Resource

RareKids Z: CAN

Family Engagement Fundamentals

Links

As a Patient and Family Engagement Sub Platform with RareKids-CAN, we offer
information sessions and resources that highlight key concepts when engaging
with youth, families and individuals in pediatric rare disease clinical trials
research. Explore a few ideas here with the following links. Curious to learn
more? Email rkengage@mcmaster.ca

Meaningful Engagement

Articles & Links of Interest:

What constitutes meaningful engagement for patients and families as partners on
research teams? (Black et al., 2018)

An empirically based conceptual framework for fostering meaningful patient
engagement in research (Hamilton et al., 2018)

Ethical Considerations for Partnering in Patient-Oriented Research Alberta SPOR SUPPORT
UNIT

Overcoming barriers to implementation of patient engagement in clinical trials:
feasibility testing of an embedded study (Castonguay, et al., 2025)

Clinical Trials Ontario ‘

Patient-Oriented Research Level of Engagement Tool & Indigenous Research Level of
Engagement Tool

Ways Community Members Can Participate In the Stages of Research

Involvement Matrix

Training and Education Supports:

CanChild’'s Family Engagement in Research Course

PORCCH modules: Patient-Oriented Research Curriculum in Child Health
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https://journals.sagepub.com/doi/10.1177/1355819618762960
https://journals.sagepub.com/doi/10.1177/1355819618762960
https://onlinelibrary.wiley.com/doi/10.1111/hex.12635
https://onlinelibrary.wiley.com/doi/10.1111/hex.12635
https://ferprogram.ca/
https://porcch.ca/modules/
https://porcch.ca/modules/
https://www.scpor.ca/porlet
https://www.scpor.ca/porlet
https://braininstitute.ca/img/Patient-engagement-in-the-stages-of-research.pdf
https://www.kcrutrecht.nl/involvement-matrix/
https://absporu.ca/resource/ethical-considerations-for-partnering-in-patient-oriented-research/
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-025-00689-0
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-025-00689-0
https://ctontario.ca/patient-public-engagement/
mailto:rkengage@mcmaster.ca
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