
ADDRESSING ELSI ISSUES IN UNREGULATED HEALTH RESEARCH USING MOBILE DEVICES 

As of Friday, September 29, 2017 

WORKING GROUP MEETING #1 

La Jolla, CA – Oct. 9-10, 2017 

Final Schedule  

Monday, Oct. 9 

8:00-8:30 Introductions – Mark Rothstein, University of Louisville 

& John Wilbanks, Sage Bionetworks, co-PIs, to lead 

8:30-9:30 Keynote: Current status and future of mHealth 

Eric Topol, Scripps Research Institute 

Introduction by John Wilbanks 

9:30-10:00 Overview of grant, including schedule, deliverables, and goals 

of the Working Group meetings 

Mark Rothstein & John Wilbanks 

10:00-10:15 Break 

10:15-11:30 mHealth research platforms 

Moderator: Megan Doerr, Sage Bionetworks; John Wilbanks; 

and Kevin Patrick; University of California-San Diego 

11:30-12:30 Independent research organizations 

Moderator: Kyle Brothers, University of Louisville; Megan 

Doerr; and Steve Hershman, Stanford University 

12:30-1:30 Working lunch 

1:30-2:30 Update on thought leader interviews 

Laura Beskow, Vanderbilt  

2:30-3:00 Planning for Working Group Meeting #2 (Chicago) 

Mark Rothstein & John Wilbanks 

3:00-3:15 Break 

3:15-4:00 Role of DTC genetic testing in unregulated research using mHealth 

Moderator: Mark Rothstein. Kate Black, 23andMe 

4:00-4:45 Secondary use of health app data 

Lori Andrews, Chicago-Kent College of Law 

4:45-5:00 Day 1 Wrap-up and Day 2 Preview  

5:30-7:30 Reception and Working Dinner 

Bella Vista Restaurant 

________________________________________________________________________ 

Tuesday, Oct. 10 

8:00-9:45 Citizen Science 

Moderator: Michelle McGowan, Cincinnati Children’s Hospital. 

Christi Guerrini, Baylor College of Medicine; Nic Terry, Indiana 

University; Steven Keating, MIT 

9:45-10:00 Break 

10:00-11:45 Patient-directed research 

Moderator: John Wilbanks 

Sharon Terry, Genetic Alliance; Sally Okun, PatientsLikeMe; 

Sean Ahrens, Crohnology 

11:45-12:00 Day 2 Wrap-up and evaluation  

Laura Beskow  

12:00 Box lunches available 

https://mhealth.jmir.org/2017/8/e126/
https://mhealth.jmir.org/2017/2/e14/
https://mhealth.jmir.org/2017/2/e14/
https://louisville.edu/mobileelsi/our-research-project/background-articles/wgm1_steve-hershman-material
https://louisville.edu/mobileelsi/our-research-project/background-articles/participatory-genomic-research/view
https://louisville.edu/mobileelsi/our-research-project/background-articles/mobile-health-assessing-the-barriers/view
https://louisville.edu/mobileelsi/our-research-project/background-articles/wgm1-steven-keating-material
https://louisville.edu/mobileelsi/our-research-project/background-articles/s_okun-material-1/

