@Congress of the United States
Washington, BE 20515

September 9, 2016

Dr. Francis Collins, Director
National Institutes of Health

1 Center Drive, Room B1-118
Bethesda, MD 20892

Dear Dr. Collins,

We write to thank you for your attention to Myalgic Encephalomyelitis/Chronic Fatigue
Syndrome (ME/CFS), and encourage you to continue to strengthen the National Institutes of
Health’s (NIH) efforts in ME/CFS biomedical research.

As you know, ME/CFS is a complex, debilitating, and chronic disease afflicting 1 to 2.5 million
Americans. It costs individuals, the U.S. health care system, and our economy an estimated $17-
$24 billion annually. Yet, as the Institute of Medicine noted in its report, “Beyond Myalgic
Encephalomyelitis/Chronic Fatigue Syndrome: Redefining an Illness,” there has been
“remarkably little research funding” to date to discover its cause or possible treatments.

A number of us sent you a letter in March of 2014 to express support for ME/CFS research and
are heartened by your commitment to advance diagnosis, treatment, and a cure for ME/CFS
through a reinvigorated Trans-NIH ME/CFS Working Group (Working Group) housed within
the National Institute of Neurological Disorders and Stroke (NINDS), and new intramural and
extramural research programs that will bring new investigators into the field.

We encourage the Working Group to consider in a timely manner the input received through its
recent Request for Information (RFI) regarding emerging needs, opportunities, and strategies for
ME/CFS research and research training. We also ask that you provide us with the current status
of this planning effort and the specific intramural and extramural activities planned for the rest of
FY 2016, 2017, and 2018.

Thank you for your attention to these critical issues. We look forward to your response.
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Sincerely,
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Member of Congress
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Sam Farr
Member of Congress
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Member of Congress
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Steve Cohen
Member of Congress
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Member of Congress
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Mark DeSaulnier
Member of Congress
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Chris Van Hollen
Member of Congress

&,

Peter Welch
Member of Congress
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Member of Congress
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