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WHO WE ARE

= Team of people with Long COVID and associated conditions, non-hierarchically led by 4 women,
now 45+ members over 4 continents

- Multidisciplinary backgrounds:

Survey design & participatory design

Qualitative research

Public policy

Research engineering

Data science & machine learning

Health activism

Medicine, medical research (NY Presbyterian/Weill Cornell Medicine)

Neuroscience (University College London)

= Formed out of the Body Politic COVID Support Group (on Slack) in April 2020
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Mhat Does COVID-19 Recovery Actually Look Like?
An Analysis of the Prolonged COVID-19 Symptoms Survey by

Patient-Led Research Team

Generated from survey data organized by decentralized team of COVID-19 patients,
exported on May 2, 2020 (640 Responses)

Report Released: May 11th, 2020 by
https://patientresearchcovid19.com

Report created and written by volunteers from the COVID-19 Body Politic Slack Group
including: Gina Assaf, Hannah Davis, Lisa McCorkell, Hannah Wei., O'Neil Brooke, Athena
Akrami, Ryan Low, Jared Mercier, and Adetutu A.

Survey Authors and Contributors Include: Gina Assaf., Tina L., Annie C., Monica S., Jared

Mercier, Lauren M., Neel H., JD Davids, and Susie.
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Research Paper

Characterizing long COVID in an international cohort: 7 months of
symptoms and their impact

Hannah E. Davis™', Gina S. Assaf*', Lisa McCorkell*', Hannah Wei*', Ryan J. Low*"",
Yochai Re'em™~', Signe Redfield?, Jared P. Austin®™“, Athena Akrami®"'-*
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" Sainsbury Welloome Centre, University College London, London, United Kingdom

* Department of Peychiatry, MewYaork-Preshyrerian Haspital [ Weill Comell Medicine, NYC, United Sttes
4 Oregan Health and Sclence University, Portlond, OR, United States
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Review Article ‘ Published: 13 January 2023

Long COVID: major findings, mechanisms and
recommendations

Hannah E. Davis, Lisa McCorkell, Julia Moore Vogel & Eric J. Top_ol

Nature Reviews Microbiology 21, 133-146 (2023) \ Cite this article

941k Accesses ! 131 Citations | 14474 Altmetric ! Metrics
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Davis, H.E., McCorkell, L., Vogel, J.M. et al. Long COVID: major findings, mechanisms and recommendations. Nat Rev
Microbiol 21, 133-146 (2023). https://doi.org/10.1038/s41579-022-00846-2



Fig. 3: Hypothesized mechanisms of long COVID pathogenesis.
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Article | Published: 10 May 2023

Factors associated with psychiatric outcomes and
coping in Long COVID

Yochai Re'em , Elisabeth A. Stelson, Hannah E. Davis, Lisa McCorkell, Hannah Wei, Gina Assaf & Athena

Akrami

Nature Mental Health 1, 361-372 (2023) | Cite this article
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Fig. 1: Mental health symptoms of long COVID (LC) patients compared to patients
without long COVID.
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Re’em, Y., Stelson, E.A., Davis, H.E. et al. Factors associated with psychiatric outcomes and coping in Long COVID.
Nat. Mental Health 1, 361-372 (2023). https://doi.org/10.1038/s44220-023-00064-6
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MINI REVIEW article

Front. Rehabil. Sci., 28 April 2023 This article is part of the Research Topic
Sec. Interventions for Rehabilitation Post-Acute COVID Rehabilitation
Volume 4 - 2023 | https://doi.org/10 3389 /fresc. 20231122673 View all 4 Articles >

Female reproductive health impacts of Long

COVID and associated illnesses including

ME/CFS, POTS, and connective tissue disorders:

a literature review

Beth Pollack?, g—; Emelia von Saltza?Z, q Lisa McCorkell?", Lucia Santos?,
Hultman?, Alison K. Cohen?? and Leticia Scares®”

Pollack B, von Saltza E, McCorkell L, Santos L, Hultman A, Cohen AK, Soares L. Female reproductive health impacts of
Long COVID and associated illnesses including ME/CFS, POTS, and connective tissue disorders: A literature review.
Frontiers in Rehabilitation Sciences 4 (2023). https://doi.ora/10.3389/fresc.2023.1122673
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Female Reproductive Conditions in Long COVID, ME/CFS, POTS, and EDS*
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HIGHLIGHTS OF OTHER WORK

RESEARCH

% Impacts of Reinfections on people with LC
% Mixed methods study of Long COVID’s
impact on Employment and quality of life

PUBLICATIONS

% Patient-Generated Hypotheses journal for
Long COVID and associated conditions

% Collaboration with Council of Medical
Specialty Societies creating scorecards for
meaningful patient engagement, involving
patient-experts at every stage of the
research process

$5MIL BIOMEDICAL RESEARCH FUND

$5M Biomedical research fund for Long
COVID. Awarded by a panel of patient-
researchers

ADVOCACY

Use data and patient experience to
advocate for better research, clinical
guidelines, and policy in
recommendations to Congress, HHS, NIH,
CDC, WHO, & more

«>#. PATIENT-LED
RESEARCH
COLLABORATIVE



RESEARCH WITH PATIENT PERSPECTIVE

RELEVANT

Researchers, in partnership with
patients, set research agendas based
on emerging priorities that directly
serve patients

EFFECTIVE

Research questions respond to
patient community insights
and ensure researchis
reflective of lived experiences,
leading to faster and more
accurateresults

DIFFERENT INCENTIVE STRUCTURES

Patients are driven out of an incentive
of desperation and improving their
quality of life. Not trying to make a
career, so can take more risks

IMPACT-DRIVEN

Research is widely disseminated in
open-access academic journals, social
media and within patient advocacy
communities and created to have an

RESEARCH
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= collaboration

Besearch goals ars siloed from
patients’ priorities. Patient org’s
questions and experiences are
notincluded and/or dismissed
when generating research
hypotheses.

No involvement of patients
in the study design process.
Patients do not have the oppor-
tunity to review and comment.
Patient groups may be contact-
ed only for study recruiting.

Patients have no say in what
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and methods of analysis.

Minimal
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is limited by communication
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an impact on the study design.
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is imvolved in interpreting data
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What Would a Patient-Driven Research Agenda Look Like?

e Ensuring meaningful engagement of patients/caregivers in all stages of the
research process

e Incentivizing meaningful engagement of patients/caregivers

e Integrating new and existing evidence across infection-associated chronic
conditions

e Accelerating clinical trials of therapeutics that are of priority to the patient
community (e.g. antihistamines, anticoagulants, JAK-STAT inhibitors, and
immunomodulators), with quality of life and functional ability endpoints

e Establishing an Office for Infection-Associated Chronic llinesses in the NIH
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Thank you!

Contact our team:
e Email: team@patientledresearch.com

e Social media: @patientled

Contact me:
e Email: lisa@patientledresearch.com
e Twitter: @LisaAMcCorkell
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RESEARCH
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