, as well as an additional overarching coordinating advisory board; these will all form the “PART-Beirat”.3 The advisory boards will involve PWLE, researchers and practitioners in the fields of dementia and forensic mental health. The advisory boards will be used for the design, implementation and dissemination of research projects in the two topics of interest. We aim to evaluate the establishment and use of advisory boards by exploring participants’ perspectives on their involvement on the advisory boards and in guiding research. At the end of the project, we aim to develop guidelines for best practice on establishing topic-specific advisory boards, with the purpose of involving PWLE and practitioners in research guidance, design and implementation.


Methods
Context
The study involves work in two different topics of mental health, and in two different departments in a University Hospital.	1.
Dementia

 




The Section of Geriatric Psychosomatics and Dementia offers a memory clinic at Rostock University Medical Center. Patients with memory concerns undergo guideline-based diagnostics and receive treatment and care with a referral from their general practitioner or specialist. Patients are also informed about current research studies. The memory clinic sees up to 400 patients per year.	2.
Forensic mental health

 




The Hospital for Forensic Psychiatry at Rostock University Medical Center consists of 7 wards and has a 103 bed capacity. The hospital accommodates male and female individuals with a range of mental health diagnoses, including substance use disorders, who have committed offences in the context of their mental disorder. Upon release, patients are followed by an aftercare unit.

The research team
The research team involves four researchers working in the field of dementia, with a background in psychiatry, psychology, neurology, five researchers in forensic mental health, with a background in psychiatry, psychology, criminology and sociology and one PWLE in forensic mental health care, currently working as a peer support worker at the Hospital for Forensic Psychiatry, Rostock University Medical Center. All members of the research group are white, five members of the research team are female and five are male.

Phases of the project
The project will run for approximately three years and will be divided into three phases: Phase I, two systematic reviews and an initial study, Phase II the establishment of the advisory boards, Phase III evaluation (Fig. 1).[image: ]
Fig. 1The “PART-Beirat”, How data will be collected


Phase I
Phase I will be divided into two stages: stage 1, two topic-specific systematic reviews and stage 2, an initial explorative study. Two systematic reviews will be conducted exploring how participatory research has been utilized with a) PWLE in forensic mental health care and b) PWLE in dementia; both registered in PROSPERO. The systematic reviews will inform the later stages of the project. The second stage of this phase will involve a study consisting of interviews and focus groups with PWLE, as well as interviews with practitioners and researchers. This, together with available guides and standards on public involvement on research (e.g. [53]) and research boards [15] will guide the development of the advisory groups (and related practices) and later the identification and recruitment of potential participants for advisory boards through existing networks (e.g. self-help groups, well established professionals in the field). We aim that the advisory boards, when formed, will identify research priorities and proceed to the design of relevant research.


Sample
A purposive sampling will be employed. We aim to recruit 10 practitioners/researchers and about 20 PWLE at this stage of the project. We will invite established practitioners, and researchers to participate in the study. Academics and practitioners with expertise in the fields of dementia and forensic mental health in Germany will be invited to participate. PWLE will be (a) resident in the Hospital for Forensic Psychiatry at Rostock University Medical Center or recently discharged (followed by the after care clinic), or (b) recruited via the Memory Clinic of Rostock University Medical Center. Prospective participants will be identified by clinical staff (holding a dementia or cognitive impairment diagnosis from the memory clinic will be a prerequisite). Potential participants will be briefly informed about the study. if they express an interest to participate, an individual consultation with a member of the research team will be arranged, so the prospective participant can be provided with all relevant information and have the opportunity to ask any questions they might have. We will follow Bates and Ward’s [4] guide on informed consent. All participants will be asked to provide written and verbal (at the beginning of the interview/focus group) consent. Individuals found unable to give informed consent by medical staff will not be included in the study. Only family members and/or carers of people living with dementia will be recruited as PWLE, no family members and/or carers of PWLE of forensic mental health care will be involved in this study. As PWLE of forensic mental health care families’ perspectives (as well as their involvement in research) is an understudied and complex topic [45], and considering the project’s timeline and available resources, we thought that focusing on both PWLE of forensic mental health care and their families at the same time would not be feasible. As potential participants will be informed about the study and invited to participate on individual consultations, no adverse impact is expected in case they refuse to participate. Researchers will provide thorough explanation of the voluntarily nature of participation. Moreover, researchers will explicitly state that involvement on the study will have no impact on their care and/or relationships with therapeutic personnel.

