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First Nations Health and Social 
Secretariat of Manitoba
• FNHSSM team serves First Nations people and communities- individually, 

collectively and regionally.

• Mandated to serve all 63 First Nations communities
• Treaty 1, Treaty 2, Treaty 3, Treaty 4, Treaty 5 and Adhesion to 

Treaty 5. 
• Population: 

• On-reserve- 95, 054; and 
• Off reserve is 69, 062. 

• 5 linguistic groups- 
• Anishinaabe (Ojibway), 
• Nehetho (Cree), 
• Anishininiwak (Oji- Cree), 
• Dene and 
• Dakota  





Unable to tell our own First Nation realities and 
stories if we remain hidden in data…
• There are limitations and gaps found in any dataset that hides our realities. 

• Excluding, misclassifying, or underreporting FN people in data contributes to 
erasure and assimilation. 

• Researchers often measure based on Western standards of wellbeing, which can 
misrepresent and perpetuate stereotypes, and western standards do not share our 
strengths, language, and cultural understanding

• Unique histories, realities, and jurisdictional challenges that each Nation faces due 
to colonial policies and systems are not acknowledged. 

• The data that exists measures the assimilation of First Nations into the larger 
Canadian society
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• Develop Research Ethics Boards at Tribal Council and within communities  (HIRGC) 

• First Nations Research centres 

• Develop our own surveys based on our strengths 

• Develop regional and Nation based indicators of Wellbeing 

• Repatriate existing datasets

• Create surveillance initiatives

How do we tell our own stories through data?



Western vs. First Nations

Western
• Scientifically sound
• Benefits outweigh potential harms
• Informed consent and assent
• Fairness in selecting participants
• Connects with REBs and 

Universities

Source: Research Ethics Board: Policies, guidelines and resources

First Nations
• Relationship building
• Trust Walking path (involvement) 

from beginning, opportunities
• Benefits to community
• Spirit 
• Connects with communities and 

First Nations entities such as 
HIRGC



Resolutions





History and Journey of HIRGC

Royal 
Commission 
on Aboriginal 
People (RCAP)

Manitoba 
Regional 
Health Survey 
- Steering 
Committee 
established

AMC Chiefs-in-Assembly 
supports mandate for HIRGC
JAN-98.12

AMC Chiefs-in-Assembly 
amends AMC Constitution
JAN-07.1

Establishment of FNHSSM FNHSSM Membership 
Revise HIRGC Mandate
SEPT-19.03

1996 1998 2007 2014 2019

as the First Nations Research 
Ethics Board to:
• Oversee the Regional 

Health Survey (RHS)
• Review research 

proposals
• Ensure First Nation’s 

Ownership and Control of 
Health Research with First 
Nations

Manitoba Regional Health 
Survey - Steering Committee 
(RHS-SC) transitions to the 
HIRC

to support research for self-
determination. Research 
mandate:
• To Implement Manitoba 

First Nations’ Self-
Determination, Control, 
and jurisdiction in 
research and reliable, 
accurate statistics, based 
on:
⚬ Principles of 

ownership, control, 
access, and 
possession (OCAP®) of 
First Nations data and 
information.

⚬ Free, Prior and 
Informed Consent 
(FPIC)

⚬ First Nations Ethical 
Standards

as a separate entity with the vision 
to restore the holistic health of First 
Nations people, communities, and 
Nations. 

Supported by AMC Chief-in-
Assembly Resolution JUL-13.08

To dispel the characterization that 
FNHSSM was merely an interim 
entity, the Chiefs-in-Assembly also 
adopted Resolution JUN-18.04 
recognizing, “…that the Chiefs-in-
Assembly fully supports and 
endorses the recognition of the 
FNHSSM as a permanent entity.”

HIRGC has been administered and 
supported by the FNHSSM 
Research Unit - Research Ethics 
Coordinator

to become:
• The gatekeeper of First Nations 

data at a regional level.
• The advisory body offers 

guidance to research carried out 
on a regional basis, including 
reviewing applications from First 
Nations or academic 
researchers or consultants.

