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 Stephen Arcona, MA, PhD—East Hanover, NJ 
Executive Director, Outcomes Research Methods & Analytics, Department of Health 
Economics and Outcomes Research 
Novartis Pharmaceuticals Corporation 
Representing: Patients, Caregivers, and Patient Advocates 
 
Stephen Arcona is the Executive Director of Outcomes Research Methods & Analytics, 
Department of Health Economics and Outcomes Research at Novartis Pharmaceuticals 
Corporation. His research interests in patient activation and shared decision making are 
motivated by his experience as a father caring for a son who is now 13 years post-cardiac 
transplant. He has 15 years of experience conducting clinical outcomes and health 
services research in organ transplantation, neuroscience, and cardiovascular disease. 
Prior to joining Novartis, he was the director of the Research Institute at St. Luke’s 
Hospital and Health Network in Bethlehem, PA, where he designed and conducted clinical 
outcomes studies, trauma registry research, and clinical performance improvement 
studies. He holds a MA in Rehabilitation Administration and Counseling from Southern 
Illinois University and a PhD in Health Policy and Administration from Pennsylvania State 
University. 
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 Paul Arthur, MS, MOT, OTR/L—Gainesville, FL 
Occupational Therapist, University of Florida 
Representing: Clinicians 

Paul Arthur is an Occupational Therapist and Predoctoral Fellow at the University of 
Florida and the Department of Veterans Affairs in Gainesville, Florida. His primary clinical 
interest includes aging adults with memory impairments and their caregivers. He 
previously served in the US Army Reserves where he was employed in behavioral 
healthcare and suicide prevention for deployed and returning Soldiers. He found the 
PCORI advisory panel on patient engagement to be an intuitive match to his background 
and interest in including of all related stakeholders in the research process. He received a 
BS from Indiana University Purdue University Indianapolis, an MS in Gerontology, and a 
MOT from the University of Indianapolis. 

Kimberly Bailey, MS—Washington, DC 
Research Director and Director of Health System Reform, Families USA 
Representing: Patients, Caregivers, and Patient Advocates 

Kimberly Bailey is Research Director and Director of Health System Reform at Families 
USA, a national nonprofit advocacy organization committed to securing quality, affordable 
health care and coverage for all Americans. She leads Families USA’s work on payment 
reform, delivery reform, and quality improvement, and provides quantitative and policy 
analysis on a range of health care issues. In addition, she is on the steering committee of 
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the Cochrane Collaboration’s Consumers United for Evidence-Based Health Care. She 
holds a BA in Planning, Public Policy, and Management from the University of Oregon and 
an MS in Health Policy, Planning, and Financing from the London School of Economics 
and the London School of Hygiene and Tropical Medicine. 

 
  Steven I. Blum, MBA—Jersey City, NJ 

Director of Health Economics and Outcomes Researcher 
Forest Research Institute, Inc. 
Representing: Industry (Pharmaceutical) 
 
Steven I. Blum is a health economist and outcomes researcher at Forest Research 
Institute, Inc., a subsidiary of Forest Laboratories, Inc.  He has over 20 years of 
commercial and scientific experience in the pharmaceutical industry.  His research 
interests include comparative effectiveness research and the development and validation 
of patient-reported outcome measures.  He is a member of several professional societies 
including the International Society for Quality of Life Research, the International Society 
for Pharmacoeconomics and Outcomes Research, and AcademyHealth.  He serves as 
co-Chair of the Critical Path Institute’s Patient-Reported Outcome Consortium Depression 
Working Group and Communications subcommittee.  He received a BBA from University 
of Massachusetts at Amherst, a MBA from Fordham University, and is completing a MA in 
Economics from The New School for Social Research.  In 2011, he was selected by 
Pharmaceutical Executive as one of its Emerging Pharma Leaders, an annual recognition 
of rising industry executives.  

