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SDPI Competitive Grant Program
Presidents Ronald Reagan and George W.H. Bush

The Improving Health Care Delivery Data Project created a
longitudinal data infrastructure of sufficient size and scope
that may be used for program planning and evaluation to
prevent and treat chronic disease among AI/ANs who use
services funded by the Indian Health Service

Includes health status, service utilization, and treatment
cost data for over 640,000 AI/ANs, representing nearly 30%
of those using the IHS. This infrastructure syntheses
existing electronic data from 4 IHS platforms and other data
sources and currently includes individual-level patient data
for 7 years (FY2007-2013) drawn from 15 tribal and IHS
care settings.



SDPI Competitive Grant Program
Barrow Alcohol Study

Report entitled “The Inupiat,
Economics and Alcohol on the Alaskan
North Slope” released simultaneously
to the press and to the Barrow
community. January 22, 1980, New
York Times, ran a front page story
entitled “Alcohol Plagues Eskimos”’

“The Inupiat Eskimos of Alaska’s North
Slope, whose culture has been
overwhelmed by energy development
activities, are ‘practically committing
suicide’ by mass alcoholism…
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“Alcohol Plagues Eskimos”’

New York Times

“The alcoholism rate is 72 percent
among the 2,000 Eskimo men and
women in the village of Barrow,
where violence is becoming the
most frequent cause of death as a
result of ‘the explosive and self-
destructive abuse of alcohol …’

‘Offshore oil development is
expected to peak in 2010 or 2015’
‘We don’t see the Eskimos surviving
till then. This is not a collection of
individual alcoholics, but a society
which is alcoholic, and therefore
facing extinction.’”



SDPI Competitive Grant Program
Havasupai Tribe vs. Arizona State University

Troubled by the increase in the
number of diabetes cases among
their members, the Havasupai
Tribe, in 1989, agreed to let
researchers from Arizona State
University draw and test their
blood to try to find a reason for
the elevated rate of the
disease. When a paper on the
research was published in 1991
stating there was no genetic
reason for the high levels of
diabetes, the tribe thought that
was that.
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“Arizona’s Broken Arrow: Did Arizona State University
Genetically Rape the Havasupai Tribe?”

Phoenix Magazine

However, Arizona State
University continued using the
samples for more research,
according to an article in Native
Peoples. “Unbeknownst to the
tribe,” writes Patty Talahongva,
“additional research using the
samples went on for more than
a decade.” “[I]nstead of using
that blood solely for diabetes
research [ASU staff members]
conducted further research, on
schizophrenia, inbreeding and
even migration patterns.
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President William Clinton
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Tribal and Indian Health Service

Institutional Review Boards

The Improving Health Care Delivery Data Project created a
longitudinal data infrastructure of sufficient size and scope
that may be used for program planning and evaluation to
prevent and treat chronic disease among AI/ANs who use
services funded by the Indian Health Service

Includes health status, service utilization, and treatment
cost data for over 640,000 AI/ANs, representing nearly 30%
of those using the IHS. This infrastructure syntheses
existing electronic data from 4 IHS platforms and other data
sources and currently includes individual-level patient data
for 7 years (FY2007-2013) drawn from 15 tribal and IHS
care settings.
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President George W. Bush

The Improving Health Care Delivery Data Project created a
longitudinal data infrastructure of sufficient size and scope
that may be used for program planning and evaluation to
prevent and treat chronic disease among AI/ANs who use
services funded by the Indian Health Service

Includes health status, service utilization, and treatment
cost data for over 640,000 AI/ANs, representing nearly 30%
of those using the IHS. This infrastructure syntheses
existing electronic data from 4 IHS platforms and other data
sources and currently includes individual-level patient data
for 7 years (FY2007-2013) drawn from 15 tribal and IHS
care settings.
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President Barak Obama

The Improving Health Care Delivery Data Project created a
longitudinal data infrastructure of sufficient size and scope
that may be used for program planning and evaluation to
prevent and treat chronic disease among AI/ANs who use
services funded by the Indian Health Service

Includes health status, service utilization, and treatment
cost data for over 640,000 AI/ANs, representing nearly 30%
of those using the IHS. This infrastructure syntheses
existing electronic data from 4 IHS platforms and other data
sources and currently includes individual-level patient data
for 7 years (FY2007-2013) drawn from 15 tribal and IHS
care settings.
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U.S. Department of Health and Human Services

The Improving Health Care Delivery Data Project created a
longitudinal data infrastructure of sufficient size and scope
that may be used for program planning and evaluation to
prevent and treat chronic disease among AI/ANs who use
services funded by the Indian Health Service

Includes health status, service utilization, and treatment
cost data for over 640,000 AI/ANs, representing nearly 30%
of those using the IHS. This infrastructure syntheses
existing electronic data from 4 IHS platforms and other data
sources and currently includes individual-level patient data
for 7 years (FY2007-2013) drawn from 15 tribal and IHS
care settings.



