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arge: This workshop will examine the use of race and ethnicity in biomedical and genomics research and how
this applies to minority health and health disparities research. Workshop participants are asked to identify the
complexities associated with using self-identified race and ethnicity (SIRE) and ancestry informative markers or
other means of describing populations in biomedical and clinical research. Participants are asked to aid in: 1)
the development and application of a framework for appropriate use of race and ethnicity in future studies, 2)
identification of research questions to advance understanding of SIRE and genetic ancestry, and 3) generating a
list of recommendations for how genomics and biomedical research can describe participants’ diverse

\ backgrounds and experiences in ways that are scientifically and socially meaningful. )
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AGENDA

Monday, October 24

8:30 am —9:00 am

9:00 am —9:20 am

9:20am —9:50 am

9:50 am —10:00 am

10:00 am —11:20 am

11:20 am —12:40 pm

12:40 pm —1:45 pm

Registration

Opening Remarks
Eric Green MD, PhD, and Eliseo J. Pérez-Stable, MD

Introductory Talk: Current Use of Self-Identified Race and Ethnicity (SIRE) and Genetic
Ancestry in Biomedical Research
Eric Boerwinkle, PhD

Break

Topic: The Utility of SIRE in Genomics and Biomedical Research
Moderator: Chanita Hughes-Halbert, PhD

Perspectives:
10:00 am —10:15am  David E. Hayes-Bautista, PhD
10:15 am —10:30 am  Rick Kittles, PhD

Discussion: 10:30 am —11:20 am

Topic: The Utility of Ancestry Informative Markers in Genomics and Biomedical Research
Moderator: Joanna Mountain, PhD

Perspectives:

11:20 am —11:35am  Esteban G. Burchard, MD, MPH
11:35am —11:50am  Sarah Tishkoff, PhD
Discussion: 11:50 am —12:40 pm

Lunch



1:45 pm —3:00 pm

3:00 pm —3:15 pm

3:15 pm —4:30 pm

4:30 pm —5:50 pm

5:50 pm - 6:00 pm

6:00 pm

Topic: How Should Race and Ethnicity Be Used to Report Genetic Variation
in Research?
Moderator: Laura Fejerman, PhD

Perspectives:

1:45 pm —2:00 pm Stephanie Malia Fullerton, PhD

2:00 pm —2:15 pm Dorothy Roberts, JD

Discussion: 2:15 pm —3:00 pm

Break

Topic: How Should Race and Ethnicity Be Used to Report Genetic Variation in
Non-Research Settings (including Clinical and Direct-to-Consumer testing)?
Moderator: Fernando Mendoza, MD, MPH

Perspectives:

3:15 pm —3:30 pm Kenneth Chahine, PhD, JD

3:30 pm —3:45 pm Katrina Armstrong, MD

Discussion: 3:45 pm —4:30 pm

Topic: What is the Appropriate Use of SIRE and Ancestry Informative Markers in
Minority Health Research and Health Disparities Research?

Moderator: Sarah J. Gehlert, PhD

Perspectives:

4:30 pm —4:45 pm Neil Risch, PhD

4:45 pm —5:00 pm Jun J. Yang, PhD

Discussion: 5:00 pm —5:50 pm

Day One Wrap-Up

Close



Tuesday, October 25

9:00 am —9:15am

9:15am—10:30 am

10:30 - 10:45 am

10:45 am —12:00 pm

12:00 pm -1:00 pm

1:00 pm —2:20 pm

2:20 pm —2:50 pm

2:50 pm —3:00 pm

3:00 pm

Welcome — Recap and Charge for the Day (Strategies)

Panel Presentations and Discussion: The Role of the Scientific Community in
Implementing a New Conversation on Race and Ethnicity Across Disciplines
Moderator: Tesfaye Mersha, PhD

e Panelist 1: Nanibaa’ Garrison, PhD
How can social science and genomics researchers better collaborate?

e Panelist 2: Lucila Ohno-Machado, MD, PhD
How should electronic health records report and use race and ethnicity for research
purposes?

e Panelist 3: Valda Vinson, PhD
What role can scientific journals play in moving forward consensus standard in use
of race and ethnicity in genomics and minority health and health disparities
research?

e Panelist 4: Aliya Saperstein, PhD
What role can the scientific community play in moving forward consensus standard
in use of race and ethnicity in genomics and minority health and health disparities
research?

e Panelist 5: Keegan Sawyer, PhD
What role can the National Academies play in exploring the use of race and ethnicity
in genomics and biomedical research?

