
Ellen Wright Clayton 
Page 1 
 
 CURRICULUM VITAE 
 

June, 2015 
 
 
Name:   Ellen Wright Clayton      
 
Addresses:                 Center for Biomedical Ethics and Society  
                                    2525 West End Ave., Suite 400   
                                    Nashville, TN  37203  

                        (615) 322-1186 
 
                                    Vanderbilt University 
                                    School of Law 
                                    Nashville, TN 37240 
                                    (615) 322-1186  
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Education: 
 

1970-74: B.S., Duke University 
1974-76: M.S., Stanford University 
1976-79: J.D., Yale Law School 
1981-85: M.D., Harvard Medical School 

 
Postgraduate Training: 
 

1985-88: Resident, Department of Pediatrics, University of Wisconsin Hospital and 
Clinics, and Lecturer, Program in Medical Ethics 

 
Licensure and Certification: 

  
1988-  : License to Practice Medicine, Tennessee  
1989-  : Certification, American Board of Pediatrics  
1991-  : Fellow, American Academy of Pediatrics  
 

Academic Appointments: 
 
 1982-83: Research Assistant, Professor Jay Katz, Yale University, worked on his  
                                    book, The Silent World of Doctor and Patient, Free Press, 1985  
 

1985: Visiting Assistant Professor (Spring Semester), Law School and Program in 
Medical Ethics, University of Wisconsin 
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1988-96: Assistant Professor of Pediatrics, Vanderbilt University Medical School 
Assistant Professor of Law, Vanderbilt University School of Law  
Fellow, Vanderbilt Institute for Public Policy Studies, Center for Health  

   Policy 
 
1993: Visiting Professor of Law, University of Houston Law Center, Health Law 

and Policy Institute 
 

 1996-99: Associate Professor of Pediatrics with tenure, Vanderbilt University   
   Medical School 

Associate Professor of Law, Vanderbilt University School of Law 
Faculty Member, Vanderbilt Program in Human Genetics   
Senior Fellow, Vanderbilt Institute for Public Policy Studies, Center for 
Health Policy 
Associate, Center for Clinical and Research Ethics  

 
 1999-05: Director, Center for Genetics and Health Policy 
 
 1999-2010: Rosalind E. Franklin Professor of Genetics and Health Policy 
 
 2005-2011: Director, Center for Biomedical Ethics and Society 
 

Currently:        Craig-Weaver Professor of Pediatrics with tenure, Vanderbilt University 
Medical School 
Professor of Law, Vanderbilt University School of Law 
Professor of Health Policy, Vanderbilt University Medical School 
Co-Founder, Center for Biomedical Ethics and Society, Vanderbilt University 
School of Medicine 
Faculty Member, Vanderbilt Program in Human Genetics   
Senior Fellow, Vanderbilt Institute for Public Policy Studies, Center for 
Health Policy 

 Senior Fellow, John F. Kennedy Center for Research on Human 
Development, Vanderbilt University 
Visiting Professor, Tokai University School of Medicine, Tokyo, JAPAN 

 
Other Employment: 
 

1979-80: Law Clerk, The Honorable John C. Godbold, Judge U.S. Court of Appeals, 
Fifth Circuit 

1980-81: Attorney, Vinson and Elkins, Houston, TX, and Visiting Fellow, Institute for 
the Interprofessional Study of Health Law 

 
Honors: 
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1970-73: Class Honors, Freshman, Sophomore, and Junior years; Duke University 
National Merit Scholar 

1974:  Phi Beta Kappa, Duke University 
Summa cum Laude, Duke University 

1974-76: National Institute of Health Traineeship, Stanford University 
 1978-79: Editor, Yale Law Journal, Yale Law School 

1985-86: Henry M. Castello Memorial Award for the Outstanding Resident, University 
of Wisconsin Hospitals and Clinics 

1997:  Sigma Xi, Vanderbilt University 
1999: Jay Healey Award for Outstanding Health Law Teacher 
2004: Excellence in Resident Education, Department of Pediatrics, Vanderbilt 

University School of Medicine 
2006: Member, Institute of Medicine 

 2007:  Founding Member, Vanderbilt Academy for Excellence in Teaching 
 2008:  Member, Alpha Omega Alpha 

2010: William G. Bartholome Award for Ethical Excellence, American Academy of 
Pediatrics 

2012: Fellow, American Association for the Advancement of Science 
2013: Member, American Pediatric Society 
2013: David P. Rall Medal, Institute of Medicine 
2015: Frank H. Morriss, Jr. Leadership Award, University of Iowa Department of 

Pediatrics and University of Iowa Foundation 
  
Professional Memberships: 
 

1980-  : State Bar of Texas and U.S. Court of the Southern District of Texas 
1984-  :  Member, American Society of Law, Medicine, and Ethics 
1988-  : Member, American Bar Association 
1989- : Member, Lawyers Association for Women 
1991-  : Member, Bioethics Section, American Academy of Pediatrics 
1993-  :  Member, Ambulatory Pediatric Association 
1998-  : Member, American Society for Bioethics and Humanities 
1998- : Member, Health Law Section, American Bar Association 
2010-  : Member, Public Population Project in Genomics 
 

Vanderbilt Medical School/Medical Center Service: 
 

1988-2008: Member, Child Abuse Committee, Vanderbilt University 
1991: Member, Medicine in Society Committee 
1991-93: Consultant, Vanderbilt University Medical Ethics Committee 
1993-  :   Member, Vanderbilt University Medical Ethics Committee 
1994-96: Chair, Child Abuse Committee, Vanderbilt University 
1996-2000: Member, Credentials Committee, Vanderbilt University Medical Center 
1997-2000: Member, Joint Practice Subcommittee, Medical Staff Credentials Committee 
1997-2000: Member, Internal Review Committee, Graduate Education Review 
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Committee 
1998: Member, Task Force on Compensation and Incentivization of Faculty 

(Education) 
1998-2000: Member, Subcommittee on Protection of and Access to Patient Electronic 

Records 
1998- 2001: Member, Software Oversight Committee 
1998-2002: Member, Promotion Committee for the Class of 2002 
1999-   : Member, Ad Hoc Committee on Center for Fetal Intervention 
1999-2001: Member, Academic Programs Committee 
2000: Coordinator, Ecology of Medicine Course, sections on pregnancy and early 

childhood 
2000-  Member, Working Group on DNA Capture 

As part of this group, I oversaw the conduct of five focus groups to 
assess opinions of community members about collection of DNA in 
conjunction with medical information for use in epidemiologic 
research and continue to develop a program to develop the optimal 
approach to collecting DNA and medical records for research 

2000-  : Chair, Education on Research Integrity 
2000-01: Chair, Conflict of Interest Committee 
2001: Member, Emphasis Program and Synthesis Course Working Groups for 

Curriculum Reform  
 2001:  Member, Search Committee for the Stahlman Chair in Medical Ethics 
 2001-  :  Member, Vanderbilt Child Advocacy Council 
 2001-  :  Faculty, Meharry-Vanderbilt Genetics Training Program 

2002-  : Member, Curriculum Advisory Committee, Meharry Clinical Research 
Education and Career Development (CRECD) 

2002-  : Member, Emphasis Program Planning Committee 
2003-  : Member, Steering Committee, PhD Program in Human Genetics 
2003-5: Director, Genetics, second year medical school 
2003-08: Director, Law and Policy Emphasis Program 

 2005-  :  Member, DNA Databank Oversight Committee 
2008-  : Member, Appointments and Promotions Committee, Department of 

Pediatrics 
2009-  : Member, Academic Advisory Council, Meharry-Vanderbilt Community 

Engaged Research Program, Vanderbilt Institute for Clinical and 
Translational Research 

2009-  : Member, Research Enterprise Communications Advisory Council 
2009-11: Member, Appointments and Promotions Committee, VUMC 
2011-12: Member, Executive Committee of the Executive Faculty, VUMC 
2011-   : Mentor, Hazinski Society, Department of Pediatrics 
 

Vanderbilt Law School Service: 
 

1988-2005: Faculty Advisor, Vanderbilt Bisexual, Gay, and Lesbian Law Students 
 Association 
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1988-2005: Faculty Advisor, Vanderbilt Law Women's Association 
1989-91: Member, Curriculum Committee, Vanderbilt Law School 
1991-95: Member, Student-Faculty Relations Committee, Vanderbilt Law School 
1995-97: Member, Diversity Lectures Committee 
1997-05: Member, Admissions Committee 
 

Vanderbilt University Service: 
 

1989-93: Member, Advisory Board, Margaret Cuninggim Women's Center, Vanderbilt 
University 

1998-2001: Member, Advisory Committee, Cal Turner Program in Moral Leadership 
2000-01: Organizer, Seminar on Genetics and Mental Health, Center for Genetics and 

Health Policy and Robert Penn Warren Center for the Humanities  
2001-09: Member, Steering Committee, Medicine, Health, and Society -- an 

interdisciplinary program that draws from many parts of the university 
2001- 07: Member, Executive Board, Cal Turner Program in Moral Leadership 
2002-   : Member, Conflict of Interest Committee 
2005-09   : Member, Technology Review Committee 
2006-09: Member, Advisory Board, Center for Ethics 
2006-09: Member, Faculty Advisory Board, Vanderbilt Center for Nashville Studies 
2009-10: Member, Search Committee, Directors of Center for Medicine, Health, and 

Society and Program in Health, Environment, and Policy  
 

Vanderbilt Health Plan Service: 
 
1996-1997 Member, Pharmacy and Therapeutics Committee 
1997-99: Member, Medical Resource Management Committee 
 

Professional Service on National and International Level: 
 
 
Institute of Medicine 
 
1992: Consultant to Institute of Medicine Committee on Assessing Genetic Risks: 

Issues and Implications for Health, June 28-29, 1992, Irvine, CA 
1993: Consultant, Institute of Medicine Committee on the Legal and Ethical Issues 

Relating to the Inclusion of Women in Clinical Studies 
2002: Invited Speaker, Genomics and Its Implications for Human Health:  A New 

Academies Initiative 
2002-07: Member, Board on Health Sciences Policy 
2003-04: Member, Committee on the Use of Third Party Toxicity Research with 

Human Research Participants, Science, Technology, and Law Program 
2004-05: Member, Committee on Genomics and the Public’s Health in the 21st 

Century 
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2005: Chair, Roundtable on Translating Genomic Information into Improved 
Health 

2005-06: Member, Committee on the Disposition of the Air Force Health Study 
2005-06: Member, Committee on Assessing Interactions Among, Social, Behavioral, 

and Genetic Factors of Health 
2007: Member, Panel to Review the National Children’s Study (NCS) Research Plan 
2007-09: Chair, Committee to Evaluate Title X Family Planning 
2009-11: Chair, Committee to Evaluate Vaccine Safety 
2010-  : Member, Advisory Council 
2011-12: Chair, Standing Committee on Family Planning 
2012- 13: Co-Chair, Committee on Commercial Sexual Exploitation and Sex 

Trafficking of Minors in the United States 
2012-   : Chair, Board on Population Health and Public Health Practice 
2012: Member, Committee to Revamp “The Role of the Chair” of Consensus 

Committees 
2012: Monitor, Reforming Juvenile Justice:  A Developmental Approach 
2012: Reviewer, The Appropriate Future Use of the Department of Defense Joint 

Pathology Center Tissue Repository 
2012: Review Coordinator, Review of the California Institute for Regenerative 

Medicine (CIRM) 
2013-  : Executive Committee, Council, IOM 
2013: Member, Report Review Committee, IOM 
2013-14: Monitor, Integrating Workforce Health Protection at DHS 
2013-15: Chair, Diagnostic Criteria for Myalgic Encephalomyelitis/Chronic Fatigue 

Syndrome 
2014: Monitor, Treatment for Posttraumatic Stress Disorder in Military and Veteran 

Populations: Final Assessment 
2014: Reviewer, Investing in the Health, Safety, and Well-Being of Young Adults 
2014-15: Chair, Governance Committee 
2014: Council Presentations (with Bill Stead), Grand Challenges in Health and 

Health Care 
  

National Institutes of Health, National Human Genome Research Institute: 
 
1994-1995: Chair, NIH-CDC Workshop on the Role of Informed Consent for Genetic 

Research on Stored Tissue Samples 
1995-98: Member, National Advisory Council, National Human Genome Research 

Institute, National Institutes of Health 
1997-2000: Member, ELSI Research Program and Evaluation Group, National Human 

Genome Research Institute 
2000-01: ELSI Research Advisor 
2001: Chair, Session on ELSI Issues at Developing a Haplotype Map of the Human 

Genome for Finding Genes Related to Health and Disease 
2001-03: Co-Chair, Population/ELSI Group, International Haplotype Mapping 

Project 
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2003-05: Co-Chair, ELSI Group, International Haplotype Mapping Project 
2007-11: Co-Chair, Consent and Community Consultation Working Group, eMERGE 

Network 
 
National Institutes of Health -- other programs: 
 
1990: Consultant, National Institutes of Health, Review Committee on Legal and 

Ethical Issues of Human Genome Initiative, Washington, D.C. 
1991: Working Group on Reproductive Genetic Testing: Impact on Women, 

National Institutes of Health, Bethesda, MD 
1996: Member, Workshop on the Inclusion of Children in Clinical Research, 

National Institute of Child Health and Human Development, American 
Academy of Pediatrics 

2000- : Member, Workgroup on Ethical Issues in Pharmacogenomics, Clinical Ethics 
Section, Bethesda, MD 

2002-05: Member, Ethics Working Group, National Children's Study, National 
Institute of Child Health and Human Development 

2007: Group Leader, Custodianship and Ownership Issues in Biospecimen 
Research Symposium-Workshop, National Cancer Institute 

2009-10: Member, National Children’s Study Federal Advisory Committee, Eunice 
Kennedy Shriver National Institute of Child Health and Human 
Development 

2010: Chair, National Cancer Institute, Workshop on Release of Research Results 
to Participate in Biospecimen Studies 

2011-  : Member, Observational Safety Monitoring Board, NHLBI  OSMB for Next 
Generation Genetic Association Studies 

2015-  : Member, Expert Advisory Panel, NHLBI Trans-Omics for Precision 
Medicine Whole Genome Sequencing 

  
Food and Drug Administration: 

 
1999- : Consultant, Pediatrics Advisory Committee 
2000: Consultant, Clinical pharmacology during pregnancy: Addressing clinical 

needs through science 
 
Human Genome Organisation: 
 
2010-13: Member, Working Group on Whole Genome Sequencing 
2010-12: Member, Ethics Committee 
2012-  : Member, Committee on Ethics, Law, and Society 
 
Public Population Project in Genomics and Society 
 
2013-  : Chair, Paediatric Platform  
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American Society of Law, Medicine, and Ethics: 
 

1993-98: Member, Board of Directors, American Society of Law, Medicine, and Ethics 
1994-95: Treasurer, American Society of Law, Medicine, and Ethics 
1995-96: President-elect, American Society of Law, Medicine, and Ethics 
1996-7: President, American Society of Law, Medicine, and Ethics 
1997-2001: Editor-in-Chief, Journal of Law, Medicine, and Ethics 
2003-  : Member, Board of Editors, Journal of Law, Medicine, and Ethics 

 
American Bar Association: 

 
1998-2001: Chair, Clinical Ethics Issues Interest Group, Health Law Section 

 
Executive Leadership in Academic Medicine: 

 
1999-2000: Participant 

 
National and International Committees and Workshops Not Listed Above: 

 
1987-88: Workgroup on Reproductive Issues, MacArthur Foundation Research Group 

on Health Behavior, Key Biscayne, FL, and Washington, D.C. 
1987: Workgroup on Genetic Screening, Hastings Center, Briarcliff Manor, NY 
1989-95: Member, American Academy of Pediatrics Committee on Bioethics 
1989: Consultant, American Academy of Pediatrics, Provisional Committee on 

Substance Abuse, Special Meeting on Drug Affected Infants 
1990: Workgroup on Feminism and Bioethics, Hastings Center, Briarcliff Manor, 

NY 
1992-  : Member, Technical Advisory Board, National Emergency Medical Services 

for Children Resource Alliance, Torrance, CA 
1993-95: Member, Research Group, "Setting Priorities in the Application of Human 

Genetic Research," Hastings Center, Briarcliff Manor, NY 
1995: Member, Storage of Genetics Materials Committee, American College of 

Medical Genetics 
1995-98: Member, Biological Resources Bank Working Group, National Action Plan 

on Breast Cancer 
1996-99: Member, Social Issues Committee, American Society of Human Genetics 
1997-  : Member, National Advisory Committee, Pediatric Palliative Care Committee 
1997-2000: Member, Advisory Committee, Center for Patients’ Rights 
1998: Consultant, New York State Task Force on Life and the Law, Taskforce on 

Genetics Research 
 1999-2000: Member, American Academy of Pediatrics Newborn Screening Task Force 

1998-2001: Member, Expert Advisory Panel on Privacy and Confidentiality, American 
Medical Association Institute for Ethics 

1999: Member, Classification-Nomenclature Group, EASL International 
Consensus Conference on Hemochromatosis, Sorrento, ITALY 
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1999- : Member, External Advisory Board, Public Health Genetics Program, 
University of Washington 

2000-02: Member, Ethics and Security Advisory Board, Marshfield Clinic Personalized 
Medicine Program 

2000-02: Consultant, Council of International Organizations of Medical Sciences, 
Geneva, SWITZERLAND 

2000- : Member, Human Biological Materials Focus Group, Adult AIDS Clinical 
Trials Group  

2001-03: Member, Episcopal Task Force on Issues in Human Genetics 
2002-05: Member, Evaluating Genetic Tests:  A Models Process, University of 

Washington 
   2003: Consultant, ELSI Genetic Variation Consortium, Colliding Categories:  

Haplotypes, Race, and Ethnicity, University of Minnesota 
2003: Participant, Newborn Screening for Cystic Fibrosis Meeting,  National Center 

on Birth Defects and Developmental Disabilities (NCBDDD) at the Centers 
for Disease Control and Prevention (CDC) and the Cystic Fibrosis 
Foundation (CFF) 

2003-05: Member, Ethical Decision Making for Newborn Genetic Screening, Hastings 
Center, New York 

