Public comment on the P2P Draft Statement by Katharina Voss, Dec

2014:
(Corresponding line numbers of the report are shown here in parentheses, reference

numbers are shown here in brackets)

What does the NIH leadership really think about our disease?
»1hey hate you!"

This was the answer of a retired NIH scientist to a patient at a medical conference in
New York City, Dec 2013. [1] And his answer was the first and only honest answer
patients with ME ever got from NIH. This NIH scientist frankly expressed what
patients with ME undergo every single day: they face a wall of hatred and scorn.

The NIH P2P Draft Statement clearly shows that he was right.

As many of ME activists predicted we got just the same bad recommendations given
to Gulf war veterans (whose disease was “redefined” into the belittling “CMI”) and
fibromyalgia patients. [2] NIH wants to put us off with ineffective harmful treatments
like GET, CBT, antidepressants, and self-management. (Lines 113-116, 135-138,
344-350, 370-371)

Self-management — have we read correctly? What else are we doing now for
decades in the absence of proper medical care? Self-management! And the NIH
spends millions of taxpayers™ dollars to recommend self-management? Are you
kidding us?

These treatments like GET, CBT, antidepressants, and self-management
("multimodal therapy”) could possibly be effective for some psychological disorders,
but they do harm to patients with organic diseases like ME, a fact that is proven by
true science but which is rejected by the P2P "experts*! [3]

Why does NIH neglect patients with ME?

Although men are also affected the majority of ME patients are women. Hence this
neglect is clearly a case of misogyny! | want to compare the situation with the early
AIDS epidemic when mainly gay men fell ill and were discriminated against as
homosexuals and AIDS was called "gay plague”, "Gay Related Immune Deficiency*
(GRID), "Gay People’s Immuno Deficiency Syndrome* (GIDS), the CDC's creation
“the 4H disease” (Haitians, homosexuals, hemophiliacs, heroin users)]. [4] Racism,
homophobia and misogyny impeded research much too long.

Today there is a big problem with the so-called "medically unexplained syndromes*, a
term created by psychiatrists in order to cover and falsely include a lot of physical
diseases. These psychiatrists - mostly the same psychiatrists who recommend CBT,
GET and antidepressants for patients with "ME/CFS" - try to “prove” that exposure to
childhood trauma is associated with significantly increased risk of “ME/CFS”. They try



to “prove” that sexual abuse, emotional abuse and emotional neglect cause
“ME/CFS”, and that these factors were most effective in distinguishing “ME/CFS”
cases from healthy controls. [5] They try to “prove” this unscientific nonsense inspite
of the very well-known results of biomedical research.

Their unscientific work results in falsely accusing mothers of children with ME of
having a Munchausen by proxy syndrome. Parents, falsely accused of sexual abuse,
emotional abuse and emotional neglect or of Munchausen by proxy syndrome lose
custody and many children with ME have been separated from their families. They
were mistreated with GET in psychiatric wards and their parents were wrongly
criminalized. This is an ongoing praxis and this happens all due to the disregard of an
organic disease. [6]

All these so-called "medically unexplained syndromes* which are in reality physical
diseases affect more women than men. Women are probably genetically more
susceptible for these diseases. Actually these diseases are not psychological
disorders and many biomedical abnormalities can be measured for diseases like ME,
fibromyalgia and so on, falsely labeled as "medically unexplained syndromes*.

We must not assume that these psychiatrists who assert that all these diseases are
medically unexplained and caused by sexual abuse, emotional abuse and emotional
neglect are stupid. We have to assume that they are well familiar with the results of
biomedical research. Therefore, it is a deliberate misrepresentation by these
psychiatrists, driven by misogyny.

This intentional misrepresentation is a violation of the AMERICAN
DECLARATION OF THE RIGHTS AND DUTIES OF MAN, a violation of article |
(Right to life, liberty and personal security), article VII (Right to protection for
mothers and children), article Xl (Right to the preservation of health and to
well-being).

NIH consistently denies the fact that ME is an infectious disease.The report
encourages more biopsychosocial studies. (Lines 275-276) Is that really what we
need? More of these biopsychosocial studies from Wessely School and their
worldwide followers which will "prove" that ME is a mental illness perpetuated by our
"false iliness beliefs"? No, we don't need any single further study of this kind!