Break

Consensus and Research Opportunities Discussion for First Meeting Objective
Moderator: Sharon Terry, MA

What Strategies Are Needed to Utilize Race and Ethnicity as a Variable in Clinical,
Population, and Genomics Research?

Lunch

Consensus and Research Opportunities Discussion for Second Meeting Objective
Moderator: Michael Yudell, PhD, MPH

What are Strategies that Address the Challenges of Using SIRE and Ancestral Background
with Genomic Information?

Reflections on the Workshop
Aravinda Chakravarti, PhD

Directors’ Next Steps and Closing Remarks

Close



CORE PARTICIPANTS

Katrina Armstrong, MD

Chair, Department of Medicine

Physician-in-Chief, Massachusetts General Hospital
Charlestown HealthCare Center

Charlestown, MA

Eric Boerwinkle, PhD

Dean, UTHealth School of Public Health

M. David Low Chair in Public Health

Kozmetsky Family Chair in Human Genetics
Professor, Human Genetics Center and Department
of Epidemiology

Associate Director, Human Genome Sequencing
Center at BCM

Houston, TX

Esteban Burchard, MD, MPH
Professor, School of Pharmacy
University of California, San Francisco
San Francisco, CA

Ken Chahine, PhD, JD

Executive Vice President & General Manager
AncestryDNA

Professor, College of Law

University of Utah

Lehi, UT

Aravinda Chakravarti, PhD

Director, Center for Complex Disease Genomics
Johns Hopkins University School of Medicine
Institute of Genetic Medicine

Edward D. Miller Research Building

Baltimore, MD

Laura Fejerman, PhD

Assistant Professor, University of California, San
Francisco School of Medicine

San Francisco, CA

Stephanie Malia Fullerton, PhD

Associate Professor, University of Washington
School of Medicine

Adjunct Associate Professor, Departments of
Epidemiology and Genome Sciences

Affiliate Investigator, Public Health Sciences Division
Fred Hutchinson Cancer Research Center

University of Washington School of Medicine
Department of Bioethics and Humanities

Seattle, WA

Nanibaa' Garrison, PhD

Assistant Professor

Treuman Katz Center for Pediatric Bioethics
Assistant Professor

Division of Pediatrics

University of Washington School of Medicine
Seattle Children's Research Institute

Seattle, WA

Sarah Gehlert, PhD

E. Desmond Lee Professor

Racial & Ethnic Diversity

The Brown School

Professor, Department of Surgery
Co-Chair Prevention and Control Program
Siteman Cancer Center

Washington University in St. Louis

St. Louis, MO

Eric Green, MD, PhD

Director, National Human Genome Research
Institute National Institutes of Health
Bethesda, MD

David Hayes-Bautista, PhD

Distingushed Professor and Director, Center for the
Study of Latino Health and Culture

David Geffen School of Medicine

University of California, Los Angeles

Los Angeles, CA



Chanita Hughes-Halbert, PhD

Associate Dean, Assessment and Evaluation
Professor, Psychiatry and Behavioral Sciences
AT&T Endowed Chair

Cancer Equity, Hollings Cancer Center
College of Medicine

Medical University of South Carolina
Charleston, SC

Rick Kittles, PhD — unable to attend
Professor, University of Arizona
Tucson, Arizona

Fernando Mendoza, MD, MPH

Professor, Pediatrics at the Lucile Salter Packard
Children's Hospital

Gardner Packard Children's Health Center
Stanford University

Atherton, CA

Tesfaye Mersha, PhD

Assistant Professor, Department of Pediatrics
Cincinnati Children's Hospital Medical Center
University of Cincinnati

Cincinnati, OH

Joanna Mountain, PhD
Senior Director of Research
23andMe, Inc.

