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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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HIGHLIGHTS OF OTHER WORK

❖ Impacts of Reinfections on people with LC
❖ Mixed methods study of Long COVID’s 

impact on Employment and quality of life

RESEARCH

❖ 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

PUBLICATIONS

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

$5MIL BIOMEDICAL RESEARCH FUND

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

ADVOCACY



RESEARCH WITH PATIENT PERSPECTIVE

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

RELEVANT

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 

DIFFERENT INCENTIVE STRUCTURES

Research questions respond to 
patient community insights 
and ensure research is 
reflective of lived experiences, 
leading to faster and more 
accurate results

EFFECTIVE

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

IMPACT-DRIVEN







What Would a Patient-Driven Research Agenda Look Like?
● Ensuring meaningful engagement of patients/caregivers in all stages of the 

research process

● Incentivizing meaningful engagement of patients/caregivers

● Integrating new and existing evidence across infection-associated chronic 

conditions 

● 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 

● Establishing an Office for Infection-Associated Chronic Illnesses in the NIH 

Director’s Office



Thank you!

Contact our team:
● Email: team@patientledresearch.com
● Social media: @patientled 

Contact me:
● Email: lisa@patientledresearch.com
● Twitter: @LisaAMcCorkell
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