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The Honorable Jay Bhattacharya April 23, 2026

Director

National Institutes of Health

U.S. Department of Health and Human Services
9000 Rockville Pike

Bethesda, MD 20982

RE: Adolescent Brain Cognitive Development (ABCD) Study’s Children’s Genetic Data
Dear Dr. Bhattacharya,

The Society for Research in Child Development (SRCD), along with the undersigned 169
members of the scientific community, writes to express our concerns regarding recent
reporting in The New York Times (NYT) about the misuse of genetic and developmental
data from the National Institutes of Health’s Adolescent Brain Cognitive Development
(ABCD) Study. As one of the most ambitious longitudinal studies on child development
ever undertaken, the ABCD Study represents a landmark federal investment in
understanding the cognitive, behavioral, neurological, and social development of children
in the United States.

SRCD is a nonpartisan, multidisciplinary professional membership association
representing developmental scientists from all 50 states, territories and the District of
Columbia. Our members’ work seeks to understand the factors that shape children’s
cognitive, behavioral, and social development, with substantial expertise in

ethical research, anti-racist practices, and the interpretation and communication of
research involving race, genetics and cultural contexts. SRCD has also developed
professional ethical standards to guide responsible developmental science.

Recent reporting regarding the use of genetic data from the ABCD Study has raised serious
concerns within the developmental science community and underscores the importance
of addressing this issue with transparency and care for research participants.

SRCD respectfully requests NIH leadership to take immediate corrective action. The
following sections outline the scientific and ethical principles that guide developmental
research in our professional society, and explain why stronger safeguards, transparency,
and accountability are necessary in this case. Specifically, we urge NIH to:

e Strengthen oversight of data access;
e Enhance participant notification protocols when misuse occurs; and
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e Inform the public on the steps taken to address this incident and ensure
accountability.

Ethical and Anti-Racist Principles in Scientific Research

The report states that individuals accessed and misused the genetic information of Asian,
Black and Latinx children to advance racially discriminatory and scientifically unfounded
claims. These claims contradict decades of established scientific consensus rejecting
biological hierarchies of race, and raise serious questions regarding the stewardship and
ethical use of data.” In this context, we request NIH and the broader scientific community
uphold rigorous ethical standards that incorporate anti-racist principles in the conduct,
interpretation, and communication of developmental science. At SRCD, we endeavor to
lead the field in both ethics and anti-racism protocols and standards in developmental
research.

SRCD’s Ethical Principles and Standards for Developmental Scientists affirm that the
conduct, interpretation, and communication of developmental science must be grounded
in rigorous ethical standards, scientific integrity, and respect for the dignity and rights of
research participants.? These principles emphasize the responsibility of researchers and
institutions to safeguard participant privacy, prevent misuse of research findings, and
ensure that developmental science is communicated in ways that do not expose
individuals or communities to harm, and include:

e Protecting the rights, dignity, and interests of research participants, including
safeguarding privacy and confidentiality and ensuring that research practices and
data use do not expose individuals or communities to harm, exploitation, or misuse.

e Preventing the misuse of research to perpetuate discrimination or injustice,
recognizing the responsibility of developmental science to ensure that scientific
findings are not misrepresented or used in ways that reinforce harmful or
scientifically unsupported claims about individuals or groups.

¢ Upholding scientific integrity and accountability in the use and communication
of research data, including ensuring that data are analyzed, interpreted, and
disseminated in accordance with established scientific standards, ethical norms,
and institutional responsibilities.

"Fuentes, A., Ackermann, R. R., Athreya, S., Bolnick, D., Lasisi, T., Lee, S.-H., McLean, S.-A., & Nelson, R.
(2019). AAPA statement on race and racism. American Journal of Physical Anthropology, 169(3), 400-402.
https://doi.org/10.1002/ajpa.23882
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In addition, SRCD’s Anti-Racism Task Force further affirms that ethical science requires
deliberate attention to how research involving race, ethnicity, and human development is
designed, interpreted, and communicated.® SRCD has implemented these measures
within its own scientific and publication practices to promote responsible research that
serves our communities well by:

e Requiring authors to situate their findings within appropriate sociocultural and
developmental contexts, including clearly describing the populations represented
in their research and considering the social, environmental, and structural
conditions that shape developmental outcomes.

e Strengthening editorial leadership and peer review processes to promote fair,
rigorous, and accountable evaluation of research, including efforts to diversify
editorial leadership and reviewer pools to ensure that research involving diverse
populations is evaluated with appropriate scientific and contextual expertise.

e Establishing institutional accountability for the responsible interpretation and
dissemination of research findings, including policies and practices designed to
prevent misrepresentation or misuse of developmental data to ensure that
scientific publications uphold established ethical and scientific standards.