2004-06: Chair, American Society of Human Genetics Working Group on HIPAA and 
Genetics Research 

2004-09: Member, Ethics Review Panel, Shanghai Health Study 
2005-08: Member, Fellows Council, Hastings Center 
2005: Chair, Nominating Committee, AAP Section on Bioethics 
2006-07: Chair, AALS and ASRM Planning Committee for Workshops on 

Reproductive Medicine and the Law 
2009-12: Member, External Advisory Board, ESRC Centre for Genomics in Society, 

University of Exeter, UK  
2014-  : Member, External Advisory Board, CITI Japan  
 

Professional Service on State Level: 
 

1991-  : Member, Genetics Advisory Committee, Tennessee Department of Health 
and Environment 

1992-  : Chair, Committee on Bioethics, Tennessee Chapter American Academy of 
Pediatrics 

1993-  : Member, Tennessee Lawyers Association for Women Judicial Appointments 
and Elections Committee 

1996-2000: Member, Family Law Committee -- Code Revision Committee, Tennessee 
Bar Association 
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1997-2000: Member, Board of Directors, American Civil Liberties Union of Tennessee 
2001-  : Chair, Ethics/Confidentiality Committee, Statewide Genetics Planning 

Committee 
2004-  : Chair, Government Relations Committee, Genetics Advisory Committee 
 

Service at Other Universities: 
 

1978-79: Educational Planning Committee, Yale Law School; Treasurer, Yale Law 
Women's Association, Yale Law School 

1982-84: Member, Genetics Discussion Group, Harvard Medical School 
1983-84: Director, Medicine and Society, Harvard Medical School 
1986-88: Moderator, Ethics Forums, University of Wisconsin Hospital and Clinics 
1986-88: Member, Ethics Discussion Group, University of Wisconsin 
1986-88: Human Subjects Committee, University of Wisconsin 
1987-88: Ethics Committee, VA Hospital, Madison, WI 
 

Community Service: 
 

1989-  :             Member, Davidson County Child Abuse Team 
1995-  :  Member, Board of Directors, Tennessee Health Decision Ethics Guild 
1996-2002: Member, Nashville Opera Guild 
2012-  : Member, Board of Directors, Planned Parenthood of Middle and East 

Tennessee 
2013-  : Member, Board of Directors, Tennessee Advocates for Planned Parenthood 
 

Editorial Board: 
 
 Genomics, Society and Policy  
 Journal of Law, Medicine, and Ethics 
 
Teaching Interests:  
  
 General Pediatrics; Biomedical Ethics and Law; Medical Ethics; Legal and Ethical Issues 

Raised by Genetics; Genetics and Health Policy; Genetics; Research Ethics; Public Health 
Law; Legal and Ethical Issues in Children's and Women's Health; Family Law; Gender and 
the Law 

 
Teaching Experience: 
 

1973-74: Teaching Assistant, graduate course in cellular physiology, Duke University 
1974-76: Teaching Assistant, Introductory Biochemistry and Human Genetics, 

Stanford University 
1982-84: Lecturer in Introductory Genetics (Spring), Harvard Medical School 
1984-85: Seminar in Law and Medicine (Spring), University of Wisconsin Law School 
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1988-  : Family Law, Gender and the Law, Bioethics and Law, Torts, Health Law and 
Policy, Genetics and the Law, Seminar on the Health Care Safety Net, 
Genetics, Medicine, and Law, Vanderbilt University School of Law 

1988-  : Within the medical school, I have taught in various capacities.  I have assisted 
a number of medical students with emphasis projects over the years.  I am 
currently developing part of the ethics curriculum for Curriculum 2.0.  The 
multidisciplinary courses that I teach in the law school are open to medical 
students.  I teach in the MSCI and other graduate programs.  I directed a 
Hazinski mentoring group in pediatrics and give grand rounds in pediatrics 
approximately once a year. 

1990- : In the last several years, I have guest lectured in classes in the divinity, 
business, nursing, and engineering schools, the Kennedy Center, and in the 
college of arts and sciences on an array of issues in law, medicine, and ethics.  
I currently do several such presentations every semester. 

 
Grant and Funding Support: 
 
Co-Investigator, Birth Outcomes, Satisfaction with Care, and Malpractice, Agency for Health Care 
Policy and Research (Frank A. Sloan & Gerald B. Hickson, Principal Investigators) HS06499 
($660,538) (9/30/90-3/31/94) 
 
Co-Investigator, Cystic Fibrosis Screening: An Alternative Paradigm, National Institutes of Health 
1R01 HG 00638-02 (John A. Phillips, III, Principal Investigator) ($386,271) (9/30/91-6/30/95) 
 
Principal Investigator, Charles E. Culpeper Foundation Scholarship in Medical Humanities ($90,000) 
(7/1/92-6/30/95) 
 
Principal Investigator, Shannon Award, National Center for Human Genome Research ($100,000) 
(1995-1997) 
 
Consultant, Psychosocial Effects of Neonatal Hearing Screening, National Institutes of Mental 
Health 1R03 MH53965-01 (Anne Marie Tharpe, Principal Investigator) ($32,100)(~1995-1997) 
 
Contract, Informed Consent for the Use of Stored Tissue Samples for Genetic Research, National 
Center for Human Genome Research (Ellen Wright Clayton, Principal Investigator) ($5,000) (1995) 
 
Contract, Informed Consent for Creation of DNA Libraries for Large Scale Sequencing, Department 
of Energy (Ellen Wright Clayton, Principal Investigator) ($2,500) (1996) 
 
Contract, Inclusion of Children in Research, National Institute of Child Health and Human 
Development (Ellen Wright Clayton, Principal Investigator) ($2,500) (1996) 
 
Contract, Services Grant for Children with Genetic Conditions, Tennessee Department of Health 
(~$2,000/year) (1999) 
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Principal Investigator, Public Health and Genetics, National Human Genome Research Institute, 1 
R01 HG01974-01 ($103,168) + a supplement for the Public Dialogue on Human Gene Patenting 
(1999-2002) 
 
Principal Investigator, Japan HapMap Community Engagement, National Human Genome Research 
Institute ($68,342) (2002-2003) 
 
Co-Investigator, Primary Pulmonary Hypertension: Mechanisms and Family Registry, National Heart, 
Lung, and Blood Institute (1998-2008)(Jim Loyd, Principal Investigator) ($83,000) (08/03-3/09) – 
19% effort 
 
Co-Investigator Genetics in Literature, Film, and Popular Culture, National Human Genome 
Research Institute, R03 HG-03031-01 (Jay Clayton, Principal Investigator) ($100,000) (2003-2005) 
 
Co-Investigator, Clinical Use of Research Genetic Tests for Arrhythmia, National Human Genome 
Research Institute, R03 HG-2545-01, (Carol Freund, Principal Investigator) ($100,000) (2003-2005) – 
2% effort 
 
Principal Investigator, Impact of Newborn Screening on Families, March of Dimes, 6-FY05-85 
(6/1/05-5/31/08) ($98,194) – 0% effort 
 
Co-Principal Investigator, Vanderbilt Engaging Nashville Survey (Daniel Cornfield, Principal 
Investigator) (2007) – 0% effort 
 
Principal Investigator, Religion and Genomics:  Navigating Pathways and Perspectives of Patient 
Care, National Human Genome Research Institute, 1 R13 HG004689-01 ($31,900) (03/08- 02/09)  – 
0% effort     
 
Co- Investigator, Fogarty “Creating Collaborative Research Ethics Education with Costa Rica,”  
Elizabeth Heitman, PI (09/06-06/11) – 4%  effort  
 
Co-Investigator, NHLBI “Treatment of Pulmonary Edema in Organ Donors” Lorraine Ware, PI 
(04/07-03/11) – 1% effort  
 
Co-Investigator, NHGRI “Vanderbilt Genome-Electronic Records Project”  Dan Roden, PI 
(09/07-07/11) – 15% effort  
 
Co- Investigator, NCR “The Vanderbilt Institute for Clinical and Translational Research (VICTR)” 
Gordon Bernard, PI (09/07-05/12) – 5% effort  
 
Principal Investigator, NHGRI, “Returning Results of Pediatric Genomic Research to Participants,” 
(9/30/2011-9/29/2013) -- 8% effort, 20% effort year 2 
 
Co-Investigator, NHGRI “Vanderbilt Genome-Electronic Records Project”  Dan Roden, PI (8/12- 
7/16) – 5% effort  
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Co-Investigator, NIGMS, “A Risk Management Framework for Identifiability in Genomics 
Research,” Brad Malin PI (09/30/2012 – 09/29/2016) – 10% effort 
 
Publications: 
 
Articles: 
 
1. Ellen E. Wright, Father and Mother Know Best:  Defining the Liability of Physicians for 

Inadequate Genetic Counseling, Yale Law Journal 1978; 87:1488-515 
 

2. Ellen E. Wright, The Legal Implications of Refusing to Provide Prenatal Diagnosis in 
Low-Risk Pregnancies or Solely for Sex Selection, American Journal of Medical Genetics 
1980; 5:391-97 

 
3. Ellen E. Wright & Margery W. Shaw, Legal Liability in Genetic Screening, Genetic 

Counseling, and Prenatal Diagnosis, Clinical Obstetrics and Gynecology 1981; 24:1133-49; 
reprinted in Genetic Disease Diagnosis and Treatment:  Proceedings of the Fifth Arnold O. 
Beckman Conference in Clinical Chemistry 17-40 (A.A. Dietz, ed., 1983) 

 
4. Ellen Wright Clayton, Legal Aspects of Medical Genetics in Wisconsin, Wisconsin Medical 

Journal 1985; 84:28-33 
 

5. Ellen Wright Clayton, From Rogers to Rivers:  The Rights of the Mentally Ill to Refuse 
Medication, American Journal of Law and Medicine 1987; 13:7-52 

 
6. Ellen Wright Clayton & Jay Clayton, Voices and Violence, Vanderbilt Law Review 1990; 

43:1807-1818 
 

7. Ellen Wright Clayton & Gerald B. Hickson.  Compensation Under the National 
Childhood Vaccine Injury Act, Journal of Pediatrics 1990; 116:508-513 

 
8. Gerald B. Hickson, William A. Altemeier & Ellen Wright Clayton, Should Promethazine Be 

Available Without Prescription?  Pediatrics 1990; 86:221-25 
 

9. Ellen Wright Clayton, Screening and Treatment of Newborns, Houston Law Review 1992; 
29:85-148 

 
10. Gerald B. Hickson, Ellen Wright Clayton, Penny B. Githens, & Frank A. Sloan, Factors That 

Prompted Families to File Medical Malpractice Claims Following Perinatal Injuries, Journal 
of the American Medical Association 1992; 267:1359-1363 

 
11. Ellen Wright Clayton, Issues in State Newborn Screening Programs, Pediatrics 1992; 

90:641-645 
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12. Ellen Wright Clayton, A Ray of Light About Frozen Embryos, Kennedy Institute Ethics 

Journal 1992; 2:347-359 
 

13. Ellen Wright Clayton, Reproductive Genetic Testing: Regulatory and Liability Issues, Fetal 
Diagnosis and Therapy 1993; 8 (Suppl 1):39-59 

 
14. Gerald B. Hickson, Ellen Wright Clayton, Are You and Your Waiting Room's Televised 

"Expert" Saying the Same Thing?  Clinical Pediatrics 1993; 32:172-174 
 

15. Vickie L. Hannig, Ellen Wright Clayton, & Kathryn M. Edwards, Whose DNA Is It 
Anyway?: Relationships between Families and Researchers.  American Journal of Medical 
Genetics 1993; 47:257-260 

 
16. Ellen Wright Clayton, Newborn Screening for the Pediatrician, Contemporary Pediatrics 

1993; 10:34-46 
 

17. Ellen Wright Clayton, Gerald B. Hickson & Cynthia S. Miller, Parents' Responses to Vaccine 
Information Pamphlets.  Pediatrics 1994; 93:369-372 

 
18. Gerald B. Hickson, Ellen Wright Clayton, Stephen S. Entman, Cynthia S. Miller, Penny B. 

Githens, Kathryn Whetten-Goldstein, Frank A. Sloan, Obstetricians' prior malpractice 
experience and patients' satisfaction with care, Journal of the American Medical Association 
1994; 272: 1583-1587 

 
19. Ellen Wright Clayton, What are the law's priorities about the dispersion of genetic 

technologies? Special Supplement, Hastings Center Report 1995; 25(3):S13-S15 
 

20. Ellen Wright Clayton,  Removing the shadow of the law from the debate about genetic 
testing of children, American Journal of Medical Genetics 1995; 57: 630-634 

 
21. Ellen Wright Clayton, What is really at stake in Baby K:  A Response to Ellen Flannery, 

Journal of Law, Medicine, and Ethics 1995; 23:13-14 
 

22. Ellen Wright Clayton, Vickie L. Hannig, Jean P. Pfotenhauer, Robert A. Parker, Preston W. 
Campbell, III, John A. Phillips, III.  Teaching about cystic fibrosis carrier screening by using 
written and video information, American Journal of Human Genetics 1995; 57: 171-181 

 
23. Ellen Wright Clayton, Karen K.Steinberg, Muin J. Khoury, Elizabeth Thomson, Lori 

Andrews, Mary Jo Ellis Kahn, Loretta M. Kopelman, Informed consent for genetic research 
on stored tissue samples, Journal of the American Medical Association 1995; 274: 1786-1792 

 
24. Ellen Wright Clayton, Panel Comment:  Why the use of anonymous samples for research 

matters, Journal of Law, Medicine, and Ethics 1995; 23: 375-377. 
 

25. Ellen Wright Clayton, Vickie L. Hannig, Jean P. Pfotenhauer, Robert A. Parker, Preston W. 
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Campbell, III, John A. Phillips, III,  Lack of interest by nonpregnant couples in population 
based cystic fibrosis carrier screening, American Journal of Human Genetics 1996; 58: 
617-627 

 
26. Ellen Wright Clayton, Pediatrics ethics:  A view from the United States, Acta Paediatrica 

Japonica 1996; 38: 299-303 
 

27. Ellen Wright Clayton, Problems posed by genetics for law and ethics:  American policies, 
Annual Review of Law and Ethics 1996; 4: 3-19 

 
28. Ellen Wright Clayton, Potential Liability in Cases of Child Abuse and Neglect, Pediatric 

Annals 1997; 26: 173-178 
 

29. Ellen Wright Clayton, Genetic Testing in Children, Journal of Medicine and Philosophy 
1997; 33: 233-251 

 
30. Ellen Wright Clayton, The Dangers of Reading Duty Too Broadly, Journal of Law, Medicine, 

and Ethics 1997; 25: 19-21 
 

31. Anne Marie Tharpe, Ellen Wright Clayton, Newborn Hearing Screening: Issues in Legal 
Liability and Quality Assurance, American Journal of Audiology 1997; 6: 5-12 

 
32. Gerald B. Hickson, James Pichert, Charles Federspiel, Ellen Wright Clayton, Development of 

an Early Identification and Response Model of Malpractice Prevention, Law and 
Contemporary Problems 1997; 60:7-29 

 
33. Gerald B. Hickson, Ellen Wright Clayton, Cynthia S. Miller, James W. Pichert, Stephen S. 

Entman, Satisfaction with Obstetrical Care: Relation to Neonatal Intensive Care, Obstetrics 
and Gynecology 1998; 91:288-92 

 
34. Ellen Wright Clayton, What Should the Law Say About Disclosure of Genetic Information to 

Relatives, Journal of Health Care Law & Policy 1998; 1: 373-390 
 

35. Ellen Wright Clayton, Genetic Testing in Children:  Law’s Role in Addressing the Challenges 
Posed by New Technology, Children’s Legal Rights Journal 1998; 18:39-42 

 
36. Wylie Burke, Elizabeth Thomson, Muin J. Khoury, Sharon M. McDonnell, Nancy Press, Paul 

C. Adams, James C. Barton, Ernest Beutler, Gary Brittenham, Allen Buchanan, Ellen Wright 
Clayton, Mary E. Cogswell, Eric M. Meslin, Arno G. Motulsky, Lawrie W. Powell, Elliott 
Sigal, Benjamin S. Wilfond, Francis S. Collins, Hereditary Hemochromatosis: Gene 
Discovery and Its Implications for Population-Based Screening, Journal of the American 
Medical Association 1998; 280: 172-178 

 
37. Ellen Wright Clayton, What Should Be the Role of Public Health in Newborn Screening and 

Prenatal Diagnosis?  American Journal of Preventive Medicine 1999; 16: 111-5 



Ellen Wright Clayton 
Page 16 
 

 
38. Ellen Wright Clayton, Lessons (Re)Learned from Cystic Fibrosis Carrier Screening, Journal 

of Gender-Specific Medicine 1999; 2: 21-24 
 

39. Ellen Wright Clayton, Using Newborn Blood Samples for Genetics Research: Thinking 
About the Context, Annual Review of Law and Medicine 2001; 9: 21-31 

 
40. Ellen Wright Clayton, Through the Lens of the Sequence, Genome Research 2001; 11: 

659-64. 
 

