December 18, 2023

President Biden
1600 Pennsylvania Avenue, N.W.
Washington, DC 20500

Subject: Address the Crisis of Long COVID and Other Infection-Associated Chronic
Conditions in FY25 Budget

Dear President Biden,

As a collection of clinicians, researchers, health policy experts, NIH RECOVER PIs,
journalists, patient and disability organizations, community organizations, and research
organizations, we write to urge you to address the crisis of Long COVID and other
infection-associated chronic conditions' as you establish priorities in the FY25
budget.

Long COVID is an infection-associated chronic condition (IACC) that can develop
following a COVID-19 infection, and has devastating impacts - on people’s individual
health and quality of life, on caregivers and families, and on communities. According to
the Centers for Disease Control and Prevention (CDC), at least 5.3% of American adults
were experiencing Long COVID as of October 2023 and at least 1.3% of American
children ever had Long COVID as of 2022.? While Long COVID can affect anyone
(including people who are vaccinated against COVID), transgender people, women,
Hispanics /Latinos, and people with a pre-existing disability are disproportionately
impacted. Recovery rates are dismal: of patients sick at 2 months, only 15% were
recovered at one year, and of those, one-third subsequently relapsed. Estimates place
the disease burden of Long COVID higher than that of heart disease and cancer, and
there are significant impacts to people’s ability to work, with Brookings estimating in
January 2022 that the disease could account for upwards of 15% of unfilled jobs.

Harvard economist David Cutler and others have estimated that the economic cost of
Long COVID approaches $3.7 trillion in the first five years alone in terms of diminished
quality of life, lost earnings, and medical care costs, which is equivalent to 17% of pre-
pandemic US GDP. Meanwhile, the de Beaumont Foundation reports that while the vast

!Infection-associated chronic conditions (IACCs) are conditions that develop following an infection, and
include Long COVID, myalgic encephalomyelitis /chronic fatigue syndrome (ME /CFS), postural orthostatic
tachycardia syndrome (POTS) and other forms of dysautonomia, chronic Lyme disease, and mast cell
activation disorders.

2 These prevalence rates of Long COVID underestimate the true number of people impacted due to survey
respondent bias, lack of public knowledge about Long COVID, inaccuracy of testing, and lack of access to
healthcare and testing, particularly amongst Black and Indigenous communities who are underrepresented
or not included in the Household Pulse Survey. Of note, meta-analyses show that about 25% of children
who have COVID develop Long COVID.
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https://www.cdc.gov/nchs/products/databriefs/db479.htm
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majority of physicians understand that Long COVID is a problem, only 7% are very
confident diagnosing it and 4% are very confident treating it. This follows the historical
neglect and underfunding of other infection-associated chronic conditions, like myalgic
encephalomyelitis /chronic fatigue syndrome (ME /CFS), postural orthostatic
tachycardia syndrome (POTS) and other forms of dysautonomia, chronic Lyme disease,
and mast cell activation disorders.

The current steps the Administration is taking, such as establishing the Office of Long
COVID Research and Practice and creating a Federal Advisory Committee on Long
COVID, are encouraging but insufficient to mitigate the devastating public health and
economic impact of Long COVID and other IACCs. The $1.15 billion in NIH research
funding for Long COVID that was allocated in 2021 and used to create the RECOVER
Initiative is running out, and NIH budgets have been silent on future funding for Long
COVID research, despite calls for an investment of at least S1 billion /year. We need a
much more robust and sustained investment to ensure that we build upon the
momentum of the scientific progress made over the last four years. Additionally, while
patients with Long COVID await FDA-approved treatments, many do not have access to
high-quality care and fall through cracks in the social safety net, which has long
neglected disabled people.

This crisis is not going away. With COVID continuing to spread and reinfections leading
to higher risk of developing Long COVID, millions more will develop Long COVID over
the next several years. Additionally, the people who have Long COVID and other
infection-associated chronic conditions are suffering now - in terms of pain, loss of
quality of life, stigma, and material hardship.

Mr. President, your father Joseph Biden Sr. has said, “Don’t tell me what you value. Show
me your budget, and I'll tell you what you value.” The FY25 budget proposal reflects the
Administration’s values and priorities. We ask you to prioritize the health of the millions
of Americans with Long COVID and other infection-associated chronic conditions, as
well as those at higher risk of developing these conditions, as you prepare the FY25
budget. This includes:

1. Establishing an NIH Center or an Office under the NIH Director with an
annual budget in the billions of dollars to coordinate and fund research on Long
COVID and other infection-associated chronic conditions across NIH Institutes.

