
Dear President Francis and Director Carroll, 
 
Thank you for your comments and concerns on how the NIH is conducting consultations with Tribal 
Nations. I also apologize for the delay in responding to your message as we wanted to hold 
conversations with our NIH Tribal Advisory Committee have a conversation on the need to create better 
forms of communication between our delegates and the stakeholder communities and organizations 
they represent.  
 
I would greatly appreciate the opportunity to meet with USET during your next meeting in Mississippi to 
discuss in greater detail all of the activities that the NIH Tribal Health Research Office and the Tribal 
Advisory committee are pursuing. We annually meet with other Tribal Consortiums such as MAST, ITCA, 
CRIHB and SCF and ANTCH to provide updates on our activities and would welcome the invitation to do 
the same with USET. We have collaborative efforts ongoing with ITCA, Yakima Nation and Navajo Nation 
and hope to establish more research partnerships with long standing and highly effective organizations 
such as USET.  
 
Granted there are many challenges ahead of us in terms of reshaping the research world to understand 
and acknowledge the past and to keep this in their minds as they wish to create research partnerships in 
the future to ultimately improve the health and reduce the suffering of our people. I feel in the short 
time I have been in this position we have created a tremendous amount of awareness and opportunities 
for the Tribes to engage in biomedical research. Only with your help can we be successful in ensuring 
the NIH hears the concerns from the community and my job to act upon those concerns.  
 
I look forward to working closer with USET to grow our own Native biomedical research community and 
see that our communities benefit from ethical biomedical research. 
 
Best regards, 
 
Dave 
 
David R. Wilson, PhD 
Director, Tribal Health Research Office 
Division of Program Coordination, Planning, and Strategic Initiatives 
Office of the Director, NIH 
301.594.0717 
Dave.Wilson2@nih.gov 
 
 
 
From: Liz Malerba <LMalerba@USETINC.ORG>  
Sent: Thursday, August 29, 2019 4:24 PM 
To: Kitcki Carroll <kcarroll@USETINC.ORG>; Wanda Janes <wjanes@USETINC.ORG>; Duke, Christy S 
(IHS/NAS/USET) <Christy.Duke@ihs.gov>; Sisy Garcia <SGarcia@USETINC.ORG>; Brandy Venuti 
<BVenuti@USETINC.ORG>; Karen Fairbend <kfairbend@usetinc.org> 
Cc: Chief Beverly Cook <beverly.cook@srmt-nsn.gov>; USET President Chief Kirk E. Francis, Sr. 
<kirk.francis@penobscotnation.org>; Lynn Malerba <lmalerba@moheganmail.com>; USET Treasurer 
Chief B. Cheryl Smith <chief@jenachoctaw.org>; USET Vice President Vice Chairman Robert R. McGhee 
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<rmcghee@pci-nsn.gov> 
Subject: USET SPF Letter to NIH re: All of Us, Draft Data Sharing Policy and Intellectual Property Initiative 
 
Dear Dr. Collins,  

 
On behalf of the United South and Eastern Tribes Sovereignty Protection Fund (USET SPF), we write to 

provide the attached comments and express concern to the National Institutes of Health (NIH) 

regarding three initiatives including:  

• All of Us;  

• Proposed Provisions for a Draft NIH Data Management and Sharing Policy; and 

• Intellectual Property, Inventions, and Patent Rights in Biomedical Research. 
 

Dear Tribal Leader letters (DTLLs) dated as early as April 2019 for all three initiatives convey that NIH 
wishes to engage in Tribal consultation and request input from Tribal Nations on how these initiatives 

may affect Tribal communities. Though the DTLLs were descriptive of the individual initiatives, they failed 

to include important consultation timelines as well as comment submission deadlines that are critical to 
the provision of Tribal advice and guidance. Frustratingly, we have recently been made aware that not 

only does consultation conclude for two of these initiatives in August 2019, but that the third has already 
concluded without announcement. Thus far, the actions of NIH have been of great concern not just to 

USET SPF, but to Tribal leaders, and members of the NIH Tribal Advisory Committee (TAC) who have 
commented on NIH’s conduct with regard to continued ineffective communications and insufficient 

consultation practices. As in our previous comments, USET SPF continues to underscore that NIH must 

recognize the critical importance of meaningful engagement with Tribal Nations and move forward in a 
manner that is inclusive and transparent.  

 
NIH has a legal and moral trust obligation uphold the sovereign status of Tribal Nations, as we seek to 

protect, regulate, and maintain ownership over the data of our citizens and Nations. This obligation 

supersedes other interests. Tribal Nations and AI/AN individuals continue to face negative impacts from 
the unauthorized and unpermitted use of genomic data without Tribal Nation informed consent. 

Therefore, it is essential that the sovereignty, ownership, privacy, and use of our data is protected, as 
NIH sets research practices within the agency. While USET SPF recognizes the importance of scientific 

discovery and advancement, it is critical that NIH seek to prevent ethical violations against our 
communities and our people. Before finalizing these three initiatives, NIH must work with Tribal Nations 

and the NIH TAC to resolve outstanding concerns from Indian Country in order to ensure sovereignty is 

upheld and past abuses never happen again. Vital to this work is a transparent and meaningful 
consultation process. Should you have any questions or require further information, please contact me 

using the information below. 
 

Thank you,  

Liz Malerba ~ Citizen of the Mohegan Tribe 
Director of Policy and Legislative Affairs 
United South and Eastern Tribes 
Sovereignty Protection Fund (USET SPF) 
400 North Capitol Street, Suite 585 
Washington, D.C. 20001 
  
Office: 202-624-3550 
Cell: 615-838-5906 
Fax: 202-393-5218 
  
lmalerba@usetinc.org 
www.usetinc.org 
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“The United States expects all nations to live up to their treaty obligations; it should live up to its own.” 
– U.S. Commission on Civil Rights briefing report, Broken Promises: Continuing Federal Funding Shortfall 
for Native Americans 
  

 
  
Follow us on social media! 

            
 
 

https://www.facebook.com/USETInc/
https://www.instagram.com/uset.inc/?hl=en
https://twitter.com/usetinc
https://www.youtube.com/channel/UCYadd2Y--nEI5hWuZiNcXPA
https://itunes.apple.com/app/id1225503754
https://play.google.com/store/apps/details?id=com.attendify.conf2n5ch2