Mountain View, CA

Lucila Ohno-Machado, MD, PhD

Professor of Medicine

Chair, Department of Biomedical Informatics
University of California, San Diego

La Jolla, CA

Eliseo J. Pérez-Stable, MD

Director, National Institute on Minority Health and
Health Disparities

National Institutes of Health

Bethesda, MD

Neil Risch, PhD

Director, Institute for Human Genetics
University of California, San Francisco
San Francisco, CA

Dorothy Roberts, JD

George A. Weiss University Professor of Law and
Sociology

University of Pennsylvania School of Law
Philadelphia, PA

Aliya Saperstein, PhD

Assistant Professor, Department of Sociology
Stanford University

Stanford, CA

Keegan Sawyer, PhD

Senior Program Officer, Board on Life Sciences
The National Academies of Sciences, Engineering,
and Medicine

Washington, DC

Sharon Terry, MA
President and CEO, Genetic Alliance
Washington, DC

Sarah Tishkoff, PhD

David and Lyn Silfen University Professor
Departments of Genetics and Biology
University of Pennsylvania

Philadelphia, PA

Valda Vinson, PhD
Deputy Editor, Science
Washington, DC

Consuelo Wilkins, MD, MSCI

Executive Director, Meharry-Vanderbilt Alliance
Vanderbilt University Medical Center and Meharry
Medical College

Nashville, TN

Jun Yang, PhD

Associate Faculty Member, St. Jude Children's
Research Hospital

Memphis, TN

Michael Yudell, PhD, MPH

Associate Professor and Chair, Department of
Community Health and Prevention

Dornsife School of Public Health

Drexel University

Philadelphia, PA



PLANNING COMMITTEE

Vence Bonham, JD

Senior Advisor to the NHGRI Director on Genomics
and Health Disparities

Associate Investigator, Social and Behavioral
Research Branch National Human Genome Research
Institute National Institues of Health

Bethesda, MD

Lawrence Brody, PhD

Director, Division of Genomics and Society
Senior Investigator, Medical Genomics and
Metabolic Genetics Branch

Head, Molecular Pathogenesis Section
National Human Genome Research Institute
National Institues of Health

Bethesda, MD

Rina Das, PhD

Program Director, Division of Scientific Programs
National Institute on Minority Health and Health
Disparities

National Institutes of Health

Bethesda, MD

Deborah Duran, PhD

Chief, Office of Strategic Planning, Legislation, and
Scientific Policy

National Institute on Minority Health and Health
Disparities

National Institutes of Health

Bethesda, MD

Michael Hahn

Scientific Program Analyst, National Human
Genome Research Institute

National Institues of Health

Bethesda, MD

Regina James, MD

Director, Clinical and Health Services Research
National Institute on Minority Health and Health
Disparities

National Institutes of Health

Bethesda, MD

OBSERVERS

Sarah Beachy, PhD

Roundtable and Forum Director, National Academy
of Sciences, Engineering, and Medicine
Washington, DC

Brooke Cunningham, MD, PhD

Assistant Professor, Department of Family Medicine
and Community Health

University of Minnesota School of Medicine
Minneapolis, MN

Brian Donovan, PhD

Research Scientist, The Biological Sciences
Curriculum Study

Colorado Springs, CO

Michael Jordan, RN, MSN, MBA

Manager, Clinical Research Program

White Memorial Medical Center, Adventist Health
Los Angeles, CA

Marcella Nunez-Smith, MD, MHS

Associate Professor, Medicine and Epidemiology
Core Faculty, Robert Wood Johnson Clinical Scholars
Program

Faculty, Global Health Leadership Institute

Deputy Director, Health Equity Research and
Workforce Development

Yale Center for Clinical Investigation

Yale University

New Haven, CT

Andrew Pope, PhD — unable to attend
Director, Board on Health Sciences Policy
National Academy of Sciences, Engineering, and
Medicine

Washington, DC

NIH STAFF

Jennifer Alvidrez, PhD

Program Official, Division of Scientific Programs
National Institute on Minority Health and Health
Disparities

National Institutes of Health

Bethesda, MD



James Anderson, PhD — unable to attend
NIH Deputy Director, Program Coordination,
Planning, and Strategic Initiatives

Bethesda, MD

Larissa Aviles-Santa, PhD

Medical Officer, Epidemiology Branch
Division of Cardiovascular Sciences
National Heart, Lung, and Blood Institute
National Institutes of Health

Bethesda, MD

Katherine Blizinsky, PhD

Research Fellow, Health Disparities Unit
National Human Genome Research Institute
National Institutes of Health

