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Outline 

1. Background to the field - history, rationale for 
engaging community partners in health research

2. Key concepts - who to engage, how, when and in 
what?

3. From principles to practice – embedding high-
quality engagement practices into your research



1. Background to the field
 Involving community members, citizens and patients in 

health research and health system decision making is 
not new

 long history of community-based, participatory research in 
health and social sciences; newer to biomedical and 
health systems/policy research 

 Investments and requirements for doing this within 
Canadian health research community are more recent

 New rules of the game have created incentives (and 
challenges) 



The patient engagement and partnership era 
(2010-present)

 Increasing worldwide attention to 
involving patients in various health 
system domains
 quality improvement

 planning and policy making 

 health technology assessment

 health research

 Shift from patients as research 
subjects, consultees to more active 
participants, collaborators and 
partners

The Campaign for McMaster University



Major strategic investments

 re-orienting clinical and health systems research to the 
priorities of patients (U.K., U.S.A. and Canada, 2000-
2021)



Canada’s Strategy for Patient-
Oriented Research (SPOR)



Patient Engagement and SPOR 
 Patient-oriented research: 

continuum of research that 
engages patients as 
partners, focuses on 
patient-identified priorities 
and improves patient 
outcomes. Aims to apply 
the knowledge generated 
to improve healthcare 
systems and practices

 Patient engagement: 
meaningful and active 
collaboration with patients 
in governance, priority 
setting, conducting research 
and knowledge translation



2. Clarifying key concepts

Who to engage or partner with?

What do we mean by engagement and partnership?

What are our goals?

Different people in…
different roles for…
different purposes



Who to engage and partner with? 

Those with experiential knowledge - Patients, family members and 
caregivers with health condition(s) or experience with aspects of care 
who can provide a specific set of perspectives

General population or specific groups – individual 
citizens/community members or groups with shared identity (e.g., 
geography, stage of life, vulnerabilities or limitations); may or may not 
have specific experience to draw from

Stakeholder groups – Groups with organized interests in the area 
(e.g., advocacy groups, provider organizations, industry)

(Abelson et al. 2016; Gauvin et al. 2014)
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What do we mean by involvement, 
engagement, partnership and co-design?





What are the goals for engagement and 
partnering? 

Quality goals (outcomes driven)
Higher-quality, more responsive research

Legitimacy goals (process driven)
Better decision making (e.g., more inclusive, legitimate, accountable) 

Developmental goals (capacity driven)
Increased competency and capacity to contribute to individual and
collective decision-making 

Ethics goals (rights driven)
Engagement is a right

Abelson et al. 2016. Public and Patient Involvement in HTA: 
Framework for Action. IJTAHC, 32:4. 



3. From principles to practice: 
Embedding high-quality engagement practices 
into your research

Key areas to work through:

 Scope and level of engagement/partnership

 Recruitment and selection

 Clarification and negotiation of roles

 Orientation and supports for community research 
partners and researchers 
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Involving public and patients in research: 
What aspects of the research will you involve 
your partners in? 
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• what research questions and outcomes are important to users? 

Setting priorities for research 

• help with the development of the engagement/partnership strategy + other relevant 
sections of the proposal

Proposal writing (and applying for funding)

• assistance with various aspeccts of study design, recruitment, data collection and 
analysis 

Study execution 

• work within relevant user networks to share the study results
• help with public-friendly versions of results
• input into decision tools, user guidelines 
• input into assessment and uptake of new technologies, programs, future research

Dissemination, Implementation & Evaluation



Involving the public and patients in research:
What roles and responsibilities will they have?

 In the overall governance and/or execution of the 
research (committee members or co-chairs)

 As contributors to different stages of the research 

 deliberative engagement processes to inform research 
priorities, outcomes of interest

 consultants in the development and implementation 
data collection tools

 co-designing interventions, dissemination outputs



Identification and selection of community 
research partners 
Key considerations

 who do you want to involve and how will you find them?

 what perspectives, experiences, population or community characteristics 
do you want them to reflect or represent?

 how many partners or contributors do you need to achieve your goals?

Commonly used sources 

 market research firms and online panels (e.g., Asking Canadians)

 health charities and disease-specific organizations

 health system organizations (patient and family advisory councils, patient 
partners and advisors)

 community-based organizations



Clarifying and negotiating roles

 As early as possible and check in periodically

 Clarify expectations for involvement in all stages of 
the research process 

 Allow enough time for discussions about roles to 
show respect and commitment to meaningful 
involvement



Orientation and supports
What do research partners need to contribute meaningfully?

 a good understanding of the research goals and process, and 
their roles in it (including timelines)

 basic understanding of relevant research terminology and 
concepts needed to carry out their roles

 sense that they are a respected member of the team

 a supporting infrastructure for their participation (mentoring, 
administrative support, social/health support)

How can researchers facilitate this?
 invest in early support of user members in their roles

 on-going communication

 respect for their roles and contributions and any limitations 
related to health conditions, mobility, vulnerabilities 



Relevant resources
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https://miracollaborative.ca/202
0/10/13/guiding-principles/



Advancing the science of engagement: 
Key findings from evidence reviews 

 More focus on doing than assessing

 Rich case studies citing context-specific benefits (for specific 
populations, diseases/conditions, types of research)

 Growing evidence base about effectiveness and impact

 Engagement of people with lived experience can improve 
study enrolment

 Level/type of engagement appears to influence proximal  
outcomes (e.g., discrete outputs, care processes)



Emerging evidence about the implementation 
and impact of older adults as research 
partners
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The importance of evaluation 
(selected resources)
 Public and patient engagement toolkit (on-line platform of evaluation 

frameworks and tool https://ceppp.ca/en/our-projects/evaluation-
toolkit/#care

 Public and Patient Engagement Evaluation Tool (PPEET)

https://ppe.mcmaster.ca/our-products/public-patient-engagement-evaluation-
tool

https://ceppp.ca/en/our-projects/evaluation-toolkit/#care
https://ppe.mcmaster.ca/our-products/public-patient-engagement-evaluation-tool


Additional resources and contact details

Email: abelsonj@mcmaster.ca

Research team contact: lauratripp@mcmaster.ca

Website: https://ppe.mcmaster.ca

mailto:abelsonj@mcmaster.ca
mailto:lauratripp@mcmaster.ca
https://ppe.mcmaster.ca/
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