
Sovereignty, Parity, Equity 
& Datasharing 
Presented by Marcia O’Leary, RN & Joseph Yracheta, MS 
September 14, 2017 
@ NIH - Tribal Advisory Committee 



1988 1989 1990 1991 1992 1993 1994 1995 1996 1997 1998 1999 2000 2001 2002 2003 2004 2005 2006 2007 2008 2009 2010 2011 2012 2013 2014 2015 2016 2017 2018 2019 2020 2021

Sleep Heart Health-Phase II
Project Morbidity & Mortality

SHS-Phase III & Family Pilot

Insulin 
Resistance 
Study

Human Leukocyte 
Antigen Study

Oyate 
BliHeyla

Dakota 
Plains 
Diabetes 
Center

Four Winds 
Native 
Nutrition 
Project

Mercury 
Study

Mercury 
Study

Breathe 
Well  Live 
Well

Community 
Health 
Assessment 
Grant

FIPA-Factors Influencing Pediatric Asthma

POP -Perception of Chest Pain

Strong Heart Water Quality Study

1st Annual 
CRST 
Research 
Symposium

CRST Health 
Assessment
2nd Annual CRST 
Research 
Symposium

Nagi Kicopi

Community 
School 
Partners 
Tobacco
TATU-Teens 
Against 
Tobacco Use

Strong Heart Stroke Study II
Canli Coalition of the CRST

We RISE
Promoting First Relationships
RED Talks

COPD-                    
Indoor air Quality

TEACH- American Indian Environmental Improvements 
for Children's Asthma

Community/School Tobacco Education Project

Plavix Study

Respiratory Therapy Contract 

Counter Tools 
Tobacco Retailer 
Audits

Tobacco-GPTCHB

SHS-Phase I     SHS-Phase II     

Adolescent Cardiovascular 
Risk

Mercury Study

Circles of Care

Genetics of Smoking and Nicotine Depence in AI

SAIL

Chronic Kidney Dissease Knowledge and Awareness

Strong Heart Stroke Study

FITSMI- Family Intervention in the Spirit of 
Motivational Interviewing

Talking Circles on Biobanking

Spirituality

Strong Heart Water Quality Intervention

Healthy Foods, Healthy 
Families, Healthy 
communities

MBIRI Started

Missouri Breaks Durable Medical Equipment

SHS-Phase VI

Complex Metal Exposure and immune status
HPV Prevention

AI-ATS

Asthma 101

SHS Asthma Sub Study

LOWPK- Lakota Oyate             
Wiconczi Pi Kte

Diabetes Today
Sleep Heart Health Study-Phase I

EARTH Study

SHS-Phase V

MI to Treatment

SHS- Phase IV 

BREATHE

Rhythm & Timing
CAIANGR- Tribal Attutudes on Unity of                                 
Genomic Reseach

SPHERE_Braicelet-Bringing Home Data

Minority Supplement       Kaytlin 
Lawrence

Colorectal Cancer



1988 1989 1990 1991 1992 1993 1994 1995 1996 1997 1998 1999 2000 2001 2002 2003 2004 2005 2006 2007 2008 2009 2010 2011 2012 2013 2014 2015 2016 2017 2018 2019 2020 2021

