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A collaborative approach to research that equitably involves all 
partners in the research process, builds on their strengths, and 
focuses on a research topic of importance to the community.

The aim is to combine knowledge and action for social change to 
improve community health and eliminate health disparities. 1,2

1. Community Health Scholars Program. The Community Health Scholars Program: Stories of Impact. Ann Arbor, MI; 2002.

2. Israel BA, Schulz AJ, Parker EA, Becker AB. Review of community-based research: assessing partnership approaches to 
improve public health. Annu Rev Public Health. 1998;19:173–202

Defining Community Engagement



Principles of Engagement

1. Collaboration: meaningfully and mutually working toward shared vision

2. Respect: recognizing the validity of diverse perspectives, cultures, 

priorities, and needs 

3. Equity: sharing power, resources, and decision-making

4. Transparency: having clear, frequent, honest, and open communications

5. Impact: findings are sharing with partners and stakeholders in ways they 

can use them. 



1. Trust: build mutual respect and relationships.
2. Common Interest: determine the focus of interest for all parties. 
3. Perspective: ensure both personal and professional points of view are 

included.
4. History: ensure patient and community partners are engaged in the process or 

formulation of research.
5. Communication: build trusting relationships and maintain them with or 

without active study involvement.

Characteristics of Engagement

Kimminau K, Jernigan C, LeMaster J, et al. Patient vs. community engagement: 
Emerging issues. Medical Care, 2018; 56(10):S52-S57. 

https://pubmed.ncbi.nlm.nih.gov/30074952/
https://pubmed.ncbi.nlm.nih.gov/30074952/


Spectrum of Engagement Framework

Increasing impact on decisions…

• To provide the 
community 
with relevant 
information

• To gather input 
from the 
community

• To work with 
community to 
ensure needs 
are integrated 
into the 
planning

• To partner in 
each aspect of 
decision-
making

• To place 
decision-
making in the 
hands of 
communityAdapted from the International Association of Public Participation 

Spectrum of Participation

https://www.iap2.org.au/wp-content/uploads/2019/07/IAP2_Public_Participation_Spectrum.pdf


• Research participants are viewed as experts because of their lived experience.
• Eliminating the power imbalances between researchers and the community.
• Equal value is placed on experiential knowledge and academic knowledge.
• Commitment to producing achievable data to assist in building community 

capacity and improve the lives of research participants.
• Remain invested with the community beyond the life of the research project 

through engaging in knowledge mobilization activities.

Creating Meaningful Engagement



Education and 
Support

• Recognition and 
compensation

• Shared decision-
making

Environment
• Awareness of 

engagement 
opportunities 
and impact

Expectations
• Match between 

interest, skills 
and experience

• Clear role and 
responsibilities

• Time 
commitment

Value
• Co-learning 

experience
• Mutual 

beneficial

Engaging Patients & Communities as Equal Partners 



Practical Considerations for Planning a Community-Engaged 
Project

RiskMoney Equipment 
& Tools

Partnership & 
Collaborations

ExpertiseStaff



Community Engagement 
Checklist

Queensland Government. 2017. Community 
engagement toolkit for planning

chrome-extension://efaidnbmnnnibpcajpcglclefindmkaj/https:/dilgpprd.blob.core.windows.net/general/community-engagement-toolkit.pdf
chrome-extension://efaidnbmnnnibpcajpcglclefindmkaj/https:/dilgpprd.blob.core.windows.net/general/community-engagement-toolkit.pdf


Best Practices for Community Engagement

1. Develop an ongoing relationship with community partners.
2. Examine and remove barriers based on abilities, age, gender, sexual 

orientation, and socioeconomic levels. 
3. Examine the impact of team language and how words and terms like 

minority, underrepresented, vulnerable, marginalized, or similar terms 
may unintentionally reinforce notions of otherness, subsequently 
alienating partners. 

4. Work collaboratively with community partners to set priorities. 
5. Implement a trauma-informed approach to collecting data. 

Unity Health Toronto. 2022. Resource Guide: Patient and Community 
Engagement in the Design and Implementation of Research Studies

https://research.unityhealth.to/patient-and-community-engagement/resource-guide/
https://research.unityhealth.to/patient-and-community-engagement/resource-guide/


Source: Macarthy et al. (2019). Facilitating 
public and patient involvement in basic and 
preclinical health research

Key Challenges for Engagement

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6516642/#!po=30.0000
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6516642/#!po=30.0000
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6516642/#!po=30.0000


Cancer Care Ontario Equity in Engagement Framework

Equity Engagement Framework

https://hqontario.ca/Portals/0/documents/pe/cco-equity-in-engagement-framework.pdf


National Academies. (2023). Using population descriptors and 
genomics research: A new framework for an evolving field

“…the committee has prioritized addressing 
typological thinking, environmental factors, 
and community engagement in its proposed 
framework for transforming the use of 
population descriptors in genetics and 
genomics research. The committee trusts 
that this will accelerate the expansion of 
current efforts in these critical areas.” 
(p.101)

National Academies 
Report

https://nap.nationalacademies.org/catalog/26902/using-population-descriptors-in-genetics-and-genomics-research-a-new
https://nap.nationalacademies.org/catalog/26902/using-population-descriptors-in-genetics-and-genomics-research-a-new


Community Engagement Conclusions & Recommendations in 
the Report

• Community engagement recognizes the expertise of communities and relies on collaboration between 
researchers and the communities they are trying to serve.

• Engaging participants in genomics research design increases the likelihood that population labels will 
respectfully describe participants, reduce potential harms, and lead to more beneficial science and 
translation to health and health care.