Procedure
The initial study will involve a number of semi-structured interviews (n ≈ 15, estimated) with PWLE, practitioners, researchers and two focus groups (n ≈ 2 estimated, involving 6–8 participants each) with PWLE. The interviews will be conducted by members of the research team. Different types of data collection with PWLE will be employed to better accommodate individuals’ needs. More particularly, focus groups will be conducted with PWLE in forensic mental health care and interviews with PWLE in dementia. While we thought that focus groups might be a better way to capture individuals’ perspectives, as they promote an active dialogue and sharing between participants, they might not be suitable for people living with dementia. This is because we expect that there will be a variation of health conditions and needs, which we might fail to effectively cover in a group context, focus groups. We wanted to ensure that all participants will have equal opportunities to freely share their thoughts, but due to their health conditions, some individuals might face increased difficulties in communicating their thoughts in a group setting. Moreover, as people living with dementia might be accompanied by carers, we thought that this would also constitute individual interviews with this group of participants a better choice at this stage. The number of interviews with people living with dementia and their carers might vary, as interviews will be either conducted on an individual or dyad, patient/carer, basis.
PWLE in dementia will be interviewed at the Clinic at a convenient time for them. In case of cognitive impairments or other reasons that do not allow interviewing patient(s) (e.g. personal request) on an individual basis, PWLE might be interviewed together with their carers/family members. This is to ensure PWLE’s safety and protect their wellbeing. Tandem-interviews are a good way to protect PWLE from being overwhelmed and to support them before, during and after the interview.
PWLE in forensic mental health care will involve focus groups, which will be co-facilitated by a researcher and a peer support worker currently working at the Forensic Clinic, both core members of the project’s team. Practitioners and researchers will be interviewed in one of the Clinics at a convenient time for them or by telephone. Both interviews and focus groups will be audio-recorded and participants’ permission will be requested before and during the start of the interviewing process. In the event of no permission to audio recording on individual interviews, note taking will take place instead. As note taking in focus groups might reduce accuracy and credibility of data collected, due to the amount of people and information involved, participants that will not consent on audio-recording will be excluded from the process and provided the opportunity to be individually interviewed. All participants will be provided with a debrief sheet, containing information about the project as well as contact details of members of the research team. At the end of interviews/focus groups all participants will have the chance to ask any questions they might have (e.g. about the project, data retention). All interviews and focus groups will be transcribed verbatim and anonymised. Data will be stored in a password-protected folder on the university premises and only the project team will have access.
Both interviews and focus groups with PWLE, practitioners and researchers will cover the following themes, and are expected to range between 45 and 120 min:	1.
Knowledge and prior experience of being involved in research

 

	2.
Benefits/challenges of using participatory research approaches (including advisory boards) in dementia/forensic mental health

 

	3.
Benefits/challenges/barriers for PWLE/practitioners/researchers, when PWLE/practitioners are involved in research

 

	4.
Any context related barriers

 




Phase II
Phase II will involve the establishment of the two topic-specific advisory boards, and one overarching one, bringing people from the two different topics together. Participation of individuals from different social groups (e.g. age, gender, socio-economic, religious, ethnic) will be promoted.


Sample
People involved in the previous phase of the project (Phase I) will be invited to take part. Other practitioners, such as physicians, psychologists, peer support workers, and academics will also be invited. Prospective participants will need to be based in North Germany, to ensure ease of participation and avoid later withdrawals (e.g. commuting for face-to-face interviews and meetings). Snowball sampling will also be employed for the recruitment of participants for the advisory boards. Experience in the field of patient participation and/or participatory research will not be a prerequisite for participation. Each topic-specific advisory board will involve up to 10 members, who will be practitioners, researchers and PWLE. In the dementia advisory board, carers of PWLE will also be involved. Participants will all be adults, and there will be no other age restrictions. The size of these topic-specific boards will be flexible and may vary. We aim, however, to keep a good balance (equal split) between the number of researchers, practitioners and PWLE being involved in each advisory board.
The recruitment of PWLE will be carried out by researchers from the research project. Similar to Phase I, prospective participants will be identified by clinical staff. Suitable candidates from the field of dementia will be recruited through direct contact in the memory clinic and from, working within the Clinic for Psychosomatic Medicine and Psychotherapy (KPM) at Rostock University Medical Center. Suitable candidates from the field of forensic mental health will be approached directly in the Clinic for Forensic Psychiatry at Rostock University Medical Center or in the outpatient department by the research team.
While we intent to keep the advisory boards stable, in terms of the number and people involved, in case there is a drop-out or in case of any other unforeseen circumstances that will result in a drop-out, we will aim to recruit new members. Any relevant decisions, as well as the recruitment process will be led by the advisory boards.