Sleep Heart Health-Phase II
Project Morbidity & Mortality

SHS-Phase III & Family Pilot

Insulin 
Resistance 
Study

Human Leukocyte 
Antigen Study

Oyate 
BliHeyla

Dakota 
Plains 
Diabetes 
Center

SHS-Phase I     SHS-Phase II     

MBIRI Started

SHS-Phase VI
SHS Asthma Sub Study

Diabetes Today
Sleep Heart Health Study-Phase I

SHS-Phase VSHS- Phase IV 



Four Winds 
Native 
Nutrition 
Project

Mercury 
Study

Mercury 
Study

Breathe 
Well  Live 
Well

Community 
Health 
Assessment 
Grant

FIPA-Factors Influencing Pediatric Asthma

POP -Perception of Chest Pain

Strong Heart Stroke Study II
Canli Coalition of the CRST

COPD-                    
Indoor air Quality

TEACH- American Indian Environmental Improvements 
for Children's Asthma

Community/School Tobacco Education Project

Plavix Study

Respiratory Therapy Contract 

Counter Tools 
Tobacco Retailer 
Audits

Mercury Study

Circles of Care

Genetics of Smoking and Nicotine Depence in AI

SAIL

Chronic Kidney Dissease Knowledge and Awareness

Strong Heart Stroke Study

Missouri Breaks Durable Medical Equipment

Complex Metal Exposure and immune status
HPV Prevention

AI-ATS

Asthma 101

LOWPK- Lakota Oyate             
Wiconczi Pi Kte

EARTH Study

MI to Treatment

BREATHE



Strong Heart Water Quality Study

1st Annual 
CRST 
Research 
Symposium

CRST Health 
Assessment
2nd Annual CRST 
Research 
Symposium

Nagi Kicopi

Community 
School 
Partners 
Tobacco
TATU-Teens 
Against 
Tobacco Use

We RISE
Promoting First Relationships
RED Talks

Tobacco-GPTCHB

Adolescent Cardiovascular 
Risk

FITSMI- Family Intervention in the Spirit of 
Motivational Interviewing

Talking Circles on Biobanking

Spirituality

Strong Heart Water Quality Intervention

Healthy Foods, Healthy 
Families, Healthy 
communities

Rhythm & Timing
CAIANGR- Tribal Attutudes on Unity of                                 
Genomic Reseach

SPHERE_Braicelet-Bringing Home Data

Minority Supplement       Kaytlin 
Lawrence

Colorectal Cancer



GROWING OUR OWN:  
STEERING & DEVELOPMENT CAPACITY 





SPHERE  &  B.R.A.I.C.E.L.E.T 







SAIL- Studies of AutoImmune Illnesses with the Lakota 
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- RA is one of the most common chronic autoimmune inflammatory 
and degenerative; affects the joints of hands and feet 

- over 60 million people worldwide 
 

- SAIL: studying DNA, RNA and proteins (autoantibody) with the 
Lakota community; 200 participants, 53 Rheumatoid Arthritis 
patients (MBIRI, Kendra Enright, RN) 

 
jennlpt@stanford.ed
u  
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Parity :  Striking a reasonable balance between 
social strategies and social ideals (e.g. quotas) 
Equity : Attempt to make things fair often by 
applying mutually agreed  upon rules and processes 



History of “Parity” &“Equity” 

 Treaty of Fort Laramie (1868) – Abrogated in 1877 for Gold in 
Black Hills – “Sell or Starve”   

 
1.4 Billion but estimated at 340 billion owed  
      (74 billion in Gold ) 

 

 Dawes Act 1887 – Allotted communal land to individual 
Indians. 90 million acres lost (2/3rds) due to tax liability and 
sold to whites 
 

Cobell vs Salazar – 3.4 billion , estimated 176 billion owed 



OCAP-MAT-PIC Works for Both Sides 

 Consistency -Homogeneity of Data 
 Region, Climate, Lifestyle, Health Care access, cultural commonalities 

 Predictability of Approval & Analytic processes 
 Intertribal agreements 
 Expedited Timelines that more closely match Federal Timelines 
 Increased Efficiency of Infrastructure 

 Reliability of Partnerships 
 Set Criteria for Partnerships 
 Both sides trust process 
 Ability to Plan for Future projects 

  Harmony of Data collection 
 Longitudinal, not Cross-sectional 
 Vetted and Adjudicated charting 
 Privacy and Anonymization standardize 

 , Built-In Moral & Ethical Value (socially remunerative justice) 

OCAP – Ownership, Control, Access, Possession,  
MAT – Mutually Agreed Terms  
PIC – Prior Informed Consent,   



Empowerment 
Via Data Types Collected 
 Human Omics and Health Disparity Samples & Data 
 Repatriated Samples & Data from 30 years of studies 
 Repatriated Ancient Hominid Samples & Data ( may 

inform current Health) 
 Repatriated Samples from Museums 
 Non-human genomes from w/in tribal borders 
 Non-human microbiome from w/in tribal borders (e.g. 

extremophile research) 
 Non-Genomic Environmental samples & data 
 Demographic Data (Social Determinants of Health) 
CRISPR Edited Cell Lines and Other Lines used in Model 

Systems w/ Data 
 



Acknowledgement That DataSharing Comes 
with Trade-offs 

Must work towards Equity rather than Parity: Datasharing can 
Help 

 Data shared for Infrastructure & Capacity/Capabilities Building 
(IT and Analysis) 

