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Agenda 

Time Topic Presenter(s)

11:45 Overview of Patient-Centered Special Interest Group

Speaker introductions

What is patient engagement?
Jessica Roydhouse

12:00 Patient advocate perspective: patient engagement, engaging 

underrepresented groups and helpful resources Omar Escontrías

12:10 Patient and public engagement in patient-reported outcome 

measure development and valuation studies
Jill Carlton

12:20 Discussion – Q & A All

12:45 Forum close All
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Antitrust Compliance Statement

• ISPOR has a policy of strict compliance with both United States, and other 
applicable international antitrust laws and regulations.

• Antitrust laws prohibit competitors from engaging in actions that could result in an 
unreasonable restraint of trade. 

• ISPOR members (and others attending ISPOR meetings and/or events) must 
avoid discussing certain topics when they are together including, prices, fees, 
rates, profit margins, or other terms or conditions of sale.

• Members (and others attending ISPOR meetings and/or events) have an 
obligation to terminate any discussion, seek legal counsel’s advice, or, if 
necessary, terminate any meeting if the discussion might be construed to raise 
antitrust risks.

• The Antitrust policy is available on the ISPOR website.

The Antitrust policy is available on the ISPOR website at ispor.org/antitrust.
3



Introductions and Patient-

Centered Special Interest 

Group Overview
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Meet the Panelists

• Moderator

– Jessica Roydhouse, PhD, Menzies Institute for Medical Research, University 

of Tasmania, Australia

• Panelists

– Patient Advocate Perspective: Omar Escontrías, DrPH, National Health 

Council, USA 

– Academic Perspective: Jill Carlton, PhD, University of Sheffield, UK
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What is an ISPOR Special Interest Group (SIG)?

A SIG is an organized member group initiated by ISPOR 

members and intended to:

• Focus on a specific topic area to advance the health 

economic and outcomes research (HEOR) science and 

the use of HEOR in healthcare decisions

• Monitor trends and disseminate information to SIG 

members or the larger ISPOR community

• Develop scientific and educational work products
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Structure of an ISPOR SIG

SIG Leadership 

• Provide overall direction and leadership

• Identify topics for the SIG to address and platforms 
for delivery

• Work with the co-chairs to ensure the project 
timelines are met

• Provide updates to the SIG 

• Submit yearly reports to ISPOR

• Recruit new SIG members

Member Engagement Chairs

• Develop and implement projects that encourage 
member participation

• Facilitate topic content dissemination

• Monitor and support the SIG community

SIG 

members

SIG Leadership

SIG Chairs (Chair, Chair-

Elect, Past Chair)
Operational 

Lead 

(supports all 

leadership 

as needed)

Member 

Engagement 

Chairs

Key Project 

Co-Chairs

Key Project 

Working Group
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Patient-Centered SIG Mission

To facilitate the involvement of patient representatives in all 

stages of research and decision making to improve 

healthcare, its delivery, and outcomes.
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Patient-Centered SIG Leadership

Chair-Elect

Nan Qiao, PhD

Merck, USA

Chair

Jessica Roydhouse, PhD

University of Tasmania, AUS

Past Chair

Eleanor Perfetto, PhD

University of  Maryland, 

USA

Operational Lead

Sam Llewellyn, BSc

Vitaccess, UK

Member Engagement Co-

Chair

Angie Botto-van Bemden

Musculoskeletal Research 

International, USA

Member Engagement Co-

Chair

Prajakta Masurkar, PhD

Amgen, USA
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Patient-Centered SIG Projects: Defining Patient Engagement 

(2020)

Webinars, VOS publication
Definition of Patient 

Engagement in Research
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Patient-Centered SIG Projects – Some Current Efforts

2023: Survey
Webinars on FDA PFDD 

Guidance: 2023

2023: Key 

Project 

Proposal

Measuring and 

evaluating 

quality of 

patient 

engagement 

activities



What is patient 

engagement?
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ISPOR Definition, from VIH paper

“The active, meaningful, and collaborative interaction between patients and researchers across all 

stages of the research process, where research decision making is guided by patients’ 

contributions as partners, recognizing their specific experiences, values, and expertise.”
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ISPOR Definition, from VIH paper

Patients: patients, families, caregivers, advocates

Researchers: people undertaking research; payors; regulators; funders

All stages: planning; conduct; dissemination

Patient contributions: provide input as experts based on the experience living with their disease 

Patient engagement: active interactions; substantial and not tokenistic
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Poll: Your biggest challenges in patient engagement

Compensation for patients

Time

Skills

Other
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Sign up to join our Special Interest Group

• Scan the code and select: 
Select a Special Interest 
Group to Join

• Login with your email and 
ISPOR password

• It will bring you to a page where 
you can select the Patient-
Centered SIG

• You must be an ISPOR 
member to join a SIG.

• Questions? Email  
patientsig@ISPOR.org. 



THANK YOU! 



Meaningful Patient 
Engagement
CHARACTERISTICS OF DIRECT, MEANINGFUL PATIENT 
ENGAGEMENT IN UNDERSERVED COMMUNITIES

1
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http://www.amputee-coalition.org/
http://thelamfoundation.org/
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Patient-Centricity

Patient Centric 

The NHC defines patient centered as any 
process, program, or decision focused on 
patients that play an active role as 
meaningfully engaged participants, and 
the central focus is on optimizing use of 
patient-provided information. Patient 
centered means doing things WITH – not 
FOR or TO – patients.1,2