Procedure
Members will be convened to meet regularly in pre-set face to face meetings. During the initial meetings, ground rules will be established and training on relevant aspects of research involvement will be provided to all members. We aim to provide trainings at the beginning of the project on advisory groups, operation and purpose, as well as research methods. There will be further trainings provided throughout the whole project. Training will be based on previous work (e.g. [33, 48] and designed and delivered by members of the research team and overarching advisory board. All content will be provided in a way, which is suitable for PWLE of dementia and forensic mental health care (e.g. information provided on a plain language, avoiding jargon, using different forms of presentation). The two topic-specific advisory boards will identify research priorities and develop their own research agenda. A designated member with lived experience (different in each group) will chair these meetings. There will be an opportunity to involve co-chairs, if needed.
Some of the main tasks of topic-specific advisory boards will include:	Identifying research priorities

	Input into designing research projects

	Advise on recruitment approaches

	Design of recruitment and other research relevant materials (e.g. questionnaires)

	Target group-specific dissemination of research projects’ results




In addition to the two topic-specific advisory groups, a coordinating overarching advisory board will also be established. The coordinating advisory board will comprise of 9–12 members and will be chaired by an ‘involvement lead’ (the project manager of the project). It will include the chairs (and co-chairs if any) of the topic-specific advisory boards, other PWLE, practitioners and researchers from both advisory boards, as well as researchers working on this project.
The main goal of the coordinating advisory board will be the continuous monitoring and support on all activities of the topic-specific advisory boards. It will provide the opportunity to bring people from different fields of mental health together. More precisely, we aim that the coordinating advisory board will build a bridge between the topic-specific advisory boards, research and clinical institutes involved, organisations and community. In addition, this group will lead on training design and provision.
Some of the main tasks of the coordinating advisory board will include:	supporting and training PWLE and researchers in the participation process

	promoting the involvement of PWLE in research

	developing and maintaining a network of academic institutions, patient advocacy groups and charitable organisations

	carrying out administrative tasks

	public relations work (e.g. preparing reports, press releases)




We aim to provide (and promote) flexibility and we will be willing to make any relevant arrangements for the operation of the advisory boards. Members of the advisory boards will decide on the time they will be able to spend on the boards, and the tasks they would like to get involved (there will be a minimum time needed set during the establishment of the advisory boards).
Phase III
In Phase III it is anticipated that the advisory boards will already be working on identifying research priorities, and designing and guiding research. Advisory boards will decide how they will operate and work as groups. Duration and frequency of meetings might vary and will be based on advisory boards members’ needs. All projects will be monitored by the coordinating advisory board.Information about priorities identified, and designing and guiding research and the designing process will be collected. Results coming from previous phases of the project will be used to inform practices in this phase, as well as the development of guidelines for best practice in involving PWLE and practitioners in research.


Procedure
After the establishment of the advisory boards, there will be set time points (0, 6, 12, 18 month)4 when data will be collected. The first data collection point will be after the establishment of the advisory boards (Month 0, Phase I), the second after the initial meetings (Month 6), the third one after 6 months (Month 12) and the last one towards the end of the project (Month 18) (see Fig. 1). Data will be collected through semi-structured interviews, and will focus on:	1.
Exploring participants’ experiences and perceptions of being part on the advisory boards (organizational structure, inclusivity, group dynamics, developing research ideas)

 

	2.
Identifying benefits/challenges and barriers in guiding research

 




The interviews will be conducted either in the Hospital for Forensic Psychiatry or the Memory Clinic at Rostock University Medical Center and will follow the same procedure as in initial study (informed consent, recording, debrief). The duration of the individual interviews is expected to range between 30 and 60 min, but may be shorter for PWLE of dementia, depending on their medical and mental health needs.
In addition to interviews, an analysis of key administrative data (meeting schedules, logs etc.) will also be performed and presented. Information on the work of advisory boards, including meetings (number of participants, content, duration) and information on projects initiated by the advisory boards, as well as any operational changes made as a result of the work of the boards will be included in the analysis.