¢ Promoting transparency, accountability, and responsible stewardship of
sensitive research data, including recognizing institutional responsibility to ensure
that data access, interpretation, and dissemination practices protect research
participants and uphold scientific integrity.

We uphold these principles not as aspirational goals, but as fundamental and enforceable
standards of the research enterprise and encourage the same commitment from NIH.

Strengthening Data Governance and Accountability in Federally Funded Research

This incident highlights the importance of strong governance systems for large-scale
research initiatives that rely on sensitive developmental and genetic data. The research
enterprise fundamentally relies on the trust of the public.* When concerns arise about how
sensitive research data is used or interpreted, that trust, and the willingness to participate

3 Society for Research in Child Development. (2021). SRCD Anti-Racism Task Force full final report.
https://www.srcd.org/srcd-anti-racism-task-force/srcd-anti-racism-task-force-full-final-report

4 National Academies of Sciences, Engineering, and Medicine. (2023). Using population descriptors in
genetics and genomics research: A new framework for an evolving field. The National Academies Press.
https://doi.org/10.17226/26902
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in research, can be undermined, particularly among communities that have historically
experienced harm or exploitation in scientific research.®

This is why it’s imperative for accountability to be clear, commensurate with the severity of
misconduct, and visible to the public. The absence of evident consequences risks
signaling institutional tolerance for practices that undermine public confidence, and
normalize harmful rhetoric directed at already vulnerable communities.

Furthermore, this incident highlights the need to modernize data governance systems.
Protection of participant data must extend beyond initial consent and access approvals.
Institutions should implement regular audits of data access, strengthen oversight of
secondary use, and conduct proactive risk assessment to potential identity misuse,
including by bad-faith actors. Clear protocols must also ensure timely notification to
participants when misuse occurs.

Advancements in artificial intelligence further amplify the risks associated with genetic
data.® De-identification and safeguard tools must evolve according to emerging
technological capabilities to ensure updated protocols that protect confidentiality.” These
protocol revisions are urgent, and we urge NIH to take immediate action to strengthen and
modernize relevant safeguards.

Request for Clarification and Engagement

Given the importance of maintaining public confidence in federally funded research, SRCD
respectfully encourages NIH leadership to clarify the circumstances described in recent
reporting, and the steps being taken to address this matter.

We encourage NIH to:

e Strengthen oversight of data access, including reviewing existing controls
governing the use of sensitive developmental and genetic datasets.

e Enhance protocols for notifying research participants when misuse occurs,
ensuring that families are informed in a timely and transparent manner when
concerns arise regarding the use of their data.

5 Scharff, D. P., Mathews, K. J., Jackson, P., Hoffsuemmer, J., Martin, E., & Edwards, D. (2010). More than
Tuskegee: Understanding mistrust about research participation. Journal of Health Care for the Poor and
Underserved, 21(3), 879-897. https://doi.org/10.1353/hpu.2010.0233

8 Bonomi, L., Huang, Y., & Ohno-Machado, L. (2020). Privacy challenges and research opportunities for
genomic data sharing. Nature Genetics, 52(7), 646-654. https://doi.org/10.1038/s41588-020-0651-0
7ELEmam, K., Arbuckle, L., & Skeff, K. (2015). A critical appraisal of the evidence on the re-identifiability of
genomic data. Journal of the American Medical Informatics Association, 22(2), 243-248.
https://doi.org/10.1093/jamia/ocu023
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¢ Inform the public of the steps being taken to address this incident and ensure
accountability, including measures implemented to strengthen safeguards for
developmental and genetic data moving forward.

SRCD also welcomes the opportunity to engage directly with NIH leadership on these
issues. Our members have substantial expertise in the ethical conduct of research
involving children, and how to properly interpret findings and communicate results with
families and racially marginalized communities. We welcome the opportunity to support
NIH’s efforts to strengthen protections for research participants and promote responsible
use of developmental and genetic data across the research enterprise.

Maintaining public trust in federally funded research requires transparency and
accountability. Forcefully and transparently addressing incidents such as the one
described in recent reporting is essential to reinforcing that trust and ensuring continued
confidence by all parties and the public in large-scale developmental studies.

Thank you for your attention to this important matter. At SRCD, we welcome NIH’s
response and would appreciate any information you are able to share regarding the steps
taken to address this issue.

Please direct any correspondence to Kent Mitchell, SRCD Director of Policy at
kmitchell@srcd.org.

