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LIST OF PARTICIPANTS

Patient Representatives

Alfonso Aguaron

Project Manager

Myeloma Patients Europe (MPE)
Madrid, Spain

Alice Bast, BS

Chief Executive Officer
Beyond Celiac
Ambler, PA, USA

Louise Binder

Health Policy Consultant

Canadian Cancer Survivor Network
Toronto, Canada

Paul Evered

Development Director

GI Society: Canadian Society of Intestinal Research
Vancouver, BC, Canada

Pat Furlong

Founding President and CEO

Parent Project Muscular Dystrophy (PPMD)
Middletown, OH, USA

Nicholas LaRocca, PhD

Vice President, Health Care Delivery and Policy Research
National Multiple Sclerosis Society

New York, NY, USA

Robert McBurney, PhD, BSc

Chief Executive Officer, Accelerated Cure Project for Multiple Sclerosis
Founder and Director, Optimal Medicine Ltd.

Waltham, MA, USA

Jill Petrie

Director of Communications and Community Relations
T1D Exchange

Boston, MA, USA



Maureen Smith, M. Ed.

Patient Representative, Ontario Committee to Evaluate Drugs
Secretary, Canadian Organization for Rare Diseases

Ontario, Canada

Veronica (Ronnie) Todaro, MPH

Vice President, National Programs / Co-Chair

Parkinson’s Disease Foundation / CTTI Patient Leadership Council
New York, USA

Durhane Wong-Rieger

President and CEO

Canadian Organization for Rare Diseases
Toronto, ON, Canada

Patient Focused Organizations
Emil Chiauzzi, PhD

Research Director
PatientsLikeMe

Cambridge, MA, USA

Kim McCleary

Managing Director, Strategic Initiatives
FasterCures

Washington, DC, USA

Suzanne Schrandt, JD

Deputy Director, Patient Engagement

Patient-Centered Outcomes Research Institute (PCORI)
Washington, DC, USA

Research Stakeholder Representatives

Todd Berner, MD

Co-Chair, ISPOR Patient-Centered Special Interest Group

Medical Director, Head Global Medical Affairs Strategy, Immunology, Baxalta, Inc.
Bannockburn, IL, USA

John F. P. Bridges, PhD

Associate Professor

Johns Hopkins Bloomberg School of Public Health
Baltimore, MD, USA

Lynn Disney, BA

Director of Research

University of Maryland Baltimore
Baltimore, MD, USA

Rachel Harrington, PhD

Senior Manager, Health Economics and Clinical Outcomes Research
Astellas Medical Affairs Americas

Northbrook, IL, USA



Fernanda Laranjeira, MSc

Researcher, University of Brasilia

Associated Consultant, AXIA.BIO Life Sciences International
Brasilia, Brazil

Elena Nicod, MSc

Research Officer

The London School of Economics
London, United Kingdom

Donald Patrick, PhD, MSPH

Director, Seattle Quality of Life Group and Biobehavioral Cancer Training Program
Professor, Health Services Department, University of Washington

Seattle, WA, USA

Holly Peay, PhD, MS, CGC

Principal Investigator, DuchenneConnect Network, PPMD
Research Scientist, RTI International

Research Triangle Park, NC, USA

Eleanor Perfetto, PhD, MS

Senior Vice President, Strategic Initiatives, National Health Council

Professor, Pharmaceutical Health Services Research, University of Maryland - School of Pharmacy
Baltimore, MD, USA

Dominik Tomek, PharmbD, MPH, PhD
Member of the Board of Directors
ISPOR

Slovakia

Government Representatives

Martin Ho, MS, PhD

Team Leader, Neurologic and Dental Biostatistics
US Food and Drug Administration

Silver Spring, MD, USA

Telba Irony, PhD

Deputy Director, Office of Biostatistics and Epidemiology

Center for Biologics Evaluation and Research (CBER), US Food and Drug Administration
Silver Spring, MD, USA

Anindita Saha

Director, External Expertise and Partnerships, CDRH
US Food and Drug Administration

Silver Spring, MD, USA

John J. Whyte, MD, MPH

Director of Professional Affairs and Stakeholder Engagement
US Food and Drug Administration

Silver Spring, MD, USA



Payer Representatives

Sean Karbowicz, PharmD

Director, Policy and Clinical Business Development
OmedaRx

Portland, OR, USA

John Watkins, PharmD, MPH, BCPS
Pharmacy Manager, Formulary Development
Premera Blue Cross

Mountlake Terrace, WA, USA

Karen Worley, PhD

Research Manager

Comprehensive Health Insights, Humana
Cincinnati, OH, USA

Industry Stakeholder Representatives

Kathleen Foley, PhD

Patient Centered Metrics Lead - Innovation Center, Global Health and Value
Pfizer Inc.

Collegeville, PA, USA

Sachin Kamal-Bahl, PhD

Vice President and Head - Innovation Center, Global Health and Value
Pfizer Inc.

Collegeville, PA, USA

Allison Martin Nguyen

Senior Principal Scientist, CORE-Patient Reported Outcomes & Study Endpoints (PRO&SE)
Merck

North Wales, PA, USA

Elaine S. Perry, MD, MS, FACPM
Executive Director, Drug Safety
Merck

North Wales, PA, USA

ISPOR Staff — Lawrenceville, NJ, USA

Nancy Berg, ISPOR CEO & Executive Director

Nadia Naaman, Senior Director, Scientific & Health Policy Initiatives

Theresa Tesoro, MSN, Manager, Scientific & Health Policy Initiatives

Clarissa Cooblall, MPH, Assistant Manager, Scientific & Health Policy Initiatives
Mary Helen Pombo, MSc, Manager, International Development




