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Overview 

• Review objectives and terminology 

• Historical Context 

• Ethical Issues 

• General principles 

• OCAP® 

• Effective Approaches and CBPAR 

• Common Pitfalls 

• Diabetes Project Example 

• Discussion – applications to research on Aging 

 



Objectives 

• Become familiar with key historical and ethical issues in 
Indigenous health research 

• Become familiar with OCAP® as it relates to research 
with First Nations people 

• Gain an understanding of possible approaches to 
working with Indigenous people and populations 
successfully, including CBPAR 

• Become aware of common pitfalls to avoid 



Terminology 

• Indigenous – inclusive 
term that describes First 
Peoples 

• Aboriginal – a 
constitutional term 
referring to “Indians” (now 
commonly referred to as 
First Nations), Inuit and 
Métis 

• This presentation:  
Indigenous for general 
reference or group specific 
terms  
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Historical Context 

• Substantial negative impacts of colonization 

• Multigenerational impacts of residential schools 

• Ongoing experiences of systemic racism 

• History of unethical and/or racially stereotyped research 

 

• The Qu’Appelle BCG Vaccine trial included as a goal 
proving that BCG could effectively provide protection from 
TB to the “less evolved races” to help protect surrounding 
areas from the menace of disease being harboured on 
reserves. (Lux M, Perfect Subjects: race, tuberculosis, and the 
Qu’appelle BCG Vaccine Trial. Can Bull Med Hist 1998; 
15(2): 277-95) 

 



Ethical Considerations 

• TCPS2: Chapter 9: “Research Involving the First Nations, Inuit 
and Métis Peoples of Canada”.  
http://www.pre.ethics.gc.ca/eng/policy-
politique/initiatives/tcps2-eptc2/chapter9-chapitre9 

• Describes the terms and additional obligations for engagement 
with Indigenous communities and protection of Indigenous 
knowledge and rights that researches must adhere to. 

• In general research that will draw conclusions that are 
Indigenous specific or if a substantial proportion of subjects 
are Indigenous then engagement with Indigenous 
organizations at a level appropriate to the project is required 

• Additional requirements around use of biological specimens 
and secondary use of data or samples.   

• May also be additional ethical reviews required in some 
communities 



General Principles 

• Indigenous knowledge and worldviews need to be 
acknowledged and respected 

• Diversity needs to be recognized and approaches should 
be tailored for different contexts 

• “Nothing with us or about us without us” 

• Always try to build capacity  

• Collective/community orientation to engagement is 
essential – engagement with individual patients is not 
enough 



OCAP® 

• Ownership 

• Control 

• Access 

• Possession 

 

• Applies specifically to 
First Nations 

• Principles useful to think 
about in all situations 

• Information and Training 
available through FNIGC 
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Ownership 

• First Nations communities or groups own their 
knowledge, data or information collectively in the same 
manner that individuals own their own personal 
information. 

• Collective ownership implies that community or group 
consent is required to collect such knowledge, data or 
information 



Control 

• First Nations (through their communities and 
representative bodies) have the right to seek control over 
all aspects of research and information management 
process that impact them. 

• This includes all stages of the research process including 
control of resources, review processes, planning, 
management of information etc… 



Access 

• First Nations MUST have access to their own information 
and data, regardless of where it is held.   

• They have the right to manage and make decisions about 
access to their collective information. 

• Formal protocols outlining the ways in which this will be 
achieved in practice are recommended. 



Possession 

• Possession – physical control of data is a concrete 
mechanism that asserts and protects the rights of 
ownership 

• Stewardship – at the very least clear formal protocols for 
ongoing Stewardship of data held elsewhere is essential. 

 

• Example: A community receives a copy of its own data 
from a national project (possession) and also participates 
in a governance process that regulates the use of the 
national data set stored at a university(stewardship). 



Effective Approaches 

• Early engagement – starting at the planning stage 

• Indigenous leadership – teams composition needs to 
ensure this (numbers and roles matter) 

• Indigenous scholars – if you are an ally, they should be a 
part of your team 

• Community advisory boards 

• Regular face to face communication  

• Commitment to remain engaged and make a difference 

• Community based participatory action research 
approach (CBPAR) 

• “Two-Eyed Seeing” approach 

 



Community Based Participatory Action 
Research 

Green, George, Daniel et al.  
   

 “[PAR] seeks to link the processes of research, by which data 
are systematically collected and analyzed, with the purpose of 
taking action or affecting social change.  To link the two 
processes,[PAR] demands a high level of participation by 
those most directly affected by the issue being studied.” 

 
Kowalsky  
 

 “…the research direction must come from the community.  The 
focus of research then becomes the betterment of the 
community. …Researchers should be instrumental in the 
process rather than being in the centre of the process” 

 



Two-Eyed Seeing 

• Mi’kmaw Elders Albert and 
Murdena Marshall – 
Eskasoni and Dr. Cheryl 
Bartlett – Cape Breton 
University 

• Indigenous and Western 
knowledge systems as two 
eyes, each of which 
contributes a partial view of 
reality to a final shared 
“seeing” that is more 
complete 

• No one view dominates, 
respects diverse views. 

Image and concept from Bartlett 2009, Bartlett, 
Marshall and Marshall 2008 and 2012 



Common Pitfalls 

• Engaging too late in the process  

• “Token” representation  

• Engagement at the wrong level  

• Failure to recognize appropriate protocol  

• Not allowing enough time for required processes 

• Inadequate communication  

• Inadequate support for capacity building and 
community engagement 

• Cross cultural and contextual issues not addressed 

 

 

 

 



 
 
 
Reducing the burden of Diabetes on 
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Why this matters 

Insufficient evidence to support policy 
makers, clinicians and managers 

Absent or 
poor quality 
information 

Fragmented 
healthcare 

delivery and 
policies 

High burden 
of Diabetes 

Ineffective and inefficient policies 
and care delivery 



Our Approach 

IMPACT 

IRS  
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What we will do 

• Ontario First Nations Diabetes Report 

• Ontario First Nations Access to Care Report 

• Policy analyses:  Test Strips, 4 others TBD 

• Care Trajectories – quantitative 

• Case Studies – qualitative 

• Focused knowledge translation to policy making 
partners/stakeholders 

• Build capacity at COO for use of Admin Data 

• Build capacity at ICES for ethical governance and research 
with First Nations using admin data 

• Explore new methods to better report on important sub-
groups ie: on/off reserve populations.  

 



Partnership and Co-leadership features 

• COO involved from the beginning and throughout the 
process:  Pre-LOI, proposal development, implementation. 

• Co-Investigator status for COO staff 

• Representation of COO staff is not token – half of invitees to 
full research team meetings. 

• Capacity building investment at COO through Integrated 
Project Advisor position 

• Patient Advisory committee with membership invited 
through COO 

• Project Elder participates in both research team and patient 
advisory meetings 

• Formal agreements outlining relationship 