 Publicly Accessible Bio & Data Repository but under Local 
Control 

 Datasharing increases robustness of findings or refined 
articulations of comparison 

 Datasharing as a hedge against “bad actors” 
 Datasharing as an “Olive Branch” and Sustainability tool for 

Research Efforts 
 Datasharing as means for non-federal partnerships 
 Datasharing for Implementation or Intervention efforts 
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Community Advisory Group (CAG) essential 
to trust, advocacy and control 
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Strong Heart Study 

University of Alberta -Edmonton 



Native Research Network 
Denver Sept. 18-19 
Collaboration 
Conference NNHRT 



Summer Intership for INdigenous 
Peoples in Genomics 

USA 2011 
 
New Zealand 2015 
 
Australia 2016 
 
Canada 2018 
 
Mexico? 



“Who You Gonna Call?”-Indigenomics 
Crew 

Shaawano Chad Uran, PhD Anthropology 
White Earth Anishinaabe Keolu Fox, PhD 4th year student 

Genome Science 
Kanaka Maoli,  Kingdom of Hawaii 

Kate McGlone West, PhD 3rd year student Public Health 
Genetics 
American 

Joseph M. Yracheta, MS Pharmaceutics 
Purepecha  & Raramuri (Mexican Natives: 
Tarascan & Tarahumara)  

 
 
Katrina Claw, PhD  Genome Science 
Dine’ 

Krystal Tsosie, PhD Genome 
Science and Ethics 
Dine’ 

Nanibaa’ Garrison, PhD Genome 
Science and Ethics 
Dine’ 



Legal 
Ron Whitener, Squaxin 

Genetic Samples and Native Americans: Can Federal Data Sharing Mandates and Tribal Authority Be Reconciled?, Lewis and Clark Law School, Emerging Indian Law Scholars 
Roundtable, Jul. 2007 

Rebecca Tsosie, Yaqui 

Indigenous Peoples and Epistemic Injustice: Science, Ethics, and Human Rights, 87 WASH. L.  
REV. 1133 (2012) 
  
PILLAR OSSORIO, MEXICAN 
Reflections on the cost of "low-cost" whole genome sequencing: framing the health policy debate. PLoS Biol. 2013 Nov;11(11):e1001699. doi: 10.1371/journal.pbio.1001699  

Preston Hardison, Tulalip 

Taking UNDRIP Seriously: Indigenous peoples have the right to maintain, control and develop their cultural heritage. 

Societal, Cultural, Ethical 
Kim Tallbear, Sisseton 

Reardon, Jenny and Kim TallBear. "Your DNA is Our History." Genomics, Anthropology, and the Construction of Whiteness as Property." Current Anthropology 53(S12) (April 2012): 
S233-S245. 

Shaawano Chad Uran, Anishinabe 

“Idle Know More.”  Invited public presentation at the Elwha Klallam Heritage Training Center.  Port Angeles, WA, May 16, 2013. 

Jessica Kolopenuk, Nehiyaw Cree 

WIINDIGO INCARNATE: CONSUMING 'NATIVE AMERICAN DNA' . from GeneWatch 27-2 | May-July 2014 

Jessica Bardill, Eastern Band Cherokee 

"Genetic Ancestry Testing," in International Encyclopedia of Social and Behavioral Sciences, 2nd edition. Co-authored with Nanibaa' A. Garrison. Graciela Cabana, section ed. Accepted, 
2015. 
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http://apps.law.asu.edu/Apps/Repository/Link.aspx?url=6F76527A464B65774938514A59642F6673796D366A6E65616C447A7A315837436F374C307170786D554E5A574870682B634633394F5466595641365465574F78474279706A79707351432F70586D566649695246674447644D595A7962526148654C6253642F5A644B6F7777516F61664967544F3342756D7A5351387762742B464B4462754C6837696A79495351536D6C6A34394B347278412B30304B586566674F5A64753546526D43453D
http://www.ncbi.nlm.nih.gov/pubmed/24223516
http://www.jstor.org/stable/10.1086/662629
http://www.councilforresponsiblegenetics.org/GeneWatch/GeneWatchBrowser.aspx?volumeId=27&issueNumber=2


Education 
Lee Bitsoi’, Dine’, EdD, Genetics 

(2012). Enhancing Scientific Research in Genomics Through A Native Lens, NCAI Genomics Resource Guide, National Congress of American Indians, Washington, DC. 

