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Agenda
• Opening Blessing
• Welcome and Introductions
• NIH RADx Tribal Data Repository
• Tribal Discussion, Comments, Issues, Testimony, Priorities
• Wrap Up and Next Steps
• Closing Prayer
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A RADx Tr ib a l Da t a  Re p os it o ry w ill p rovid e  
Am e r ica n  In d ia n  a n d  Ala ska  Na t ive  (AI/ AN)          

d a t a  co lle ct e d  a cross  t h e  RADx In it ia t ive

• An  in d e p e n d e n t  Tr ib a lly gove rn e d  d a t a  re p os it o ry                
t h a t  in corp ora t e s  a n d  su s t a in s  t r ib a l sove re ign t y

• Su p p or t s  a n d  p rom ot e s  AI/ AN re se a rch e r s  a n d  
p rogra m s

• He lp s  t o  b e t t e r  u n d e r s t a n d  t h e  im p a ct s  o f COVID-19
• Provid e s  re se a rch  su p p or t  t o  b e t t e r  in fo rm  a n d  

d eve lop  p o licie s  t o  a d d re ss  h e a lt h  d isp a r it ie s



Communities of Color Are Most Impacted

Rate ratios 
compared to 

Whites

American 
Indians or 

Alaska 
Natives

Asian 
Americans

Black/African 
Americans

Hispanics or 
Latinos/as

Cases1 1.8x 0.6x 1.4x 1.7x

Hospitalized
2 4.0x 1.2x 3.7x 4.1x

Deaths3 2.6x 1.1x 2.8x 2.8x
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https://www.cdc.gov/covid-data-tracker/index.html

USA

USA

USA

472,527,865
TESTS REPORTED

35,842,336
POSITIVE TESTS

CDC Updated: July 6,2021

CDC Updated: July 6,2021

CDC Updated: July 6,2021

COVID-19 Testing Across the U.S.
(circa July 09, 2021)

3%
OVERALL % 

POSITIVE

[Courtesy: T Schwetz, NIH, 2020 https://dpcpsi.nih.gov/sites/default/files/NIH_Tribal_Consultation_on_COVID-19_508.pdf]]  

https://www.cdc.gov/covid-data-tracker/index.html
https://dpcpsi.nih.gov/sites/default/files/NIH_Tribal_Consultation_on_COVID-19_508.pdf
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COVID-19 Reported Cases by Indian Health Service Area
(circa through July 09, 2021)

1

1 https://maps.ihs.gov/portal/apps/StoryMapBasic/index.html?appid=5411113222c74d23bf09d6fa8c5909fd

[Courtesy: T Schwetz, NIH, 2020 https://dpcpsi.nih.gov/sites/default/files/NIH_Tribal_Consultation_on_COVID-19_508.pdf]]  

https://maps.ihs.gov/portal/apps/StoryMapBasic/index.html?appid=5411113222c74d23bf09d6fa8c5909fd
https://dpcpsi.nih.gov/sites/default/files/NIH_Tribal_Consultation_on_COVID-19_508.pdf
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[Courtesy: T Schwetz, NIH, 2020 https://dpcpsi.nih.gov/sites/default/files/NIH_Tribal_Consultation_on_COVID-19_508.pdf]]  

Ra p id  Acce le ra t ion  o f 
Dia gn ost ics  (RADx):

Goal:
• Accelerate innovation in and development, commercialization, and 

implementation of COVID-19 testing

Approaches:
• Fund early innovative diagnostic technologies
• Advance late-stage diagnostic technologies to expand testing 

infrastructure
• Identify effective testing implementation strategies in underserved

populations
• Work with other government agencies (FDA, BARDA, CDC)

https://dpcpsi.nih.gov/sites/default/files/NIH_Tribal_Consultation_on_COVID-19_508.pdf
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Ra p id  Acce le ra t ion  o f 
Dia gn ost ics  (RADx):    
Progra m s

Program Description

RADx-Tech Competitive, rapid three-phase challenge to identify the best 
candidates for at-home or Point-of-Care COVID-19 tests