Sincerely,
The Society for Research in Child Development (SRCD)

Cc:

Matthew J. Memoli, M.D, M.S, Principal Deputy Director, NIH

Jon R. Lorsch, Ph.D., Director, Office of Extramural Research, NIH

Lyric Jorgenson, Ph.D., Director, Office of Science Policy, NIH

Susan Weiss, Ph.D., Director, Division of Extramural Research, NIDA

David Wendler, Ph.D., Senior Investigator, NIH Clinical Center

Phyllis Quartey-Ampofo, M.P.H, Office of Legislation and Public Affairs, NIH

The undersigned individuals
*Affiliations are listed for identification purposes only.

Dr. Richard M Lee, University of Minnesota, Twin Cities
Dr. Alida Westman, Eastern Michigan University

Dr. Amy Napoli, University of Nebraska, Lincoln
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Andrea Hussong, University of North Carolina at Chapel Hill
Andrea S. Medrano, University of Pittsburgh

Anna Zhou, University of Colorado Anschutz Medical Campus
April Schwarzmueller, Eckerd College

Aprile Benner, University of Texas at Austin

Ariana Shahinfar, UNC Charlotte

Ashley Jimenez Fraser, Brigham Young University

Ashley McDonald, Arizona State University

Belinda Blevins-Knabe, University of Arkansas at Little Rock
Bernardette J. Pinetta, University of California, Riverside
Cara Kelly, University of Oklahoma

Carollee Howes, University of California, Los Angeles
Carollee Howes, UCLA

Celia Fisher, Fordham University

Christina Hospodar, University of Southern California
Christina Rowley, University of California, Irvine

Christine Emmons, Yale University

Christine Walther, University of Houston-Clear Lake
Christopher Trentacosta, Wayne State University
Constance Flanagan, University of Wisconsin-Madison
Courtney N. Baker, Tulane University

Dana Miller-Cotto, UC Berkeley

Dawn P. Witherspoon, Pennsylvania State University
Deziah L. Bermudez, University of Massachusetts Amherst
Diana Devine, Carroll College

Dominique La Barrie, Virginia Tech
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Eleanor K. Seaton, University of Illinois at Urbana-Champaign
Ellen Pinderhughes, Tufts University

Ellen Wrighr, Brandeis university

Emilie Smith, Michigan State University

Emily Gerstein, University of Missouri-St. Louis

Emily Jensen, Michigan State University

Erin G. Fox, Ohio State University

Esther J. Calzada, University of Texas at Austin

Fernando Salinas-Quiroz, Eliot Pearson Department of Child Study and Human

Development, Tufts University
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Frances M. Lobo, University of Texas at Austin

Franklin R. Manis, University of Southern California

Gabriela Chavira, California State University, Northridge

Gabiriela Livas, University of Texas at Austin

Gary Resnick, Independent Consultant/Early Childhood Research Quarterly
George F. Michel, University of North Carolina Greensboro

Gladys Aguilar, California State University, Channel Islands

Hannah Mudrick, Penn State Harrisburg

Heino F. L. Meyer-Bahlburgm Dept. Psychiatry of Columbia University Irving Medical

Center
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. J. Maya Hernandez, Ph.D., Wellesley College

.James Graham, SRCD Black Caucus

. Jennifer Barreto, Eastern Michigan University

. Jessica Chou, Drexel University

. Jessica Fish, University of Illinois Urbana-Champaign

. Jessica Pleuss, Morningside University
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Joel Hektner, North Dakota State University

Joscelin Rocha-Hidalgo, Pennsylvania State University
Juan Del Toro, University of Minnesota, Twin Cities
Julie C. Dunsmore, University of Houston

Julie C. Smith, University of Virginia

Juliet Haarbauer-Krupa, Emory University School of Medicine

Katherine Griffin, University of Notre Dame
Katherine Luken Raz, University of Maryland
Kathleen Stassen Berger, SRCD

Keisha Bentley-Edwards, SRCD Black Caucus
Kenneth A. Dodge, Duke University

Kirsty Kulhanek, UNLV

Kristyn Kamke, Rape, Abuse & Incest National Network
LaRen Mortom, Boston University

Laura M. Dimler, Point Loma Nazarene University
Lauren Philbrook, Colgate University

Linda Juang, University of Potsdam

Lorey Wheeler, University of Nebraska-Lincoln
M. Bishop University of Maryland, College Park
Magaela Bethune, Loyola Marymount University
Margaret Bridges, UC Berkeley

Marilyn N. Ahun, McGill University

Marion C. Hyson, Independent Consultant, Early Childhood Development

Marisha L Humphries, University of Illinois Chicago
Marlena Debreaux, Washington University in St. Louis

Mary Kate Koch, Gonzaga University
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Matthew Diemer, University of Michigan

Melissa M. Burnham, University of Nevada, Reno

Melodie Wenz-Gross, University of Massachusetts Medical School
Nada Goodrum, University of South Carolina