Francine C. Gachupin, Pueblo, PhD, Public Health 

Cancer patient perceptions about biobanking and preferred timing of consent. Biopreserv Biobank 2014 Apr;12(2):106-12 

  

Other Sources 
Jeff Henderson, MD, Cheyenne River Sioux 
The Influence of Community-Based Participatory Research Principles on the  
Likelihood of Participation in Health Research in American Indian Communities. , http://www.bhcaih.org/news.html 
  
  
Donald Warne, MD, MPH, Oglala Sioux 
  
Policy Issues in American Indian Health Governance, Journal of Law, Medicine, and Ethics, Spring 2011 
  
Ralph Forquera,  Juaneño &  Maile Taualii, Kanaka Maoli 
  
Taualii, M., Bush, N., Bowen, D. & Forquera, R. (in press). Adaptation of a Smoking Cessation and Prevention Website for Urban American Indian/Alaska Native Youth. 
Journal of Cancer Education. Project Title: Web-based Smoking Intervention for Urban Indian Youth. Region: Northwest. 
  

http://genetics.ncai.org/enhancing_genomic_research.cfm
http://www.pubfacts.com/detail/24749877/Cancer-patient-perceptions-about-biobanking-and-preferred-timing-of-consent.
http://www.bhcaih.org/pdfs/The influence of community-based participatory research principles on the likelihood of participation in health research in American Indian communities.pdf
http://www.bhcaih.org/pdfs/The influence of community-based participatory research principles on the likelihood of participation in health research in American Indian communities.pdf
http://www.ndsu.edu/fileadmin/pharmpr/Warne_JLME.pdf


Genomic 
Nanibaa’ Garrison, Diné 
  

"Genetic Ancestry Testing," in International Encyclopedia of Social and Behavioral Sciences, 2nd edition. Jessica Bardill & Nanibaa' A. Garrison 

Rosalina James, Lummi 

James, RD, Yu, JH, Henrikson, NB, Bowen, DJ, Fullerton, SM: Strategies and Stakeholders: Minority Recruitment in Cancer Genetics Research.  Community Genetics 2008; 
11(4):241-249. 

Katrina Claw, Diné 
  
Evolution of the Egg: New Findings and Challenges,  Annual Review of Genomics and Human Genetics, Vol. 13: 109-125 (Volume publication date September 2012)  
  

Wilfred Denetclaw, Diné 
  
Denetclaw, W.F. Jr. , Hantavirus Pulmonary Syndrome in New England and Europe. New England Journal of Medicine. 331(8):545-548 
  
Keolu Fox, Kanaka Maoli 
Common and rare von Willebrand factor (VWF) coding variants, von Willebrand factor levels, and factor VIII levels in African Americans.  Johnsen et. al. Blood (Impact 
Factor: 9.06). 05/2013; DOI:10.1182/blood-2013-02-485094 
Alika Maunakea, Kanaka Maoli 
Maunakea AK1, Chepelev I, Zhao K. Epigenome mapping in normal and disease States. Circ Res. 2010 Aug 6;107(3):327-39. doi: 10.1161/CIRCRESAHA.110.222463. 
Gerhard Sundborn, Tongan 
Sundborn G1, Metcalf P, Scragg R, Schaaf D, Dyall L, Gentles D, Black P, Jackson R. Ethnic differences in the prevalence of new and known diabetes mellitus, impaired 

glucose tolerance, and impaired fasting glucose. Diabetes Heart and Health Survey (DHAH) 2002-2003, Auckland New Zealand. N Z Med J. 2007 Jun 
29;120(1257):U2607. 
Alexandra Obregon-Tito, Chilean 
Insights from Characterizing Extinct Human Gut Microbiomes.  Plos One, December 12, 2012 DOI: 10.1371/journal.pone.0051146 

  

http://www.researchgate.net/journal/1528-0020_Blood


Jennifer Li Pook-Than in Mike Snyder’s 
Lab (Snyderome) 



Mark Cullen and Bonney Maldonado 
 

Health disparities research center launched with $11.5 million grant 
The Stanford Precision Health for Ethnic and Racial Equity Center will 
be one of the first national centers focused on using precision-
medicine tools to improve the health of underserved ethnic and 
racial groups. 



Dr. Jeff Henderson and Dr. Lyle Best 
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