Ethical issues and data protection
The study has received an ethical approval by the ethics committee of Rostock University Medical Center (A 2023–0007).
Prior to the date of interviews and focus groups, and upon their agreement to participate, prospective participants will be provided with a participant information sheet. They will be allowed sufficient time to go through it and raise any questions and/or clarifications, they might have. At the beginning of interviews/focus groups prospective participants will again be verbally briefed about the study (e.g. aims and objectives, what participation will entail) and they will be informed about their right to withdraw.
Ensuring anonymity of participants throughout the project will be a priority. In both interviews and focus groups, transcripts will be anonymised. In focus groups, prospective participants will be informed about their right to keep their anonymity and will be provided the opportunity to use a pseudonym during their involvement in the advisory boards and/or project.
Participants involved in the two topic-specific advisory boards, and the coordinating advisory board will be reimbursed for the time they will give on the project.
Analysis
All data will be analysed inductively on a latent level using reflexive thematic analysis [8, 9]. We will follow the 6 steps as outlined by Braun and Clarke [8]: 1.Familiarisation with the dataset, 2. Coding, 3. Generating initial themes, 4. Developing and reviewing themes, 5. Refining, defining and naming themes, 6. Writing up. The analysis will be underpinned by critical realism assuming that it is possible to arrive at reasoned judgments about truth and reality through rigorous research methods [2, 5]. The software MAXQDA for qualitative analysis of data will be utilized in our analysis. Analysis will be conducted by two members of the research group. Codes and themes will later be reviewed by other members of the research team and members of advisory boards to ensure validity.
All data collected will be used for the development of topic-specific guidelines for best practice in involving PWLE (a) dementia and their carers and (b) forensic mental health care in research advisory boards.



Discussion
Expectations & practical implications
Following on previous research conducted in other countries [1, 3, 57], it is anticipated that this project might have implications for research and mental health practice in Germany. Scholarly work has identified several benefits on involving PWLE in research, such as increased relevancy, insight, and on an individual level for PWLE building of self-esteem and skills (e.g. [22, 31]. This project outlined in this protocol aims to zoom in and explore the benefits of involving PWLE of dementia and forensic mental health care in research; two groups, which commonly face multiple marginalisation.
Involving PWLE in research has been thought to be a demanding and challenging task for both researchers and the community. For example, participatory research is a time-consuming process, which requires increased flexibility from all different sides. This is something that might come in conflict with common research timelines, and as such, have a negative impact on funding applications (e.g. [17]). At the same time, it might be too demanding in terms of time and effort for PWLE too. Moreover, dementia and forensic mental health scholars have talked about context specific challenges, such as the difficulty in doing research within forensic institutions, due to limited flexibility and power to operate within those [34]. We aim to try overcome those challenges, and get a more thorough look into those.
We hope that this project outlined in this protocol will help us get a better understanding of what works best in involving PWLE and practitioners in research and how to overcome relevant challenges. We hope that we will use the findings of this project to develop guidelines for establishing and utilising advisory boards, consisting of PWLE, practitioners and researchers, in the respected topics (dementia, forensic mental health care) in Germany.

Limitations
Due to the study’s focus and design, requiring the involvement of field-experts and PWLE, the study will follow a purposive sample in all different phases, and as such, we do acknowledge that recruitment bias might occur. This is even more relevant considering the small number of people that we aim to involve, due to the qualitative and complex nature of the project.
Practitioners will consist of physicians, psychiatrists and psychologists, while other professionals working closely to PWLE of dementia/forensic mental health care, such as nurses will not be involved. This might be another limitation on the study’s findings and on the different perspectives the study will explore. Similar to that, PWLE will be selected based on health condition, and people with any severe symptoms, either dementia or any other mental health issues, will be excluded from the study. Considering the population of these two groups (high comorbidity for PWLE of forensic mental health care, and that dementia is progressive a disease), we do believe that this might again act as a limitation on the different perspectives we will access. However, as this is a novel project, we wanted to ensure efficiency and limit any potential barriers on individuals’ active involvement.
Moreover, even though interviews’ and focus groups’ rationales and guides will be discussed and decided among the research group, and we will aim on consistency, we do acknowledge that as interviews and focus groups will be conducted by more than one individual, we will not manage to limit the interviewer’s impact. As the project outlined in this protocol will focus on two different groups of people, PWLE of dementia and forensic mental health care, we thought that people with expertise in the respective area should lead data collection. Moreover, when possible (e.g. focus groups with PWLE of forensic mental health care), we aim to involve our research members with relevant living experience in data collection.
Even though we aim to promote diversity, and efforts will be made to ensure representation from different social groups (e.g. age, gender, ethnic background, religion), considering the regional nature of the project and the population we aim to involve, certain social groups might be under-represented (e.g. ethnic minorities). As an illustration, only 5% of the population of Hospital for Forensic Psychiatry at Rostock University Medical Center is coming from a different ethnic background than German. As such, it might be difficult to recruit people with diverse ethnic and/or cultural background. The study outlined in this protocol has a regional focus, North of Germany, and therefore, results of the project might have limited applicability in other socio-cultural and legal contexts. It might be important, for example, to consider how different care systems might affect relevant research in other parts of the world.