Why is NIH consistently denying the fact that ME is an infectious disease? There are
so many clusters in families and among fellow workers and pupils proving that ME is
indeed infectious. [7] Why is NIH hiding this very well-known fact? No actions have
been taken to stop this epidemic. Why? A disease which was ""[not] numerically
important on a national scale* in the fifties has now evolved into the "most common
chronic disease of young and middle-aged adults* because NIH failed to recognize its
epidemic character. [8]

Everyone who is able to read can read that Mikovits and Ruscetti found
uncontaminated retroviral variants other than XMRV. Those variants were not
XMRV. [9]

Only figure 1 of the Science paper was wrong. Figure 1 was the XMRV PCR
sequencing/naming done by Silverman. Silverman was the one who sequenced



XMRYV in his lab, and these are the PCR data shown in figure 1 in the Science paper.
[10]

All the other data on the Science paper still stand. [11] The serology information is
well documented. The research also showed the dysfunctional immune profile, the
cytokine signature, and microarray co-pathogens associated with those who were
antibody positive in several studies. This data is all published. [12]

The prostate cancer paper by Silverman falsely claimed XMRV to be a human
infection and was later retracted. However, no research came to a halt for prostate
cancer because of Silverman's error. Contrary to Dr. Judy Mikovits Silverman still
has his career and the prostate cancer patients are still provided with research and
treatment.

However, because of the original mistake made in XMRYV prostate cancer research
the ME patient population has been denied further research on Mikovits/Ruscettis
original results and effective treatment. Silverman was wrong yet ME patients and
Dr. Judy Mikovits are paying the price for his mistake.

And by the way, what about Maureen Hansons findings, her detection of MLV-like
gag sequences in blood samples from a patient cohort? [13]

What about Sidney Grossberg's isolation of the JHK retrovirus in ME patients? [14]

And what about Elaine De Freitas” HTLV ll-like retroviral sequences found in ME
patients? [15] Why had the CDC never tried to follow her protocol? [16]

Why did the NIH continue refusing unbiased and true science? Why did the NIH
destroy future research for our disease because of the XMRV mistake made in
prostate cancer? Why is NIH not pursuing the research for the variants and serology
found in Ruscetti's lab? Why did the NIH destroy the hope of millions ME sufferers for
effective antiretroviral, antiviral and anti-inflammatory treatments?

Shall my beloved daughters never have a life? Both developed mild ME, at least at
the age of three. The elder one lost 2 years of education due to her disease before
she got completely bedbound, the younger one lost nearly a whole year of education
before she got bedbound. In 2009 my elder daughter received a Boostrix shot (polio,
tetanus, dyphtheria) followed by a very severe relapse which continues to date.
(100% bedbound, spoonfed, unable to wash, to brush her teeth without help, touch-
sensitive, sensitive to the slightest noise and often unable to bear the presence of
their beloved family members even for only a few minutes) In January 2011 my
younger daughter relapsed after a series of viral infections. Being 90% bedbound,
suffering from severe neurological and neurocognitive problems she is too severely
affected to participate in any form of education, even at home. (My daughters are just
the most severely affected members of our family! Many have/had other
neuroimmunological diseases or/and cancer.)



My daughters clearly don't suffer from a syndrome "characterized by extreme
fatigue“ as "ME/CFS* is described in the P2P draft. (Lines 2-4) My daughters suffer
from a disease characterized by postexertional neuroimmune exhaustion (PENE).
And PENE "is part of the body’s global protection response” in a disease named
Myalgic Encephalomyelitis in the fifties, recognized as a neurological disease from
WHO in 1969. [17]

PENE, the cardinal symptom of ME, is an objectively measurable (i.e. Two-day
Cardiopulmonal Exercise Test) abnormal biological response to exertion. [18] ME is
not characterized by a subjective feeling of fatigue. Fatigue can be an accompanying
symptom but many ME sufferers never experience fatigue. But every real ME
sufferer experiences PENE. Without PENE — no ME!

My elder daughter is now 21 years old and spent 5 ¥z years in a darkened room with
no hope to ever get out of there. When will NIH research release her from prison?
The younger one is now 14 years old, being severely ill nearly one third of her young
life!

Both girls lost half of their childhood due to mild ME and her whole youth due to very
severe ME. But all the NIH has to offer is self-management? Will NIH not allow them
to have a future?

Oh yes, all the tests, medications and medical care we really need (and some of us
probably lifelong) would be costly if the NIH would actually recognize ME as an
infectious and transmissible disease.

But what is the alternative? The alternative is that we will further spread this disease.
And many of our beloved ones will contract this disease, our friends and carers and
physicians. And this disease will not stop in front of the doors of NIH.

Wake up, NIH! Break down the wall of hatred and scorn!

Wake up, America!

Thank you for your attention!
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