 
  Marc Boutin, JD—Washington, DC 

Executive Vice President and Chief Operating Officer 
National Health Council (NHC) 
Representing: Patients, Caregivers, and Patient Advocates 
 
Marc Boutin is the Executive Vice President and Chief Operating Officer at NHC, an 
organization that brings together all segments of the health care community to provide a 
united voice for the more than 133 million people with chronic diseases and disabilities 
and their family caregivers. In addition to overseeing financial management and 
operations at NHC, he builds consensus among member patient advocacy organizations 
enabling them to speak with one voice on systemic health research and health care policy 
initiatives. In addition, he provides guidance to patient organizations on various 
association issues, including corporate structure, government relations, fundraising, and 
outreach. He has been actively involved in health advocacy, policy, and both federal and 
state legislation throughout his career. He is a member the International Alliance of 
Patients’ Organizations Governing Board, Community Health Charities Board of Directors, 
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and the North America Advisory Board to the Drug Information Association. 

 
  Kristin Carman, MA, PhD —Washington, DC 

Managing Director, Health Program 
American Institutes for Research 
Representing: Researchers 
 
Kristin Carman is a Managing Director in the Health Program, Director of the Center for 
Patient and Consumer Engagement, and Co-Director of the Health Policy and Research 
Group, at the American Institutes for Research. The Health Policy and Research Group, a 
team of more than seventy health services research professionals, conducts research on 
issues of public importance in health care quality, access, financing, comparative 
effectiveness research, patient and family engagement, health systems improvement, 
public deliberation, and health-related communications. Her work emphasizes explaining 
evidence-based information for use in decision making. She has led many consumer 
engagement research and technical assistance projects and currently leads four projects 
on this topic funded by the Agency for Healthcare Research and Quality and the Robert 
Wood Johnson Foundation. She received a MA and a PhD in Human Development and 
Social Policy from Northwestern University. 

 
  Perry Cohen, PhD—Washington, DC 

Founder and Director, Parkinson Pipeline Project 
Representing: Patients, Caregivers, and Patient Advocates 

Perry Cohen is a public health and medical research expert with a background in 
organizational development, program evaluation, and systems planning in broad areas of 
health services, medical research and regulatory evaluation of innovation in medical 
technology. He is a national leader in advocacy for interests of Parkinson's disease 
patients and a notable spokesman for all patients.  His educational background in 
management systems and behavioral science research at Massachusetts Institute of 
Technology and Carnegie Mellon University and his first-hand experience with a broad 
range of practical applications of research to a wide range of health programs provide the 
skills and depth of knowledge important to realize his vision of truly patient-centered 
health care. 

 
  Charlotte W. Collins, JD—Elkridge, MD 

Vice President of Policy and Programs 
Asthma and Allergy Foundation of America (AAFA) 
Representing: Patients, Caregivers, and Patient Advocates 
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Charlotte W. Collins is Vice President of Policy and Programs for AAFA.  Before joining 
AAFA, she taught graduate courses in public health, law, policy and management at the 
George Washington University and Georgetown University.  For over a decade, she 
worked with advocates to expand health coverage for the uninsured in Tennessee, acted 
as general counsel, and ran government relations for a safety net hospital system in 
Memphis.  She is Principal Investigator for several projects at AAFA.  Since 2008, she has 
worked with fellow patient organization colleagues advocating for the patient's perspective 
in designing and conducting comparative effectiveness research.  In 1995, she won the 
Nelson Mandela Award for Health and Human Rights from the Henry J. Kaiser Family 
Foundation.  She received a JD from Georgetown University. 

 
  Amy Gibson, BSN, RN, MS—Washington, DC 

Chief Operating Officer 
Patient-Centered Primary Care Collaborative (PCPCC) 
Representing: Patients, Caregivers, and Patient Advocates 

Amy Gibson is the Chief Operating officer for PCPCC. She has worked to promote and 
improve access to medical homes for more than 11 years and in her role at the PCPCC 
she helps develop strategic initiatives related to medical home, care delivery reform, and 
patient and family engagement. Prior to joining PCPCC, she served as the Assistant 
Director of the Boys Town Institute for Child Health Improvement, where she supported 
the widespread adoption of medical homes through strategic partnerships with 
policymakers, health professionals and families of children with special health care needs. 
Previously, she was the Director of the Division of Children with Special Needs at the 
American Academy of Pediatrics, focusing on neonatal nursing, pediatric home health 
care, and the Illinois Title V Children with Special Health Care Needs program.  After the 
birth of her daughter who has special health care needs, she understood first-hand the 
importance of the patient/caregiver perspective in quality improvement and has 
championed the involvement of patients in health care transformation. She earned a RN 
from the University of Illinois at Chicago and a MS in nursing from Northern Illinois 
University. 