Conclusion
Establishing the “PART-Beirat” in the North of Germany and developing its organisational structures, materials, and processes might provide a great insight into the involvement of PWLE and practitioners in research. This will be particularly relevant considering the recent rise of the use of participatory research in the topics under focus and the challenges of using participatory approaches effectively [12]. It will be the first study of this nature to be conducted in the North of Germany, and only one of very few in the whole country. As most studies on involving PWLE of dementia and forensic mental health care come from the UK and Canada, it might be interesting to see how involving PWLE in research can work in other places.
As noted earlier, due to the limited number of individuals involved in this project and its regional nature, certain sub-groups might be overlooked, and as such, future research should focus more on widening participation and ensuring that specific groups are equally represented and involved (e.g. other professionals, such as nurses, PWLE of diverse ethnic and cultural backgrounds). However, as there is currently limited knowledge on collaborate working with PWLE of dementia and forensic mental health care we do believe that the findings of this study might be of both interest and some applicability not only to Germany, but also to different socio-cultural contexts.
The project aims to develop guidelines for best practice for establishing and utilising advisory boards for guiding research, in the fields of dementia and forensic mental health, which is something that might be useful for future research in the region, and elsewhere. We do believe that it will be very interesting to see more research on involving PWLE in different socio-cultural and legal contexts in the future, as this is something that might enrich our understanding of effective and meaningful public involvement in research.

Acknowledgements
Not applicable.

Author contributions
FF wrote the main manuscript text, ED wrote the German protocol and ethics application and prepared Fig. 1. OK, JT, BV and AT led the writing of the funding application of the study. All authors have contributed to the development of the protocol and reviewed the manuscript.

Funding
Open Access funding enabled and organized by Projekt DEAL. This project is funded by the Bosch Health Campus of the Robert Bosch Stiftung.

Availability of data and materials
Not applicable.

Declarations
Ethics approval and consent to participate
The study has received an ethical approval by the ethics committee of Rostock University Medical Center (A 2023–0007).

Consent for publication
Not applicable.

Competing interests
S.T. has served on advisory boards of Eisai, Biogen, and Roche. He is member of the independent data safety monitoring board of the study ENVISION (Biogen). He has received speaker’s honorary in 2023 on a national meeting organized by Eisai. The other authors declare that they have no competing interests.


References
	1.
Aboaja A, Forsyth B, Bates H, Wood R. Involving service users to identify research priorities in a UK forensic mental health service. BJPsych Bull. 2021;45(6):321–6.PubMedPubMedCentral

	2.
Archer M, Bhaskar R, Collier A, Lawson T, Norrie A, editors. Critical realism: Essential readings. London: Routledge; 1998.

	3.
Banongo E, Davies J, Godin P. Engaging service users in the evaluation and development of forensic mental health care services: a peer reviewed report to the funders. London, UK: City University London; 2006.

	4.
Bates P, Ward C. How to gain informed consent. Started Oct 2020, last amended 21 Dec 2022. https://​peterbates.​org.​uk/​wp-content/​uploads/​2020/​12/​How-to-gain-informed-consent.​pdf

	5.
Bhaskar R. A realist theory of science. 3rd ed. London: Verso; 2008.

	6.
Bethell J, Commisso E, Rostad HM, Puts M, Babineau J, Grinbergs-Saull A, Wighton MB, Hammel J, Doyle E, Nadeau S, McGilton KS. Patient engagement in research related to dementia: a scoping review. Dementia (London). 2018;17(8):944–75.PubMed

	7.
Biggs S, Carr A, Haapala I. Dementia as a source of social disadvantage and exclusion. Australas J Ageing. 2019;38(2):26–33.PubMed

	8.
Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol. 2006;3:77.

	9.
Braun V, Clarke V. One size fits all? What counts as quality practice in (reflexive) thematic analysis? Qual Res Psychol. 2020;18(3):328–52.