3

1. Glossary of Patient Engagement Terms. National Health Council. https://www.nationalhealthcouncil.org/resources/glossary-patient-engagement-terms. Published February 13, 2019. Accessed March 19, 2019.
2. What is PFCC? http://www.ipfcc.org/about/pfcc.html. Accessed June 20, 2019.
3. National Health Council. The National Health Council Rubric to Capture the Patient Voice: A Guide to Incorporating the Patient Voice into the Health Ecosystem. June 2019. Washington, DC. Available from: 

https://www.nationalhealthcouncil.org/Patient-Engagement-Rubric
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Adapted from Forsythe, et al. JGIM, 2015 
& Perfetto

Stakeholder-
Directed

Collaboration

Consultation Study participant 
in a RCT

• Stakeholder-Directed

• Patient/Patient group led

• Partnership

• Investigator/Co-

investigator

• Collaboration

• Advisory committee 

member

• Consultation

• Consultant

• Interviews

• Focus groups

• Surveys

• Informal 

• Unstructured discussions

• Study participant

Appropriateness of engagement method selection is context specific. 
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Diversity in Patient Engagement
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Source: Canadian Foundation for Healthcare Improvement

Valuing All Voices Framework
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Patient Engagement 
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Meaningful Patient Engagement 

This refers to direct relationships and partnerships that 
are:

• bi-directional, 

• reciprocal, and

• continuous. 

Communications are open, honest, and clear. 

Engagement goals, participants, methods, desired 
impacts, and actual impacts are clearly outlined and 
transparent.1

A variety of “levels” of patient engagement exist and 
the appropriateness of engagement method selection 
is context specific. Patients should be key drivers of 
the effort instead of simply observers to efforts on 
their behalf. Considering patients as study subjects or 
just having casual discussions misses the mark 
entirely. 

1. Glossary of Patient Engagement Terms. National Health Council. https://www.nationalhealthcouncil.org/resources/glossary-patient-engagement-terms. Published February 13, 2019. Accessed March 19, 2019.
2. What is PFCC? http://www.ipfcc.org/about/pfcc.html. Accessed June 20, 2019.
3. National Health Council. The National Health Council Rubric to Capture the Patient Voice: A Guide to Incorporating the Patient Voice into the Health Ecosystem. June 2019. Washington, DC. Available from: 

https://www.nationalhealthcouncil.org/Patient-Engagement-Rubric
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Current NHC 
Patient 
Engagement
Offerings

Domain: Patient Partnership 

Characteristics of 

Meaningful Patient 

Engagement 

  Examples of Patient Partnership 

Meaningful                                                            Insufficient/Low 

Patients are recognized 
as partners and 
integrated in all 
development phases. 

A Patient and Family Advisory 
Council identified a challenge, 
co-developed a solution with 
hospital staff, implemented the 
planned solution, and 
measured the impact.  

 

A Patient and Family Advisory Council 
identified a challenge, but hospital 
administrators and health care providers 
developed and implemented their solution 
without input from the Council.  
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Current NHC 
Patient 
Engagement
Offerings
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Patient Engagement of Diverse 
Constituencies

• Requires a humble and vulnerable approach.

• Not one-size-fits-all.

• Language and cultural barriers must be accounted for.

• At every stage of the development of the activity, every effort should be made to 
ensure diverse representation of the patients.

• Patient engagement activities should attempt to represent the proportion of the 
population impacted by a disease. 

• Acknowledgement that engagement may be impeded by systemic and 
structural barriers, including the social drivers of health.

11
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Thank you! 

Contact Information:

Omar A. Escontrías, DrPH, MPH

Senior Vice President, Equity, Research & Programs

oescontrias@nhcouncil.org



Patient and public 
engagement (PPIE) in 
patient-reported outcome 
measure (PRO) 
development and 
valuation studies

Jill Carlton

University of Sheffield, UK

j.carlton@sheffield.ac.uk



PPIE in trials: measuring (HR)QoL

• PRO selection
• Content validity (i.e., ‘measuring what matters’)

• Acceptability (i.e., length of PRO, language versions)

• Administration
• Who best to collect responses from (i.e., self-report, proxy, both)

• What additional information is needed

• Where it is issued (i.e., as part of other (clinical) outcomes)

• When to issue (i.e., before or after other outcome assessment)

• How it is issued (i.e., online, paper, interviewer-administered) 
and how often
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Valuation

• Method may be fixed
• Time trade-off (TTO)

• Face-to-face vs. online

• Discrete choice experiment (DCE)

• Who’s preferences
• Patient

• General population



Valuation

• Method may be fixed
• Time trade-off (TTO)

• Face-to-face vs. online

• Discrete choice experiment (DCE)

• Who’s preferences
• Patient

• General population

• Reimbursement

• Scheduling (venue, time)



Challenges to meaningful PPIE 

• Finding the ‘right’ people

• May not be easy to identify or convince!

• Bringing people up-to-speed 

• (i.e., knowledge of what HRQoL is, how it can be 
measured, how it can be used, understanding of 
PROs and PBMs)

• Some things can’t be changed, particularly in 
valuation studies 

• Can be frustrating to PPIE members

• Potential to damage relationships

• Time and resources



Are we striving for the 
impossible?

• PPIE → better research

• Reporting standards have helped in transparency

• Best practice guidance helps ‘us’ in thinking about 
what could be done

• BUT

• If we don’t do everything, do we leave ourselves 
open to criticism?

• Are some PPIE activities more important than 
others? 



What could we do to change things?

• Generic resources to explain different concepts

• HRQoL

• PROs / PBMs

• Valuation etc…..!

• Resources available in different formats to suit different

• Languages 

• Ages 

• Learning needs (i.e., video/text/cartoon etc.)
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• Generic resources to explain different concepts

• HRQoL

• PROs / PBMs

• Valuation etc…..!

• Resources available in different formats to suit different

• Languages 

• Ages 

• Learning needs (i.e., video/text/cartoon etc.)

• Reflection on ‘best practice’, ‘acceptable’, and ‘insufficient’

• How these are described and documented in 
research