Bethesda, MD

Joy Boyer

Program Director, Division of Genomics and Society
National Human Genome Research Institute
National Institutes of Health

Rockville, MD

Jonca Bull, PhD

Assistant Commissioner for Minority Health
U.S. Food and Drug Administration

Silver Spring, MD

Kelli Carrington

Communications Director, National Institute on
Minority Health and Health Disparities
National Institutes of Health

Bethesda, MD

Isabel Coello

Special Volunteer, National Human Genome
Research Institute

National Institutes of Health

Bethesda, MD

Carla Easter, PhD

Chief, Education and Community Involvement
Branch

National Human Genome Research Institute
National Institutes of Health

Bethesda, MD

Jessica Escobedo, PhD — unable to attend
Health Scientist Policy Analyst, National Institute on
Minority Health and Health Disparities
National Institutes of Health
Bethesda, MD

Tilda Farhat, PhD, MPH
Health Scientist Administrator, National Institute on
Minority Health and Health Disparities
National Institutes of Health
Bethesda, MD

Elizabeth Gillanders, PhD

Branch Chief, Genomic Epidemiology Branch
National Cancer Institue

National Institutes of Health

Rockville, MD

Gerda Gallop-Goodman

Technical Writer, Editor

National Institute on Minority Health and Health
Disparities

National Institutes of Health

Bethesda, MD

Sonya Jooma, MA

Health Policy Analyst, National Human Genome
Research Institute National Institutes of Health
Bethesda, MD

Dave Kaufman, PhD

Program Officer, Division of Genomics and Society
National Human Genome Research Institute
National Institutes of Health

Rockville, MD

Paul Kimmel, MD - unable to attend

Section Chief, Molecular Mechanisms of
Development Section

Laboratory of Cellular and Developmental Biology
National Institute of Diabetes and Digestive and
Kidney Diseases

National Institutes of Health

Bethesda, MD



Roger Little, PhD

Acting Director, Division, Neuroscience and
Behavior

National Institute on Drug Abuse

National Institutes of Health

Rockville, MD

Nicole Lockhart, PhD

Program Director, Ethical, Legal and Social
Implications Research Program

Division of Genomics and Society

National Human Genome Research Institute
National Institutes of Health

Rockville, MD

Steve Newell, PhD — unable to attend

AAAS Fellow, National Institute on Minority Health
and Health Disparities

National Institutes of Health

Bethesda, MD

Diane Palmieri, PhD

Health Scientist Administrator, Center for Research
Strategy

National Cancer Institute

National Institutes of Health

Bethesda, MD

LeShawndra Price, PhD

Chief, Health Inequities and Global Health Branch
Center for Translation Research and
Implementation Science

National Heart, Lung, and Blood Institute
National Institutes of Health

Bethesda, MD

Nishadi Rajapakse, PhD

Program Director, Division of Scientific Programs
National Institute on Minority Health and Health
Disparities

National Institutes of Health

Bethesda, MD

Tammy Reddick

Program Anaylst, National Institute on Minority
Health and Health Disparities

National Institutes of Health

Bethesda, MD

Laura Rodriguez, PhD

Director, Division of Policy, Communications, and
Education

National Human Genome Research Institute
National Institutes of Health

Bethesda, MD

Michael Sayre, PhD

Chief, Integrative Biological and Behavioral Sciences
Division of Scientific Programs

National Institute on Minority Health and Health
Disparities

National Institutes of Health

Bethesda, MD

Phil Smith, PhD

Deputy Director, Division of Diabetes,
Endocrinology, and Metabolic Diseases
Co-Director, Office of Obesity Research
National Institute of Diabetes and Digestive and
Kidney Diseases

National Institutes of Health

Bethesda, MD

Pothur Srinivas, PhD — unable to attend
Deputy Branch Chief, Epidemiology Branch
Division of Cardiovascular Sciences
National Heart, Lung, and Blood Institute
National Institutes of Health

Bethesda, MD

Nathan Stinson, Jr., PhD, MD, MPH

Director, Division of Scientific Programs
National Institute on Minority Health and Health
Disparities

National Institutes of Health

Bethesda, MD

Cara Weismann, PhD

AAAS Science & Technology Policy Fellow
Special Assistant, National Human Genome
Research Institute National Institutes of Health
Bethesda, MD
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