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Hope fades on chronic fatigue syndrome

Retroviral link to
illness looks shaky,

illness,” she wrote in an email. “As
far as I am concerned, they are the
pioneers paving the way forward

London.
His co-author, John Coffin, a
retrovirologist at Tufts University,

5 % " for other sufferers.” agreed the evidence for a link
buﬁ g—selm%hc(ll In her presentation, Mikovits between XMRV and human disease
sti acks findin also described the antiretroviral —had been seriously hurt.

g drugs as “very well tolerated” by “I think most people are reason-
By Trine Tsouderos patients trying them for chronic ably convinced that there is not
TRIBUNE REPORTER fatigue syndrome. “Very clearly much left anymore,” Coffin said.

something is going on in the major-

But, he said, “T don’t think every-

A high-profile scientific paper ity of people being treated,” she thinghas been nailed down.”
that gave enormous hope to pa- said. “Most don’t notice they are  Coffin began having doubts

tients diagnosed with chronic fa-
tigue syndrome, and even prompt-
ed some to take potent anti-HIV
drugs, has been largely discredited
by later research.

Evidence is mounting that a
retrovirus called XMRV is not a
new human pathogen infecting
millions, as was feared, but a
laboratory contaminant.

Cancer biologist Robert Silver-

taking them.

Physicians who work with HIV
patients say antiretroviral drugs
can cause significant side effects
and that efficacy cannot be deter-
mined through anecdotes.

The chasm between the WP and
its supporters and many ki‘n the

i ity is t

about Mikovits' study as negative
evidence piled up and after he,
researcher Vinay Pathak at the
National Cancer Institute and their
colleagues believed they found the
parent viruses of XMRV.

The viruses, according to re-
search Pathak presented at Lhe

ic of anew, modern-day dynamic in

a cell lme called 22RV1 to create a

which patients keep close tabs on  new retrovirus — XMRV — some-
man, akey researcher at Cleveland the work of researchers and feel ~time inthe 1990s. The work is in the
Clinic’s Lerner Research Institute DAVID B. ETTE-JOURNAL to challenge that work  publication process.
who worked on studies that linked  Judy Mikovits stands by her paper about chronic fatigue syndrome, and form strong opinions about the That widely used cell line had
XMRV to chronic fatigue syndrome ~ which raised hopes for a cure. But her results have been questioned. quality of it. been stored in Silverman’s lab

and prostate cancer, told the Trib-
une his lab had stored a cell line
known to harbor XMRV and he was
working to tell if contamination
occurred. Virologists who exam-

early research is often proved
wrong.

The original study, published in
Sclence in 2009, was led by retrovi-

ined work by Sil and others
have raised serious questions
about contamination, an unfortu-
nate but not unusual mishap.

“I am concerned about lab con-
tamination, despite our best efforts
to avoid it,” Silverman wrote in an
email, adding that similar cell
lines “are in many, many labs
around the world. Contamination
could come from any one of a
number of different sites.”

A European research team this
week reported being unable to find
any evidence of XMRV in the blood
of people diagnosed with chronic
fatigue syndrome and their healthy
peers, the latest in a stream of
studies in which researchers
looking for the retrovirus in the
blood of both sick and healthy
people have come up empty. Others
have reported no evidence of the
retrovirus in the blood of patients

Judy Mikovits of
Lhe private Whittemore Peterson
Institute for Neuro-Immune Dis-
ease in Reno, Nev. The institute
plans to open a clinic that in May
would begin treating patients diag-
nosed with chronic fatigue syn-

Mikovits also talked about poten-
tial treatments, including the pow-
erful anti-retroviral drugs used to
treat people who have HIV. These
have not been proved safe or effec-
tive for people with chronic fatigue
syndrome or any of the other
conditions listed.

The WPT's director of clinical
services, Dr. Jamie Deckoff-Jones,
who has chronic fatigue syndrome

drome and other
diseases. Despite the newer re-
search, its leaders strongly deny
that contamination could account
for their findings.

“Itis clearly a human infection,”
Mikovits, the institute’s director of
research, told an audience at a
January presentation hosted by a
California_ alternative medical
practice. “It is clearly circulating

ugh the population as is our
fear and your fear”

Scientists say there is no evi-
dence to support her statement.