• The body to ensure that 
respectful research for and by 
First Nations is carried out 
according to four principles;
⚬ Free, Prior and Informed 

Consent (FPIC) collective 
and individual basis

⚬ Benefits to First Nations
⚬ First Nations Ethical 

Principles ; 
⚬ First Nations OCAP®

Future



Highlights of our Journey



A First Nations Data Governance 
Strategy Built from the Ground Up
Anchored in a robust strategic 
framework with:
• A clear vision and path for achieving 

data sovereignty
• 9 strategic pillars where capacities 

must be built
• A set of First Nations guiding 

principles



Vision 
We honour and protect our sacred responsibility 

to gather, analyze, interpret, and share our stories 
in accordance with our Nationhood– Past, 

Present, and Future.

Mission 
FNHSSM will capture, protect, and share our 

stories, in accordance with our own worldviews as 
self-determining Nations by Our People, Our 

Keepers, Our storytellers, and Our Interpreters





Goals of Data Sovereignty



Data is not just numbers



What Data Might Look Like



Engagement Sessions



Nations Based 
Wellness Indicators

Cree & Blackfoot 
Wellness Indicators

Regional Wellness Indicators
(2007)



Demonstration Projects
7 community-driven demonstration 
projects to assist communities in 
accessing, managing, using, and governing 
their own data with regional support. 

1. Community-Based Health Screening: 

2. Enhancing the Regional Health Survey

3. Establishing a Research Ethics Board

4. Data Sovereignty in Unmarked Graves 
Identification

5. Enhancing Data Practices

6. Survey Analysis for Addiction Treatment 
Centre

7. Repatriation of Archival Materials



• First Nations Regional Data Centre: Create pathways to 
repatriate FNs health data collected and held by outside 
entities.

• FNIGC Biobanking Feasibility Study: Identify community 
priorities and environmental scans for biological sampling and 
genomic data and enhance HIRGC ethics to include. 

• ACT Consortium: guidelines and expectations for First Nations 
involvement in clinical trials; piloting trials across FNs, Inuit, 
and Métis communities.

• Nation Based Indicators: work with FNs to develop and 
implement nation-based indicators in MB. 

Ongoing Projects



• Intro to Research Basics

• Intro to Research Methods: 

Qualitative, Quantitative, and 

Indigenous Research

• FN in Manitoba Research Ethics: OCAP, 

Free Prior Informed Consent, Benefit 

to FNs, and FN ethics 

• Survey Development 

• Data 101: Basics of Data

• Establishing Respectful Research 
Relationships with FNs

• Intro to Research and Data Sharing 
Agreements

Trainings Developed



1. Data Sovereignty: Our data, our truths, our voice- 
    Dr. Stephanie Sinclair

2. Data 101: Basics of Data
    Dr. Jillian Waruk

3. OCAP®& Ethical Principles
    Dr. Taylor Morriseau

4. How to set up a governance committee for your First 
    Nation/organization
    Vanessa Tait

5. Telling your Story through Data
    Leona Star, Director of Research

6. Proposal Writing 101
    Dr. Wanda Phillips-Beck 

7. Archives 101
    Floyd Favel, Chief Poundmaker Museum and Gallery
    Heather Bidzinski & Krystal Payne, Archives & Special Collections, 
    University of Manitoba Libraries

Webinar Series



Other Activities

• Environmental Scan
• Human Resources Campaign 
• Archive and History Resources 





Criteria for Respectful Research Relationships with 
Manitoba First Nations

FREE PRIOR INFORMED 
CONSENT

FIRST 
NATIONS 
ETHICAL 

PRINCIPLES

FIRST NATIONS 
PRINCIPLES OF OCAP

FIRST 
NATIONS 
BENEFITS 



Four Principles



How can you support 
First Nations Data Sovereignty in your work? 



Data Sovereignty Team
204.942.9400
fnhssmdatasovereignty@fnhssm.com
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