41. Ellen Wright Clayton, You Have to Protect Physician Reporters if You Want to Protect 
Children from Abuse and Neglect, Houston Journal of Health Law and Policy 2001; 1: 
133-146 

 
42. Ellen Wright Clayton, Regulating Germ-Line Gene Transfer in the United States, Annual 

Review of Law and Ethics 2002; 10: 147-60 
 

43. Ellen Wright Clayton, Genetics, Populations, and Public Health:  A Complex Relationship, 
Journal of Law, Medicine, and Ethics 2002; 30:290-7, reprinted in Ron Bayer, Larry Gostin, 
Bruce Jennings, Bonnie Steinbock, eds., Public Health Ethics:  Theory, Policy, and Practice, 
New York:  Oxford University Press (2006) 

 
44. Ellen Wright Clayton, Ethical, Legal, and Social Implications of Genomic Medicine, New 

England Journal of Medicine 2003; 349:562-9, reprinted in Alan E. Guttmacher, Francis S. 
Collins, Jeffrey M. Drazen, eds., Genomic Medicine, Baltimore: Johns Hopkins University 
Press 2004, 148-57 

 
45. David W. Haas, Grant R. Wilkinson, Daniel R. Kuritzkes, Douglas D. Richman, Janet 

Nicotera, Laura F. Mahon, Cara Sutcliffe, Sue Siminski, Janet Andersen, Kristine Coughlin, 
Ellen W. Clayton, Jonathan Haines, Ann Marshak, Michael Saag, Jody Lawrence, Jeffrey 
Gustavson, Jo Anne Bennett, Rolf Christensen, Margaret A. Matula, and Alastair J.J. Wood 

for the Adult AIDS Clinical Trials Group, A Multi-Investigator/Institutional DNA Bank for 
AIDS-Related Human Genetic Studies: AACTG Protocol A5128, HIV Clinical Trials 2003; 
4(5):287-300 

 
46. Carol L. Freund, Ellen Wright Clayton, Impact of Pharmacogenomics on Children:  Meeting 

the Ethical Challenges, American Journal of Pharmacogenomics 2003; 3(6): 399-404 
 

47. Ellen Wright Clayton, Ethical Issues in Genetic Epidemiology:  International Perspectives,  
 Japanese Heart Journal 2004; 45(suppl):S-23-27 

 
48. Carol L. Freund, David F. Gregory, Ellen Wright Clayton, Evaluating Pharmacogenetic 

Tests:  A Case Example, Archives of Pediatrics and Adolescent Medicine 2004; 150: 276-9   
 
49. Carol L. Freund, Ellen W. Clayton, Benjamin S. Wilfond, Natural Setting Trials – Improving 



Ellen Wright Clayton 
Page 17 
 

the Introduction of Clinical Genetic Tests, Journal of Law, Medicine, and Ethics 2004; 32: 
106-110 

 
50. Ellen Wright Clayton, So What Are We Going to Do About Research Using Clinical 

Information and Samples?  IRB 2004; 26(6): 11-12 
 

51. Ellen Wright Clayton, Talking with Parents before Newborn Screening, Journal of Pediatrics 
2005; 147(3 Suppl):S26-9 

 
52. Ellen Wright Clayton, Informed Consent and Biobanks, Journal of Law, Medicine, and 

Ethics 2005; 33: 15-21 
 

53. Jeffrey R. Botkin, Ellen Wright Clayton, Norman C. Fost, Wylie Burke, Thomas H. Murray, 
Mary Ann Baily, Benjamin Wilfond, Albert Berg, Lainie Friedman Ross, Newborn Screening 
Technology:  Proceed with Caution, Pediatrics 2006; 117(5): 1793-99   

 
54. Ellen Wright Clayton, The Web of Relations:  Thinking About Physicians and Patients, Yale 

Journal of Health Policy, Law, and Ethics 2006; 6(2): 465-477   
 

55. Ellen Wright Clayton, Patients and Biobanks, Villanova Law Review 2006; 51(4): 793-802  
 

56. Lara Bratcher, Ellen Wright Clayton, Christopher Greeley, Children in Methamphetamine 
Homes:  A Survey of Physicians Practicing in Southeast Tennessee, Pediatric Emergency 
Care 2007; 23(10): 696-702  

 
57. Ellen Wright Clayton, Incidental Findings in Genetics Research Using Archived DNA, 

Journal of Law, Medicine, and Ethics 2008; 36(2): 286-91 PMC2576744 
 
58. Susan M. Wolf, Frances P. Lawrenz, Charles A. Nelson, Jeffrey P. Kahn, Mildred K. Cho, 

Ellen Wright Clayton, Joel G. Fletcher, Michael K. Georgieff, Dale Hammerschmidt, Kathy 
Hudson, Judy Illes, Vivek Kapur, Moira A. Keane, Barbara A. Koenig, Bonnie S. LeRoy, 
Elizabeth G. McFarland, Jordan Paradise, Lisa S. Parker, Sharon F. Terry, Brian Van Ness, 
Benjamin Wilfond, Managing incidental findings in human subjects research:  Analysis and 
recommendation, Journal of Law, Medicine, and Ethics 2008; 36(2): 219-248 PMC2575242 
 

59. Dan M. Roden, Jill M. Pulley, Melissa Basford, Gordon R. Bernard, Ellen Wright Clayton, 
Jeffrey R. Balser, Daniel R. Masys, Development of a large-scale deidentified DNA biobank 
to enable personalized medicine, Clinical Pharmacology and Therapeutics 2008; 84 (3): 362–
369 PMC3763939 

 
60. Diana L. Jones, Joanne C. Sandberg, Mary J. Rosenthal, Robert C. Saunders, Vickie L. 

Hannig, Ellen W. Clayton, What patients and their relatives think about testing for BMPR2, 
Journal of Genetic Counseling 2008; 17(5): 452-8 PMC3730255 

 
61. Joseph Fanning and Ellen Wright Clayton, Religious and Spiritual Issues in Medical Genetics, 



Ellen Wright Clayton 
Page 18 
 

American Journal of Medical Genetics 2009; 151C(1):1-5 PMC2745175 
 
62. Ellen Wright Clayton, Ten fingers, ten toes: newborn screening for untreatable disorders.  

Health Matrix Cleveland 2009; 19(1):199-203  
 
63. Joshua E. Perry, Ilene N. Moore, Bruce Barry, Ellen Wright Clayton, Amanda R. Carrico, 

The Ethical Health Lawyer:  An Empirical Assessment of Moral Decision Making, Journal of 
Law, Medicine, and Ethics 2009; 37 (3): 461-479  

 
64. Salomon RM, Blackford JU, Rosenbloom ST, Seidel S, Clayton EW, Dilts DM, Finder SG, 

Openness of patients' reporting with use of electronic records: psychiatric clinicians' views.  J 
Am Med Inform Assoc. 2010 Jan-Feb;17(1):54-60 PMCID: PMC2995635 

 
65. Jill Pulley, Ellen Clayton, Gordon R. Bernard, Dan M. Roden, Daniel R. Masys, Principles of 

human subjects protections applied in an opt-out, de-identified biobank, Clinical and 
Translation Science 2010; 3 (1): 42-8   
 

66. Kyle Bertram Brothers, Ellen Wright Clayton, “Human Non-Subjects Research”:  Privacy 
and Compliance, American Journal of Bioethics 2010; 10(9): 15-17.  PMID: 20818548 

 
67. Ellen Wright Clayton, Maureen Smith, Stephanie M. Fullerton, Wylie Burke, Catherine A. 

McCarty, Barbara A. Koenig, Amy L. McGuire, Laura M. Beskow, Lynn Dressler, Amy A. 
Lemke, Erin M. Ramos, Laura Lyman Rodriguez, for the Consent and Community 
Consultation Working Group of the eMERGE Consortium, Confronting Real Time Ethical, 
Legal, and Social Issues in the eMERGE (Electronic Medical Records and Genomics) 
Consortium, Genetics in Medicine 2010; 12: 616-620 PMCID: PMC3090678 

 
68. Ellen Wright Clayton, State Run Newborn Screening in the Genomic Era, or How to Avoid 

Drowning When Drinking From a Fire Hose, Journal of Law, Medicine, and Ethics 2010 
Sep;38(3):697-700  

 
69. Richard R. Fabsitz, Amy McGuire, Richard R. Sharp, Mona Puggal, Laura M. Beskow, Leslie 

G. Biesecker, Ebony Bookman, Wylie Burke, Esteban Gonzalez Burchard, George Church, 
Ellen Wright Clayton, John H. Eckfeldt, Conrad V. Fernandez, Rebecca Fisher, Stephanie M. 
Fullerton, Stacey Gabriel, Francine Gachupin, Cynthia James, Gail P. Jarvik, Rick Kittles, 
Jennifer R. Leib, Christopher O'Donnell, P. Pearl O'Rourke, Laura Lyman Rodriguez, Sheri 
D. Schully, Alan R. Shuldiner, Rebecca K.F. Sze, Joseph V. Thakuria, Susan M. Wolf, and 
Gregory L. Burke, Ethical and Practical Guidelines for Reporting Genetic Research Results 
to Study Participants: Updated Guidelines From a National Heart, Lung, and Blood Institute 
Working Group, Circulation:  Cardiovascular Genetics 2010; 2010;3:574-580, PMCID: 
PMC3090664 

 
70. Daniel R. Morrison, Ellen Wright Clayton, False Positive Screening Results Are Not Always 

Benign, Public Health Genomics 2011; 14(3): 173-177  
 



Ellen Wright Clayton 
Page 19 
 
71. Brian A. Smith, Ellen Wright Clayton, David Robertson, Experimental Arrest of Cerebral 

Blood Flow in Human Subjects:  The Red Wing Studies Revisited, Perspectives in Biology 
and Medicine 2011; 54(2): 121-131 PMC3848716 

 
72. McCarty CA, Garber A, Reeser JC, Fost NC; Personalized Medicine Research Project 

Community Advisory Group and Ethics and Security Advisory Board.  Study newsletters, 
community and ethics advisory boards, and focus group discussions provide ongoing 
feedback for a large biobank.  American Journal of Medical Genetics A. 2011 
Apr;155A(4):737-4, PMCID: PMC 21572889 

 
73. Amy L. McGuire, Melissa Basford, Lynn G. Dressler, Stephanie M. Fullerton, Barbara A. 

Koenig, Rongling Li, Cathy A. McCarty, Erin Ramos, Maureen E. Smith, Carol P. Somkin, 
Carol Waudby, Wendy A. Wolf, Ellen Wright Clayton, Ethical and Practical Challenges of 
Sharing Data from Genome-Wide Association Studies: The eMERGE Consortium 
Experience, Genome Research 2011 Jul;21(7):1001-7. PMCID: PMC3129243 

 
74. Joy Koopmans, Lucy Cox, Holly Benjamin, Ellen Wright Clayton, Lainie Friedman Ross, 

Sickle Cell Trait Screening in Athletes:  Pediatricians’ Attitudes and Concerns, Pediatrics 
2011; 128(3): 477-83 PMC21824886 

 
75. Bradley Malin, Grigorios Loukides, Kathleen Benitez, Ellen Wright Clayton,  Identifiability in 

Biobanks: Models, Measures, and Mitigation Strategies, Human Genetics 2011; 130(3): 
383-392  PMCID:PMC 3621020 

 
76. Kruti Acharya, Holly J. Benjamin, Ellen Wright Clayton, Lainie Friedman Ross, Attitudes and 

Beliefs of Sports Medicine Providers to the National Collegiate Athletic Association (NCAA) 
Sickle Cell Trait (SCT) Screening Policy, Clinical Journal of Sports Medicine 2011;  21(6): 
480-5 

 
77. Diana L. Jones, Ellen Wright Clayton, The Role of Distress in Uptake and Response to 

Predisposition Genetic Testing:  The BMPR2 Experience, Genetic Testing and Molecular 
Biomarkers 2012; 16(3): 203-209 PMCID: PMC3306587 

 
78. Kyle B. Brothers, Daniel R. Morrison, Ellen Wright Clayton, “Two Large-Scale Surveys on 

Community Attitudes Toward an Opt-Out Biobank,” American Journal of Medical Genetics  
2011 Dec;155(12):2982-90   PMC3306587 

 
79. Ellen Wright Clayton, Sharing Individual Research Results with Biospecimen Contributors:  

Counterpoint, Cancer Epidemiology, Biomarkers & Prevention 2012; 21(2):260-1 
PMC3815582 

 
80. Kyle B. Brothers, Ellen Wright Clayton, Parental Perspectives on a Pediatric Human 

Non-Subjects Biobank, AJOB Primary Research 2012;3(3):21-29  PMC:PMC3501745 
 
81. Amy L. McGuire, Ellen Wright Clayton, The Legal Risks of Returning Results of Genomics 



Ellen Wright Clayton 
Page 20 
 

Research, Genetics in Medicine 2012; 14(4):473-7 PMCID: PMC3779603 
 
82. Stephanie M. Fullerton, Wendy A. Wolf, Kyle B. Brothers, Ellen Wright Clayton, Dana C. 

Crawford, Joshua C. Denny, Philip Greenland, Barbara A. Koenig, Kathleen A. Leppig, 
Noralane M. Lindor, Catherine A. McCarty, Amy L. McGuire, Eugenia R. McPeek Hinz, 
Daniel B. Mirel, Erin M. Ramos, Marylyn D. Ritchie, Maureen E. Smith, Carol J. Waudby, 
Wylie Burke, Gail P. Jarvik, Return of Individual Research Results from Genome-wide 
Association Studies: Experience of the Electronic Medical Records & Genomics (eMERGE) 
Network, Genetics in Medicine 2012; 14(4): 424-31 PMCID:PMC3723451 

 
83. Pulley JM, Denny JC, Peterson JF, Bernard GR, Vnencak-Jones CL, Ramirez AH, Delaney 

JT, Bowton E, Brothers K, Johnson K, Crawford DC, Schildcrout J, Masys DR, Dilks HH, 
Wilke RA, Clayton EW, Shultz E, Laposata M, McPherson J, Jirjis JN, Roden DM, 
Operational Implementation of Prospective Genotyping for Personalized Medicine: The 
Design of the Vanderbilt PREDICT Project.  Clinical Pharmacology and Therapeutics. 2012; 
92(1):424-31 PMCID:  PMC3581305 

 
84. Marianna J. Bledsoe, Ellen Wright Clayton, Amy L. McGuire, William E. Grizzle, P. Pearl 

O’Rourke, Nikolajs Zeps, Return of Research Results from Genomic Biobanks:  Cost 
Matters, Genetics in Medicine 2013 Feb;15(2):159-60  PMCID: PMC3581305 

 
85. Matthew J. Westbrook, M. Frances Wright, Sara L. Van Driest, Tracy L. McGregor, Joshua C. 

Denny, Rebecca L. Zuvich, Ellen Wright Clayton, Kyle B. Brothers, Mapping the 
Incidentalome: Quantifying Incidental Findings Generated Through Clinical 
Pharmacogenomics Testing, Genetics in Medicine 2013 May; 15(5):325-31 PMC3648626 

 
86. Ellen Wright Clayton, Susanne Haga, Patricia Kuszler, Emily Bane, Krysta Shutske, Wylie 

Burke, Managing Incidental Genomic Findings: Legal Obligations of Clinicians, Genetics in 
Medicine 2013; 15: 624-629 PMCID: PMC3805501 

 
87. Wylie Burke, Susan Brown Trinidad, Ellen Wright Clayton, Seeking genomic knowledge:  

The case for clinical restraint, Hastings Law Journal 2013;64(6):1649-64 PMCID: 
PMC3969739 

 
88. Kyle B. Brothers, Matthew J. Westbrook, M. Frances Wright, John A. Myers, Daniel R. 

Morrison, Jennifer L. Madison, Jill M. Pulley, Ellen Wright Clayton, Patient Awareness and 
Approval for an Opt-Out Genomic Biorepository, Personalized Medicine 2013;Jun;10(4). 
doi: 10.2217/pme.13.34.  PMC3882901 

 
89. Ellen Wright Clayton and Susan E. Kelly, Let’s Ask Better Questions, Genetics in Medicine 

2013; 15(11):871-2  
 
90.  Lainie F. Ross, Mark A. Rothstein, Ellen Wright Clayton, Premature Guidance About Whole 

Genome Sequencing, Personalized Medicine 2013;10(6): 523-526  PMC3859526 
 



Ellen Wright Clayton 
Page 21 
 
91. Wylie Burke, Armand H. Matheny Antommaria, Robin Bennett, Jeffrey Botkin, Ellen Wright 

Clayton, Gail E. Henderson, Ingrid A. Holm, Gail P. Jarvik, Muin J. Khoury, Bartha Maria 
Knoppers, Nancy A. Press, Lainie Friedman Ross, Mark A. Rothstein, Howard Saal, Wendy 
R. Uhlman, Benjamin Wilfond, Susan M. Wolf, Ron Zimmern, Recommendations for 
Returning Genomic Incidental Findings?  We Need to Talk?  Genetics in Medicine 
2013;15(11):854-9 PMC3832423 

 
92. Lainie F. Ross, Mark A. Rothstein, Ellen Wright Clayton, Mandatory Extended Searches in 

All Genome Sequencing:  “Incidental Findings,” Patient Autonomy, and Shared 
Decision-making, JAMA  2013;310(4):367-8 

 
93. Hartzler A, McCarty CA, Rasmussen LV, Williams MS, Brilliant M, Bowton EA, Clayton EW, 

Faucett WA, Ferryman K, Field JR, Fullerton SM, Horowitz CR, Koenig BA, McCormick JB, 
Ralston JD, Sanderson SC, Smith ME, Trinidad SB.  Stakeholder engagement: a key 
component of integrating genomic information into electronic health records. Genetics in 
Medicine 2013 Oct;15(10):792-801 PMC3909653 

 
94. Ribhi Hazin, Kyle B. Brothers, Bradley A. Malin, Barbara A. Koenig, Saskia C. Sanderson, 

Mark A. Rothstein, Marc S. Williams, Ellen W. Clayton, Iftikhar J. Kullo, Ethical, Legal and 
Social Implications of Incorporating Genomic Information into Electronic Health Records, 
Genetics in Medicine 2013;15(10):810-816  PMC3926430 

 
95. S. Trent Rosenbloom, Jennifer L. Madison, Kyle B. Brothers, Erica A. Bowton, Ellen Wright 

Clayton, Bradley A. Malin, Dan M. Roden, Jill Pulley, Ethical and Practical Challenges to 
Studying Patients Who Opt-out of Large-Scale Biorepository Research, Journal of the 
American Medical Informatics Association 2013 Dec;20(e2):e221-5 PMC3861935 
 

96. Benjamin Capps, Ruth Chadwick, Don Chalmers, Angus Clarke, Ellen Wright Clayton, 
Edison Liu, Tamra Lysaught, John J. Mulvihill, Marianne Winslett, Imagined Futures:  
Capturing the Benefits of Genome Sequencing for Society, Human Genome Organisation, 
2013, at 
http://hugo-international.org/img/Capturing_the_benefits_of_genome_sequencing_for_so
ciety.pdf 

