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Background:

Participatory research refers || To describe the
to involving people with implementation
lived experience (PWLE) of || of our

N ( \

Aim: /Methods: The qualitative interviews presented here contribute to an

ongoing process evaluation, which additionally includes
guantitative monitoring and meeting minutes (not presented).

Contact:
marcel.daum@med.uni-rostock.de
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Results 1: Patient Advisory Board Dementia (PART-Beirat Demenz)

» Founded in 2023, 19 participatory board meetings conducted to date
» 5 members (3 patients, 2 relatives), participation varied over time

Website PART-Beirat

[2] Ferra, F., Drewelow, E., Klein, O., Daum, M., Walde, P., Gerullis, K., Kilimann, |., Tomlin, J., Teipel, S., & Vollm, B. (2023). Implementation and evaluation of participatory advisory boards in mental health research: a research protocol of the ‘PART-Beirat’ project. Research Involvement and Engagement, 9(1), 112. https://doi.org/10.1186/s40900-023-00522-6.
[3] PCORI (2016): Ways of Engaging-ENgagement ACtivity Tool (WE-ENACT). Patients and Stakeholders 3.0 Item Pool. Online https://www.pcori.org/sites/default/files/PCORI-WE-ENACT-3-0-Patients-Stakeholders-ltem-Pool-080916.pdf.
[4] Braun, V. & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative Research in Psychology, 3(2), 77—101. https://doi.org/10.1191/1478088706qp0630a.

a condition in the research || participatory Using the WE-ENACT To optimize board + 1 scientific coordinator (accompanying research)
process to make it more advisory board || N—p ., tool [3] we conducted a . collaboration, Key Achievements & Milestones (Co-Creation)
relevant and effective [1]. As || and share Data 1. Guided thematic analysis [4 Improve members - - -
_ onaitudinal _ _ _ ysis [4] Y — » Development of board bylaws and evaluation questionnaires
parf[ e We i e f(i)nnd%:\uslz?)m \collectlon v \lnterwews/ %ﬁfﬁ:ﬁ@ ;’f g] ir;b:;d enhance quality of V » Redesign of the project flyer and website for improved accessibility
pr(t)Jebcl:'t [ﬁ]’ e etllmeilto e or? o 18 months (T1 to T3) \ the board's work > Co-development of conference presentations and scientific posters.
establish a sustainable : : :
structure at the University procesgs ; o e K / ~ Consultation for multiple projects:
Medical Center Rostock e (. g-&n II—I 2. Quantitative post-meeting surveys - Presentation — Participatory Statement — Project Impact Report
(UMR) to includ > = < T et | Task
underrepresented patient @/ 3. Meeting minutes 0§ Living@home (DZNE): - Review usability of an app prototype
groups with b o J:L} - aims to empower family caregivers and reduce caregiver burden
neurodeaenerative oYe)e. Ministry of Social Affairs M-V: —> Discuss everyday life needs and
diseases? Ethical approval: Cr - Dementia Plan for Mecklenburg-Western Pomerania recommendation regarding the Dementia Plan
\_ | AN J)\_ Obtained from the Ethical Committee of the UMR (Registry number A 2023-0007). I\ )
f ot o0 ( . . . 3 . . .. N
Results 2: Qualitative Process Evaluation Advisory Board Perspectives at Baseline (T1) Evolution of Members’ Experiences: Longitudinal Trends from T1 to T3
Partici ¢ : Motivation h . g : : : .
pants (Advisory board members) - From initial role uncertainty to self-directed scientific empowerment
- T n=7 » Valued the involvement of people with lived experience (PWLE) in research ————— |
TZ: N =6 > Support dementia research and gain latest information e \/T3: "Because among other things, for instance
-|-3Z N =9 _ - || T1: "I first have to see what it brings and what | through the [PART-Beirat], | have gained a bit of
(be.tween 13 and 52 minutes) Q Expectation - tasks | will have in there.” (Relative 2) ) background knowledge” (Relative 2)
. _ :‘g > Respectful exchange between PWLE and medical professionals N _4
Expertlse 4 patlgnts ab » "Being able to do something” y
0 relafives Guided E i d facilitat A “9 From individual iliness focus to a strategic research metaperspective
Gender 6 women interviews xperienced facritators g PErsp
1 men » PWLE became a genuine voice — no “fake” participation L
Ade ( ears T1) Mean = 65.3 » Appreciative and respectful communication culture y / ) | | \ ﬁ3 " am always in favor of networking etc_,\
ge {yedrs, _ ' T1:7[...] my mother also got Alzheimer's and [...] This also came across in the workshop,
ggn_ e1 (zdé% 43 . Experienced barriers h flherpentir? a:'nd .p?sseci adw.aytrt]\_/vo yet?rs ago, that people work with each other, pass on the
_ : J > Unclear personal roles within the advisory board ats why m. NIETESIe .m I§ mater. . experience. What did you do there in your
Onaoina evaluation: 2 board members Because you're also a bit afraid that you'll get : o) oY%
going reached T3 to date . > Time constraints — balancing caregiving with board duties y Qyourself " (Relative 3) / \(algwlsct)'ry b;))ard ? What could be adopted® y
' elative
\_ \_ J J/
Conclusion: S | | | |
> Meaningful participatory dementia research is feasible, delivering substantial value to academic projects and > Personal fate IRl initial commitment, while a respectful, empowering environment
> Direct collaborative inclusion of PWLE delivers concrete academic value, proving that long-term advisory boards > Longitudinal participation builds professional confidence and self-efficacy,
significantly refine both research materials and political guidelines which fosters a loop of self-reinforcing motivation.
References: [1] Allweiss, T., Cook, T., & Wright, M. T. (2021). Wirkungen in der partizipativen Gesundheitsforschung: Eine Einordnung in die Diskurse zum Forschungsimpact. Bundesgesundheitsblatt - Gesundheitsforschung - Gesundheitsschutz, 64, 215-222. https://doi.org/10.1007/s00103-020-03268-8.
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