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In 2015, the Institute of Medicine declared what patients and their doctors have known
for years: ME is not a psychological disease or deconditioning but a neuroimmune
disease characterized by a systemic intolerance to even trivial cognitive or physical
exertion. The I0M definitely stated that because the CFS definitions do not require this
hallmark symptom, “a diagnosis of CFS is not equivalent to a diagnosis of ME."!

A 2015 report from HHS’s Agency for Healthcare Research and Quality (AHRQ) stated
that one of these CFS definitions, the Oxford criteria, was so broad that it could include
patients with other fatiguing conditions.? A 2015 report from NIH said that Oxford could
cause harm and explicitly called for it to be retired.® The IOM report dismissed a
childhood trauma study done with the Reeves CFS definition because it included an
overrepresentation of patients with other conditions.

And while AHRQ reported that CBT and GET were effective, the review was explicit in
saying that these treatments had only been studied in CFS studies, not in studies
requiring the hallmark post-exertional malaise. In fact, in published comments, the
authors acknowledged that the CBT improvement on one measure was seen only in the
Oxford studies.

Finally, blistering criticisms of the design, conduct, and conclusions of the PACE trial
have been leveled by journalist David Tuller and numerous scientists, including those
new to the field.* PACE is one of those Oxford studies and the flagship of the flawed
psychogenic theory that this disease is perpetuated by patients’ fear of activity and
subsequent deconditioning that can be cured with CBT and GET.

And yet in spite of all this, “evidence-based” clinical guidelines and medical education
information—even those issued since the IOM report and even those issued by the
CDC—continue to use these studies as the basis of treatment recommendations and of
statements about the nature of the disease.

One example is UpToDate, widely used by the medical community. UpToDate
recommends the IOM criteria for diagnosis but recommends PACE style CBT and GET
for treatment. It does not describe what systemic intolerance to exertion is, discourages
rest, and states that a poor prognosis may be caused by a “patient's belief that the
illness is due to a physical cause.”

A second example is a list of references provided by CDC on its Science Clips site as
part of its March 2016 Grand Rounds.® Those references said that the disease was
perpetuated by “patients’ perceptions, attributions, and coping skills,” suggested that
lack of exercise capacity was due to lack of effort linked to perceptual issues, cited
childhood trauma as a risk factor, and recommended CBT and GET.

These statements were based on Oxford studies and/or studies based on a
psychogenic view of this disease, a case definition and disease theory in direct conflict
with the disease as described by the IOM or the Canadian Consensus Criteria.



This is so wrong. The most fundamental rule of evidence-based medicine is that the
statements and treatment recommendations made about a disease MUST be based on
studies in patients that actually had the disease. Using evidence that is so obviously
inappropriate is medically unethical and puts these patients at great risk of harm. This
would never be tolerated in any other disease.

CDC must use its leadership position fix this mess so that patients can stop being
harmed and start getting the clinical care that they need. CDC must stop using evidence
from these studies as the basis of clinical guidelines. And CDC must explicitly separate
the disease described by the IOM and the Canadian Consensus Criteria from the non-
specific conditions of medically unexplained fatigue described by Oxford, Fukuda and
Reeves.

Anything less will only perpetuate the medical confusion about this disease and cause
harm to patients.
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