 
97. Bartha Maria Knoppers, Denise Avard, Karine Sénécal and Ma'n H Zawati along with the 

P3G International Paediatrics Platform members, Return of whole-genome sequencing 
results in paediatric research: a statement of the P3G international paediatrics platform, 
European Journal of Human Genetics 2014;22(1): 3-5 (leader P3G International Paediatrics 
Platform) 

 
98. Ellen Wright Clayton, Laurence B. McCullough, Leslie G. Biesecker, Steven Joffe, Lainie 

Friedman Ross, Susan M. Wolf, Addressing the Ethical Challenges in Genetic Testing and 
Sequencing of Children, American Journal of Bioethics 2014;14(3):3-9 PMCID:  
PMC3950962 



Ellen Wright Clayton 
Page 22 
 
 
99. Amy L. McGuire, Bartha M. Knoppers, Ma’n H. Zawati, Ellen Wright Clayton, Can I Be 

Sued for That?  Liability Risk and the Disclosure of Clinically Significant Genetic Research 
Findings, Genome Research 2014;24(5):719-23  PMC4009601 

 
100. Jonathan Todres, Ellen Wright Clayton, Responding to the Sexual Exploitation of Minors, 

New England Journal of Medicine 2014;370(14):1282-3 
 

101. Muhammad Naveed, Erman Ayday, Ellen W. Clayton, Jacques Fellay, Carl A. 
Gunter, Jean-Pierre Hubaux, Bradley A. Malin, XiaoFeng Wang, Privacy and Security in the 
Genomic Era, arXiv:1405.1891 [cs.CR] May 8, 2014, updated in ACM Computing Surveys 
(in press, 2015) 
 

102. Gail P. Jarvik, Laura M. Amendola, Jonathan S. Berg, Kyle Brothers, Ellen W. Clayton, 
Wendy Chung, Barbara J. Evans, James P. Evans, Stephanie M. Fullerton, Carlos J. Gallego, 
Nanibaa’ A. Garrison, Stacy W. Gray, Ingrid A. Holm, Iftikhar J. Kullo, Lisa Soleymani 
Lehmann, Cathy McCarty, Cynthia A. Prows, Heidi L. Rehm, Richard R. Sharp, Joseph 
Salama, Saskia Sanderson, Sara L. Van Driest, Marc S. Williams, Susan M. Wolf, Wendy A. 
Wolf, eMERGE ROR Committee & CERC Committee, CSER Act-ROR Working Group, 
Wylie Burke, Return of Genomic Results to Research Participants: The floor, the ceiling, and 
choices in-between, American Journal of Human Genetics 2014;94(6):818-826  PMC4121476 

 
103. Angela Diaz, Ellen Wright Clayton, Patti Simon, Confronting commercial sexual exploitation 

and sex trafficking of minors, JAMA Pediatrics 2014;168(9):791-2 
 

104. Kyle B. Brothers, John A. Lynch, Sharon A. Aufox, John J. Connolly, Bruce D. Gelb, Ingrid 
A. Holm, Saskia C. Sanderson, Jennifer B. McCormick, Janet L. Williams, Wendy A. Wolf, 
Armand H. Annomaria, Ellen W Clayton, Practical Guidance on Informed Consent for 
Pediatric Participants in a Biorepository, Mayo Clinic Proceedings 2014;89(11):1471-80 

 

105. Zhiyu Wan, Yevgeniy Vorobeychik, Weiyi Xia, Ellen Wright Clayton, Murat Kantarcioglu, 
Ranjit Ganta, Raymond Heatherly, Bradley A. Malin, A game theoretic framework for 
analyzing re-identification risk., PLoS One 2015 Mar 25;10(3):e0120592.  PMCID: 
PMC4373733 

 

106. Heidi Howard, Bartha Knoppers, Martina Cornel, Ellen Clayton, Karine Sénécal, and Pascal 
Borry, Whole genome sequencing in newborn screening? A Statement on the continued 
importance of targeted approaches in newborn screening programmes, European Journal of 
Human Genetics (in press, 2015) 

 



Ellen Wright Clayton 
Page 23 
 
107. Ellen Wright Clayton, Beyond Myalgic Encephalomyelitis/Chronic Fatigue Syndrome: 

An IOM Report on Redefining an Illness, JAMA 2015; 313(11):1101-2  
 
108. Ellen Wright Clayton, How much control do children and adolescents have over genomic 

testing, parental access to their results, and parental communication of those results to 
others?  Journal of Law, Medicine, and Ethics (in press, 2015) 
 

109. Ellen Wright Clayton, Why the Americans with Disabilities Act Matters for Genetics, JAMA 
2015; 313(22):2225-6 

 
Books: 
 
Frank A. Sloan, Penny B. Githens, Ellen Wright Clayton, Gerald B. Hickson, Douglas A. Gentile, 
David F. Partlett, eds. Suing for Medical Malpractice, Chicago: University of Chicago Press, 1993 
 
Michael Shapiro, Roy Spece, Rebecca Dresser, Ellen Wright Clayton, Bioethics and Law, 2d ed., 
Thompson -- West Publishing Company, 2002 
 
Chapters in books: 
 
1. Ellen Wright Clayton. The Legal Status of the Fetus: Reflections on the Duties of Pregnant 

Women and of Society. In Bellisaro R, Mizejewski GN, eds.  Transplacental Disorders:  
Perinatal Detection, Treatment, and Management (Including Pediatric AIDS), New York: 
Alan R. Liss, 1990; 243-253 

 
2. Ellen Wright Clayton.  Women and Advances in Medical Technology:  The Legal Issues, In: 

Judith Rodin & Aila Collins, eds.  Women and New Reproductive Technologies: Medical, 
Psychosocial, Legal, and Ethical Dilemmas. Hillsdale, NJ: Lawrence Erlbaum Associates 
Publishers 1991; 89-110 

 
3. Ellen Wright Clayton.  Malpractice and Other Sorrows, In Barry P. Fuhrman and Jerry J. 

Zimmerman, eds.  Pediatric Critical Care  St. Louis: Mosby Year Book 1992; 17-22; 2d ed., 
1998; 18-24 

 
4. Ellen Wright Clayton. Genetic Screening and Treatment of Newborns, in Conference 

Proceedings, Legal and Ethical Issues Raised by the Human Genome Project, Health Law 
and Policy Institute Houston, TX, Publishers, 1992 

 
5. Ellen Wright Clayton, David F. Partlett. Lawyer-Client Relationships, In: Frank A. Sloan, 

Penny B. Githens, Ellen Wright Clayton, Gerald B. Hickson, Douglas A. Gentile, David F. 
Partlett, eds. Suing for Medical Malpractice Chicago: University of Chicago Press, 1993; 
72-91 

 



Ellen Wright Clayton 
Page 24 
 
6. Ellen Wright Clayton, Gerald B. Hickson, Penny B. Githens, Frank A. Sloan. Doctor-Patient 

Relationships, In: Frank A. Sloan, Penny B. Githens, Ellen Wright Clayton, Gerald B. 
Hickson, Douglas A. Gentile, David F. Partlett, eds. Suing for Medical Malpractice Chicago: 
University of Chicago Press, 1993; 50-71 

 
7. Ellen Wright Clayton. Liability Exposure for Offspring Injured Because of Their Parent's 

Participation in Clinical Trials, In: Women and Health Research Vol. 2. Washington, D.C.: 
National Academy Press 1994; 103-112 

 
8. Ellen Wright Clayton. What the Law Says About Reproductive Genetic Testing and What It 

Doesn't, In: Karen Rothenberg and Elizabeth Thomson, eds.  Women and Prenatal Testing:  
Facing the Challenges of Genetic Technology.  Columbus, Ohio: Ohio State University Press, 
1994; 131-178 

 
9. Gerald Hickson, Ellen Wright Clayton. Parents and Doctors In: M.H. Bornstein ed. 

Handbook of Parenting.  Hillsdale, NJ: Lawrence Erlbaum Associates Publishers, 1994; 
Vol.4: 163-185; updated in Gerald Hickson, Ellen Wright Clayton.  Parents and Their 
Children’s Doctors In:  M.H. Bornstein ed. Handbook of Parenting.  Hillsdale, NJ:  Lawrence 
Erlbaum Associates Publishers, 2d ed., 2002; Vol. 5: 439-462  

 
10. Ellen Wright Clayton, Prospective Uses of DNA Samples in Research, In Bartha Maria 

Knoppers, Claude M. Laberge, Marie Hirtle, eds. Human DNA: Law and Policy,  The Hague: 
Kluwer Law International 291-301 (1997) 

 
11. Ellen Wright Clayton, Informed Consent and Genetic Research, In Mark A. Rothstein, ed., 

Genetic Secrets:  Protecting Privacy and Confidentiality in the Genetic Era, New Haven: Yale 
University Press 126-136 (1997) 

 
12. Donna A. Caniano, Ellen Wright Clayton, Legal and Ethical Considerations in Pediatric 

Surgery, In J. O'Neill, Jr., M.I. Rowe, J.L. Grosfeld, E.W. Fonkalsrud, A.G. Coran, eds.  
Pediatric Surgery, 5th edition St. Louis, MO: Mosby-Year Book 229-234 (1998) 

 
13. Ellen Wright Clayton, Anne Marie Tharpe, Ethical and Legal Issues Associated with 

Newborn Hearing Screening, In Fred Bess, ed., Children with Hearing Impairment: 
Contemporary Issues Nashville, TN: Vanderbilt Bill Wilkerson Press 33-44 (1998) 

 
14. Ellen Wright Clayton, Comments on Philip R. Reilly’s “Genetic Discrimination,” In Clarisa 

Long, ed., Genetic Testing and the Use of Information, Washington, DC: AEI Press 134-138 
(1999) 

 
15. Ellen Wright Clayton, Genetics, Public Health, and the Law, In Muin J. Khoury, Wylie Burke, 

Elizabeth Thomson, eds., Genetics and Public Health in the 21st Century: Using Genetic 
Information to Improve Health and Prevent Disease New York:  Oxford University Press 
489-504 (2000) 

 



Ellen Wright Clayton 
Page 25 
 
16. Nancy Press, Ellen Wright Clayton, Genetics and Public Health: Informed Consent Beyond 

the Clinical Encounter, In Muin J. Khoury, Wylie Burke, Elizabeth Thomson, eds., Genetics 
and Public Health in the 21st Century: Using Genetic Information to Improve Health and 
Prevent Disease, New York:  Oxford University Press 505-26 (2000) 

 
17. Ellen Wright Clayton, Genetics Research: Toward International Guidelines, In Robert J. 

Levine and Samuel Gorovitz with James Gallagher, eds., Biomedical Research Ethics:  
Updating International Guidelines -- A Consultation, Geneva: CIOMS 152-169 (2000) 

 
18. Ellen Wright Clayton, Bioethics of Genetic Testing, Encyclopedia of Life Sciences, 

Macmillan Reference Ltd. (2001) 
 
19. Ellen Wright Clayton, Policy Challenges:  Ethical, Legal, and Social Implications of Genetics, 

In Gerard Magill, ed., Genetics and Ethics: An Interdisciplinary Study St. Louis: St. Louis 
University Press 23-34 (2003) 

 
20. Ellen Wright Clayton, Ethical Issues in Newborn Screening, Encyclopedia of Bioethics, 3rd 

edition, Macmillan Reference (2003) 
 
21. Ellen Wright Clayton, Cynthia P. Cohen, Lindon Eaves, Basic Biological Concepts, A 

Christian Response to our New Genetic Powers, Rowman and Littlefield (2003) 
 
22. Ellen Wright Clayton, Genetic Research in the Global Community: Globalization and 

Human Rights, In Ingrid Brena Sesma, Luis T. Díaz Müller, editors, Segundas Jornadas Sobre 
Globalization y Derechos Humanos:  Bioética y Biotecnología, Universidad Nacional 
Autónoma México 131-41 (2004) 

 
23. Numerous articles in 1974-2005 PRIM&R Through the Years:  Three Decades of Protecting 

Human Subjects, Paula Knudson, ed., 2006  
 
24. Ellen Wright Clayton & Mark A. Rothstein, Integrating Genetics into Public Health Policy 

and Practice, In Richard A. Goodman & Karen Foster, eds., Law in Public Health Practice, 
2d ed., New York:  Oxford University Press 323-337 (2007) 
 

25. Ellen Wright Clayton, Lessons to be Learned from the Move Toward Expanded Newborn 
Screening, In Mary Ann Baily & Thomas Murray, eds., Ethics and Newborn Genetic 
Screening:  New Technologies, New Challenges, Baltimore:  Johns Hopkins University Press 
125-135 (2009) 
 

26. Ellen Wright Clayton, Privacy and Confidentiality in Epidemiology:  Special Challenges of 
Using Information Obtained without Informed Consent, In Stephen Coughlin, Thomas, 
Beauchamp, Douglas L. Weed, eds., Ethics and Epidemiology, 2d ed., 84-102 (2009) 
 

27. Ellen Wright Clayton and Mary K. Pelias, Medicolegal Aspects of Prenatal Diagnosis, 
Genetic Disorders and the Fetus:  Diagnosis, Prevention and Treatment, 6th ed., 1053-1080 



Ellen Wright Clayton 
Page 26 
 

(2010) 
 

28. Ellen Wright Clayton, Ethics and Personalized Medicine, in Personalized Medicine:  
Prescriptions and Prospects, AAAS/FDLI 63-73 (2011) 
 

29. Michelle Huckaby Lewis, Ellen Wright Clayton, Genetics and Ethics in Pediatrics, In:  Robert 
Saul, ed., Medical Genetics in Pediatric Practice, AAP: Elk Grove Village, IL 299-308 (2013) 
 

30. Ellen Wright Clayton, Biospecimen Exceptionalism in the ANPRM, In: I. Glenn Cohen and 
Holly Fernandez Lynch, Human Subjects Research Regulation:  Perspectives on the Future, 
MIT Press: Cambridge, MA 193-206 (2014) 
 

31. Ellen Wright Clayton, Rights of Children [Addendum], In: Bruce Jennings, ed., Encyclopedia 
of Bioethics, 4th ed., Farmington Hills, MI:  Macmillan Reference USA, Vol. 2: 530-2 (2014) 
 

32. Ellen Wright Clayton, Newborn Genetic Screening , In: Bruce Jennings, ed., Encyclopedia of 
Bioethics, 4th ed., Farmington Hills, MI:  Macmillan Reference USA, Vol. 3: 1284-7 (2014) 
 

33. Ellen Wright Clayton, Children, In: Yann Joly and Bartha Maria Knoppers, eds. Routledge 
Handbook of Medical Law and Ethics, New York, NY: Routledge, 67-77 (2015) 
 

34. Ellen Wright Clayton and Mary Z. Pelias, Medicolegal Aspects of Prenatal Diagnosis, In:  
Aubrey Milunsky and Jeff M. Milunsky, eds., Genetic Disorders and the Fetus:  Diagnosis, 
Prevention and Treatment, 7th ed., Hoboken, NJ: John Wiley & Sons, Inc. (in press 2015) 
 

 
Committee publications: 

 
Institute of Medicine 

 
Committee on the Use of Third Party Toxicity Research with Human Research Participants, 
Science, Technology, and Law Program, Policy and Global Affairs Division, Intentional 
Human Dosing Studies for EPA Regulatory Purposes, National Research Council (2004) 
 
Committee on Genomics and the Public’s Health in the 21st Century, Board on Health 
Promotion and Disease Prevention, Implications of Genomics for Public Health:  Workshop 
Summary, Institute of Medicine (2005) 
 
Committee on the Disposition of the Air Force Health Study, Board of Population Health 
and Public Health Practice, Disposition of the Air Force Health Study, Institute of Medicine 
(2006) 
 
Committee on Clinical Trial Registries, Developing a National Registry of Pharmacologic and 
Biologic Clinical Trials:  Workshop Report, Institute of Medicine (2006) 
 



Ellen Wright Clayton 
Page 27 
 

Committee on Assessing Interactions Among Social, Behavioral, and Genetic Factors in 
Health, Genes, Behavior, and the Social Environment:  Moving Beyond the Nature/Nurture 
Debate, Institute of Medicine (2006) 
 
Panel to Review the National Children’s Study Research Plan, National Research Council and 
Institute of Medicine, The National Children’s Study Research Plan: A Review (2008) 
 
Comprehensive Review of the DHHS Office of Family Planning Title X Program, A Review 
of the HHS Family Planning Program:  Mission, Management, and Measurement of Results 
(2009) 
 
Committee to Review Adverse Effects of Vaccines, Board on Population Health and Public 
Health Practice, Adverse Effects of Vaccines:  Evidence and Causality (2011) 
 
Committee on the Commercial Sexual Exploitation and Sex Trafficking of Minors in the 
United States, Board on Children, Youth, and Families, Committee on Law and Justice, 
Confronting Commercial Sexual Exploitation and Sex Trafficking of Minors in the United 
States (2013) 
 
Committee on the Diagnostic Criteria for Myalgic Encephalomyelitis/Chronic Fatigue 
Syndrome, Board on Select Populations, Beyond Myalgic Encephalomyelitis/Chronic 
Fatigue Syndrome:  Redefining an Illness (2015) 
 

American Academy of Pediatrics 
 

Committee on Bioethics, Sterilization of Women Who are Mentally Handicapped, Pediatrics 
1990; 85:868-871  
 
Committee on Substance Abuse, Drug-Exposed Infants, Pediatrics 1990; 86:639-642 
 
Committee on Bioethics, Infants with Anencephaly as Organ Sources: Ethical Considerations, 
Pediatrics 1992; 89:1116-1119 
 
Committee on Bioethics, Ethical Issues in Surrogate Motherhood, AAP News 9:15-16 (July, 
1992) 
 
Committee on Bioethics, Guidelines on Forgoing Life-Sustaining Medical Treatment, 
Pediatrics 1994, 93:532-536 
 
Committee on Bioethics, Informed Consent, Parental Permission, and Child Assent in 
Pediatric Practice, Pediatrics 1995; 95: 314-317 
 