Nancy Eisenberg, Arizona State University, Tempe

Noelle Suntheimer, University of Minnesota, Twin Cities

Nola Butler Byrd, San Diego State University

Pamela Schuetze, SUNY Buffalo State

Paul Poteat, Boston College

Qing Zhou, UC Berkeley

Rebecca Reiner, Carlow University

Rhonda Boyd, University of Pennsylvania

Russell Toomey, University of Arizona

Sampson K Nwonyi, University of South Africa

Shannon Snapp, California State University, Monterey Bay
Soojin Park, University of Washington

Stacey S. Horn, University of Minnesota

Stefanie Martinez-Fuentes, University of Illinois Urbana-Champaign
Stephanie Irby Coard, University of North Carolina - Greensboro
Stephanie Torres, University of Illinois Chicago (UIC)

Tennisha Riley, University of Florida

Tracy R. Gleason, Wellesley College

Tzu-Fen Chang, California State University, Bakersfield

Ursula Moffitt, University of New Mexico

Valerie N. Adams-Bass, Rutgers University

Victoria Kintner-Duffy, University of Memphis



Dr. Vonnie C. McLoyd, Department of Psychology, University of Michigan, Ann Arbor
Dr. Xue Jiang, SRCD

Dr. Yue Wang, University of Alberta

Dr. Anne Lucy Achieng, Cooperative University of Kenya

Dr. Paschal Chukwuma Ugwu, Nnamdi Azikiwe University Awka, Anambra State Nigeria
Alice S. Carter, Ph.D., University of Massachusetts Boston

Annie Schwartzstein, University of California Santa Cruz

Benjamin Kennedy, University of California San Diego

Bruce B. Henderson, PhD Department of Psychology, Western Carolina University
Caitlin Lombardi, University of Connecticut

Canequia Moulder, SRCD

Charissa Cheah, University of Maryland, Baltimore County

Charledgar Bedouet, Florida Atlantic University

Cixin Wang, University of Maryland, College Park

Constance Milbrath, Ph.D., University of British Columbia

Cynthia Garcia Coll, PhD, Brown university

Deborah Johnson, Michigan State University

Deborah Rivas-Drake, University of Michigan (Faculty), Society for Research in Child
Development (President-Elect)

Deena Shariq University of Maryland, College Park

E. Stephanie Krauthamer Ewing, Drexel University

Emily Reilly, Duke University

Emma DiLissio, University of North Carolina at Greensboro

Emma Renwick, Research Coordinator at the University of Vermont

Eric Nelson, Nationwide Children's Hospital and The Ohio State University

Eva Chen, National Tsing Hua University



Fran C. Blumberg, PhD, Fordham University

Grace Russell, University of North Carolina at Chapel Hill
Guadalupe Diaz Lara, California State University, Fullerton
Gustavo Carlo, University of California, Irvine

Jeanne Brooks-Gunn, Columbia University

Jennifer Harris, Oakland University

John Madden, Chancellor Emeritus, Penn State Hazleton
Jonquil Rumberger, Boston College

Joshua L. Brown, Department of Psychology, Fordham University
Juila Janeczko, University of Georgia

Karey O'Hara, PhD, Arizona State University

Kathleen Schlenz, Salem State University

Keqin Zhang, Purdue University

Laura E. Berk, Ph.D, Illinois State University

Laura Gorla, Duke University

Lauren Bader, University of Copenhagen

Laurie Donovan, LMFT-S, LCSW, Private practice, Austin, Tx. (Member of AAMFT, NASW,
EMDRIA)

Lilly Bendel-Stenzel, M. A., Ph. D., University of lowa

Linda Baker, Ph.D, University of Maryland, Baltimore County
Lisa Berlin, University of Maryland

Margarita Azmitia, University of California-Santa Cruz

Maria M. Arredondo, Ph.D., University of Texas at Austin
Mary Fran Flood, University of Nebraska--Retired

Meeta Banerjee, University of South Carolina

Melia Swenson, SRCD



Metzli Augustina Lombera, M.S., Pennsylvania State University

Morgan Gilmer, University of North Carolina at Greensboro

Nina S. Mounts, PhD Department of Psychology, Northern Illinois University
Norma Perez-Brena, University of Arizona

Professor Karen Bierman, Pennsylvania State University

Professor Yeh Hsueh, University of Memphis

Professor Zena R. Mello, San Francisco State University

Rachel C. Hayes, Ph.D., Nebraska Wesleyan University

Richard Lee PhD, University of Minnesota, Twin Cities

Sabra L. Katz-Wise, PhD, SRCD

Susan B. Campbell, Ph.D., Professor Emerita, Department of Psychology, University of
Pittsburgh

Vivian Tseng, Foundation for Child Development

Warren Christopher Lu Aguiling, University of Maryland, Baltimore County