 
  Regina Greer-Smith, MPH, FACHE—Hazel Crest, IL 

President, Healthcare Research Associates, LLC 
Representing: Patients, Caregivers, and Patient Advocates 

Regina Greer-Smith is the President of Healthcare Research Associates, LLC. Her work 
includes building and maintaining collaborations between communities and stakeholders 
that enable improved healthcare outcomes. She has a strong focus and commitment to 
minority and underserved communities. Born and raised in Chicago, IL, she comes from a 
family with a long history of civil activism and social justice.  She transferred that civil 
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activism and social justice into healthcare advocacy. A former health system 
administrator, healthcare director and decision-support analyst, she is also a health 
coordinator at Enhanced Medical Services Collaboration for Better Health, which serves 
over 500 developmentally and intellectually disabled adult patients. She is a Board-
Certified Fellow of the American College of Healthcare Executive, with a certificate in 
Project Management from Loyola University. She is a Patient Safety Champion for the 
World Health Organization, and serves on numerous boards including the Community 
Engagement Advisory Board Member at the University of Illinois Health and Hospital 
System. She holds a MPH from Benedictine University and a BS from DePaul University. 
 
Bruce L. Hanson, MDiv—Garnavillo, IA 
Caregiver 
Representing: Patients, Caregivers, and Patient Advocates 

Bruce Hanson has been a caregiver for almost 44 years. A mid-westerner raised in 
Central Illinois, he completed a BS in Counseling Psychology and a Master of Divinity and 
spent 35 years as parish pastor, leading rural churches in Wisconsin, Illinois, Iowa, and 
Minnesota. During this time, he served as a Volunteer Chaplain for several Illinois and 
Wisconsin Sheriff Offices, two Illinois State Prisons, and served nineteen years as an Iowa 
State Patrol. In 2006-2007 with his wife's onset of renal failure, a subsequent kidney 
transplant, and a massive hemorrhagic stroke, followed by breast cancer in late 2009, 
caregiving become full-time. Caregiving, especially in a rural setting, necessitated not only 
creative financing, but extensive networking especially in the areas of medical care, 
rehabilitation, and care programming. Within the last two years, his involvement in 
caregiving has grown tremendously and he is actively involved with the National Patient 
Advocacy Foundation. 

   

Lorraine Johnson, JD, MBA—Chico, CA 
Chief Executive Officer, LymeDisease.org 
Representing: Patients, Caregivers, and Patient Advocates 

Lorraine Johnson is the Chief Executive Officer of LymeDisease.org, a non-profit that 
advocates, informs, and funds research related to Lyme disease. She is also a director 
and an officer of the International Lyme and Associated Diseases Society.  She is the Co-
Chair of the steering committee of Consumers United for Evidence-Based Healthcare 
(CUE), a national coalition of approximately 40 consumer advocacy organizations that 
seeks to improve the consumers’ ability to engage in and demand high quality healthcare. 
She is a consumer peer reviewer for Cochrane Collaboration evidence-based reviews. For 
the past ten years, she has focused on the medical, legal and ethical aspects of evidence-
based healthcare in the context of Lyme disease and has over 40 publications in peer 
reviewed literature related to this topic. She has spoken at universities, at governmental 
hearings, before medical societies, and before the consumers group at the Cochrane 
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Colloquium. 

 
  Julie Ginn Moretz, BS—Augusta, GA 

Associate Vice Chancellor, Patient- and Family-Centered Care 
University of Arkansas for Medical Sciences 
Representing: Patients, Caregivers, and Patient Advocates 

Inspired by her young son’s battle with heart disease, multiple surgeries, and a heart 
transplant, Julie Ginn Moretz has spent the better part of her career as a family leader 
passionate about improving health care. She was recently named associate Vice 
Chancellor, Patient- and Family-Centered Care, at the University of Arkansas for Medical 
Sciences, where she has leadership responsibility for developing clinical and academic 
programs related to patient- and family-centered care. She has served as Director of 
Special Projects, with the Institute for Patient- and Family-Centered Care, for nearly seven 
years.  At the Medical College of Georgia she was Chairman, Family Advisory Council and 
then Director, Family Services Development, overseeing programs supporting adult and 
pediatric services, managing advisory councils, and developing a Family Faculty program 
to incorporate patient- and family-centered care concepts in medical education. She and 
her husband David have three children, Lee, Morgan, and Daniel, forever 14. 