Committee on Substance Abuse, Drug-Exposed Infants, Pediatrics 1995; 96: 364-367 
 



Ellen Wright Clayton 
Page 28 
 
American College of Medical Genetics Position Paper 
 

Storage of Genetics Materials Committee, Statement on Storage of Genetic Materials, 
American Journal of Human Genetics 1995; 57: 1499-1500 

 
American Society of Clinical Oncology Position Paper 
 

Genetic Testing for Cancer Susceptibility, Journal of Clinical Oncology 1996; 14: 1730-6 
 
American Society of Human Genetics, Social Issues Committee 
 

Subcommittee on Familial Disclosure, Professional Disclosure of Familial Genetic 
Information, American Journal of Human Genetics 1998; 62: 474-83 

 
(With American College of Medical Genetics, Social, Ethical, and Legal Issues Committee), 
Genetic Testing in Adoption, American Journal of Human Genetics 2000; 66: 761-7 
 

American Academy of Pediatrics Newborn Screening Task Force 
 

Serving the Family from Birth to the Medical Home, Newborn Screening: A Blueprint for the 
Future, A Call for a National Agenda on State Newborn Screening Programs, Pediatrics 
2000; 106 (Suppl): 383-427 

 
ELSI Research Planning and Evaluation Group, National Institutes of Health, Department of Energy 
 

ELSI February 2000: A Review and Analysis of the Ethical, Legal, and Social Implications 
Research Programs at the National Institutes of Health and the Department of Energy 
 

The International HapMap Consortium 
 
 The International HapMap Project, Nature 2003; 426: 789-796 
 

Integrating Ethics and Science in the International HapMap Project, Nature Reviews 
Genetics 2004; 5: 467-75 
 
A Haplotype Map of the Human Genome, Nature 2005; 437: 1299-1320 
 
Genome-wide detection and characterization of positive selection in human populations.  
Nature. 2007 Oct 18;449(7164):913-8.  PMC2687721 

 
International HapMap Consortium,.  A second generation human haplotype map of over 3.1 
million SNPs.  Nature. 2007 Oct 18;449(7164):851-61.  PMC2689609 
 



Ellen Wright Clayton 
Page 29 
 
Briefs and other advocacy: 
 

Amicus Briefs on Behalf of the Civil Liberties Union and Others in Davis v. Davis, C/A No. 
180, Tennessee Court of Appeals and in the Tennessee Supreme Court 

 
Amicus Briefs on Behalf of the American Academy of Pediatrics on In the Matter of Baby K, 
United States Court of Appeals for the Fourth Circuit and United States Supreme Court 
 
Wylie Burke, Paul R. Billings, Ellen W. Clayton, Kelly Edwards, Katherine Johansen Taber, 
Barbara A. Koenig, Joan A. Scott,  Sharon F. Terry,  Response to the Presidential 
Commission for the Study of Bioethical Issues Request for Comments on Issues of Privacy 
and Access With Regard to Human Genome Sequence Data (submitted 5/25/2012) 

Reviews: 
 

Ellen E. Wright & Suzanna Sherry, Ethics at the Edges of Life, by Paul Ramsey, Chicago 
Lawyer  Sept. 1980; 3:19-20 

 
Ellen Wright Clayton, Defining Human Life:  Medical, Legal, and Ethical Implications.  M.W. 
Shaw and A.E. Doudera, ed., American Journal of Medical Genetics  1984; 18:373-74 

 
Ellen Wright Clayton, Genetics in the Courts: Studies in Health and Human Services, by 
Henry M. Butzel, Quarterly Review of Biology  1988; 63:487 

 
Other: 
 

Ellen Wright Clayton, The Law and the Surrogate Mother, USA Today Magazine 1987; 
116:68-69  

 
Ellen Wright Clayton, Women and Fetuses:  A Confusing Problem for the Law, Vand. 
Lawyer 1988; 19:12-13, 33 

 
Ellen Wright Clayton, The "Right to Die" in Tennessee, Nashville Bar Young Lawyers 
Division Newsletter, August, 1990 

 
Ellen Wright Clayton, Breathing for Baby K, ASLME Briefings Sum 1994; 10:1-2 

 
Ellen Wright Clayton, Doctors in a Bind, The Tennessean, 5D (March 5, 1995) 

 
Susan M. Love, Alan S. Rabson, Hoda Anton-Culver, Ellen Wright Clayton, Peter M. Ravdin, 
Henry Travers, Patricia A. Barr, Edward Liu, Vivian W. Pinn, S. Sukumar, Letter to the editor, 
Modern Pathology 1995; 8:699 

 
Ellen Wright Clayton, The Prenatal and Childhood Testing Resolution, Perspectives in 
Genetic Counseling 1995/1996; 17(4):8. 



Ellen Wright Clayton 
Page 30 
 
 

Ellen Wright Clayton, TennCare -- A View from a Primary Care Pediatrician in an Academic 
Medical Center, Health Law News 1996; IX(4):4-5 

 
Ellen Wright Clayton, Letter to the editor -- Informed consent for genetic research on stored 
tissue samples, Journal of the American Medical Association 1996; 275: 1086 

 
Ellen Wright Clayton, Mark Rothstein, Letter to the editor -- Anonymous Genetic Testing:  
Reply to Mehlman, et al., American Journal of Human Genetics 1996; 59: 1169-1170 

 
Anne Marie Tharpe, Ellen Wright Clayton, Reply to Letter to the Editor, American Journal of 
Audiology 1998; 7: 46-47 

 
Ellen Wright Clayton, Ethical Issues in Screening: The example of newborn hearing 
screening, Tennessee Pediatrician (1998) 

 
Ellen Wright Clayton, Genes That Fit: Taming Policies for the “New Genomics,” Vanderbilt 
Lawyer 1999; 29(2): 23-25 

 
Ellen Wright Clayton, Baby Aaron and the Elders, Hastings Center Report 1999; 29(5):20-21 

 
Ellen Wright Clayton, Nancy Fisher, Joe McInerney, Nancy Press, LeRoy Walters, Here is 
What Happened to ELSI, GeneLetter 
http://www.geneletter.com/11-01-00/features/prn_elsi1.html 

 
Ellen Wright Clayton, Editorial, A Time for Gratitude, Journal of Law, Medicine, and Ethics 
2000; 28: 329 

 
Ellen Wright Clayton, Genetic Testing is Different, A Review Essay, Journal of Health 
Politics, Policy, and Law 26:457-64 (2001) 
 
Uhlmann WR, Bennett R, Botkin JR, Botstein D, Boughman JA, Chakravarti A, Clayton EW, 
Kahn J, Koenig B, Murray TH, Olson MV, Rowley J, Terry S, Valle D., Planning the genome 
institute's future.  Science. 2003 Mar 7;299(5612):151 
 
Ellen Wright Clayton, Talking with Parents About Newborn Screening:  What Are the 
Issues?, Proceedings of the 2004 Newborn Screening and Genetic Testing Symposium (in 
press, 2004) 
 
Ellen Wright Clayton, Implications for Existing Law/Regulation, Symposium:  Proceedings 
of “The Genomics Revolution?  Science, Law, and Policy,” Louisiana Law Review 
2005;66(Special issue): 125-130 
 
Ellen Wright Clayton, Lainie Friedman Ross, Implications of Disclosing Individual Results of 
Clinical Research, JAMA 2006; 295(1):37  PMID: 16391213 



Ellen Wright Clayton 
Page 31 
 
 

MaryAnn Baily, William Becker Jr., Maxine Hayes, Ellen Wright Clayton, Scott Grosse, 
Exploring options for expanded newborn screening, Journal of Law, Medicine, and Ethics 
2005; 33 (4 Suppl): 46-8 PMID: 16689158 
 
Ellen Wright Clayton, Use of Residual Blood Spots for Research, Genomics and Public 
Health:  Legal and Socio-Ethical Perspectives, Boston: Martinus Nijhoff Publishers 95-96 
(2007)  
 
Lainie Friedman Ross, Ellen Wright Clayton, Religion, Conscience, and Controversial 
Practices, N Engl J Med. 2007 May 3;356(18):1889-92 PMID: 17479477 
 
Ellen Wright Clayton, A few reservations about overriding objections to treatment, 
Cambridge Quarterly for Healthcare Ethics 2009; 18(3): 320-22 
 
Ellen Wright Clayton, Testing Teens, Journal of Genetic Counseling 2008; 17(6):526-7 
PMID: 18841452 
 
Lainie Friedman Ross, Ellen Wright Clayton, Clinical and Ethical Considerations in 
Managing Carrier Detection, American Journal of Public Health 2009; 99(8):1348-9 
PMC2707475 
 
Kyle B. Brothers, Ellen Wright Clayton, Biobanks:  too long to wait for consent.  Science 
2009; 326(5954):798.  PMID: 19892963 
 
Betty A. Chewning, Lawrence M. Leeman, Sarah S. Brown, Ellen Wright Clayton,  Support 
Title X and Family Planning, 
http://iom.edu/Global/Perspectives/2012/SupportTitleX.aspx?page=1 (accessed 
November 23, 2012) 
 
Marianna J. Bledsoe, Ellen Wright Clayton, Amy L. McGuire AL, William E. Grizzle, P. Pearl 
O'Rourke, Nikolajs Zeps, Return of research results from genomic biobanks: cost matters, 
Genetics in Medicine 2013 Feb;15(2):103-5 PMC3635086 
 
Marianna J. Bledsoe, Ellen Wright Clayton, Amy L. McGuire, William E. Grizzle, P. Pearl 
O’Rourke, Nikolajs Zeps, Return of Research Results from Genomic Biobanks:  A Call for 
Data, Genetics in Medicine 2013 Feb;15(2):159-60 
 
Altman RB, Clayton EW, Kohane IS, Malin BA, Roden DM, Data re-identification: societal 
safeguards. Science. 2013 Mar 1;339(6123):1032-3 PMCID: PMC3740512 

 
Wilfond, Benjamin S., Magnus, David, Antommaria, Armand H., Appelbaum, Paul, Aschner, 
Judy, Barrington, Keith J., Beauchamp, Tom, Boss, Renee D., Burke, Wylie,  



Ellen Wright Clayton 
Page 32 
 

Caplan, Arthur L., Capron, Alexander M., Cho, Mildred, Clayton, Ellen Wright, Cole, F. 
Sessions, Darlow, Brian A., Diekema, Douglas, Faden, Ruth R., Feudtner, Chris, Fins, Joseph 
J., Fost, Norman C., Frader, Joel, Hester, D. Micah, Janvier, Annie, Joffe, Steven, 
Kahn, Jeffrey, Kass, Nancy E., Kodish, Eric, Lantos, John D., McCullough, Laurence,  
McKinney, Ross Meadow, William, O'Rourke, P. Pearl, Powderly, Kathleen E., Pursley, 
DeWayne M., Ross, Lainie Friedman, Sayeed, Sadath, Sharp, Richard R., Sugarman, Jeremy, 
Tarnow-Mordi, William O.,  Taylor, Holly, Tomlinson, Tom, Truog, Robert D. 
Unguru, Yoram T., Weise, Kathryn L., Woodrum, David, Youngner, Stuart, The OHRP and 
SUPPORT, New England Journal of Medicine 2013; 368:e36   
 
Ellen Wright Clayton & Kyle B. Brothers, State-Offered Ethnically Targeted Reproductive 
Genetic Testing, Genetics in Medicine (in press, 2015) 
 
 

Abstracts: 
 

Gerald B. Hickson, Ellen Wright Clayton, Penny B. Githens & Frank A. Sloan, Perinatal 
Injuries: Why Families File Suit, American Journal of Diseases of Children 1991; 145:421 

 
Ellen Wright Clayton, Vickie L. Hannig, John A. Phillips, III, Janet E. Ulm, Robert A. Parker, 
Preston W. Campbell, III, Written Educational Materials for CF Carrier Testing.  Pediatric 
Pulmonology 1992; Supp. 8:235 

 
Vickie L. Hannig, Ellen Wright Clayton, John A. Phillips, III, Janet E. Ulm, Robert A. Parker, 
and Preston W. Campbell, III.  Ethical Dilemmas in CF Carrier Testing and Counseling: 
Impact of the Human Genome Project.  American Journal of Human Genetics 1992; Supp. 
51:A140 

 
Ellen Wright Clayton, Gerald B. Hickson, Cynthia S. Miller, The Impact of Vaccine 
Information Pamphlets (VIPs) on Parents, American Journal of Diseases of Children 1993; 
147:438-439 
 
Gerald B. Hickson, Ellen Wright Clayton, Communication Skills and Malpractice Experience, 
American Journal of Diseases of Children 1993; 147:454 
 
Preston W. Campbell, Ellen Wright Clayton, Vickie L. Hannig, Jean F. Pfotenhauer, John A. 
Phillips, III,  Efficacy of Written and Video Educational Materials Designed for a Cystic 
Fibrosis Screening Program.  Pediatric Pulmonology 1994; 10 suppl: 219 
 
Ellen Wright Clayton, Vickie L. Hannig, Robert A. Parker, Jean P. Pfotenhauer, Preston W. 
Campbell III, John A. Phillips, Interest and demand for cystic fibrosis carrier screening in 
nonpregnant couples.  American Journal of Human Genetics 1994; 55 suppl:A291 
 
Vickie L. Hannig, Ellen Wright Clayton, Jean P. Pfotenhauer, Cynthia S. Miller, Robert A. 
Parker, Preston W. Campbell III, Pamela V. Grimm, John A. Phillips, Efficacy of written and 



Ellen Wright Clayton 
Page 33 
 

video educational approaches for cystic fibrosis carrier screening.  American Journal of 
Human Genetics 1994; 55 suppl:A142 
 
Elizabeth A. Lientz, Ellen Wright Clayton, Psychosocial implications of primary pulmonary 
hypertension, American Journal of Human Genetics 2000; 59 (suppl 2): 209 
 
Vickie L. Hannig, Lisa Wheeler, John A. Phillips III, Cindy L. Vnencak-Jones, John H. 
Newman, Ellen Wright Clayton, et al., Interest in clinical testing for familial pulmonary 
arterial hypertension (FPAH), American Journal of Respiratory and Critical Care Medicine 
2008; 177 (Abstracts) A921  
 
Diana L. Jones, Joanne C. Sandberg, Robert C. Saunders, Vickie L. Hannig, Ellen Wright 
Clayton, What patients and their relatives think about testing for BMPR2, PHA Convention, 
Houston, TX, June 2008 
 
Kyle B. Brothers, Daniel R. Morrison, Jill Pulley, Dan Masys, Ellen Wright Clayton, 
Acceptability of an opt-out biobank based on electronic medical record and residual blood 
samples, HUGO GELS meeting, GENEVA, SWITZERLAND, November, 2009 
 
Brothers KB, Clayton EW, Morrison DR, Pulley J, Masys D: Acceptability of an Opt�Out 
Pediatric Biobank Based on Electronic Medical Record and Residual Blood Samples. 2010 
Pediatric Academic Societies, Denver, CO, October, 2010 
 
Rebecca Zuvich, Ellen Wright Clayton, Melissa Basford, Joshua Denny, Dan Roden, 
Jonathan Haines, Marylyn Ritchie, Balancing ethics and genetics: classifying individuals by 
their ancestry groups, American Society of Human Genetics, Washington, DC, November, 
2010 
 
Barbara Koenig, Amy Lemke, Catherine McCarty, Ellen Wright Clayton, The eMERGE 
Consortium: an NIH-supported Model for Integrating Bioethics into Leading-edge Genomic 
Research, Public Health and Genomics Conference, Washington, DC, December, 2010 
 
Ellen Wright Clayton, MD, JD & Maureen E. Smith, MS, CGC, for the Consent and 
Community Consultation Working Group, Confronting Real Time Ethical, Legal, and Social 
Issues in the eMERGE (Electronic Medical Records and Genomics) Consortium, Public 
Health and Genomics Conference, Washington, DC, December, 2010 
 
Kyle B. Brothers & Ellen Wright Clayton, Peds BioVU: Including Pediatric Samples in a 
Non-Human Subjects Biobank, Public Health and Genomics Conference, Washington, DC, 
December, 2010 

 
 

 
Reviewer for: 
 



Ellen Wright Clayton 
Page 34 
 
 Editorial functions: 
 Board, Journal of Law, Medicine, and Ethics 
 PLOS ONE: Human Research Advisory Board 
 American Journal of Bioethics 
 

Funding entities 
 

National Center for Human Genome Research/National Institute for Genome Research 
Robert Wood Johnson Foundation 
John C. and Catherine T. MacArthur Foundation 
Wellcome Trust 
Genome Canada 
ZonMw – Dutch Organisation for Health Research and Development  
Economic and Social Research Council, UK 
French National Cancer Institute 
 
Journals: 

 
American Journal of Bioethics 
American Journal of Obstetrics and Gynecology 
American Journal of Public Health 
Archives of Pediatrics and Adolescent Medicine, formerly American Journal of 
 Diseases of Children 
BMC Medical Ethics 
Clinical Genetics 
Clinical Pharmacology and Therapeutics 
Community Genetics 
European Journal of Human Genetics 
Genetic Testing and Molecular Biomarkers 
Genetics in Medicine 
Genome Medicine 
Genome Research 
Genome Science and Technology 
Hastings Center Report 
Human Genetics 
Human Mutation  
Journal of General Internal Medicine 
Journal of Genetic Counseling 
Journal of Health Politics, Policy and Law 
Journal of Law, Medicine, and Ethics 
Journal of Medical Ethics 
Journal of Personalized Medicine 
Journal of the American Medical Association 
Journal of the American Medical Women's Association 
Lancet 



Ellen Wright Clayton 
Page 35 
 

Milbank Quarterly 
Nature Review Genetics 
New England Journal of Medicine 
Norwegian Journal of Epidemiology 
Pediatric Nephrology 
Pediatrics  
Physiological Genomics 
PLOS ONE 
Social Science and Medicine 
The Pharmacogenomics Journal 
Theoretical Medicine and Bioethics 

 
National and International Lectures: 

 
Genetics: 

  
"Legal Issues in Sex Selection," Annual Convention, American Society of Human Genetics, 
Minneapolis, MN, October, 1979 

 
Grand Rounds, Obstetrics and Gynecology, Medical College of Virginia, Richmond, VA, 
April, 1980 

