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Project Inception
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Spring/Summer 2020

Patients were tracking 
symptoms, contributing data to 
the public conversation about 
COVID-19, and identifying an 
emerging threat: Long Covid.

CMSS invited patient-led 
researchers to present their 
findings as part of a webinar 
series.
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Goals

• Support for patient-led outcomes research
• Incorporation of patient-led research and patient-generated 

outcomes data into clinical and research enterprise for CER 
• Collaboration with diverse patient populations
• Patients leading CER efforts 
• Pathways for sustaining patient-led outcomes research and 

CER – through specialty societies, clinical registries, 
research agencies, and academic medicine 

• Lessons learned from COVID-19 patient-led outcomes 
research



Patient-Led Research Collaborative

45+ Long-COVID patient-
researchers and advocates across 
4 continents. Met and formed in 
April 2020 in Body Politic COVID 
Support Group

Interdisciplinary team across 
sciences, technology, policy, 
media

IRB from University College 
London

3 patient-led papers, including an International 
study with 8,000+ Long COVID participants 
from 80+ countries in 9 languages. 7 co-
authored papers with Yale, WHO, National 
COVID Cohort Collaborative, University of 
Toronto, Imperial College London, UCL

10 PAPERS IN 21 MONTHS

Co-created WHO Clinical Case Definition, 
CDC Long Covid guidelines, American 
Academy of Physical Medicine & 
Rehabilitation guidelines, influenced NIH 
$1.15B funding, & others.

PUBLIC HEALTH GUIDELINES

Cited in international Long COVID research 
papers since May 2020. In top 0.00003% of 
papers on medRxiv. Published paper in the 
Lancet with over 260,000 views by medical 
professionals and the public

800+ RESEARCH CITATIONS

Our papers informed policy in the US, UK, 
Belgium, Spain, Council of the European 
Union, World Health Organization, & 
others.

POLICY DOCUMENTS



Conducted In-depth Research



Key Informant Interviews 

“ You (as a patient) have to fight to 
say here is where the value is and 
convince people (researchers).” 

“When going to researchers, as a patient, I will always 
just be a patient to them, despite how much research 
experience I may have or what I’ve accomplished.”

“The only thing better than a voice is a vote.”

“I not only understand research and I can read a 
protocol, but I can tell my story effectively and 
translate my lived experience strategically for a 
particular point...but nobody’s been trained. Teach 
patients both the substance and the technique of 
operating in these [research] environments.”

“One of the biggest barriers of research 
is that you're inviting people to talk 
about trauma and then leaving them 
with that trauma.”



Key Themes

● Motivations of Involvement & Biases
● Power Dynamic in Collaboration
● Patient Empowered vs. Patient-Led
● Empowering Patients or Reinforcing 

Problematic Dynamics
● Skillset Required: Both soft and hard skills
● Losing Autonomy, Moral Alignment, and 

Insufficient Resources for Patient Groups



Deciding on a Scorecard for Evaluating Collaboration

The initial scorecard prototype was developed by the team following a 
synthesis of primary and secondary research

• Conducted a literature review of existing models, and evaluated several types of 
frameworks, their usefulness, and gaps.

• Decided on a scorecard model for simplicity and immediate deployability and 
action oriented



Scorecards



Research Partner Readiness



Patient Burden



Integration into Research Process



Patient/Partner Governance



Status of Scorecards: Ever-Evolving

• 4 scorecards - semi-final version; will continue to iterate in future

• Patient Burden - conducted additional testing and iteration

• Further evaluate the other scorecards and implement

• Intended as dynamic tools



Patient-Led Historical Perspective

1935: Alcoholics Anonymous
1948: Fountain House – people with serious mental illness 
1953: Narcotics Anonymous 
1956: La Leche League – peer mentoring for breastfeeding
1963: Weight Watchers 
1970: Boston Women’s Health Book Collective 
1971: Black Panther Party’s peer-led sickle-cell anemia screening initiative 
1972: Berkeley Center for Independent Living – people with disabilities
1983: MHP Salud – peer health promotion among farmworkers 
1983: Denver Principles – people with AIDS demanded fair treatment 
1992: ACT UP (the AIDS Coalition to Unleash Power) – therapies for HIV



Value Proposition
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Webinars

⮚ Thursday, January 19, 2023, 2 pm CT- Topic:  Research 
Partner Readiness and Integration into the Research Process

⮚ Thursday, January 26, 2023, 2 pm CT- Topic: Patient/Partner 
Governance and Patient Burden

⮚ Thursday February 2, 2023, 2 pm CT- Topic: How to Improve 
Your Score/Q&A Session



Thank You

Points of Contact:

Administrative Items:
Elizabeth O’Keefe, eokeefe@cmss.org

Project Details:
Helen Burstin, hburstin@cmss.org
Suzanne Pope, spope@cmss.org

mailto:eokeefe@cmss.org
mailto:hburstin@cmss.org
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