May XX, 2020

The Honorable Mitch McConnell The Honorable Charles Schumer
Majority Leader Minority Leader

United States Senate United States Senate
Washington, DC 20515 Washington, DC 20515

Dear Leader McConnell and Leader Schumer:

As Congress continues to work on legislation to address the COVID-19 pandemic, we encourage
you to support increased funding for post-viral-disease research into Myalgic
Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS). Viral outbreaks have triggered an
increase in ME/CFS patients in the past,t and the current coronavirus disease pandemic is likely
to do so as well. We therefore must prepare for a potential increase in ME/CFS cases in COVID-
19 survivors. We urge you to provide funding in future coronavirus response legislation that
would bolster existing ME/CFS research initiatives at the National Institutes of Health (NIH).

MEJ/CFS is a complex, debilitating, predominantly post-viral® chronic disease afflicting up to 2.5
million Americans of all ages and walks of life.® Studies show that many viruses can cause
ME/CFS.* Severe Epstein-Barr virus (mononucleosis) infections—which can affect a person’s
spine, brain, and nerves—trigger ME/CFS in up to 10% of patients.®> SARS coronavirus, which is
highly similar to the novel coronavirus causing the current pandemic (SARS-CoV-2), led to
persistent impaired health in many survivors, with 17% failing to return to their original work
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within a year;® many of the survivors that failed to return to work experienced ME/CFS-like
symptoms.’

The current pandemic may cause a drastic increase in the number of ME/CFS patients in the
United States. There are more than one million confirmed cases of SARS-CoV-2 in America®,
and the Centers for Disease Control and Prevention projects that 160 to 214 million Americans
could be infected with SARS-CoV-2 before the pandemic is controlled.® If COVID-19 follows
the predicted pattern of the older SARS coronavirus, by this time next year as many as 408,000
to 3,570,000 Americans may become sick with ME/CFS-like symptoms.° If COVID-19 behaves
like Epstein-Barr, in two years the United States could see an additional 175,000 to 1,500,000
Americans chronically ill and possibly permanently disabled by ME/CFS.! We have a well-
founded fear that COVID-19 could increase the number of cases of ME/CFS in the United
States by 250% within two years. Congress must take the necessary steps to maximize the
ability to properly diagnose and treat post-COVID-19 patients with ME/CFS-like symptoms.

Research shows that rapid diagnosis and appropriate treatment early in the course of ME/CFS
(within one year of onset) can vastly improve outcomes for those affected by this debilitating
disease.'? To address this urgent crisis, we call for a supplemental NIH appropriation of $15
million each year over the next four years to bolster and expand existing ME/CFS research
initiatives, specifically, by funding the research opportunities outlined in the National Advisory
Neurological Disorders and Stroke Council (NANDSC) Working Group report. We also call for
report language accompanying the appropriation that encourages leaders to direct NIH to
prioritize (1) new ME/CFS disease-specific funding announcements, including those with set-
aside funds, to deliver needed diagnostics and treatments as quickly as possible, (2) an initiative
to reach consensus on the ME/CFS case definition, and (3) mechanisms to incentivize
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researchers to enter the field.'® By taking these steps, the U.S. health care system will be better
equipped to identify risk factors quickly, appropriately diagnose patients, and prevent the long-
term disability of COVID-19 survivors.

NIH continues to play an essential role in our scientific understanding of ME/CFS, but there is
still much work left to do. Strengthening the existing research infrastructure for ME/CFS will
equip our nation with the resources necessary to improve the overall health of our nation moving
forward.

We appreciate your leadership as Congress continues to respond to this public health emergency.
Thank you for your attention to our request.

Sincerely,
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