RADx-Advanced 
Technology Platforms 

(RADx-ATP)

Rapid scale-up of advanced Point-of-Care technologies and 
laboratories to accelerate, enhance and validate utility of ultra-
high throughput machines and facilities

RADx-Radical 
(RADx-rad)

Develop and advance novel, non-traditional approaches, or new 
applications of existing testing approaches

RADx-Underserved 
Populations (RADx-UP)

Interlinked community-engaged projects on implementation 
strategies to enable and enhance COVID-19 testing in 
underserved and/or vulnerable populations
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RADx Un d e r se rve d  
Pop u la t ion s  Pro je ct :           
(RADx-UP)

Coordination and Data 
Collection Center (CDCC)

• Provide leadership and 
project management

• Data harmonization,  
storage, management

• Coordinate governance

Social, Ethical, and
Behavioral Implications 

• Understand social 
determinants and 
ethical, social, and 
behavioral issues 
associated with 
testing/diagnostic 
technologies and 
information/data 
collection and sharing

• Conduct outreach and 
dissemination activities

[Courtesy: Adapted from T Schwetz, NIH, 2020 https://dpcpsi.nih.gov/sites/default/files/NIH_Tribal_Consultation_on_COVID-19_508.pdf]  

Collaborative Clinical 
Research Network

• Interlinked community-
engaged
implementation
strategies and 
intervention projects to
COVID testing of 
underserved, under-
resourced,
underrepresented,
rural, and/or vulnerable 
populations

https://dpcpsi.nih.gov/sites/default/files/NIH_Tribal_Consultation_on_COVID-19_508.pdf
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RADx In it ia t ive :   
St ra t e gy

RADx
 The RADx Initiative supports ten adult and 

pediatric studies collecting primarily American 
Indian/ Alaska Native (AI/AN) data

 The RADx Tribal Data Repository (RADx-TDR) will 
be a collaborative resource for researchers 
working with RADx AI/AN data 

Provide access to de-identified RADx and related data, algorithms,              
and other capabilities to address compelling questions
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Key

No AI/AN focused study sites

Award Participant study site 

Award Institution City

Number of
Participant Study

Sites
1 2 3

The  awarded  p rojects include  the  RADx-UP Phase  I and  Re tu rn  to  School Program  awarded  p rojects. Th is m ap  
shows p rojects tha t focus on  AI/AN popu la tions.

RADx-UP Aw a rd e d  Pro je ct s  w it h  a  Focu s  on  Am e r ica n  In d ia n  o r  
Ala ska n  Na t ive  Pop u la t ion s  (10 t o t a l)

Note: Four projects have studies across multiple states; the total number of participant study sites does not add 
up to the total number of projects represented
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The  RADx Triba l Data  Repository will be  an 
independent  Triba lly governed da t a  reposit ory tha t:

• Incorpora tes and  susta ins triba l sovere ign ty
• Provides AI/AN research  da ta  collected  across the  

RADx In itia tive
• Provides be tte r understand ing of the  im pact      

of COVID-19 and  da ta  to  the  triba l hea lth   boards 
• In form s and  supports policie s to  address        

curren t and  fu ture  pandem ics
• Prom otes AI/AN b iom edica l re searche rs and  

program s
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Da t a  Coord in a t in g Ce n t e r s RADx Da t a  Hu b

NCI@Fre d e r ick
Se roNe t *

Digit a l He a lt h

RADx-RAD

RADx-Te ch

*Data linked

Tr ib a l Da t a  Re p os it o ry (TDR)

• Coordina t e  wit h  RADx-UP 
Da t a  Coordina t ion  Cent e r 

• Enha nce  Triba l da t a  science  
ca pa bilit ies

• Fa cilit a t ion , ma na gement , 
a nd sha ring of de-ident ified 
AI/ AN resea rch da t a

