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I n recent decades, diabetes and related complications have 
emerged as substantial challenges in First Nations commun
ities in Canada.1 To advocate for appropriate services within 

a complex, and often fragmented, health system for First Nations 
people,2,3 First Nations leaders need access to populationlevel 
data. Recent datalinkage initiatives have provided an oppor
tunity for First Nations–led population studies of diabetes and its 
effects that were not previously possible. We designed a study 
(Reducing the Burden of Diabetes on First Nations People in 
Ontario: Using Population Level Data to Improve Policy and Prac
tice) as one of the first opportunities for First Nations in Ontario 
to plan collectively and implement an Ontariowide study to sup
port the diabetesrelated information needs of First Nations 
leadership, government and community workers, and involve 
patients, Elders, leadership and community members in ways 
appropriate to the First Nations context.

One of the defining aspects of our study was the partnership 
between academic researchers and the Chiefs of Ontario, which 
has a mandate to advocate on behalf of the 133 First Nations in 
Ontario. The academic research team, senior health staff from the 
Chiefs of Ontario, an Elder and two First Nations patient navigators 
codeveloped the research proposal. These early collaborations 
allowed the team to establish processes for working together, for
malized in a research agreement, and to set research questions. 
The research objectives were to describe First Nations–specific 
rates of diabetes and its complications over 20 years, on and off
reserve, and for different geographic regions; to understand access 
to diabetesrelated screening, management and treatment of com
plications; and to assess the impact of limits on blood glucose test
ing strips that were set by changes in federal and provincial policy.

To do this, we analyzed administrative health data held at ICES 
that are governed by First Nations in Ontario.4 In parallel, we 
worked with five First Nations communities to undertake inter
views with people living with diabetes and health care profession
als. Data from these interviews were used to contextualize and 
better understand patient encounters with the health care system 
and the trajectories of care experienced by First Nations people 
with diabetes. The culmination of this work is a comprehensive 
First Nations Diabetes Report (forthcoming in February 2019 and 

to be released at the Chiefs of Ontario First Nations Health 
Research Symposium) that considers the contextual roots under
lying high rates of diabetes.

Our approach to patientoriented research was multilayered; 
members of the research team were also First Nations people with 
diabetes or family members of people with diabetes. We also 
established a sixmember patient advisory group of First Nations 
individuals with lived experience with type 2 diabetes to work with 
us throughout all subsequent phases of the research project. Advi
sory group members were selected to provide a range of perspec
tives, and included men and women, Elders and youth, and indi
viduals from various geographic regions. To select these patient 
advisors, we worked with the Health Coordination Unit (the unit is 
supported by the Chiefs of Ontario and includes members from 
various First Nations organizations across Ontario), which includes 
health directors who coordinate the interests of First Nations com
munities, to ensure that we involved patients with diabetes who 
are from diverse First Nations communities in Ontario. The advi
sory group met about twice per year and provided critical input 
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KEY POINTS
• Our approach to patientoriented First Nations research integrated 

knowledge from patient and community experiences, policy
related information, clinical and methodological knowledge, and 
First Nations perspectives through involvement of First Nations 
patients, researchers, care providers and Elders.

• Patientoriented research in the context of First Nations health 
research requires a collaborative coleadership approach that 
integrates communitybased participatory research approaches 
and First Nations principles of ownership, control, access and 
possession of data and information (OCAP).

• Dedicated research positions to support patient and community 
engagement were essential to the meaningful participation of 
patients and First Nations communities.

• A key impact of our collaborative and patientengaged approach 
has been to acknowledge the complexity of the causes and 
implications of diabetes in First Nations individuals and to 
promote strengthbased interventions.
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into our approaches, qualitative interview questions, analysis and 
interpretation of both qualitative and quantitative data, and 
important context that informed the way we presented and shared 
the knowledge from the project.

We also prioritized communitylevel involvement, and our proj
ect was informed by communitybased participatory research 
approaches5 and principles of Indigenous data sovereignty,4,6 nota
bly First Nations’ ownership, control, access and possession of First 
Nations data and information (OCAP).7 The Health Coordination 
Unit provided input to ensure that we were conducting the project 
in ways that aligned with First Nations governance approaches and 
priorities. For example, they guided the team to include five com
munities for the qualitative component instead of four, to align with 
the structure of the 133 First Nations and their affiliations to Provin
cial Territorial Organizations, and the members worked with us to 
invite communities to participate. Once the individual communities 
were determined, we worked closely with each one to obtain per
mission for the project and conduct the interviews in ways that were 
specific to that community. We attended community meetings and 
fairs to share information with community members.

In a parallel but distinct process to First Nations community and 
patient involvement, First Nations research often also requires per
mission and approvals. The overall project served as the pilot appli
cation to the newly created First Nations Data Governance Commit
tee that was appointed by the Ontario Chiefs Committee on Health 
to oversee researcher requests to access the First Nations data at 
ICES. This written application addressed the ways in which the 
project respected First Nations principles and provided benefits to 
First Nations. As the pilot application, we provided feedback on the 
process to refine modifications for future applications.

Applying patientoriented research approaches is a natural 
extension of strong communitybased approaches that are inte
gral to the ethical conduct of First Nations health research. One 
of the key features of this work was the need to involve four dis
tinct groups: Elders, First Nations coordination and advocacy 
organizations, individual patients and academic partners. We 
engaged Elders throughout the process as members of the 
patient advisory group, in communities and on the project 
team. We found that having more than one way to involve Elders 
was helpful and that monthly project meetings were too 

 frequent to maintain consistent and meaningful involvement of 
a single person.

We used a portion of our funding to hire a fulltime integrated 
knowledge broker at the Chiefs of Ontario who speaks a First 
Nations language, which is important for understanding First 
Nations perspectives. The individual provided ongoing integrated 
knowledge translation and support for the relationships with 
Elders, the patient advisory group, the Health Coordination Unit 
and external partners.

The research team had identified a need to engage with other 
Indigenous organizations that support the wellbeing of First Nations 
people living in cities. These efforts involved several introductory dis
cussions initiated by the academic research team, but did not prog
ress to meaningful involvement. This was a challenging undertaking 
because research collaborations between the urban Indigenous 
organizations and the First Nations organizations involved in the 
project are not yet established and will take time to build.

In summary, our First Nations–led research addressed 
important gaps where data are needed to improve decision
making and advocacy. A key impact of our collaborative approach 
has been to acknowledge the complexity of the causes and 
context for diabetes in First Nations communities and to promote 
strengthbased interventions. This project supported the use of 
First Nations–identified health administrative data, which is 
critical to the processes of selfdetermination and healing for First 
Nations communities in Ontario.
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More information on this project is available at 
www.ossu.ca/IMPACTAwards.
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