2. Directing federal agencies (e.g. SSA, HHS, DOD, VA, DOE, USDA, DOL) to
include a response to Long COVID and other infection-associated chronic
conditions in their budgets, to fund:

e Improving access to social safety net programs to ensure people can
easily apply for benefits, receive adequate assistive workplace and school
accommodations, and do not wait longer than needed to receive benefits.
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e Addressing social determinants of health to ensure people’s basic needs
are met before they develop Long COVID /IACCs and while they have
Long COVID/ IACCs.

e Biomedical research on mechanisms and risk factors with meaningful
patient engagement to ensure we build on the momentum of the last four
years and pursue opportunities identified at the National Academies’
workshop on IACCs. This includes research on the relationships between
these conditions.

e Clinical trials with meaningful patient engagement to ensure we begin
trialing repurposed drugs that can both improve quality of life and
provide insight on disease mechanisms.

e Healthcare provider education with meaningful patient engagement,
including expanding the Project ECHO Long COVID and Fatiguing Illness
Recovery Program, to ensure providers understand the condition and
research to date so they can provide adequate treatment options.

e Healthcare delivery research and equitable access to high-quality care
to ensure that all adults and children, particularly those in marginalized
communities, can easily access providers, including community health
workers, who are knowledgeable about these conditions (e.g. through a
Ryan White HIV /AIDS Program for IACCs).

e Public health education to ensure the public understands Long COVID
and other IACCs and the severity of their impact. These efforts should
also include recommendations for prevention and information about
patient rights for those who do contract IACCs.

e Home- and community-based care (HCBS) to ensure individuals with
Long COVID and other IACCs have the support and care they need to
remain in their communities.

e Prevention efforts like improved ventilation and air filtration in
commercial, educational, and work environments to reduce the spread of
COVID, thereby ensuring more people do not develop Long COVID.

We also ask that you demonstrate your support for people with Long COVID and IACCs
by acknowledging this crisis and outlining the actions your Administration is taking
to address it in your State of the Union address. In addition to showing your values
through the budget, please show your values through your words and actions.

Failure to address this problem will result in significant economic, health, quality of life,
and societal costs, in the trillions of dollars. Moreover, every dollar invested in Long
COVID and IACC research will prepare our country for future pandemics and emerging
infection-associated conditions.

As you have said, “budgets are statements of values.” Please value the lives of the tens of
millions of people with Long COVID and IACCs, as well as those at higher risk of



https://www.nationalacademies.org/event/06-29-2023/toward-a-common-research-agenda-in-infection-associated-chronic-illnesses-a-workshop-to-examine-common-overlapping-clinical-and-biological-factors
https://www.whitehouse.gov/briefing-room/statements-releases/2022/03/28/statement-by-president-joe-biden-on-the-fy-2023-budget/

developing these conditions, by including their needs in your budget priorities for FY25

and draft your State of the Union address.

Sincerely,

Clinicians, Researchers, and Health Policy Experts

Akiko Iwasaki

Sterling Professor of Immunobiology and
Molecular, Cellular and Developmental
Biology, Yale University

Annie Antar
Assistant Professor of Medicine, Johns
Hopkins School of Medicine

Anthony L. Komaroff, MD
Simcox/Clifford /Higby Distinguished
Professor of Medicine, Harvard Medical
School & Senior Physician, Brigham &
Women's Hospital

Bonnielin Swenor
Director, Johns Hopkins Disability Health
Research Center

Catherine Blish
Professor, Stanford University

Charles W. Lapp, MD
Medical Director / Research, Hunter-
Hopkins Center, PLLC

Cherie Marvel
Academic Researcher, Johns Hopkins
University

David Esteban
Associate Professor of Biology, Vassar
College

David Putrino

Director of Rehabilitation Innovation,
Mount Sinai Health System & Professor,
Department of Rehabilitation and
Human Performance, Icahn School of
Medicine at Mount Sinai

E. Wesley Ely, MD, MPH
Professor of Medicine and Critical Care,
Vanderbilt University Medical Center

Emily Mendenhall
Professor, Georgetown University

Eric Topol
Professor and EVP, Scripps Research

Ezekiel J. Emanuel
Professor, University of Pennsylvania

H. Craig Heller
Professor, Stanford University

Huda AKkil
Scientist /Professor, University of
Michigan

Irma Rey MD
Assistant Professor of Medicine,
KPNSUCOM-INIM

Jennifer Bell, FNP
Family Nurse Practitioner, The Bateman
Horne Center, Center of Excellence

Julia Koehler, MD
Associate Profesor of Pediatrics, Harvard
Medical School

Katie Bach

Former Senior Non-Resident Fellow,
Brookings Institution, Brookings
Institution

Kim Rhoads
Associate Professor of Epidemiology and
Biostatistics, UCSF



Laura mamo
Professor of Public Health, Health Equity
[ statute SFSU

Lekshmi Santhosh MD MAEd
Associate Professor of

Pulmonary /Critical Care Medicine,
Founder & Medical Director of the UCSF
Long COVID OPTIMAL Clinic, UCSF

