Unregulated Health Research Using Mobile Devices: Recommendations
A Briefing for Policy Makers, Stakeholders, and the Media
November 12, 2019
Georgetown University Law Center

600 New Jersey Ave., NW
Washington, DC 20001

8:00-9:00 Registration and continental breakfast

9:00-9:20 Introduction to grant; personnel and products Mark A. Rothstein
John T. Wilbanks

9:20-9:30 Growth of unregulated health research Michelle L. McGowan

9:30-9:40 Role of mobile devices John T. Wilbanks

9:40-9:50 Benefits and risks of unregulated health research  Kyle B. Brothers

9:50-10:30 Recommendations Mark A. Rothstein
John T. Wilbanks

10:30-11:00 Q& A Megan Doerr

Research funding was provided by the following grant: Addressing ELSI Issues in Unregulated
Health Research Using Mobile Devices, Mark A. Rothstein and John T. Wilbanks, Pls. No.
1R01CA20738-01A1, National Cancer Institute, National Human Genome Research Institute,
and Office of Science Policy and Office of Behavioral and Social Sciences Research in the
Office of the Director, National Institutes of Health.

Support for the Policy Briefing was provided by the University of Louisville School of Medicine
and the Georgetown University Law Center O’Neill Institute for National and Global Health
Law.



Investigators/Presenters

Mark A. Rothstein, J.D., Co-Principal Investigator, is Herbert F. Boehl Chair of Law and
Medicine and Director of the Institute for Bioethics, Health Policy and Law at the University of
Louisville School of Medicine.

John T. Wilbanks, Co-Principal Investigator, is Chief Commons Officer at Sage Bionetworks.

Kyle B. Brothers, M.D., Ph.D., Co-Investigator, is Endowed Chair of Pediatric Clinical and
Translational Research at the University of Louisville School of Medicine.

Michelle L. McGowan, Ph.D., Co-Investigator, is Associate Professor, Department of
Pediatrics and Department of Women’s, Gender, and Sexuality Studies, at Cincinnati Children’s
Hospital Medical Center.

Megan Doerr, M.S., L.G.C., Co-Investigator, is Principal Scientist, Governance, at Sage
Bionetworks.



