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What is Health Equity? 
• The absence of unfair and avoidable differences in health among 

population groups defined socially, economically, demographically or 

geographically

• “Pursuing health equity means striving for the highest possible standard 

of health for all people and giving special attention to the needs of 

those at greatest risk of poor health, based on social conditions” 

• “Action requires not only equitable access to healthcare but also means 

working outside the healthcare system to address broader social well-

being and development.”

World Health Organization. https://www.who.int/health-topics/social-determinants-of-health#tab=tab_3

https://www.who.int/health-topics/social-determinants-of-health#tab=tab_3


Some(!) People who Commonly Experience Inequities
-Racialized communities 

-Immigrant/refugee/internally displaced communities 

-Women

-LGBTQ2S+ populations

-Indigenous peoples

-People who have housing insecurity

-People with food insecurity 

-People living with low income

-People from some religious/faith communities 

-People without OHIP

-People with low internet literacy

-People without internet access

-People without phone access

-People who cannot readily communicate in English

-People with intellectual and developmental disabilities

-Single parents 

-Older adults 

-People with disabilities (e.g. physical/mobility, deaf, 
visual, intellectual/developmental, learning, mental 
illness, additions/substance use, etc.)



What is Health Equity Research? 
• Understanding and addressing disparities in health outcomes among different populations

• Identifying determinants of health

• Community engagement and partnerships

• Recognizing the intersections of multiple social identities and how they shape individuals’ 

healthcare experiences

• Assessing the impact of policies and interventions on health equity

• Addressing the systemic factors that contribute to disparities 

• Developing and implementing interventions that prioritize the needs of structurally 

marginalized populations



Current Research Paradigm
• Short time frame for applications (e.g. letters of support)

• Restrictive definitions of co-investigators

• Privileging individual-level interventions

• Fully designed interventions when applying for funding

• Individual-level results expected in a relatively short time frame from funders

• Certain populations are “hard to reach” 

• Tokenistic approach to patient voices at the table

• Publish or perish



Paradigm Shift
•Patient partnership

•Who is an investigator?

•Funding support for relationship-building

•Co-design

•Centering on the margins

•Guiding framework



Patient Partnership
Sayani A, Maybee A, Manthorne J, Nicholson E, Bloch G, Parsons JA, Hwang SW, Lofters A. Building Equitable Patient Partnerships during the 
COVID-19 Pandemic: Challenges and Key Considerations for Research and Policy. Healthc Policy. 2021 Aug;17(1):17-24. doi: 
10.12927/hcpol.2021.26582. PMID: 34543172; PMCID: PMC8437252.

1. Use an equity-oriented approach to patient engagement – who is most likely to experience oppression or inequity in 
the context of the research? Prioritize them in partnership

2. Co-build sustainable safe spaces – partner beyond the life cycle of a single study; listen and learn; be humble; 
create space where patient partners feel comfortable speaking up

3. Consider issues of accessibility – working hours, childcare responsibilities, virtual vs in person, tech support, 
arranging internet access

4. Build capacity one relationship at a time – clear communication on research processes, time                   
commitment, expected deliverables, financial compensation

5. Do no harm – including use of language that can convey judgment and power 



Patient Partnership
Sayani A, Cordeaux E, Wu K, Awil F, Garcia V, Hinds R, Jeji

T, Khan O, Soh BL, Mensah D, Monteith L, Musawi M, 

Rathbone M, Robinson J, Sterling S, Wardak D, Amsdr I, 

Khawari M, Niwe S, Hussain A, Forster V, Maybee A. Using 

the Power Wheel as a transformative tool to promote equity 

through spaces and places of patient engagement. BMJ 

Open. 2024 Mar 21;14(3):e074277. doi: 10.1136/bmjopen-

2023-074277. PMID: 38514144; PMCID: PMC10961587.



Who is a Co-Investigator?
So, You Say You Want Patients as Partners in Research, Eh? longwoods.com. Insights March 

2023. Mohammad Shabani, Razia Rashed, Mary A. Hill, Kelly M. Smith and Sara Shearkhani

“The concept of engaging patients as partners in research is a great idea that can start with developing 

a proposal and then applying for grants. In our case, we planned to apply for a Canadian Institutes in 

Health Research (CIHR) grant. The steps to submit a CIHR grant with patient co-applicants are as 

follows: open an account on ResearchNet, acquire a personal identification number (PIN) and create 

and submit a curriculum vitae (CV) for each patient partner. It seemed simple enough – or so we 

thought. 



Who is a Co-Investigator?
So, You Say You Want Patients as Partners in Research, Eh? longwoods.com. Insights March 

2023. Mohammad Shabani, Razia Rashed, Mary A. Hill, Kelly M. Smith and Sara Shearkhani

We found that the procedures were not patient-friendly and posed challenges for all the team 

members. While one patient partner was facing obstacles getting his PIN, the other patient partner did 

not have an existing ResearchNet account and needed additional support from scientists on the team 

to navigate the process, which took longer than expected. Questions about patient partners’ 

“affiliations” caused further confusion. No resources are available that can assist patients in these 

procedures, to the best of our knowledge. It is the responsibility of the scientists and patient partners to 

navigate these complexities on their own. This was considered a significant barrier.”



Who is a Co-Investigator?
So, You Say You Want Patients as Partners in Research, Eh? www.longwoods.com. Insights 

March 2023. Mohammad Shabani, Razia Rashed, Mary A. Hill, Kelly M. Smith and Sara 

Shearkhani

“The process of developing a CV for each patient partner was considered another barrier by the team. 

The scientists on our team had experience crafting CVs describing their previous work experience 

relevant to the grant proposal, but this process was new to our patient partners and required 

additional time and resources for planning and coaching on behalf of the research team.



Who is a Co-Investigator?
So, You Say You Want Patients as Partners in Research, Eh? www.longwoods.com. Insights 

March 2023. Mohammad Shabani, Razia Rashed, Mary A. Hill, Kelly M. Smith and Sara 

Shearkhani

After a while, panic creeped in. We had to make a choice: Do we involve our patient partners as 

co-applicants or collaborators? Including patient partners as collaborators is the easier route as 

there is no need for a CIHR PIN or a CV. In fact, in conversations with experts, this was the route that 

was suggested to us. However, including patients as collaborators would mean their names would not 

appear on the grant application. This was disheartening as the team aimed to meaningfully involve 

patients as partners in the proposal. Excluding patient names dismisses all the hard work they 

have put into the proposal development.” 



Funding Support For Relationship-Building



Funding Support For Relationship-Building



Co-Design
Creating a healthcare solution WITH the people who will experience it



Co-Design
Engage = establish meaningful relationships with partners to best understand and 

improve health services

Plan = work with partners to come up with ideas about the goals and how to go about 

doing it

Explore = understand patient experiences of services and identify things that can be 

improved

Develop = turn the ideas into specific improvements

Decide = choose what improvements to make and how to make them

Change = turn improvement ideas into action



Centering on the Margins



Peterson A, Charles V, Yeung D, Coyle K. The Health Equity Framework: A Science- and Justice-Based Model for Public Health Researchers and 
Practitioners. Health Promotion Practice. 2021;22(6):741-746. doi:10.1177/1524839920950730



Each community 
consists of many 

communities
Relationships 
are reciprocal

Keep partners 
updated every 
step of the way

Listen! (to what’s 
said and not 

said)

Give community 
partners a 

skeleton to work 
from

Be aware of 
researcher ego, 
humility is key

Community-
partnered work 
requires TIME

Practicalities of 
the CV

What happens 
when funding is 

gone?
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Questions?
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