“Saying that is just inciting fear,”
said Columbia University virol-

and has t: drugs
fora year, is using a personal blogto
allege a cover-up by researchers
seekingto discredit the XMRV link.

“So is there motivation for the
coverup and baseless attacks
against Dr: Mikovits?” she wrote in
a posting that has been widely
circulated on patient forums.
“They cannot attack the data be-
cause it is impeccable.”

WPI President Annette Whitte-
more, whose daughter has been
diagnosed with chronic fatigue
syndrome, said inan interview that
she thinks politicsare at play.

“T thought we were going to solve

Early on, many in the online
chronic fatigue community threw
their support behind WPI, believ-
ing strongly that XMRV was the
cause of their illness. More than
1,000 people have paid for non-FDA-
approved XMRV blood tests from a
commercial lab associated with
‘WPI and headed by Whittemore's
hus| Harvey, according to
state recnrds The tests range from
$249 to $450, according to the lab
website.

Patients’ ardent support for
XMRV as a cause has continued as
other research teams have failed to
find evidence that it was true.

On one patient message board, a
commenter wrote in February
about not only having contributed
multiple times to WPI but also
having “sent letters, e-mails, tried
to contribute ideas, talked with

th Judy M. and Annette, consid-
ered whether there’s an opportuni-
ty for venture capital funding, am
willing to protest, knit a pair of
socks, etc.”

This month, a retroviral confer-

before he found evidence of the
retrovirus in prostate tissue with a
form of prostate cancer:

“22RV1 cells were once previ-
ously (more than a year earlier)
grown in my lab buf were being
stored in a liquid nitrogen freezer
at the time, and not the same
ﬂ'eezer used to store prostate tis-
sues,” Silverman wrote in an e-

mail. “At the time it was unknown
that 22RV1 cells were infected with
RV.”

In the field of virology, contam-
ination has sometimes been mis-
taken for real results. Greg Towers,
a virologist from University Col-
lege London, notes that the technol-
ogy is so sensitive that only one
molecule of genetic material can
contaminate a sample.

Scientists have been reluctant to
shut the door completely on the
possibility that XMRV really is tied
m human disease. Some questions

swered, said Racaniel-
lo af Columbm University. “Idon’t
think it is time to put alid on it,” he
said. “You have to carry the whole

who were prevlou%ly found to be  ogist Vincent Racaniello. my daughwrs illness or at least encefor4u)0mBoslon included10  thingto its conclusion.”

XMRV-po Mikovits, whoonce worked atthe ~ fund o offering evidence The XMRV story is, to Racaniel-
The Trlbune reported last year  National Cancer Institute in Fred-  said Whittemore, who founded the  that XMRV is a lab contaminant. lo, an amazing opportunity for

that the original researchonchron-  erick, Md., has made increasingly institute. “T didn’t think we would ~ Mikovits did not attend. peaple to watch how science works

icfatigue syndrome and XMRV had bmad stmemems about XMRV. At  have such polmcal pushback That Retrovirologist Jonathan Stoye, inreal time.

led some patients to get tested for
the retrovirus and take anti-retro-
viral drugs intended to treat HIV,
which causes AIDS. The situation

the January talk, she showed a
slide connecting XMRV to a list of
frustrating medical conditions like
ALS, Parkinson’s disease, multiple

was so naive of me.”

Whittemore also defended pa-
tients trying anti-retrovirals, say-
ing they are safe if used under an

who co-wrote a supportive com-
mentary that accompanied Miko-
vits’ original study linking chronic
fatigue syndmme and XMRY, said

“It is like Watergate,” he said.
“You saw the Constitution work.
You think, oh my gosh, it works!
And this is science working. Sci-

highlights thedanger inputtingtoo ~ sclerosis and dementia. She also experienced doctor’s care. he has since changed his mind. “I  ence determines the truth. ... It
much stock in one scientific study, linked it to autism. But no pub- “Patients choose to try these think there are serious problems,” always sorts itout intheend.”
even one in a prestigious journal. lished data exist to support those drugs because they aresosick they said Stoye, of the MRC National

Studies need to be replicated, and  links. have lost their entire lives to this Institute for Medical Research in #fsouderos@itribune.com
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