 
"Genetic Counseling:  The Legal Issues," Annual Conference, American Society of Human 
Genetics, Norfolk, VA, October, 1983 

 
"Feminism, Bioethics, and Genetics," Hastings Center, Briarcliff Manor, NY, November, 
1990 

 
"Genetic Screening and Treatment of Newborns," Legal and Ethical Issues Raised by the 
Human Genome Project, Health Law and Policy Institute of the University of Houston, 
Houston, TX, March, 1991 

 
"Reproductive Genetic Testing: Regulatory and Liability Issues" Working Group on 
Reproductive Genetic Testing: Impact on Women, National Institutes of Health, Bethesda, 
MD, November, 1991 

 
"Legal and Ethical Issues in Screening and Treating Newborns" Workshop on Ethical and 
Legal Issues, Southeastern Regional Genetics Group, Atlanta, GA, February, 1992 

 
"The Law's Rhetoric About Reproductive Genetic Testing," Health Law Teacher's 
Conference, Seattle, WA, May, 1992 

 
"Written Education Materials for CF Carrier Testing."  Workshop on the Delivery of Carrier 
Screening Services, Sixth Annual North American Cystic Fibrosis Conference, Washington, 
DC, October, 1992 



Ellen Wright Clayton 
Page 36 
 
 

"Neonatal Genetic Screening for Treatable Diseases," Charting the Genome: Implications of 
Genetic Technologies for Healthcare Practitioners in the 1990s, Second Annual Frontiers of 
Healthcare Ethics Conference, Pacific Center for Health Policy and Ethics and UniHealth 
America, Los Angeles, CA, February, 1993 

 
"How Does the Law Affect the Dispersion of Genetic Technologies?  Can It Be More 
Effective?"  Priorities in Genetics, The Hastings Center, Briarcliff Manor, NY, September, 
1993 

 
"Neonatal Screening: PKU to CF and Beyond."  Pediatric Grand Rounds, University of 
Chicago.  October, 1993 

 
"Response: Cystic Fibrosis, Genetic Testing and Women."  The Human Genome Project and 
Women, University of Chicago.  October, 1993 

 
"Genetics and the Law," College for New Jersey Judiciary, Teaneck, NJ, November, 1993 
"All in the Family: Special Problems Posed by Genetic Research in Human Subjects." 
National Center for Human Genome Research, Washington, DC, March, 1994 

 
"What You Need to Know About the New Genetics," Medical Ethics for Physicians and 
Nurses:  End of Life Issues, University of Alabama in Huntsville School of Primary Medical 
Care, Huntsville, AL, July, 1994 

 
"What Will Genetic Testing Mean for Women?"  Symposium on Women's Health Care 
Issues, American Association for Clinical Chemistry, New Orleans, LA, July, 1994 

 
"Ethical, Legal, and Technical Issues Involved in the Collection of Patient Specimens and 
Data -- Prospective versus Retrospective Collections," Breast Cancer Resources to Facilitate 
Research, National Institutes of Health, Bethesda, MD, September, 1994 

 
Testimony before the Subcommittee on Energy, Committee on Science, Space, and 
Technology, United States House of Representatives, Washington, DC, October, 1994 

 
"Ethical, Legal and Social Concerns of Genetic Testing in Women,"  Women's Hospital 
Visiting Professor, Pennington Biomedical Research Center, Baton Rouge, LA, October, 
1994 

 
"Interest and Demand for Cystic Fibrosis Carrier Screening in Nonpregnant Couples,"  
American Society of Human Genetics Annual Meeting, Montreal, CANADA, October, 1994 

 
"Ethical Issues in Genetic Preselection," American Academy of Pediatrics Annual Meeting, 
Dallas, TX, October, 1994 
 



Ellen Wright Clayton 
Page 37 
 

"Ethical/Social Implications,"  Ethical Issues for the Next Decade and Beyond:  Genetics 
Research and Violence/Abuse, Colorado Springs Osteopathic Foundation and Family 
Medicine Center, Colorado Springs, CO, November, 1994 

 
Visiting Professor Lecture Series, Department of Pediatrics and Center for Medical Ethics, 
Ethics for Lunch -- "The Impact of Genetic Testing," Research Colloquium -- "Informed 
Consent and the Use of Stored Tissue Samples for Genetic Research," University of 
Pittsburgh Medical Center, Pittsburgh, PA, December, 1994 

 
"Issues of Informed Consent," The Human Genome and Disease Prediction, President's 
Cancer Panel, Bethesda, MD, March, 1995 

 
"Ethical Issues in Genetics," Genetics in the 90s, Children's Hospital, Columbus, OH, April, 
1995 

 
"Ethical Issues in Presymptomatic Genetic Testing for Cancer Risks,"  Symposium on 
Clinical Aspects of Genetic Testing with Anil K. Rustgi, MD and Ann-Marie Codori, PhD, 
Digestive Disease Week, American Gastroenterological Society, Digestive Disease Week, San 
Diego, CA, May, 1995 

 
"Ethical Issues in Genetic Testing for Cancer Risks,"  Symposium on Ethical, Legal, and 
Social in Genetic Testing for Cancer Risks with Elizabeth J. Thomson, MS, RN and Caryn 
Lerman, PhD, American Society of Clinical Oncology, Los Angeles, CA, May, 1995 

 
"Problems Posed by Genetics for Law and Ethics:  American Policies," Biotechnological 
Challenges for Law and Ethics, Bellagio, ITALY, August, 1995 

 
"Current Legal Issues in Genetics and Medicine:  From prenatal diagnosis to predictive 
testing," Harvard Medical School Law and Medicine Society, Boston, MA September, 1995 

 
"Genetic Research:  Welcoming IRBs to this Brave New World," Public Responsibility in 
Medicine and Research Annual Convention, Boston, MA, October, 1995 

 
"Informed consent and competency," Genetic testing in children and adolescents:  Ethical, 
legal, and social issues, American Society of Human Genetics Annual Convention, 
Minneapolis, MN, October, 1995 

 
"Genetic testing and children," National Society of Genetic Counselors, Minneapolis, MN, 
October, 1995 

 
"Genetic testing in children:  From newborn screening to predictive testing," East Carolina 
University, Greenville, NC, November, 1995 

 
"Legal and ethical issues in screening for genetic predisposition to cancer," 1996 Baptist 
Memorial Health Care Foundation Forum on Cancer Research, Memphis, TN, April, 1996 



Ellen Wright Clayton 
Page 38 
 
 

"Ethical issues in DNA diagnosis," National Institute of Neuroscience, Tokyo, JAPAN, April, 
1996 

 
"A conversation on genetic testing of children: Legal, ethical, and family Issues," Intramural 
Program, National Center for Human Genome Research, Bethesda, MD, September, 1996 

 
“Managing the genetics revolution,” ASLME Annual Meeting, Maintaining Responsive 
Health Care in the 21st Century: Accountability, Quality, and Change in Traditional Roles 
and Relationships, Boston, MA, November, 1996 

 
“Ethical issues in genetics and research,” Second Annual Institute on Legal Issues Affecting 
Academic Medical Centers and Other Teaching Institutions, American Academy of 
Healthcare Attorneys, Arlington, VA, December, 1996 

 
“Pretest education, counseling, and informed consent Issues,” Iron Overload, Public Health, 
and Genetics, CDC/NHGRI Conference, Atlanta, GA, March, 1997 

 
“Genetic discrimination,” Risk, Regulation, and Responsibility: Genetic Testing and the Use 
of Information, American Enterprise Institute for Public Policy Research, Washington, D.C., 
September, 1997 

 
“What should the law say about family disclosure?”  Testing and Telling?: Implications for 
Genetic Privacy, Family Disclosure, and the Law, University of Maryland School of Law, The 
Law and Health Care Program, October, 1997 

 
“Implications of recommendations for couples in the prenatal period,” Genetic Testing for 
Cystic Fibrosis Consensus Development Conference Development Workshop, Bethesda, 
MD, October, 1997 

 
“Whither the law and practice?  Is There a Professional Duty to Warn At-Risk Relatives?”  
Annual Meeting, American Society of Human Genetics, Baltimore, MD, October, 1997 

 
“Genetics, public health, and the law,” Centers for Disease Control and Prevention, Atlanta, 
GA, November, 1997 

 
“Cystic fibrosis,” Risky Business: Perils and Payoffs of Genetic Testing, STEP Program, 
National Institutes of Health, Bethesda, MD, December, 1997 

 
“Challenges raised by genetics for research and clinical practice,” Second Caribbean Congress 
on Bioethics: Ethical Issues in Biomedical Research, Mayagüez, PUERTO RICO, March, 
1998 

 
“Privacy and confidentiality: Disclosure of familial genetic information,” Ethical, Legal, and 
Social Implications of Genetic Medicine, Genetic Medicine and the Practicing Physician, 
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New Orleans, LA, March, 1998 
 

“Balancing individual interests, group interests, and the public health: Addressing the special 
issues raised by genetics,” First Annual Conference on Genetics and Public Health, Atlanta, 
GA, May, 1998 

 
“What should you be telling families about genetic testing?”  James Grant Thompson 
Memorial Lecture, Annual Meeting, Mississippi State Medical Association, Biloxi, MI, May, 
1998 

 
“Genetic Testing and the Law: From the Labs to the Courts and All the Steps In Between,” 
Twentieth Annual National Association of Women Judges Conference, Gateway to the 
Future, St. Louis, MO, October, 1998 (with Sandra Johnson) 

 
“Genetics and Public Health: Legal and Ethical Issues” American College of Legal Medicine 
1988 Mid-Year Educational Conference, St. Louis, MO, October, 1998 

 
“Insurance and Confidentiality -- What About Genetic Information?”  Practical Issues in 
Cancer Genetics 1998, University of Tennessee, Knoxville, TN, October, 1998 

 
“Disclosure of Genetic Information in Families,” American Association of Medical Colleges, 
New Orleans, November, 1998 

 
“The Permissibility of Using Blood Spots for Research,” Hard Cases in Genethics, 
Sponsored by Deutsches Zentrum für Luft- (DLR) alse Projektträger des 
Bundesministeriums für Bildung, Wissenschaft, Forschung und Technologie (BMBF) im 
Rahmen des Deutsches Humangenomprojekts (DHPG), Memphis, TN, April, 1999 

 
“Privacy and Confidentiality in the 21st Century: Ethical Issues Surrounding the Disclosure of 
Genetic Information to Family Members,” TexMed - 99, Dallas, TX, May, 1999 

 
“The Ethics of Sharing Genetic Information,” Ethics Grand Rounds, National Institutes of 
Health, Bethesda, MD, June, 1999 

 
“Genetics and Family Law,” The New Genetics and Reproduction: The Legal Response, The 
Gruter Institute, Squaw Valley, CA, June, 1999 

 
“Trustees of Patients and Their Families: Ethical Challenges on the Genetics Frontier,” 
Where No One Has Gone Before: The Ethics of Modern Medical Advances, Jackson, MI, 
October, 1999 
 
“Policy Challenges: Ethical, Legal, and Social Implications of Genetics,” Genetics and Ethics, 
St. Louis, MO, October, 1999 
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“What the Human Genome Project Means for You,” Genetics for the New Millennium: 
Ethical and Health Care Considerations, 18th Missouri Conference on Genetic Disorders, 
Kansas, City, MO, November, 1999 

 
“Genomics: Will It Help or Hurt Us,” Lafeyette College, Easton, PA, February, 2000 

 
“Genetics Research: Toward International Guidelines,” Council for International 
Organizations of Medical Sciences, Geneva, SWITZERLAND, March, 2000 

 
“Handling Genetics in Academic Internal Medicine: Research, Education, and Clinical Care,” 
2000 Association of Professors of Medicine Fall Symposium, Washington, DC, October, 
2000 

 
“Regulating Germ-Line Gene Transfer in the United States,” International Guidelines in 
Genetics, International and Interdisciplinary Symposium. Lutherstadt Wittenberg, 
GERMANY, October, 2000 

 
“Emerging Ethical Issues in Pharmacogenomics,” Bethesda, MD, November, 2000 

 
“Genetics in Our Lives: Separating the Hope from the Hype,” Public lecture, University of 
Notre Dame, South Bend, IN, February, 2001 

 
“Genetic Testing in Children,” North Central Indiana Ethics Consortium, University of 
Notre Dame, South Bend, IN, February, 2001 
 
“So What Has ELSI Done?” Social Implications of Applied Genomics Panel, Beyond the 
Human Genome Project, Harvey Mudd College, Claremont, CA, March, 2001 
 
“Genomics:  What Does It Mean for Clinical Care and Beyond?” Department of Neurology 
and Rehabilitation, University of Illinois at Chicago, June, 2001 
 
"Genetics for Judges," Tennessee Judicial Conference, Paris Landing State Park, Paris, TN, 
October, 2001 
 
"Ethical Issues in New Genetics Research Including Haplotyping and Pharmacogenomics,"  
Gheens Bioethics Lecture Series, Institute for Bioethics, Health Policy and Law, Louisville, 
KY, November, 2001 
 
"Genomic Medicine in the Real World," Duke University, Durham, NC, November, 2001 
 
"How Can You Teach ELSI to PCPs?" NCHPEG Membership Annual Meeting, Bethesda, 
MD, January, 2002 
 
"Thinking Through the Challenges of Genomic Medicine," Presidential Lecture, Annual 
Meeting, Endocrine Society, San Francisco, CA, June, 2002 



Ellen Wright Clayton 
Page 41 
 

 
“Ethical Issues in Creating a Haplotype Map,” Tsukuba, JAPAN, August, 2002 
 
“Using Genetic Information in the Employment Context,” Fifth Annual Conference of 
Tennessee Employment Relations Research Association, Arnold Air Force Base, TN, 
October, 2002 
 
“Ethical, Legal, and Social Issues in Pediatric Genomics,” Hacia la Pediatria Genomica, 
Oaxaca, MEXICO, October, 2002 
 
“Ethics and the Haplotype Map,” Annual Meeting, American Society of Bioethics and 
Humanities, Baltimore, MD, October, 2002 
 
 “Overview of Shared Decision-Making in Newborn Screening and Other Public Health 
Settings,” Challenges for the Future:  Newborn Screening State Policies and Procedures, Los 
Angeles, CA, November, 2002 
 
“Lessons for the New Millenium from the History of Newborn Screening,” Evaluating 
Genetic Tests:  A Model Process,” Washington, DC, January, 2003 
 
“Implications of Genomics for Society,” From Double Helix to Human Sequence – and 
Beyond, Scientific Symposium, National Institutes of Health, April, 2003 
“Ethical Issues in Genomics and Cardiovascular Disease,” GlaxoSmithKline Research & 
Education Foundation for Cardiovascular Disease, Philadelphia, PA, May, 2003 
“Legal Issues of HAPMAP:  Individual and Community Rights,”  Working at the Frontiers 
of Law and Science:  Applications of the Human Genome,” Section of Science and 
Technology Law, American Bar Association, American Medical Association, American 
Association for the Advance of Science, Chapel Hill, NC, October, 2003  
 
“Newborn Screening -- Why All This Commotion About an Old Program?” University of   
Washington Program in Public Health Genetics, Seattle, WA, October, 2003 
 
“How Important is Informed Consent?” Newborn Screening for Cystic Fibrosis, Centers for 
Disease Control and Prevention and Cystic Fibrosis Foundation, Atlanta, GA, November, 
2003 
 
“Ethical Issues in Genetic Testing – The Clinical Context,”  La medicine genómica:  Una 
neuva era en el cuidado de la salud, La Facultad de Medicina de la UNAM y el Consorcio 
Promotor del Instituto de Medicina Genómica, Mexico City, MEXICO, December, 2003 
“Genomics and Society,” Academia Nacional de Medicina, Mexico City, MEXICO, 
December, 2003 
 
“The evolution of newborn screening in Tennessee focusing on MCAD – A view from the 
Genetics Advisory Committee,” Hastings Center, Garrison, NY, February, 2004 
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“Talking with Parents – What are the Issues,”  2004 Newborn Screening and Genetic Testing 
Symposium, Association of Public Health Laboratories and the Centers for Disease Control 
and Prevention, Atlanta, GA, May, 2004 
 
“Human Genetics and the Courts:  Malpractice, Personal Injury Litigation, and Family Law,” 
64th Conference of the Sixth Judicial Circuit of the United States, Louisville, KY, May, 2004 
 
“The Ethical and Social Issues Associated with Genetic Testing in Children,”  Mayo Clinic, 
Rochester, MN, October, 2004 
 
“Duty/Desire to Warn:  What is at Stake?”  Genetics, Pharmacogenetics, and Ethics Faculty 
Workshop, University of Chicago, Chicago, IL, November, 2004 and Genetics Grand 
Rounds, University of Michigan, Ann Arbor, MI, January, 2005 
 
“Genomic Medicine in the Real World – Pharmacogenomics in Translation,” Pediatrics 
Grand Rounds, University of Michigan, Ann Arbor, MI, January, 2005 
 
“The HAPMAP and Genetic Epidemiology:  Setting the Stage for Pharmacogenomics,” 
Pharmacogenomics: Ethical, Social and Regulatory Issues, Annual Meeting, AAAS, 
Washington, DC, February, 2005 
 
“Over-reading the Human Genome:  The Threat to Privacy, Employment, Group Identity, 
and Responsibility, Deinard Memorial Lecture on Law and Medicine, University of 
Minnesota, February, 2005 
 
“Publicidad sobre las medicinas y los análisis directo al consumidor,”  I Simposio 
Internacional de Bioética, Hospital Nacional de Niños, Dr. Carlos Sáenz Herrera, San Jose, 
COSTA RICA, May, 2005 
 
“Recent Evolution of Newborn Screening – A View from a State Advisory Committee,” The 
Public's Health and the Law in the 21st Century:  4th Annual Partnership Conference, 
Centers for Disease Control and Prevention and the American Society of Law, Medicine, and 
Ethics, Atlanta, GA, June, 2005 
 
“Ethical Issues That Must be Addressed in an Expanded Newborn Screening Program,” 
State of the Art Plenary Session, Society for Pediatrics Research, San Francisco, CA, May, 
2006 
 