	10.
Buchanan M, Murphy K, Martin MS, Korchinski M, Buxton J, Granger-Brown A, Hanson D, Hislop G, Macaulay AC, Martin RE. Understanding incarcerated women’s perspectives on substance use: catalysts, reasons for use, consequences, and desire for change. J Offender Rehabil. 2011;50(2):81–100.

	11.
Cook T, Inglis P. Participatory research with men with learning disability: informed consent. Tizard Learning Disability Review. 2012;17(2):92–101.

	12.
Cooke B, Kothari U, editors. Participation: The new tyranny? London: Zed Books; 2001.

	13.
Di Lorito C, Birt L, Poland F, Csipke E, Gove D, Diaz-Ponce A, Orrell M. A synthesis of the evidence on peer research with potentially vulnerable adults: how this relates to dementia. Int J Geriatr Psychiatry. 2017;32(1):58–67.PubMed

	14.
Domecq JP, Prutsky G, Elraiyah T, Wang Z, Nabhan M, Shippee N, Brito JP, Boehmer K, Hasan R, Firwana B, Erwin P, Eton D, Sloan J, Montori V, Asi N, Dabrh AM, Murad MH. Patient engagement in research: a systematic review. BMC Health Serv Res. 2014;14:89.PubMedPubMedCentral

	15.
East Midlands Academic Health Science Network. How to involve the public as Board members. https://​peterbates.​org.​uk/​wp-content/​uploads/​2017/​04/​how_​to_​involve_​the_​public_​as_​board_​members.​pdf. Accessed 14 Novemb 2023.

	16.
Elwood Martin R, Murphy K, Hanson D, Hemingway C, Ramsden V, Buxton J, Granger-Brown A, Condello LL, Buchanan M, Espinoza-Magana N, Edworthy G, Hislop TG. The development of participatory health research among incarcerated women in a Canadian prison. Int J Prison Health. 2009;5(2):95–107.PubMed

	17.
Faulkner A. Beyond Our Expectations: A report of the experiences of involving service users in forensic mental health research. National Programme on Forensic Mental Health Research and Development; 2006. 

	18.
Fine M, Torre ME, Boudin K, Bowen I, Clark J, Hylton D, Martinez M, Missy RRA, Smart P, Upegui D. Participatory action research: From within and beyond prison bars. In: Camic PM, Rhodes JE, Yardley L, editors. Qualitative research in psychology: Expanding perspectives in methodology and design. Worcester: American Psychological Association; 2003. p. 173–98.

	19.
Fischer B, Peine A, Östlund B. The importance of user involvement: a systematic review of involving older users in technology design. Gerontologist. 2020;60(7):e513–23.PubMed

	20.
Gilburt H, Rose D, Slade M. The importance of relationships in mental health care: a qualitative study of service users’ experiences of psychiatric hospital admission in the UK. BMC Health Serv Res. 2008;8:92.PubMedPubMedCentral

	21.
Gilmore-Bykovskyi AL, Jin Y, Gleason C, Flowers-Benton S, Block LM, Dilworth-Anderson P, Barnes LL, Shah MN, Zuelsdorff M. Recruitment and retention of underrepresented populations in Alzheimer’s disease research: a systematic review. Alzheimer’s Dement (New York, N Y). 2019;5:751–70.

	22.
Haarmans M, Nazroo J, Kapadia D, Maxwell C, Osahan S, Edant J, Grant-Rowles J, Motala Z, Rhodes J. The practice of participatory action research: complicity, power and prestige in dialogue with the ‘racialised mad.’ Sociol Health Illn. 2022;44(S1):106–23.PubMedPubMedCentral

	23.
Hatton DC, Fisher AA. Using participatory methods to examine policy and women prisoners’ health. Policy Polit Nurs Pract. 2011;12(2):119–25.PubMed

	24.
Jagosh J, Macaulay AC, Pluye P, Salsberg J, Bush PL, Henderson J, Sirett E, Wong G, Cargo M, Herbert CP, Seifer SD, Green LW, Greenhalgh T. Uncovering the benefits of participatory research: implications of a realist review for health research and practice. Milbank Q. 2012;90(2):311–46.PubMedPubMedCentral

	25.
Kelly S, Lafortune L, Hart N, Cowan K, Fenton M, Brayne C. Dementia priority setting partnership with the James Lind Alliance: using patient and public involvement and the evidence base to inform the research agenda. Age Ageing. 2015;44(6):985–93.PubMedPubMedCentral