Lucinda Bateman, MD
Medical Director, Bateman Horne Center

Martha Lincoln

Associate Professor, Medical
Anthropology, San Francisco State
University

Monica Verduzco-Gutierrez
Professor of Rehabilitation Medicine, UT
Health San Antonio

Monique Perret-Gentil
Clinical Research Coordinator, Howard
University

Nadia Roan
Principal Investigator, UCSF, Gladstone
Institutes

Noha Aboelata, MD
CEO, Roots Community Health Center

Priya Duggal
Professor of Epidemiology, Johns Hopkins
Bloomberg School of Public Health

Regina LaRocque

Associate Professor of Medicine , Harvard
Medical School, Division of Infectious
Diseases, Massachusetts General Hospital

Journalists

Ed Yong
Pulitzer Prize Winner

Resia Pretorius
Distinguished professor, Stellenbosch
University and University of Liverpool

Robert Wachter, MD
Professor and Chair, Dept. of Medicine,
UCSF

Roshan Kumar

Sr. Director, Head of Exploratory Biology
and External Innovation, HiFiBiO
Therapeutics

Samuel Packard
Doctoral Candidate, Columbia University

Samuel R Friedman, PhD
Professor of Population Health, New York
University

Stephanie Grach
Physician, Mayo Clinic

Steven Deeks
Professor of Medicine in Residence,
University of California, San Francisco

Suzanne D Vernon
Research Director, Bateman Horne
Center

Timothy Henrich
Professor of Medicine, UCSF

Todd E. Davenport, PT, DPT, MPH
Professor, University of the Pacific

Yukari C. Manabe, MD
Professor, Johns Hopkins University

Ziyad Al-Aly
Chief, Research and Development, VA St.
Louis Health Care System

Fiona Lowenstein
Founder of Body Politic



NIH RECOVER PIs

Adeyinka O. Laiyemo, MD, MPH
Professor of Medicine, Howard
University

Alexander W. Charney, MD, PhD
Associate Professor, Icahn School of
Medicine at Mount Sinai

Bruce Levy
Physician and Investigator, Brigham and
Women's Hospital

Dimpy Shah

RECOVER Co-I, Lead Epidemiologist at
UTHSA, University of Texas Health San
Antonio

Elizabeth W. Karlson

Vice President, Mass General Brigham
Personalized Medicine, Mass General
Brigham

Emily B. Levitan
Professor and Vice Chair, University of
Alabama at Birmingham

Grace McComsey

Professor of Medicine and Pediatrics;
Vice Dean for Clinical and translational
Research, Case Western Reserve
University

Hassan Brim
Professor, Howard University

Igho Ofotokun
Professor of Medicine, Emory University

Ingrid Bassett

Professor of Medicine /Harvard Medical
School /co-PI Boston Covid-19 Recovery
Cohort, Massachusetts General
Hospital /Harvard Medical School

James R. Heath
Principal Investigator, Institute for
Systems Biology

Janet Mullington
Enrolling site PI for RECOVER, Beth
Israel Deaconess Medical Center

Janko Z. Nikolich, MD, Ph.D.

Professor and Department Head,
Department of Immunobiology,
University of Arizona College of Medicine

Jason D. Goldman, MD, MPH
RECOVER PI, Providence Swedish
Medical Center

Jerry A. Krishnan, MD, PhD
RECOVER investigator, University of
Illinois Chicago

Michael Peluso, MD
Assistant Professor of Medicine,
University of California, San Francisco

Mitchell Miglis, MD

Associate Professor of Neurology and
Neurological Sciences, Stanford
University

Rachel Hess
Professor, University of Utah Health

Rob Ence
Executive Director, Bateman Horne
Center of Excellence

Thomas F Patterson MD
RECOVER PI, UT Health San Antonio

Upi Singh
Professor, Stanford University

Zaki Sherif
Professor, Howard University



Patient, Disability, and Community Organizations

Access Living

BIPOC Equity Agency

Black COVID-19 Survivors Alliance, Inc.
COVID-19 Longhauler Advocacy Project
Disability Rights California

Disability Visibility Project
Dysautonomia International

Illinois Unidos

Long COVID Alliance

Long Covid Families

Long COVID Justice

Long Covid Kids

LymeDisease.org

Marked By COVID

MassME (Massachusetts ME /CFS & FM
Association)

MEAction

National Pain Advocacy Center
New Disabled South

Patient-Led Research Collaborative
Roots Community Health Center
Solve ME

Strategies for High Impact

The Black Long Covid Experience
Utah Covid-19 Long Haulers

Research Organizations, Professional Organizations, and Universities

Bateman Horne Center of Excellence
Bay Area Lyme Foundation

Center for Economic and Policy
Research

Global Pandemic Coalition

Long Covid Physio
Mass General Brigham
Workwell Health
Workwell Foundation

Individual and organization sign ons are continuing to be collected. For a full list that
will be updated weekly, please click here.

For questions about this letter, please email Patient-Led Research Collaborative at
team@patientledresearch.com
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