• Su p p or t  Com m on  
Da t a  Ele m e n t s

• Me t a d a t a  &          
Da t a  Re p os it o ry

• Da t a  Cu ra t ion  & 
Ha rm on iza t ion

• Da t a  Ma n a ge m e n t
• Da t a  Acce ss

• Triba l sovere ignt y a nd 
governa nce

• Ena ble  current  & fut ure  
ba sic/ a pplied resea rch

Issu e : The  NIH RADx Data Hub may not meet cultural, governance , 
and sovere ignty needs and expectations to support and share  
American Indian/Alaska Native  (AI/AN) research data
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F.A.I.R1 NIH TRIBAL HEALTH 
RESEARCH OFFICE3C.A.R.E2

Ra p id  Acce le ra t ion  o f 
Dia gn ost ics  (RADx):
Som e  Po in t s  Con sid e re d

2 C.A.R.E https://static1.squarespace.com/static/5d3799de845604000199cd24/t/5da9f4479ecab221ce848fb2/1571419335217/CARE+Principles_One+Pagers+FINAL_Oct_17_2019.pdf
3 TRIBAL CONSULTATIONS:DATA SHARING  https://dpcpsi.nih.gov/thro/tribal-consultations/draft-policy-for-data-management-and-sharing COVID RESEARCH https://dpcpsi.nih.gov/thro/tribal-consultations/covid-19

1 F.A.I.R. https://static1.squarespace.com/static/5d3799de845604000199cd24/t/5da9f4479ecab221ce848fb2/1571419335217/CARE+Principles_One+Pagers+FINAL_Oct_17_2019.pd

• Strengthen Engagement 
built on Trust Between 
Researchers and Tribal 
Nations

• Train Researchers to 
Responsibly and 
Respectfully manage 
and share AI/AN Data

• Ensure Research 
Practices Align with 
Laws, Policies, and 
Community Partners

https://static1.squarespace.com/static/5d3799de845604000199cd24/t/5da9f4479ecab221ce848fb2/1571419335217/CARE+Principles_One+Pagers+FINAL_Oct_17_2019.pdf
https://dpcpsi.nih.gov/thro/tribal-consultations/draft-policy-for-data-management-and-sharing
https://dpcpsi.nih.gov/thro/tribal-consultations/covid-19
https://static1.squarespace.com/static/5d3799de845604000199cd24/t/5da9f4479ecab221ce848fb2/1571419335217/CARE+Principles_One+Pagers+FINAL_Oct_17_2019.pd
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PURPOSE: Th e  RADx Tr ib a l 
Da t a  Re p osit o ry (RADx-TDR)
• Support new initiatives  for broad sharing 

of de-identified Tribal data to address 
scientific questions concerning testing and 
vaccination for COVID-19 

• Support collection of Personal Identifying 
Information/Protected Health Information 
(PII/PHI) that would be retained by the 
RADx-TDR

• Partner with the RADx-UP Coordination 
and Data Collection Center (CDCC)

• Link AI/AN research data from RADx 
Programs and information to the RADx 
Data Hub and retain data/tool sovereignty 

• Provide pathways to build capacity for big 
data research skills for Tribal scholars through 
pre- and post-doctoral mentored fellowships

• Culturally responsive to governance and 
sovereignty issues of Tribal communities 
regarding data, tools, and algorithms. 

• NIH is collaborating with THRO, AIHEC, and 
UND to develop a data science curriculum to 
be piloted at 3 Tribal Colleges & Universities 
(TCU) with intentions to expand to all 32 
TCUs.
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Ra p id  Acce le ra t ion  o f 
Dia gn ost ics  (RADx):
Su gge s t e d  Top ics  t o  Con sid e r

• How should the Tribal Data Repository be established to incorporate              
and sustain tribal sovereignty for data collected and stored?

• What are your expectations for data ownership? Data stewardship?
• What are your expectations for data governance and data access?
• What are your expectations for sustainability of the RADx Tribal Data 

Repository once the initial RADx Initiative has ended?
• What is your guidance to address data ownership, stewardship, and 

governance issues for rural, urban, or non-reservation dwelling 
individuals who self-identify as American Indian/Alaska Native?
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