SDPI Competitive Grant Program
The Search for Common Ground: Organizational Differences

Organizational, political, and cultural differences among tribal communities,
investigators, and research sponsors complicate the search for common ground

In universities and the federal government …
◆ decision-making is hierarchical and rule-driven
◆ process emphases efficiency, replicability, and written documentation
◆ leadership is formal and centralized, often context-free
◆ analytic thinking is prominent, assume an answer
◆ instrumental competence is highly valued, and standard for assessment

In tribal communities ….
◆ decision-making is horizontal, precedent-oriented, and consensual
◆ process is fluid, iterative, recorded orally, benchmarked by key events   
◆ leadership is shared, diffused, and ascribed rather than attributed
◆ emphasis is on distributive cognition, assume multiple answers
◆ authority is rooted in collective competence
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The Search for Common Ground: Political Differences

In universities and the federal government …
◆ representation is of a collective of individuals, of constituents
◆ objective is to govern or to control individuals, groups thereof
◆ competence stems from delegated authority, administrative license
◆ accountability couched in terms of blameworthiness, liability
◆ obedience through instruction and compliance

In tribal communities ….
◆ representation is of an individual collective, of a body politic
◆ objective is to manage interdependent relationships
◆ authority is rooted in moral and social responsibility
◆ accountability framed as obligation to and acceptance by others
◆ conformity through adherence to shared values
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The Search for Common Ground: Cultural Differences

The non-tribal world tends to …
◆ be person-centric
◆ prize privacy and anonymity
◆ emphasize majority opinion
◆ be goal-directed, value problem-solving
◆ perceive time as a commodity, limited, and to be managed  

Tribal communities tend to ….
◆ be sociocentric
◆ seek cooperation, de-emphasize conflict 
◆ stress mutuality, belonging, solidarity
◆ tolerate differences
◆ encourage common vision, shared principles
◆ be cautious, deliberate, and patient, assume that events unfold 
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Points of Tension: Enacting the Belmont Report

Respect for Persons
This principle emphasizes the concept that individuals are “autonomous agents”
capable of “self-determination. ” It also means that individuals should not be coerced
into participating in research, and their decisions regarding research participation
should be respected.

Beneficence
This principle means that researchers have the “obligation” to not harm research
volunteers and to maximize possible benefits while minimizing possible harms of the
research.

Justice
This principle states that the burdens of research should be equally distributed
amongst different groups, including individuals of different racial and socioeconomic
backgrounds. The fairness demanded by this principle also means that “research
supported by public funds” must ensure that the benefits of the research, such as new
drugs or diagnostic tests, are equally available to all individuals, even those considered
socially disadvantaged.
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Points of Tension: Practical Matters

◆ Review and approval of research

◆ Distribution of resources

◆ Manner of informed consent

◆ Nature and extent of accountability and control

◆ Data ownership and sharing

◆ Requirements for continued collaboration
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Emerging Solutions: Recent Examples
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Application of the 2023 NIH Data Management & Sharing Policy

for American Indian and Alaska Native People

• January 2023, NIH issued a Data Management and Sharing (DMS) Policy to promote the 

sharing of scientific data to facilitated the development of treatments and programs to 

improve health. 1,2  NIH funded investigators are to:  prospectively plan for the 

managing and sharing of scientific data, submit a DMS plan, and comply with the 

approved plan.

• NIH does not require that NIH-supported researchers who analyze data about American 

Indian and Alaska Native (AI/AN) people that has been generated by or in partnership 

with Tribal entities comply with the DMS Policy.

– NIH recognizes the sovereignty of American Indian and Alaska Native Tribes and 

that compliance with this policy is optional.3,4,5,6

– NIH recommends that NIH-supported researchers work with Tribes to explore 

opportunities to share data that would benefit the health of their people.3,4

1 https://oir.nih.gov/sourcebook/intramural-program-oversight/intramural-data-sharing/2023-nih-data-management-sharing-policy
2 https://sharing.nih.gov/data-management-and-sharing-policy
3 Comments by the Advisory Committee to the NIH Director (Dr. Francis Collins), the NIH Interim Director (Dr. Lawrence Tabak), and the 

NIMHD Director (Dr. Eliseo Perez-Stable)
4 https://dpcpsi.nih.gov/thro/tribal-consultations/draft-policy-for-data-management-and-sharing
5 https://sharing.nih.gov/faqs#/data-management-and-sharing-policy.htm?anchor=56549
6 https://grants.nih.gov/grants/guide/notice-files/NOT-OD-22-214.html

https://oir.nih.gov/sourcebook/intramural-program-oversight/intramural-data-sharing/2023-nih-data-management-sharing-policy
https://sharing.nih.gov/data-management-and-sharing-policy
https://dpcpsi.nih.gov/thro/tribal-consultations/draft-policy-for-data-management-and-sharing
https://sharing.nih.gov/faqs#/data-management-and-sharing-policy.htm?anchor=56549
https://grants.nih.gov/grants/guide/notice-files/NOT-OD-22-214.html
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