“Newborn Screening for HIV,” Section on Bioethics, American Academy of Pediatrics, San 
Francisco, CA, May, 2006 
 
“Use of Residual Blood Spots for Research,” Genomics and Public Health, 4th International 
DNA Sampling Conference, Montreal CANADA, June, 2006 
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“Ethical Implications of Transformative Technologies in Newborn Screening,” 6th Meeting 
of the International Society for Neonatal Screening, Awaji, Hyogo & Tokushima, JAPAN, 
September, 2006 
 
“Patients or Subjects or Both?  What Biobanks Will Mean for You,” UCLA Healthcare 
Ethics Lecture, Los Angeles, CA, October, 2006 
 
“Ethical Challenges in Implementing Genetic Medicine – What We Expected, What Actually 
Happened, and What We Should Do About It,” 1st Annual Lecture on Ethical Issues in 
Genetics, Cedar-Sinai Medical Center, Los Angeles, October, 2006 
 
“Bioética en Público”  Comisión Nacional de Bioética, Distrito Federal, MÉXICO, October, 
2006 
 
“Genomic Medicine:  Emerging Trends in Ethics,” Second Annual Congress of Genomic 
Medicine, Mexico City, MEXICO, October, 2006 
 
“Defining Benefit and Treatment – Implications for Newborn Screening,”  Advisory 
Committee on Heritable Disorders and Genetic Diseases in Newborns and Children, 
Department of Health and Human Services, Washington, DC, December, 2006 
 
“Systems Biology:  Ethical, Legal, and Social Implications,” Systems Biology and Information 
Medicine in a Global Society, Princeton University, January, 2007 
 
“Genética y los derechos humanos,” XIX Simposium Internacional de Derecho, Monterrey, 
MÉXICO, October, 2007 
 
“Ethical, Legal, and Societal Issues Raised by Neurogenomics of Childhood Disorders,” 
Emerging Problems in Neurogenomics:  Ethical, Legal & Policy Issues at the Intersection of 
Genomics & Neuroscience, Minneapolis, MN, February, 2008 
 
“Regulaciones de marcadores genéticos en la investigación,”  II Simposio Internacional de 
Bioética, Hospital Nacional de Niños, San José, COSTA RICA, March, 2008 
 
“Ten Fingers, Ten Toes,” Newborn Screening Conference, Case Western Reserve University 
Law-Medicine Center, Cleveland, OHIO, April, 2008 
 
“Where Should We Go with Newborn Screening?” Harvey and Bernice Jones Lecture, 
Arkansas Children’s Hospital, Little Rock, AK, December, 2008 
 
“Pros and Cons of Screening for Untreatable Disorders,” American College of Medical 
Genetics annual meeting, Tampa, FL, March 2009 
 
“Why Parents Should Not Have the Authority to Consent on Behalf of Their Children, but 
Adolescents May Consent for Themselves,” American College of Medical Genetics annual 
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meeting, Tampa, FL, March 2009 
 
“Return of Results in Genet(om)ics Research,” David Green Memorial Lecture, University of 
Utah, April, 2009 
 
“Regulating Clinical Genomics,” Yale Law School Reunion, New Haven, CT, October, 2009 
 
“Ethical Issues in Moving Clinical Genomics from the Bench to the Bedside,” Medical 
Genome Science in the Personal Genome Era, International Symposium on Applied 
Genomics 2009, TOKYO, JAPAN, December, 2009 
 
“Clinical Genetics and Identity,” Genomics, Medicine and the Humanities Workshop, 
University of Exeter, EXETER, UK, March, 2010 
 
“Governance Issues in Whole Genome Diagnostics,” Changing Landscape of Genetic 
Testing and Its Impact on Clinical and Laboratory Services and Research in Europe, 
GOTEBORG, SWEDEN, June, 2010 
 
“Ethical Issues in Expanded Newborn Screening,” European Society of Human Genetics, 
GOTEBORG, SWEDEN, June, 2010 
 
“Newborn Screening:  Informed Consent Through the Back Door,” Is Medical Ethics Really 
in the Best Interest of the Patient?” UPPSALA, SWEDEN, June, 2010 
 
“Newborn Screening:  The Canary in the Genomics Mine” and “Dealing with Genomics in 
the Clinic,” Hagop S. Mekjian Lectures in Medical Ethics and Professionalism, Ohio State 
University, Columbus, OH, September, 2010 
 
“What are Advances in Genomics Really Going to Mean for Patients?  Issues in Translation, 
Hartnell College, Salinas, CA, October, 2010 
 
“Surfing the Tsunami of Whole Genome Sequencing,” Pacific Symposium on Biocomputing, 
Kona, HI, January, 2011 
 
“Surfing the Tsunami of Whole Genome Sequencing,” Advances in Genome Biology and 
Technology, Marco Island, FL, February, 2011 
 
“Challenges Posed by New Technologies for the Standard of Care,” Personalized Medicine 
Symposium, Birmingham, AL, February, 2011 
 
“Challenges Posed by Translating Whole Genomes to the Clinic,” Presidential Commission 
for the Study of Bioethical Issues, Washington, DC, February, 2011 and HUGO 15th Human 
Genome Meeting:  Genomics of Human Diversity and Heritable Disorders, DUBAI, UAE, 
March, 2011 
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“Imagined Futures:  Capturing the Benefits of Genome Sequencing for Society,” HUGO 15th 
Human Genome Meeting:  Genomics of Human Diversity and Heritable Disorders, DUBAI, 
UAE, March, 2011 
 
“What should we do with whole genomic sequences in the clinic and in research?”  Personal 
Genomes, Cold Spring Harbor, NY, October, 2011 
 
“Returning Results of Genome Wide Tests in Research and the Clinic – Addressing the 
Issues” Sanger Center and HeLEX, Oxford, UNITED KINGDOM, November, 2011 
 
“Consent,” Human Microbiome Project, Houston, TX, March, 2012 
 
“Whole Genome Sequencing in the Clinic,” Law Gene Centre, University of Tasmania Law 
School, Hobart, AUSTRALIA, March, 2012 
 
“Imagined Futures: Capturing the Benefits of Genome Sequencing for Society,” HUGO 
Annual Meeting, Sydney, AUSTRALIA, March, 2012 
 
“How Not to Drown in the Whole Genome in the Clinic,” Pediatric Academic Societies 
Meeting, Boston, MA, April, 2012 
 
“Ethical Issues in Non-Invasive Prenatal Diagnosis,” IOM Annual Meeting, Interest Group, 
Washington, DC, October, 2012 
 
“Pediatricians Beware!  Direct to Consumer Marketing of Genetic Testing for Children,” 
AAP Annual Meeting, New Orleans, LA, October, 2012 
 
“The Role of Genomics in Primary Prevention,” University of Michigan, Ann Arbor, MI, 
March, 2013 
 
“Genomics in Primary Prevention,” Greenwall Fellows Program, Chicago, IL, May, 2013 
 
“Transdisciplinarity – Why it matter for the Future, Exeter University, UNITED 
KINGDOM, June, 2013 
 
“Who Should Decide About Genetic Testing in Kids?  A Response to the ACMG,” Bioethics 
Seminar, Seattle Children’s Hospital, October, 2013 
 
“Major Policy Questions in Genomic Medicine,” University of Washington Center for 
Genomics and Health Care Equality, 2013 CGHE All-Investigators’ Meeting, Seattle, WA, 
October, 2013 
 
“Return of results in research and the clinic – Getting back on the right track,” University of 
Pittsburgh Law School, Pittsburgh, PA, October 2013 
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“Challenging the Duty to Hunt,” ASHG Annual Meeting, Boston, MA, October, 2013 
 
“Newborn Screening: From Guthrie to the Uniform Panel and Beyond,” AAP Annual 
Meeting, Orlando, FL, October, 2013 
 
“From Peapods to Whole Genome Sequencing:  Old and New Ethical Challenges,” AAP 
Annual Meeting, Orlando, FL, October, 2013 
 
“Challenges Posed by the ACMG Recommendations on Incidental Findings in Clinical 
Genomic Sequencing,” Eighth Annual Cynthia Jean Stolman Lecture in Medical Ethics, 
Rutgers New Jersey Medical School, Newark, NJ, November, 2013 
 
“What findings, if any, from archival data and samples should be offered to research 
participants?  Some reflections and practical issues in the US,” Returning Genetic Results in 
Biobanks:   Opening an International Dialogue,” Brocher Foundation, Hermance, 
Switzerland, November, 2013 
 
“Return of Results?  No, Unless,” HandsOn Biobank Annual Meeting, The Hague, 
NETHERLANDS, November, 2013 
 
“What to Ask Your Doctor About Genetic (and Other Complex) Tests,”  Policy Forum:  
Policy implications of genomic sequencing for individual and population health, Brown 
School, Washington University, St. Louis, MO, February, 2014 
 
“Whole Genome Sequencing in Newborn Screening?,”  Human Genome Meeting 2014, 
Geneva, SWITZERLAND, April, 2014 
 
"What Should You Know and Be Doing About Genome Privacy?"  Workshop on Genome 
Privacy held in conjunction with the 14th Privacy Enhancing Technologies Symposium 
(PETS 2014), Amsterdam, NETHERLANDS, July, 2014 

 
“On the Cusp of Adulthood: Ethical and Legal Issues Raised by Genomics Research and 
Care Involving Adolescents,” Grand Rounds, St. Jude Research Hospital, Memphis, TN, 
January, 2015 
 
“Current Controversies in Whole Genome Sequencing,” Challenging the Norm:  Fostering 
Ethics, University of Wisconsin, March, 2015 
 
“When Participants in Genomic Research Grow Up: Contact and Consent at the Age of 
Majority,” Annual Meeting, Paediatric Platform, P3G, June, 2015, Montreal, CANADA 
 

Ethical and Legal Issues in Research and Patient Care (often includes genetics): 
 

"Informed Consent for Genetic Research Using Stored Tissue Samples,"  The Responsibility 
of Oversight in Genetic Research and Technology Assessment, Public Responsibility in 
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Medicine and Research Annual Convention, Boston, MA, May, 1996 
 

"Genetic Screening and Research," First International Conference on DNA Sampling -- 
Human Genetic Research:  Ethical, Legal and Policy Aspects, Montreal, Quebec, CANADA, 
September, 1996 

 
“Underlying Ethical Principles in Research Using Repository Material,” Science to Practice:  
The Role of Research in Public Health, Emory University, Atlanta, GA, April, 1997 

 
“Issues Related to the Re-Analysis of Stored Samples,” Biomarkers: The Genome and the 
Individual: Workplace and Medical Implications of a Rapidly Evolving Technology, Medical 
University of South Carolina, Environmental Hazards Assessment Program, Charleston, SC, 
May, 1997 

 
“Protection of Privacy vs. Promotion of Research,” Privacy and Confidentiality: Is It a 
Privilege of the Past?  Massachusetts Medical Society, 1997 Annual Education Program, 
Boston, MA, May, 1997 

 
“Human Research: A Step Forward for Newly Included Populations?”  18th Annual Health 
Law Teachers Conference, Seton Hall Law School, Seton Hall, NJ, June, 1997 

 
“Whose Tissue is It?  The Patient as Product” Military Research Symposium: Protection of 
Human Subjects, Uniformed Services University of the Health Sciences, Bethesda, MD, June, 
1997 

 
“Using Stored Tissues for Genetics Research,” Interagency Human Subjects Conference, 
Genetics Research and Human Subjects: The Changing Landscape, Department of Energy, 
Bethesda, MD, June, 1997 

 
“Impact of Regulation on Medical Research,” Regulation of Health Care: Latest 
Developments, ABA Society of Administrative Law and Regulatory Practice, ABA Midyear 
Meeting, Nashville, TN, January, 1998 

 
“Research Ethics,” Health Law Teachers Meeting, Houston, TX, June, 1998 
“Who Needs Informed Consent in Human Subjects Research,” Tennessee Technological 
University, Cookeville, TN, October, 1998 

 
“DNA Banks and Human Research on Cancer Genetics,” Ethical Boundaries in Cancer 
Genetics, St. Jude’s Children’s Research Hospital, Memphis, TN, May, 1999 

 
“Ethical Issues in Research in Pediatrics,” Pediatric Subcommittee, Anti-Infective Drug 
Committee, Food and Drug Administration, Chevy Chase, MD, November, 1999 

 
“Genetics Research,” Ethical and Regulatory Aspects of Human Subjects Research Protocol, 
National Institutes of Health, Bethesda, MD, December, 1999 
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“Genetics,” Privacy and Confidentiality in Clinical and Social Science Research: Myth or 
Reality?, University of Texas Health Science Center at Houston, February, 2000 

 
“Children as Research Subjects,” Research Ethics: Institutional Review Board 
Responsibilities and Related Competencies, Georgetown University Center for Clinical 
Bioethics, March, 2000 

 
“Ethical Issues in Human Subjects Research: Staying Oriented in a Shifting Landscape,” 
Ethical Issues in Health Care: The Nancy Tatum O’Neal Series, University of Mississippi 
Medical Center, Jackson, MS, April, 2000 
 
“Legal Aspects of Studying Pregnant Women,” Clinical Pharmacology During Pregnancy: 
Addressing Clinical Needs Through Science, FDA/NICHD Conference, Washington, DC, 
December, 2000 

 
“Creating a Process to Collect Human Biological Materials and Medical Records for Research 
from Patients in Teaching Hospitals,” A Decade of ELSI Research, Bethesda, MD, January, 
2001 

 
“Genetics Research in the International Context – The CIOMS Experience,” A Decade of 
ELSI Research, Bethesda, MD, January, 2001 

 
“The Academic Medical Center Perspective,” Conflicts of Interest in Clinical Research: Legal 
and Ethical Issues, Widener University School of Law, Wilmington, DE, March, 2001 
 
"So What Should We Do About Genetics Research?", Bringing Ethics to Life in Human 
Subjects Research:  A Case Approach, Meharry Medical College, Program in Clinical and 
Research Ethics, Nashville, TN, September, 2001  
 
"Fusing/Confusing Ethics and Regulation," "President's Advisory Committee on Stem Cell 
Research," "Third Party Human Subjects, Including Genetic Privacy," IRBs and New 
Approaches: Assessing, Evaluating, Discarding, and Moving Forward, PRIM&R's 2001 IRB 
Conference, Boston, MA, December, 2001 
 
"Protecting the Privacy of Research Specimens," Inaugural Symposium, Genetic Privacy and 
Discrimination, University of Rochester, Rochester, NY, June, 2002 
 
“Ethics, Politics, and the Haplotype Map,” Genetics Symposium 2002, Nashville, TN, 
September, 2002  
 
“Race and Genetics,” “Race and Law,” Research Ethics, Meharry CRECD Program, 
Nashville, TN, October, 2002 

 
“Ethical Issues in Research Design,” Research Ethics, Meharry CRECD Program, Nashville, 
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TN, December, 2002  
 

 “Ethical Issues in Genetic Epidemiology – International Perspectives,” US-Japan 
Symposium:  Advances in Genetic Research in Cardiovascular Disease, Osaka, JAPAN, and 
Ethical Concerns in Molecular Epidemiology, Tokyo, JAPAN, February, 2003 
 
“Collecting Human Biological Materials – The CPCRA Protocol,” Terry Beirn Community 
Programs for Clinical Research on AIDS, Reston, VA, May, 2003 
 
“Genetic Research in the Global Community,” Globalization and Human Rights:  Bioethics, 
Mexico City, MEXICO, June, 2003 
 
“Ethics and Policy,” 44th Annual Short Course in Medical and Experimental Mammalian 
Genetics, Jackson Laboratories, Bar Harbor, ME, July, 2003  
 
“Legal Issues of HAPMAP:  Individual and Community Rights,”  Working at the Frontiers of 
Law and Science: Applications of the Human Genome, The American Bar Association, 
American Medical Association and the American Association for the Advancement of 
Science, Chapel Hill, NC, October, 2003 
 

 “Ethical, Legal, and Social Issues in the International Haplotype Map Project,” Colliding   
Categories:  Haplotypes, Race, and Ethnicity, Minneapolis, MD, October, 2003 
 
“Ethical Issues in Genomic Research,” International Ethical Guidelines for Research 
Involving Human Beings, SANTIAGO, CHILE, October, 2003 
 
“Legal and Policy Issues in the HapMap,” The Genomics Revolution:  Science, Law, and 
Policy, Louisiana State University, Baton Rouge, LA, February, 2004 
 
“’Privacy’ in Research,” American Society of Experimental NeuroTherapeutics, Bethesda, 
MD, March, 2004 
 
“The Web of Relations:  Thinking About Physicians and Patients,” A World Less Silent: 
Celebrating Jay Katz’s Contributions to Law, Medicine, and Ethics, Yale Law School, New 
Haven, CT, October, 2004 

“Ethical Issues in International Genetics Research,” Distinguished Lecture Series, University 
of Texas at Houston Health Science Center – IRB, February, 2005  
 
“Investigaciones genéticas con los niños,” I Simposio Internacional de Bioética, Hospital 
Nacional de Niños, Dr. Carlos Sáenz Herrera, San Jose, Costa Rica, May, 2005 
 
“Sheathing the Sword of Conscience,” Legal Issues Affecting Academic Medical Centers and 
Other Teaching Institutions, American Health Lawyers Association, Washington, DC, 
January, 2006 



Ellen Wright Clayton 
Page 50 
 

 
“The Future of Ethics in Genetic Research:  Informed Consent, Oversight, and Engagement, 
Tufts New England Medical Center, Boston, MA, January, 2006 
“The HapMap Experience:  Lessons for the Future,” Wellcome Trust Advanced Course, 
Sanger Centre, Hinxton, UNITED KINGDOM, August, 2006 
 
“Incidental Findings in Genetics Research Using Archived DNA,” Managing Incidental 
Findings in Human Subjects Research, Minneapolis, MN, May, 2007 
 
“Data Sharing in the Genomic Era,” Egenis, Exeter, UNITED KINGDOM, May, 2007 
 
“Ethical Challenges in Exploring Genomic Diversity,” HGM2007, Montreal, CANADA, 
May, 2007 
 
“Data Sharing and Its Implications,” Second Circuit Judicial Conference, Bolton Landing, 
NY, June, 2007 
 
