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Session Overview

• Part 1: What is Indigenous Data Sovereignty and Governance

• Part 2: Why is Indigenous Data Sovereignty and Governance 
critical for Tribal health data

• Part 3: Current examples and efforts to integrate Indigenous Data 
Sovereignty and Governance into Tribal data management
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• Indigenous data sources can range 
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remains, and genomic data.

Indigenous Data Governance (IDGov)
The policies, regulations, laws by which 
we exert Indigenous sovereignty over data
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Best practices
New medical technologies for 

prevention and treatment

Improve health care
Research/Pilot Cohort

New care standards 
for communities

Representation matters – If our communities are not included among health 
research studies and pilot projects participants, we cannot benefit from the 

discoveries and health care advances of those studies and projects
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The Need for Accurate and 
Ethically-Managed Tribal Health Data

National Databases
Cancer Registries

IHS Hospitals/Care 
Facilities records

Linkage



The Need for Accurate and 
Ethically-Managed Tribal Health Data

Linkage of national cancer registry (NCI 
SEER) to IHS data increased the total 
number of AIAN cancer cases by 156%
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Controlling the Narrative and the Outcome

Havasupai Tribe v. Arizona Board of Regents (2004):
- (1989) Tribe members donated DNA samples for a genetic research project on type 2 

diabetes
- Tribe discovers that samples were being used for other studies, no consent given by 

donors – Tribe files lawsuit
- (2010) Tribe wins lawsuit - $700,000 in direct compensation, return of the Tribe’s DNA 

samples
- Tribe issued a “Banishment Order” barring all ASU researchers and employees from the 

Havasupai reservation and halting all research

Not enough to generate accurate health data for our people, 
we must also control how that data is used and for what purposes.

Garrison N. Genomic Justice for Native Americans: Impact of the Havasupai 
Case on Genetic Research: https://pubmed.ncbi.nlm.nih.gov/28216801/ 

https://pubmed.ncbi.nlm.nih.gov/28216801/
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Controlling the Narrative and the Outcome 

National Databases

Tribes

Tribal Health 
Programs

Tribal 
Epidemiology 

Centers

We must have reliable access to 
the health data about our 

communities in order to provide 
timely and focused health care. 

COVID-19 Pandemic
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Indigenous Data Sovereignty ensures:

Return of benefits to participating communities

Health program capacity-building

Data controlled by the Tribes
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Health program capacity-building

Data controlled by the Tribes

IDSov is a determinant of health for Native communities
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Critical for Tribes in the US to have data use and management policies, 
regulatory infrastructure in-place as multi-sourced data integration is 

becoming more common in the healthcare space



Frameworks for Data Generation, Sharing and 
Management: Care Principles for all Indigenous Data

Centering 
people and 
purpose of 

data in research

Carroll, S, et al. 2020. 
The CARE Principles for 
Indigenous Data 
Governance. Data 
Science Journal, 19:43.
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Examples of IDSov/Gov Operationalized in 
Tribal Health Data 

Navajo Biology and Genetics Dictionary https://enablenavajo.org/

Responsibility - Integrating Indigenous values and worldviews
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What can the 
data/knowledge 
be used for

Responsibility, Authority to Control, and Ethics
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Collective Benefit – For capacity-building and equitable outcomes

Image adapted from https://ccrps.org/clinical-research-blog/institutional-review-board-irb
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Collective Benefit

Ensure the benefits 
of research are 
returned to 
participating 
communities 

THP/Tribal

Collective Benefit – For capacity-building and equitable outcomes

Image adapted from https://ccrps.org/clinical-research-blog/institutional-review-board-irb

IRB for Full Members



Examples of IDSov/Gov Operationalized in 
Tribal Health Data 

Biobanks

https://www.nature.com/articles/d41586-018-06948-3

Physical samples and data

Authority to Control – Control access to and physical storage of Tribal data
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Biobanks Data storage/management/sharing capacity and policies

Authority to Control – Control access to and physical storage of Tribal data



Key Takeaways for Moving Forward IDSov in Health

Data is power, accurate and available data is even greater power

• Identify and address heath needs

Controlling the data narratives and the outcomes are key for improving Tribal health

• Our data has been used against us in the past, it should not continue to be in the future

• The future of healthcare is moving towards greater data integration

IDSov is a determinant of health for Native communities

• Frameworks provide the means to generate accurate data that Tribes can use to 

increase their health care capacity and efficacy



Points for Discussion

How are you thinking about IDSov for your Tribal Health Program?

Do you already have systems and infrastructure in place for greater data control?

- Storage (Physical and Virtual)

- Management and Sharing Protocols (Data Sharing Policies/Agreements)

- Research Review Boards

How are you utilizing the data your Tribal Health Program has generated?
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