Core Focus

Prioritize feeling heard,
respected, and having
a real influence.

Key to Success

Value relationship-building,
trust, and flexibility to suit
personal needs.

Communication Style

Require transparency,
plain language, and

continuous feedback loops.
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The Risk of
Tokenism

“Box-ticking"” without
genuine influence makes
patients feel used and
sidelined.
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" PERSPECTIVES

Common Barriers Preventing Meaningful Engagement

ATIENT PARTNER

RESEARCHER
PERSPECTIVES

Unaddressed
Power Dynamics

Power imbalances can
silence patient voices and
reinforce the researcher’s
role as “owner”.

Meaningful Engagement: Key Takeaways from
the OSSU World Café Conversation #1

Insights on the different perspectives of patients and researchers
and the primary barriers to genuine involvement.

Hungry for

more details?
CLICK HERE

Core Focus

Prioritize a structured

process, meeting timelines,

@ and achieving deliverables.

. Key to Success

Value clear logistics,
feasibility, and consistent
| project plans.

Communication Style

Often underestimate the
need for followup and rely on
formal channels like email.

Lack of Training
& Support

Both groups lack formal
guidance, creating unclear
roles and expectations.
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https://drive.google.com/file/d/1-C9ggk7hsxJHS8fwwmxdOrQ-_IxyMoKh/view?usp=drive_link
https://drive.google.com/file/d/1-C9ggk7hsxJHS8fwwmxdOrQ-_IxyMoKh/view?usp=drive_link
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Chow A, Smith M. Partnering with Youth and Parents on Your Pediatric Research Grants: From Conceptualization to Submission
https://leongcentre.utoronto.ca/sites/default/files/inline-files/PowerPoint%20Presentation_April%2022%2C%202025.pdf

Richards D, Davidson E, Flynn T, Hunter L, Newman G, Thomas C. Tokenism: Seeing it. Fixing it. Perspectives from IMHA Patient Partners
https://blogs.ubc.ca/imhablog/2021/10/13/tokenism-seeing-it-fixing-it-perspectives-from-patient-partners/

Matthews, M., Chute-Nagy, T., & Jordan, C. (2025). Staying on TRACK in Family Partnership: Guiding Challenging Conversations Between
Researchers and Family Partners. The Canadian Journal of Science Communication, 1(1), 31-35. https://doi.org/10.15173/cjsc.v1i1.3946
(French version: https://journals.mcmaster.ca/CJSC/article/view/3971) [Access the files HERE]

George and Fay Yee Centre for Healthcare Innovation What to Include in a Call for Patient & Public Partners https://umanitoba.ca/centre-
for-healthcare-innovation/sites/centre-for-healthcare-innovation/files/2022-02/call-for-patient-and-public-partners.pdf
KnowledgeNudge blog. Practical Tools for Ethical Engagement in Health Research, Part |. https://medium.com/knowledgenudge/practical-
tools-for-ethical-engagement-in-health-research-56fbf0733d37

Brain-Heart Interconnectome Tips to create safe spaces https://www.uottawa.ca/research-innovation/sites/g/files/bhrskd326/files/2025-
10/bhi_safe_spaces_tips_en.pdf

Patient Engagement Training Modules/Courses (suitable for all audiences)

Alberta SPOR SUPPORT Unit “Patient Engagement in Patient-Oriented Research Certificate” (Microcredential)
https://absporu.ca/certificate-course/patient-engagement-in-patient-oriented-research/

CIHR-IMHA Patient Engagement modules: https://lms.udutu.ca/LMSPortal/Account/Logon?orgCode=IMHA

Patient-Oriented Research Curriculum in Child Health: https://porcch.ca/

Family Engagementin Research program: https://ferprogram.ca/

IMPaCT Curriculum (Module 2. Engaging Parents and Pregnant People in Clinical Trials) https://www.impactrials.ca/online-learning
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