Perspectives on Genetic Research in the Navajo Nation 
Briefing Materials for Virtual Deliberations

Goal: This community deliberation aims to gather your perspectives on the types of genetic research that may or may not be acceptable in the Navajo community.

Purpose: The purpose of this deliberation event is to assess identify, clarify and weigh Navajo stakeholder views and underlying values related to what types of genetic research would be appropriate on the Navajo Nation. “Deliberation” refers to a discussion that is informed, value-based, and transformative. Public deliberation is value-based in that it seeks to determine what ought to be done in response to a particular issue. We hope that these deliberative discussions can inform the direction of future guidelines and policies related to genetic research on the Navajo Nation. 

Background on the Navajo Nation’s moratorium on genetic research and current efforts:
After consultation with Health and Human Services committee, tribal leaders, traditional healers, and Navajo people with scientific training, the Navajo Nation recognized a lack of policies or guidelines for genetic research protocols. In April 2002, the Health and Human Services Committee of the Navajo Nation approved a “moratorium of genetic research studies conducted within the jurisdiction of the Navajo Nation until such time that a Navajo Nation Human Research Code has been amended by the Navajo Nation Council.”
	Since then, the Navajo Nation Genetics Policy Development (NNGPD) Working Group has drafted a research policy pertaining to genetic studies for Navajo Nation Council to consider lifting the moratorium.  The NNGPD Working Group was established and authorized by HEHSC (Legislation No. 0030-18) and Naabik'íyáti' Committee (NABI) on February 13, 2018 (Sponsor: former Council Delegate Walter Phelps). The NNGPD Working Group is composed of members from the Navajo Nation Human Research Review Board (NNHRRB), Department of Health, Office of Navajo Government Development, Office of the President and Vice President, Diné Policy Institute, Navajo researchers from various institutions, members of cultural and traditional groups (Diné Hataałii Association, Navajo Medicine Men’s Association, and Azee’ Bee Nahagha of Diné Nation), and stakeholders from the community. The NNGPD Working Group is co-Chaired by Council Delegate Jamie Henio and Mr. Walter Phelps, and includes four subcommittees tasked with specific responsibilities and roles: 1) Rules, Regulations and Oversight, 2) Cultural and Traditional Values, 3) Genetics Research and Policies, and 4) Education and Public Outreach. The NNGPD Working Group collaborates with the research project team to obtain community input from the Navajo Nation to inform the development of a genetic research policy. Soon, the Navajo Nation Council and the Health, Education and Human Services Committee (HEHSC) will consider whether to allow genetic research to take place on the Navajo Nation, with community input.

Our Work: The overall goal of the Perspectives on Genetic Research in the Navajo Nation (“Perspectives”) project is to identify the key concerns, needs, and desires of Navajo people regarding genetic research. The Perspectives project began in 2018 after approval by the NNHRRB and is led by Navajo Co-PIs, Drs. Nanibaa’ Garrison (University of California Los Angeles) and Katrina Claw (University of Colorado Anschutz Medical Campus). Project team members interact closely with the NNGPD Working Group, Navajo tribal leaders, Navajo Department of Health, NNHRRB, and community members, and we hope that the study results can inform the direction of future guidelines and policies related to genetics on the Navajo Nation.

People Engaged: The target stakeholder group for this deliberation event includes healthcare professionals and researchers, and individuals with an interest or training in medicine and health (e.g., physicians, scientists, nurses, public health workers, and patients).

Guiding Questions: 
The overall question for the deliberants is, “What types of genetic research involving Navajo people would be acceptable or not if the moratorium was lifted?”
· What types of genetic research are culturally acceptable? Why? 
· What types of genetic research are not culturally acceptable? Why?
· What aspects of each of the presented vignettes are appropriate, problematic, or need additional considerations?  
· What aspects of research are appropriate, problematic, or need additional considerations?
· What concerns do you have about genetic research?  
· What are priority areas of research on the Navajo Nation?
 
Funding: Our project is funded through two administrative supplements (RM1 HG009042-04S1 and RM1 HG009042-03S2) to a larger NIH grant that supports the Center for the Ethics of Indigenous Genomics Research (CEIGR) based at the University of Oklahoma (OU). The OU CEIGR established a consortium of tribal partners at Chickasaw Nation, Southcentral Foundation (Alaska Native), and Missouri Breaks Industries Research Inc. (Cheyenne River Sioux) and have developed and used the methods for these deliberations.  It is also funded by an NIH R35 Genomic Innovator Award (R35HG011319) to early career scholars awarded to Dr. Katrina Claw as well as the Native American Research Centers for Health (NARCH) grant with Diné College and Northern Arizona University (S06 GM142121).  