	26.
Kerkhof YJF, Bergsma A, Mangiaracina F, Planting CHM, Graff MJL, Dröes RM. Are people with mild dementia able to (re)learn how to use technology? A literature review. Int Psychogeriatr. 2022;34(2):113–28.PubMed

	27.
Kip H, Kelders SM, Weerink K, Kuiper A, Brüninghoff I, Bouman YHA, Dijkslag D, van Gemert-Pijnen LJEWC. Identifying the added value of virtual reality for treatment in forensic mental health: a scenario-based, qualitative approach. Front Psychol. 2019;10:406.PubMedPubMedCentral

	28.
Kowe A, Köhler S, Klein OA, Lüthje C, Kalzendorf J, Weschke S, Teipel S. Stakeholder involvement in dementia research: a qualitative approach with healthy senior citizens and providers of dementia care in Germany. Health Soc Care Community. 2022;30(3):908–17.PubMed

	29.
Kowe A, Köhler S, Teipel S. Improving the depth of data quality or increasing confusion? Reflections on a data analysis involving members of a self-help group for relatives of people living with dementia. Health Expect. 2021;24(4):1516–23.PubMedPubMedCentral

	30.
Kowe A, Panjaitan H, Klein OA, Boccardi M, Roes M, Teupen S, Teipel S. The impact of participatory dementia research on researchers: a systematic review. Dementia. 2022;21(3):1012–31.PubMed

	31.
Levac L, Ronis S, Cowper-Smith Y, Vaccarino O. A scoping review: the utility of participatory research approaches in psychology. J Community Psychol. 2019;47(8):1865–92.PubMedPubMedCentral

	32.
Livingston JD, Nijdam-Jones A, Lapsley S, Calderwood C, Brink J. Supporting recovery by improving patient engagement in a forensic mental health hospital: results from a demonstration project. J Am Psychiatr Nurses Assoc. 2013;19(3):132–45.PubMed

	33.
Lockey R, Sitzia J, Gillingham T, Millyard J, Miller C, Ahmed S, Beales A, Bennett C, Parfoot S, Sigrist G, Sigrist J. Training for service user involvement in health and social care research: a study of training provision and participants’ experiences (The TRUE Project). Worthing: Worthing and Southlands Hospitals NHS Trust; 2004.

	34.
MacInnes D, Beer D, Keeble P, Rees D, Reid L. Service-user involvement in forensic mental health care research: areas to consider when developing a collaborative study. J Ment Health. 2011;20(5):464–72.PubMed

	35.
Maguire T, Ryan J, McKenna B. Benchmarking to reduce restrictive practices in forensic mental health services: a Delphi study. Australas Psychiatry. 2021;29(4):384–8.PubMed

	36.
Miah J, Dawes P, Edwards S, Leroi I, Straling B, Parsons S. Patient and public involvement in dementia research in the European Union: a scoping review. BMC Geriatr. 2019;19:220.PubMedPubMedCentral

	37.
NIHR INVOLVE. Briefing notes for researchers. 2012. https://​www.​invo.​org.​uk/​resource-centre/​resource-for-researchers/​ (Zugriff 16.12.2022). Accessed 14 Novemb 2023.As

	38.
O’Connor S, Hanlon P, O’Donnell CA, Garcia S, Glanville J, Mair FS. Understanding factors affecting patient and public engagement and recruitment to digital health interventions: a systematic review of qualitative studies. BMC Med Inform Decis Mak. 2016;16(1):120.PubMedPubMedCentral

	39.
Pawson C, Bolden R, Isaac B, Fisher J, Mahoney H, Saprai S. Learning from collective lived experience: a case study of an experts by experience group. Housing Care Support. 2022;25(3/4):223–35.

	40.
Pettican A, Goodman B, Bryant W, Beresford P, Freeman P, Gladwell V, Kilbride C, Speed E. Doing together: reflections on facilitating the co-production of participatory action research with marginalised populations. Qual Res Sport Exerc Health. 2023;15(2):202–19.

	41.
Phillipson L, Hammond A. More than talking: a scoping review of innovative approaches to qualitative research involving people with dementia. Int J Qual Methods. 2018;17:1–13.

	42.
Quetzal TJ, McCallum A. The snakes and ladders of user involvement: moving beyond Arnstein. Health Policy. 2006;76(2):156–68.

	43.
Quinn N. Participatory action research with asylum seekers and refugees experiencing stigma and discrimination: the experience from Scotland. Disabil Soc. 2014;29(1):58–70.

