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Towards the end of 2019, I and colleagues at Stanford University (California, USA; Drs.
Kegan Monaghetti and Jeff Christie) received a grant from the non-profit, patient advocacy/
research organization Solve ME to examine how the autonomic nervous system reacts to
physical activity. I serve as an unpaid Co-Investigator.
I serve as an unpaid consultant on a project examining long-term outcomes of SARS-CoV-2
infection including development of ME/CFS in the state of Florida, USA. This project is
funded by the US Centers for Disease Control and Prevention (CDC) and led by Dr. Nancy
Klimas of the Institute for Neuro-Immune Medicine based at Nova Southeastern University
(Fort Lauderdale, Florida).
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study that might be included in this review.
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I have been personally affected by ME/CFS since 2006.
I have been a member of the Community Advisory Board for the Stanford ME/CFS
Initiative since 2012. I occasionally advise clinicians and researchers about ME/CFS.
I have been a Board Member of the International Association for Chronic Fatigue Syndrome/
Myalgic Encephalomyelitis (IACFS/ME) since 2011 and Vice President since 2014. Since
1990, IACFS/ME has served as the professional organization for researchers and
clinicians dedicated to ME/CFS.
IACFS/ME advocates for science-backed care, research, education, and health policy. The
IACFS/ME Board and the majority of our members do not believe ME/CFS is due
to deconditioning or an irrational/ exaggerated fear or avoidance of physical activity.
Our examination of the science leads us to believe neurological, immunological,
metabolic, and other abnormalities cause or contribute to ME/CFS. These ideas are
reflected in our activities and our materials: we have not supported graded exercise
therapy (GET) or cognitive behavioral therapy (CBT) for every ME/CFS patient for well
over a decade. We do support careful activity/ exercise programs that take into
account the health/ values/ preferences of individual patients and CBT for
psychological/ psychiatric conditions and problems coping with the effects of ME/CFS.
IACFS/ME’s views are well-known via prior letters to editors, our 2014 Clinician Primer,
and various past position statements.
From 2012-2020, at various times, I was invited by the US Centers for Disease Control
and Prevention (CDC), Food and Drug Administration (FDA), National Institutes of Health
(NIH), and the National Academy of Medicine (NAM) to give input on projects. For the
2013 FDA Drug Development Workshop for ME/CFS, the online survey I conduct with
colleagues showed that between 42%-64% of respondents reported worsening
with exercise programs. In 2015, under the auspices of the NAM, I co-authored the
report “Beyond Myalgic Encephalomyelitis/ Chronic Fatigue Syndrome: Re-defining an
Illness” which made post-exertional malaise a required criteria for diagnosing ME/CFS.
For the 2017-2018 NIH Common Date Elements Working Group, whose mission was to
establish and promote standardized outcomes across studies, I was the Co-Chair for the
Post-exertional Malaise Subgroup. This is the document summarizing our
recommendations.
I assisted in compiling and writing materials for the US ME/CFS Clinician Coalition,
in particular, the short diagnostic and treatment summary on their website. A paper
elaborating on the summary has been submitted for publication and is currently under
review.
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I do not know if the papers I have co-authored will be included in this project. They are not
clinical trials of exercise or cognitive behavioral therapies. My papers have focused on the
role of cytokines, use of case definitions, epidemiology of ME/CFS, and characteristics and
pathophysiology of post-exertional malaise. I also recently co-authored a paper on
environmental accommodations for university students disabled by ME/CFS. This is my
bibliography.
In 2016 and 2018, along with many other clinicians and researchers, I signed letters
requesting the Lancet to appoint experts to perform an independent re-analysis of the 2011
PACE study. The same standards that are applied to other studies, regardless of the medical
condition, intervention, setting, etc., must be applied to ME/CFS studies as well if we are to
solve this condition. My life and millions of other lives depend on excellent science.
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