 
  Melanie A. Nix, MBA—University Park, MD 

Co-founder, Breast Cancer Comfort Site 
Representing: Patients, Caregivers, and Patient Advocates 

Melanie A. Nix is co-founder of Breast Cancer Comfort Site, a wellspring for breast cancer 
patients and survivors.  She is a fifth generation breast cancer survivor with over 20 years 
of experience as a health advocate.  She works to reduce breast cancer disparities, 
advance research funding, eradicate breast cancer and improve overall healthcare 
outcomes.  Her interest in research and improving healthcare outcomes drew her to 
PCORI where she looks forward to collaborating with other members of the Advisory 
Panel on Patient Engagement to execute the panel’s purpose and deliver new insights 
that will benefit patients. An author, blogger and public speaker, she shares lessons on 
preserving moxie and being indefatigable in the face of devastation.  She holds a BA from 
the University of Virginia and a MBA from the University of Maryland. 

 
  Sally Okun, BSN, RN, MMHS—Cambridge, MA 

Vice President of Advocacy, Policy & Patient Safety PatientsLikeMe 
Representing: Clinicians 

Sally Okun is the Vice President for Advocacy, Policy & Patient Safety at PatientsLikeMe, 
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an online patient-powered research network. She joined the company in 2008 as manager 
of Health Data Integrity, overseeing medical oncology, patient reported health data, and 
patient voice vocabulary. Previously, she practiced patient-centered palliative and end-of-
life care for over three decades in community and home-based settings engaging with 
patients and families living with the challenges of illness, caregiving and complicated 
aging. She has a RN from the Hospital of St. Raphael School of Nursing and Southern 
Connecticut State University, a MMHS from Brandeis University, and she was a Fellow at 
the National Library of Medicine Program in Biomedical Informatics. In addition, she 
participates in numerous collaborations as part of the Institute of Medicine’s Roundtable 
on Value and Science Driven Healthcare, she is a member of the Office of the National 
Coordinator for Health Information Technology Standards Committee Consumer 
Technology Workgroup, and she in on the Program Advisory Board for the Schwartz 
Center for Compassionate Care in Boston. 

 
  Laurel J. Pracht, BS—Sun City, AZ 

Patient Advocate, Gynecologic Oncology Group 
Representing: Patients, Caregivers, and Patient Advocates 

Laurel J. Pracht is a Patient Advocate with the Gynecologic Oncology Group and a 13 
year ovarian cancer survivor. She successfully advocated Medicare coverage of PET 
scans for many oncologic indications and volunteers with the Ovarian Cancer National 
Alliance’s Science and Policy Advisory Committee, providing insight to the organization’s 
staff regarding patient advocacy and concerns. In addition, she is President of the West 
Valley Ovarian Cancer Alliance, directing a yearly golf tournament benefitting ovarian 
cancer research, and she serves on the Patient Advocate Advisory Board for the Society 
of Nuclear Medicine and Molecular Imaging, which designed a patient-friendly nuclear 
medicine website.  She hopes access to patient-centered research will enable patients to 
actively participate in their healthcare decisions. She is a graduate of the University of 
Nebraska College of Business. 

 
  Lygeia Ricciardi, EdM—Washington, DC 

Director, Office of Consumer eHealth, Office of the National Coordinator for Health 
Information Technology (ONC) 
US Department of Health and Human Services 
Representing: Policymakers 

Lygeia Ricciardi is the Director of Office of Consumer eHealth at the Office of the National 
Coordinator for Health IT (ONC), which is part of the US Department of Health and Human 
Services. She is responsible for shaping and implementing ONC's national strategy to 
engage consumers in their health and healthcare. Previously, she has worked on 
technology policy and strategy in both the public and private sectors. In the federal 
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government, she served as a policy adviser at the Federal Communications Commission 
and also provided expert policy input to the Obama administration’s 2008 Transition 
Team. In the private sector, she was a director of the Markle Foundation’s Health Program 
and ran her own consulting firm that advised clients, including the State of New York and 
the Robert Wood Johnson Foundation, on policy and implementation aspects of consumer 
eHealth. She received an EdM in technology in education from Harvard University. 