	44.
Risco E, Cabrera E, Farré M, Alvira C, Miguel S, Zabalegui A. Perspectives about health care provision in dementia care in spain: a qualitative study using focus-group methodology. Am J Alzheimers Dis Other Demen. 2016;31(3):223–30.PubMed

	45.
Robinson L, Haskayne D, Larkin M. How do carers view their relationship with forensic mental health services? J Forensic Psychol Res Pract. 2017;17(2):232–48.

	46.
Slade M, Bird V, Chandler R, Fox J, Larsen J, Tew J, Leamy M. The contribution of advisory committees and public involvement to large studies: case study. BMC Health Serv Res. 2010;10:323.PubMedPubMedCentral

	47.
Smith D, Harnett S, Flanagan A, Hennessy S, Gill P, Quigley N, Carey C, McGhee M, McManus A, Kennedy M, Kelly E, Carey J, Concannon A, Kennedy HG, Mohan D. Beyond the walls: an evaluation of a pre-release planning (PReP) programme for sentenced mentally disordered offenders. Front Psychiatry. 2018;9:549.PubMedPubMedCentral

	48.
Steel R. Training for Public Involvement in Research: Seminar Report 22nd April 2004, 89 Albert Embankment. London: INVOLVE; 2004.

	49.
Tomlin J, Bartlett P, Völlm B. Experiences of restrictiveness in forensic psychiatric care: systematic review and concept analysis. Int J Law Psychiatry. 2018;57:31–41.PubMed

	50.
Tomlin J, Völlm B. Diversity and Marginalisation in Forensic Mental Health Care. 1st ed. London: Routledge; 2023.

	51.
Völlm B, Foster S, Bates P, Huband N. How best to engage users of forensic services in research: literature review and recommendations. Int J Forensic Ment Health. 2017;16(2):183–95.

	52.
Voronka J. The politics of ‘people with lived experience’ experiential authority and the risks of strategic essentialism. Philos Psychiatry Psychol. 2016;23(3–4):189–201.

	53.
UK Public Involvement Standards Development Partnership. UK Standards for Public Involvement: Better public involvement for better health and social care research. 2019. https://​www.​invo.​org.​uk/​wp-content/​uploads/​2019/​11/​UK-standards-for-public-involvement-v6.​pdf . Accessed 14 Novemb 2023.

	54.
Weinstein ER, Herrera CM, Pla Serrano L, Martí Kring E, Harkness A. Promoting health equity in HIV prevention and treatment research: a practical guide to establishing, implementing, and sustaining community advisory boards. Ther Adv Infect Dis. 2023;10:1–14.

	55.
Wharewera-Mika J, Cooper E, Wiki N, Prentice K, Field T, Cavney J, Kaire D, McKenna B. The appropriateness of DUNDRUM-3 and DUNDRUM-4 for Māori in forensic mental health services in New Zealand: participatory action research. BMC Psychiatry. 2020;20(1):61.PubMedPubMedCentral

	56.
Wickenden M, Kembhavi-Tam G. Ask us too! Doing participatory research with disabled children in the global south. Childhood. 2014;21(3):400–17.

	57.
Williams MM, Meisel MM, Williams J, Morris JC. An interdisciplinary outreach model of African American recruitment for Alzheimer’s disease research. Gerontologist. 2011;51(Suppl 1):134–41.

	58.
Wolferman N, Hunter T, Hirsch JS, Khan SR, Reardon L, Mellins CA. The advisory board perspective from a campus community-based participatory research project on sexual violence. Prog Community Health Partnersh Res Edu Action. 2019;13(1):115–9.

	59.
World Health Organization [WHO]. World Health Organization Regional Office for Europe - The European Mental Health Action Plan 2013–2020. 2015. https://​apps.​who.​int/​iris/​bitstream/​handle/​10665/​175672/​9789289050951-eng.​pdf?​sequence=​3&​isAllowed=​y. Accessed 14 Novemb 2023.



Publisher's Note
Springer Nature remains neutral with regard to jurisdictional claims in published maps and institutional affiliations.
Footnotes
1PWLE is a term that has been used increasingly to describe people who have personal experience of the mental health issue under investigation, in participatory research. We acknowledge the use of this term poses risks, and we will only adopt this term in this manuscript for communication easiness [52].

 

2Practitioners will consist of physicians, psychiatrists, and psychologists.

 

3“PART-Beirat” stands for Participatory Beirat.

 

4The time points refer to the time period after the establishment of the advisory boards and not the start of the research project.
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