• Lack of transparency by researchers threatens the trustworthiness of the entire research enterprise and may 
undermine goals of equity and justice by disenfranchising minoritized groups from participating.

• Communities are dynamic and changing entities, therefore with each new study it is important to consider 
how the community being asked to participate in research could share in the selection of population 
descriptors.

• Recommendation: Researchers, especially those who collect new data or propose new courses of study for a 
data set, should work in ongoing partnerships with study participants and community experts to integrate the 
perspectives of the relevant communities and to inform the selection and use of population descriptors.



Silent Genome Project

Aims of the project: 
• To bridge the gap in healthcare access and improve diagnostic success for Indigenous children with 

genetic diseases. 
• Create an Indigenous Background Variant Library from a diverse group of healthy 1,500 First Nations 

people as a start. 
• Understand which genetic variations are common within a population critical to precision diagnosis
• Ruling out common variants that are less likely to cause disease
• Focus placed instead on rare variants
• Activities have included Indigenous community engagement, community education, and capacity-

building, as well as developing standards for Indigenous oversight of the library and the biological 
samples from which it will be built.

For more information about the project: https://bcchr.ca/silent-genomes-project

https://bcchr.ca/silent-genomes-project


“There is an unfortunate amount of time pressure that 
goes along with this project, but we knew we were trying 
to fit into something that is conventionally done differently 
than the way we do…We have to stick to our principles to 
the maximum degree because we have to ensure we’re 
doing this in a way that’s going to be sustainable. If we 
rush it and don’t do it well, it’s not going to work.” 3

Silent Genome Project

3. Paving the road to Indigenous genomic equity. Online. 
Watch the film: Voicing the Silent Genome

https://imp.med.ubc.ca/paving-the-road-to-indigenous-genomic-equity/
https://www.youtube.com/watch?v=MoMyNYPDBbI


AWESOME Project. 2013. Patient Engagement Heard and 
Valued. 

Evaluating Community Engagement

https://www.cfhi-fcass.ca/docs/default-source/itr/pe-hub/awesome_handbook-fraserhealth.pdf
https://www.cfhi-fcass.ca/docs/default-source/itr/pe-hub/awesome_handbook-fraserhealth.pdf


Initiatives include: 

• Community Engagement Series, drop-in consultations, Trainee 

Hub, collaboration hub, and resources for community engaged 

research on the website.

• Fall 2023: funding to support the continuation and/or 

dissemination of community-engaged projects. 

• Community advisory board in progress. 

Community Engagement at the Edwin S.H. Leong Centre 
for Healthy Children



• Brings together researchers, trainees, and 
community members to discuss innovative 
community-engaged research projects and 
methods.

• Virtual 1-hour sessions focused on best 
practices for community engagement, and 
fosters opportunities for sharing community-
engaged experiences and ideas. 

Community Engagement Series

See https://leongcentre.utoronto.ca/community-
engagement-series

https://leongcentre.utoronto.ca/community-engagement-series
https://leongcentre.utoronto.ca/community-engagement-series


Support for members in the planning and 
development of their community 
engagement and knowledge mobilization 
needs.

Support Available:
• Methodology support
• Consult on community engagement, health 
equity, and knowledge mobilization plans
• Advice on developing a knowledge 
mobilization plan 
• Review of the community engagement and 
knowledge mobilization sections of grant 
proposals

Community Engagement Consultative Service

See https://leongcentre.utoronto.ca/community-
engagement-consulting-service

https://leongcentre.utoronto.ca/community-engagement-consulting-service
https://leongcentre.utoronto.ca/community-engagement-consulting-service


• A new initiative for graduate students, post-
doctoral research fellows, and clinical 
trainees who are interested in joining the 
Edwin S.H. Leong Centre for Healthy 
Children. 

• Trainees will learn from community partners 
and researchers about the foundations, 
ethical dimensions, and planning for 
community-engaged research.

Trainee Hub

See https://leongcentre.utoronto.ca/trainee-hub

https://leongcentre.utoronto.ca/trainee-hub


• A service that connects researchers, 
trainees, and community members of the 
Edwin S.H. Leong Centre for Healthy 
Children.

Collaboration Hub

See https://leongcentre.utoronto.ca/collaboration-hub

https://leongcentre.utoronto.ca/collaboration-hub


• Our online library is designed to be 
updated with current and new 
resources related to community 
engagement. 

Resources for Community-Engaged Research

See https://leongcentre.utoronto.ca/resources-
community-engaged-research

https://leongcentre.utoronto.ca/resources-community-engaged-research
https://leongcentre.utoronto.ca/resources-community-engaged-research


Unity Health Toronto 

Resource Guide

Unity Health Toronto. 2022. Resource Guide: Patient and Community 
Engagement in the Design and Implementation of Research Studies

• A guide for learners interested in 
expanding their knowledge of 
equitable patient and community 
engagement in the design and 
implementation of research 
studies.

https://research.unityhealth.to/patient-and-community-engagement/resource-guide/
https://research.unityhealth.to/patient-and-community-engagement/resource-guide/


Unity Health Toronto. 2022. Resource Guide: Patient and Community 
Engagement in the Design and Implementation of Research Studies

https://research.unityhealth.to/patient-and-community-engagement/resource-guide/
https://research.unityhealth.to/patient-and-community-engagement/resource-guide/




www.leongcentre.utoronto.ca @LeongCentreleong.centre@sickkids.ca

Stay in Touch!

http://www.leongcentre.utoronto.ca/
mailto:leong.centre@sickkids.ca


Questions/Comments
priscilla.medeiros@sickkids.ca

mailto:priscilla.medeiros@sickkids.ca
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