 
  Darius Tandon, PhD—Baltimore, MD 

Associate Professor, Division of General Pediatrics and Adolescent Medicine, Department 
of Pediatrics, The Johns Hopkins School of Medicine 
Representing: Researchers 

Darius Tandon is an Associate Professor in the Division of General Pediatrics and 
Adolescent Medicine at The Johns Hopkins University School of Medicine.  Trained as a 
community psychologist, he has a long-standing interest in the science and practice of 
incorporating community and patient perspectives into the research process and clinical 
care.  He has been the lead investigator of several studies in the areas of adolescent 
mental health and perinatal depression that use a community-based participatory research 
(CBPR) framework, which explicitly includes community stakeholders as research 
collaborators.  He is the Director of the Community Engagement Core of the Clinical and 
Translational Science Award at Johns Hopkins, where he has been the architect of 
several activities and programs to promote the practice of community-university 
partnerships throughout the research trajectory.  He also serves as the Editor-in-Chief of 
Progress in Community Health Partnerships, the only peer-reviewed academic journal 
solely focused on CBPR. 

 
  Sara Traigle van Geertruyden, JD—Washington, DC 

Executive Director, Partnership to Improve Patient Care (PIPC) 
Representing: Patients, Caregivers, and Patient Advocates 

Sara Traigle van Geertruyden counsels and manages PIPC, a diverse group of healthcare 
organizations representing patients, health care providers, researchers and innovators, 
and other groups to promote comparative effectiveness research that supports patient 
access, informed health care decision-making and continued medical progress. In this 
role, she is responsible for assuring that the voice of PIPC’s members is heard by those 
implementing CER programs, including PCORI.  She came to PIPC as a healthcare and 
welfare policy expert with 14 years of experience. Previously, she worked for former 
Senator John Breaux from 1996-2003. In 2003, she joined the health care policy group at 
Patton Boggs LLP, and in 2011 she joined Thorn Run Partners. She received a BA from 
Wake Forest University and a JD from Catholic University. 
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  Saul N. Weingart, MD, PhD—Newton, MA 
Vice President for Quality Improvement and Patient Safety 
Dana-Farber Cancer Institute 
Representing: Clinicians 
 
Saul N. Weingart is Vice President for Quality Improvement and Patient Safety at Dana-
Farber Cancer Institute and Associate Professor of Medicine at Harvard Medical School. 
His research examines patient safety in primary and specialty care and the role of patient 
engagement. He has developed innovative approaches to patient safety in oncology, 
including one of the first medication reconciliation programs in ambulatory care, a high-
performance teamwork initiative designed by and for patients, a Web portal-based incident 
reporting system for patients, and initiatives to enhance the safety of high-risk medications 
such as anticoagulants and oral chemotherapies. A general internist, he is Chair of the 
Board of Governors of the National Patient Safety Foundation and the recipient of a 2012 
John M. Eisenberg Patient Safety and Quality Award in System Innovation in Patient 
Safety and Quality. He holds a MD from the University of Rochester and a PhD in public 
policy from Harvard University. 

 
  Leana Wen, MD—Boston, MA 

Emergency Physician, Brigham & Women's/Massachusetts General Hospital 
Representing: Clinicians  

Leana Wen is an Emergency Physician at Brigham & Women's/ Massachusetts General 
Hospital and clinical fellow at Harvard Medical School. Inspired to action after being a 
caregiver to her mother during her battle with cancer, she is passionate about guiding 
patients to advocate for better care. She has served as a consultant to the World Health 
Organization, Brookings Institution, and China Medical Board, as the former National 
President of the American Medical Student Association, and as a representative to the 
Brigham & Women's Hospital's Patient- and Family-Centered Care Committee. Her writing 
has appeared in JAMA, The Lancet, and Annals of Emergency Medicine, as well as The 
New York Times, Washington Post, and CNN.com. She writes a regular blog for 
Psychology Today and The Huffington Post, and is the author of a best-selling book on 
the importance of patient engagement and empowerment: When Doctors Don’t Listen: 
How to Avoid Misdiagnoses and Unnecessary Tests. 
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