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Supporting researchers in implementing strategies
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Creating a safe environment

- )
Rushing into the partnership

Keeping information from
family partner

Establishing clear
communication channels
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Assuming that partners have

similar expectations

Clarifying roles &
expectations at the outset
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Building partnerships on
respective expertise
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Imposing your ideas

Discussing compensation
with family partners

Assuming that family partners
can offer free time

Providing resources and
support for family partners

Assuming that families
understand the research process
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Researchers' checklist

Put time and effort into building the relationship: sharing
experiences, personal interests

Introduce members of the team using stories, instead of
academic titles

Be aware of and respect family partner’s vulnerability

Create an environment in which everyone feels comfortable
sharing their knowledge, opinion and concerns

Approach families with empathy, non-judgement and humility

Establish clear

communication channels

Develop a culture of mutual respect
Discuss motivations for involvement of family partners
Use transparent and honest communication

Ensure that everyone is comfortable with the communication
methods used

Ensure that a team member checks in with those who are quiet
Use a visual map of the project

Plan face-to-face communications and meetings (in-person or
virtual)
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Clarify and discuss roles, expectations, objectives and related time
commitments from the beginning and on a regular basis

Build-in debriefing time

Share decision making

Maintain flexible and adaptable roles

Develop terms of reference (can be revisited during the project)

Develop a formal agreement outlining discussed roles and
responsibilities

Build Pdrtnership on
respective expertise

Recognize various types of involvement

Appreciate the experiential knowledge of patient/family
partners

Discuss the skills and interests of the partners
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Discuss the level of technical complexity and time required to
complete the different tasks

Discuss the preferred type of compensation/acknowledgement
with family partners (e.g., financial, training, co-authorship)

Cover expenses related to involvement in addition to
compensating families for their time

Ensure that compensation is equitable

Develop a mutual agreement of what is an appropriate
compensation at the beginning of the collaboration

Provide resources and

support for family partner
Build in time to answer questions

Provide the tools/resources required to understand the research
process

Provide background information on the research project
Provide administrative support

Discuss other possible barriers and provide resources to
overcome them: scientific language, transportation, schedule...
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https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5880766/figure/Fig1/?report=objectonly

References

Alberta SPOR Support Unit. (2020). Ethical Considerations for Partnering in Patient-
Oriented Research. https://absporu.ca/resource/ethical-considerations-for-partnering-in-
patient-orientedresearch/

Alsem, M. W.,, van Meeteren, K. M., Verhoef, M., Schmitz, M., Jongmans, M. J., Meily-Visser,
J. M. A, & Ketelaar, M. (2017). Co-creation of a digital tool for the empowerment of
parents of children with physical disabilities. Res Involv Engagem, 3, 26.
https://doi.org/10.1186/s40900-017-0079-6.

Black, A, Strain, K,, Wallsworth, C., Charlton, S. G.,, Chang, W., McNamee, K., & Hamilton,
C. (2018). What constitutes meaningful engagement for patients and families as partners
on research teams? J Health Serv Res Policy, 23(3), 158-167.
https://doi.org/10.1177/1355819618762960

Curran, J. A, Bishop, A, Chorney, J,, MacEachern, L., & Mackay, R. (2018). Partnering with
parents to advance child health research. Healthc Manage Forum, 31(2), 45-50.
https://doi.org/10.1177/0840470417744568.

Canadian Institutes of Health Research. (2020). Ethics guidance for developing
partnerships with patients and researchers. https://epe.lac
bac.gc.ca/100/201/301/weekly_acquisitions_list-ef/2020/20-
28/publications.gc.ca/collections/collection_2020/ir sc-cihr/MR4-86-2020-eng.pdf

Hamilton, C. B., Hoens, A. M., Backman, C. L., McKinnon, A. M., McQuitty, S., English, K., &
Li, L. C. (2018). An empirically based conceptual framework for fostering meaningful
patient engagement in research. Health Expect, 21(1), 396-406.
https://doi.org/10.1111/hex.12635.

Harrison, J. D., Auerbach, A. D., Anderson, W., Fagan, M., Carnie, M., Hanson, C., Banta, J.,
Symczak, G., Robinson, E., Schnipper, J., Wong, C., & Weiss, R. (2019). Patient stakeholder
engagement in research: A narrative review to describe foundational principles and best
practice activities. Health Expect, 22(3), 307-316. https://doi.org/10.1111/hex.12873 .

Manafo, E., Petermann, L., Mason-Lai, P., & Vandall-Walker, V. (2018). Patient engagement
in Canada: a scoping review of the '‘how' and 'what' of patient engagement in health
research. Health Res Policy Syst, 16(1), 5. https://doi.org/10.1186/s12961-018-0282-4.

Nguyen, T., Palisano, R. J., & Graham, I. (2019). Perspectives and Experiences with
Engaging Youth and Families in Research. Phys Occup Ther Pediatr, 39(3), 310-323.
https://doi.org/10.1080/01942638.2018.1496966.

Richards, D. P., Jordan, |., Strain, K., & Press, Z. Patient partner compensation in research
and health care: the patient perspective on why and how. Patient Experience Journal,
5(3), 6-12.

Smith, E., Belisle-Pipon, J. C., & Resnik, D. (2019). Patients as research partners; how to
value their perceptions, contribution and labor? Citiz Sci, 4(1).
https://doi.org/10.56334/cstp.184.

Smits, D. W., van Meeteren, K., Klem, M., Alsem, M., & Ketelaar, M. (2020). Designing a tool
to support patient and public involvement in research projects: the Involvement Matrix.
Res Involv Engagem, 6, 30. https://doi.org/10.1186/s40900-020-00188-4.

Van Meeteren, K. M., & Klem, M. (2018). Parental involvement: A critical reflection.

Witteman, H. O., Chipenda Dansokho, S., Colquhoun, H., Fagerlin, A., Giguere, A. M. C,,
Glouberman, S., Haslett, L., Hoffman, A, Ivers, N. M., Légaré, F., Légaré, J., Levin, C. A,
Lopez, K., Montori, V. M., Renaud, J. S., Sparling, K, Stacey, D., & Volk, R. J. (2018). Twelve
Lessons Learned for Effective Research Partnerships Between Patients, Caregivers,
Clinicians, Academic Researchers, and Other Stakeholders. J Gen Intern Med, 33(4), 558-
562. https://doi.org/10.1007/s11606-017-4269-6

Please cite this tool as: Beauchamp, Bolduc & Kandalaft Cabrol, 2021 (e.i., allocating
equal authorship when citing).

Full citation: Beauchamp, M. L. H., Bolduc, M-E., & Kandalaft Cabrol, C. (2021).Balancing
power dynamics in family engaged research: Supporting researchers in implementing
strategies to balance power dynamics in family engaged research.

This resource was created as part of the McMaster University, CanChild, and Kids Brain
Health Network Family Engagement in Research Certificate of Completion Program.
Copyright © 2021 (Beauchamp, Bolduc, & Kandalaft Cabrol). All Rights Reserved.


https://absporu.ca/resource/ethical-considerations-for-partnering-in-patient-orientedresearch/
https://doi.org/10.1186/s40900-017-0079-6
https://doi.org/10.1177/1355819618762960
https://doi.org/10.1177/0840470417744568
https://doi.org/10.1111/hex.12635
https://doi.org/10.1111/hex.12873
https://doi.org/10.1186/s12961-018-0282-4
https://doi.org/10.1080/01942638.2018.1496966
https://doi.org/10.5334/cstp.184
https://doi.org/10.1186/s40900-020-00188-4
https://doi.org/10.1007/s11606-017-4269-6