“Genome-Wide Association Studies:  What are the Issues?,” Translating ELSI, Cleveland, 
OH, May, 2008 
 
“Biobanking in the 21st Century:  Lessons Learned About Navigating in Turbulent Waters 
from the HapMap and Other Projects, Instituto Superiore de Sanità, Rome, ITALY, June, 
2008  
 
“Returning Individual Results,” SACHRP, Arlington, VA, July, 2008 
 
“BioVU:  Vanderbilt’s Approach to Biobanking,” Biobanking, Bioethics, and the Law, 
Stanford Law School, Stanford, CA, September, 2008 
 
“Data Access v. Confidentiality:  Balancing Risks and Benefits,” American Society of 
Bioethics and Humanities, Cleveland, OH, October, 2008 
 
“Data Access versus Confidentiality,” Committee on Population and Committee on 
Collecting, Storing, Protecting and Accessing Biological Data Collected in Social Surveys, 
National Academies, Washington, DC, November, 2008 
 
“Looking at the Ends of the Spectrum:  What That Can Tell Us about the Big Question,”  
Genetics Results Reporting Workshop, National Heart, Lung, and Blood Institute, Bethesda, 
MD, January, 2009 
 
“What’s Next in Genomic Research,” What’s Next in Law, Health and the Life Sciences?  
Debating Openness, Access, and Accountability, University of Minnesota, March, 2009 
 
“Research on Residual Bloodspots:  When Should We Report Back Results?,” American 
College of Medical Genetics annual meeting, Tampa, FL, March 2009 
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“Informed Consent and What Else in Genomics?”  Northwestern University, Chicago, IL, 
September, 2009 
 
“What Data Do We Owe Back to Participants in Genetics & Genomics Research? 
Everything?  Nothing?”  American Society of Bioethics and Humanities, Washington, DC, 
October, 2009 
 
“Biobanking at Vanderbilt University: Lessons Learned and Future Opportunities and 
Challenges,” Medical Genome Science in the Personal Genome Era, ISAG2009, Tokai 
University, TOKYO, JAPAN, and Kyoto University, KYOTO, JAPAN, December, 2009 
 
“What is the policy landscape for addressing IFs and IRRs in research using biobanks & 
archives?,”  University of Minnesota, January, 2010 
 
“Biobanking of Residual Samples:  Opt-Out?”  Public Population Project in Genomics,  
MONTREAL, CANADA, April, 2010 
 
“What Data Do We Owe Back to Participants?” OHRP Research Community Forum, 
Regulatory Responsibility and Innovative Research:  An Opportunity for Partnership, 
Chicago, IL, May, 2010 
 
“Legal Issues Related to the Usage of Newborn Screening Samples,”  Challenges and 
Opportunities in Using Newborn Screening Samples for Translational Research:  A 
Workshop, Roundtable on Translating Genomic-Based Research for Health, Institute of 
Medicine, Washington, DC, May, 2010 
 
“Legal Issues Related to the Use of Newborn Blood Spots for Research,” Health Law 
Professors, Austin, TX, June, 2010 
 
“What Role Should Research Participants’ Preferences About Data Sharing Play?,”  
International Data Sharing Conference, Oxford, UNITED KINGDOM, September, 2010 
 
“What Data Do We Owe Back to Participants in Genetics & Genomics Research? 
Everything?  Nothing?,” Human Subjects Protection:  A Time to Remember, Covington, KY, 
October, 2010 
 
“Retos éticos para las aplicaciones clínicas de la medicina genómica”  10th Anniversary, 
INMEGEN, Mexico City, MEXICO, October, 2010 
 
“National policy statements on the retention and use of residual samples for research,”  
Methods for Promoting Public Dialogue on the Use of Residual Newborn Screening Samples 
for Research, Salt Lake City, UT, January, 2011 
 
“Challenges in Genetic Research” and “Panel on Genetic Research,” 6th Annual Columbia 
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University IRB Conference, New York NY, March, 2011 
 
“Hot Topics in Genomics Research,” 6th annual Columbia University IRB conference, New 
York, NY, March, 2011 
 
“Workshop on Return of Results,” Exploring the ELSI Universe, University of North 
Carolina, Chapel Hill, NC, April, 2011 
 
“Reservations about Return of Results,” ISBER Conference, Arlington, VA, May, 2011 
 
“The Misguided Debate about Return of Research Results,” Should We Return Individual 
Research Results and Incidental Findings from Genomic Biobanks and Archives?  University 
of Minnesota, Consortium on Law and Values in Health, Environment, and the Life Sciences, 
Bethesda, MD, May, 2011 
 
“Panel on Joint Consideration of Special Complexities in Genotype-Driven Recruitment,” 
Ethical Approaches to Genotype-Driven Research Recruitment,” Durham, NC, May, 2011 
 
“Using Newborn Blood Spots for Research and the Common Rule,” American College of 
Medical Genetics, Salt Lake City, UT, September, 2011 
 
“Biospecimen Exceptionalism,” The Future of Human Research Regulation, Harvard Law 
School, Boston, MA, May, 2012 
 
“Should Results of Genomics Research Be Returned to Study Participants?” Personalized 
Medicine for the Care of the Child with Heart Disease: Discovery to Application, Toronto, 
CANADA, October 2012 
 
“How Should We Use Genomic Information for Primary Prevention?”  2013 Research 
Education Symposium: Life at the Interface of Genomics & Clinical Care, University of 
Michigan, Ann Arbor, MI, March, 2013 
 
“The Role of Bioethicists in Policy Formation,” Greenwall Fellows Meeting, Chicago, IL, 
May, 2013 
 
“Ethical and Community Perspectives:  The need for community consultation in 
biospecimen collection”, 2013 Biospecimen Science and Cancer Health Disparities 
Conference, Johns Hopkins Center to Reduce Cancer Disparities and Meharry Medical 
College, Nashville, TN, July, 2013  
 
“Lessons Learned from Biobanking,” Treuman Katz Lecture, Seattle Children’s Hospital, 
Seattle, WA, October, 2013 
 
“A Review of the SUPPORT Study and Ethical Challenges in Assessing and Disclosing 
Research Risk,” CTSA Clinical Research Ethics Key Function Working Group Workshop on 
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Medical Practice Research, Atlanta, GA, October, 2013 
 
“Ethical Issues in Anticipate and Communicate,” eMERGE Consortium Steering Committee 
Meeting, Bethesda, MD, January, 2014 
 
“Ethical Perspectives on Big Data,” Ethical Issues in Data Science and Digital Medicine, 
Icahn School of Medicine, New York, NY, February, 2014 
 
“Ethical Challenges in Genome-Based Cancer Research:  Liability and Other Challenges,” 
IOM Workshop on Contemporary Issues in Human Subjects Protections in Cancer Research, 
Washington, DC, February, 2014 
 
“Return of Results – From the Clinic to Research,” Sophia University and 164th Committee 
on Genome Technology, TOKYO, JAPAN, March, 2014 
 
“Ethical Issues in Anticipate and Communicate,” CSER Consortium meeting, Bolger Center, 
Potomac, MD, May, 2014 
 
“Ethical Issues in Human Genetics Research,” Statistical Genetics and Genomics Short 
Course, University of Alabama at Birmingham, Birmingham, AL, July, 2014 
 
“How Much Individual Choice?” Institute for Public Health 7th Annual Conference:  Public 
Good and Individual Choice, Washington University, St. Louis, MO, October, 2014 
 
“Finding Your Way on Shifting Sands:  Reflecting on the Changing Ethical, Regulatory, and 
Policy Landscape of Genomics Research,” Novartis, Boston, MA, November, 2014 
 
“How much control do adolescents have over parental access to and sharing of their genomic 
test results? How much should they?” Should We Offer Genomic Research Results to a 
Participant's Family, Including After Death?  University of Minnesota, Minneapolis, MN, 
November, 2014 
 
“Balancing autonomy with social benefit:  From broad or tiered consent to notification?” 
International Biobanking Summit, Phoenix, AZ, May, 2015 
 
“When Participants in Genomic Research Grow Up:  Contact and Consent at the Age of 
Majority,”  3rd P3G International Paediatric Platform Conference, Montreal, CANADA, May, 
2015 
 

Pediatrics: 
 

"Compensation for Vaccine-Related Injuries:  Developments on the National and State 
Level," Annual Meeting, American Society of Hospital Pharmacists, Nashville, TN, June, 
1989 
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"Infant Care Review Committees," Huntsville Hospital, Huntsville, AL, January, 1990 
 

"Drug Testing in Teenagers," PRIDE International Convention, Orlando, FL, April, 1990 
 

"Decision-Making for Children: Key Legal Cases, Statutes, Regulations, and Policy Issues in 
Pediatric Cases," Ethics Committees and the Young: Families, Hospitals and the Courts 
Trying to Do the Right Thing, St. Louis University Schools of Law, Medicine, and Nursing in 
conjunction with American Society of Law, Medicine and Ethics, St. Louis, MO,  May, 1994 

 
"Legal vs. Religious Exemptions: A View From the American Academy of Pediatrics," 
National Council of Juvenile and Family Court Judges, Nashville, TN, July, 1994 

 
"Health Care Decision-Making and the Law,"  Medical Ethics for Physicians and Nurses:  
End of Life Issues, University of Alabama in Huntsville School of Primary Medical Care, 
Huntsville, AL, July, 1994 

 
"Protection and Justice in the Care of Maltreated Children," "Legal Ethics in Child 
Protection,"  Cross Training:  Knowing Your Way Around the Court, Case Western Reserve 
Child Protection Resource Center, Cleveland, OH, April, 1995 

 
"Pediatric Ethics -- A View from the United States," Japanese Pediatric Society Annual 
Meeting, Kumamoto, JAPAN, April, 1996 

 
"Inclusion of Children in Clinical Research," National Institute of Child Health and Human 
Development, American Academy of Pediatrics, Bethesda, June, 1996 

 
"Legal and Ethical Issues Associated with Newborn Hearing Screening," Fourth 
International Symposium on Childhood Deafness, Kiawah Island, SC, October, 1996 

 
“Families and Health,” Family Re-Union 7, Nashville, TN, June, 1998 
"Who Speaks for the Child:  Ethical Issues in Pediatric Autonomy,"  Section on Bioethics, 
Annual Meeting, American Academy of Pediatrics, San Francisco, CA, October, 2001 
 
“Medical Ethics and Developmental Disabilities,” The Young Child with Special Needs, 13th 
Annual Conference, Nashville, TN, March, 2004 
 
“Legal and Ethical Issues in Child Abuse Reporting,” Annual Review of Pediatrics, 
University of Wisconsin, Madison, WI, September, 2007 
 
“How Lawyers Can Help Patients (and Their Pediatricians), Arkansas Children’s Hospital, 
Little Rock, AK, December, 2008 
 
“Legal and Ethical Issues in Reporting Child Abuse and Neglect,” Arkansas Children’s 
Hospital, Little Rock, AK, December, 2008 
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“Pediatric Ethics:  What Has Law Got to Do with It?”  William G. Bartholome Award for 
Ethical Excellence Lecture, Section on Bioethics, AAP Annual Meeting, San Francisco, CA, 
October, 2010 
 
“Vaccines: From Science to Policy,” Western Conference of the Bench and Bar, United 
States Court of Federal Claims, Berkeley, CA, October, 2011 
 
“Do Adolescents Have Rights to Make Decisions About Their Health Care,” Buhl Lecture, 
University School of Nashville, TN, April, 2012 
 
“Confronting Commercial Sexual Exploitation and Sex Trafficking of Minors in the United 
States,” Eighth Annual Cynthia Jean Stolman Lecture in Medical Ethics, Rutgers New Jersey 
Medical School, Newark, NJ, November, 2013 
 
“Lessons Learned on my Path to Child Advocacy,” Frank H. Morriss, Jr. Leadership Award 
Lecture, University of Iowa, Iowa City, IA, February, 2015 
 
 

Women's Health: 
 

"Women and Advances in Medical Technology:  The Legal Issues," The Effects of 
Pharmacology, Technology, and Other Modern Interventions on Women's Health, 
MacArthur Foundation Network on Health Behavior, Key Biscayne, FL, June, 1987 

 
"The Law and Advances in Technology:  Who Decides How Women and Their Unborn 
Children Should Live?," Reproductive Technology and Ethics for the Year 2000, Spokane, 
WA, April, 1988 

 
"The Legal Status of the Fetus:  Reflections on the Duties of Pregnant Women and of 
Society," Birth Defects Symposium XIX, Albany, NY, September, 1988 

 
"Maternal-Fetal Conflicts," Hillsborough and Pinellas County Associations of Women 
Lawyers and for Women Physicians, Tampa, FL, February, 1989 

 
Grand Rounds, Department of Obstetrics & Gynecology, Staten Island Hospital, Staten 
Island, NY, June, 1989 

 
"Reproductive Technology and Human Values:  A Health Care Professional and Woman's 
Perspective," Reproductive Technology:  Ethical Issues, Ethical Alternatives, Maryville 
College, Maryville, TN, October, 1990 

 
"Legal Issues and Reproductive Care," Legal, Medical and Ethical Issues in Women's 
Reproductive Health and Neonatology, American Society of Law, Medicine and Ethics, 
Naples, FL, January, 1995 
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“Legal Aspects of Studying Pregnant Women,” FDA.NICHD Conference, Clinical 
Pharmacology during Pregnancy: Addressing Clinical Needs Through Science, Washington, 
DC, December, 2000 
 
“Legal and Ethical Issues in Embryo Mix-Ups,” AALS/ASRM Workshop on Reproductive 
Medicine and Law, Vancouver, CANADA, June, 2007 and ASRM Annual Meeting, 
Washington, DC, October, 2007 
 
“Predictive Genetic Testing of Fetuses and Newborns:  Mapping the Ethical and Legal 
Landscape,” Obstetrics and Gynecology Grand Rounds, Pittsburgh, PA, October, 2013 
 
“A Call to Action:  Child exploitation and sex trafficking in the US,” AAP Annual Meeting, 
San Diego, CA, October, 2014 
 

 
Medical Malpractice and Health Care Reform: 
 

"Conversations with Patients: How Patients See Their Physicians and Why They Say They 
Sue,"  Patient Grievances in Health Care: A Research Seminar, Ohio State University Center 
for Sociolegal Studies and Office for Health Services Research, Columbus, Ohio, November, 
1992 

 
"Health Care Reform:  Ethics and the Practicing Pediatrician," American Academy of 
Pediatrics Annual Meeting,  Dallas, TX, October, 1994 

 
Visiting Professor Lecture Series, Department of Pediatrics and Center for Medical Ethics, 
Pediatric Grand Rounds -- "Why People Sue Their Doctors," University of Pittsburgh 
Medical Center, Pittsburgh, PA, December, 1994 

 
"The Manifestations of Women's Dissatisfaction:  Why Women Sue Their Physicians and 
How the Health Care System Has Responded," Legal, Medical and Ethical Issues in Women's 
Reproductive Health and Neonatology, American Society of Law, Medicine and Ethics, 
Naples, FL, January, 1995 

 
"Medicaid, Managed Care, and the New Health Services Markets," Managed Care, Integrated 
Delivery Systems, and Consolidation -- Law, Medicine, and Ethics, American Society of Law, 
Medicine, and Ethics, Boston, MA, September, 1995 

 
"Restructuring Healthcare:  Jeopardizing Patient Care," Annual Meeting, Oncology Nursing 
Society, Nashville, TN, November, 1995 

 
“Lawsuits--Why Do They Happen and What Can We Do About It?” Annual Conference, 
Pediatric Nursing, Integrating Mind, Body, and Spirit to Enhance Pediatrics Outcomes: New 
Challenges, Nashville, TN, September, 2000 
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Other: 
 

"Teaching Across Professional Boundaries," 17th Annual Health Law Teachers Conference, 
Wilmington, DL, June, 1996 

 
“The Confidential Medical Record in the New Millennium - Who Has Access and Where 
Does It Go?”  26th Annual Course, Society for Gastroenterology Nurses and Associates, 
Nashville, TN, May, 1999 
 
“The Ethics Quagmire – Lifelines for Health Care Practitioners and Lawyers,” Tennessee Bar 
Association, Brentwood, TN, October, 2008 
 

Conferences Organized: 
 

Law, Literature, and Social Change, Vanderbilt Law School and Robert Penn Warren Center 
for the Humanities, Nashville, TN, March, 1990 (with Jay Clayton) 

 
Informed Consent for Genetic Studies on Stored Tissue Samples, Ethical, Legal, and Social 
Implications Branch/NCHGR/NIH and U.S. Centers for Disease Control and Prevention, 
Bethesda, MD, July, 1994 (with Elizabeth Thomson) 

 
Legal, Medical and Ethical Issues in Women's Reproductive Health and Neonatology, 
American Society of Law, Medicine and Ethics, Naples, FL, January, 1995 (with Cindy 
Hylton Rushton) 

 
The Changing Health Care Environment: Issues for the Future, American Society of Law, 
Medicine and Ethics and Vanderbilt University School of Medicine, Nashville, TN, March, 
1997 (with H. Lee Barfield) 

 
Children, Parents, Professionals, and the State: Ethical, Clinical, and Legal Issues in Health 
Care for Children, American Society of Law, Medicine and Ethics, Cambridge, MA, 
September, 1997 (with John Lantos) 

 
A Public Dialogue about Gene Patenting, Vanderbilt University Center for Genetics and 
Health Policy and the American College of Medical Genetics, Washington, DC, March, 2000 
(with R. Rodney Howell) 

 
First Annual Meharry/Vanderbilt Genetics Symposium, Nashville, TN, November, 2000 
(with Al George, Jonathan Haines, John Phillips, Shirley Russell, Scott Williams) 
 
Second Annual Meharry/Vanderbilt Genetics Symposium, Nashville, TN, September, 2001 
(with Al George, Jonathan Haines, John Phillips, Shirley Russell, Scott Williams) 
 
Third Annual Meharry/Vanderbilt Genetics Symposium, Nashville, TN, September, 2002 
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(with Jonathan Haines, John Phillips, Shirley Russell, Scott Williams) 
 
 
 


