
Hello doctors Jones and  Snell, members of the 
Committee, ladies and gentlemen. 

  
Thank you for giving me this opportunity to 
speak.  Since I’ve not testified here before, my story 
may not be familiar to you, so let me briefly sum it up 
for you. 

  
For seventeen years, I happily worked in a major 
California hospital from which I thought I would 
retire.  I was the Code Blue recorder, on the Hospital 
Health & Safety Committee and had to attend all of 
the HIV/AIDS Conferences at UCSF. (University of 
California, San Francisco) 

  
 I had to quit my job because of this illness in 1985, 
and now after twenty-five years of ME/CFS, even 
though I have my Social Security   “quarters” in,  I 
cannot even get Disability benefits because  “it took so 
long to get a diagnosis."   I would like to discus this 
with someone later today!                      
  
I live alone and am 99% bedridden with Orthostatic 
Intolerance / Postural Orthostatic Tachycardia 
Syndrome and get no “In Home Supportive Services” 
help for anything.  Once every three or four months a 
friend buys me groceries.   How disabled is that?  
  
Dr. Coffin has proposed that XMRV is simply a 
contaminant from 1992. How does that explain the 
epidemics in both Incline Village, Nevada and 



Lyndonville, New York eight years earlier, in 1984? 

  
I have tested seropositive for XMRV antibodies.  I 
have not received a vaccine since the 70s, so was not 
infected with a contaminant after 1992.  So Dr. 
Coffin's theory is a moot point in my case. Honest 
scientists cannot refute the data. 

   
Seven cohorts, in seven countries, tested by different 
labs, have also tested positive. This is NOT a 
contaminant; it’s the third human retrovirus – those 
who called CFS “AIDS Light” in the 80s were more 
accurate than they knew.......  
  
For the thousands of us, that you REFUSE to name, 
we now will name ourselves “XMRV/AIDS 2.0 - Next 
Generation”, especially as we now have three 
generations, sometimes five people in one family. 
Have you SEEN the XMRV Family Tree yet?  
  
The children of XMRV parents get either  Autism, 
Fibromyalgia, ME/CFS, ASD, Atypical MS, chronic 
Lyme, and Lymphoma, which my mother died 
from.   This waddles, quacks and poops like a 
retrovirus.   
  
Get used to it.  We HAVE had it and DO have it!!  
  
WHAT are you going to treat us with?   How many 
years do we have to have retrovirus antibodies and 
multiple co-infections before you will TREAT us?  



  
SHAME on you, literally.  Get real and get real right 
NOW!!! 

  
The CDC shot down Elaine DeFreitas in 1990 when 
another retrovirus was in the early stages of being 
linked with ME/CFS, and yes,  meanwhile "The Band 
Played On.” 

  
Dr.  Mikovits’ approach WAS the "Systems Biology 
Approach" and she wants to work with others about 
specific different biomarkers already!! 

  
Last month, a patient’s wife asked President Obama 
about CFS, and his response was, “when I get back I 
will have the NIH explain to me what they’re currently 
doing and start seeing if they can do more on this 
particular ailment.”  So, what does NIH/CFSAC plan 
to explain to him? 

  
·        that at only at $3.64 per patient this disease 

only gets less than half of  1%  of what’s spent on 
cancer research 

  
·        that conditions with far less severe 

consequences get far more research money 

  
We WOULD Like to KNOW! 

  
 There are seventeen million patients around the 
world who are waiting to hear the answer to your 



President’s request for information, just for this ONE 
co-infection.  Will you have the cajones and ovaries to 
tell him about all of the XMRV positive people and 
families effected? 

  
Dr. Leonard Jason has estimated that this disease 
costs the US economy twenty six billion dollars every 
single year.  By helping us, it will HELP SAVE this 
country's economy, because once WELL again, and on 
meds like Magic Johnson, a basketball player with 
HIV, we CAN get some jobs back, get our lives back, 
and will be HONESTLY  happy to pay taxes and not be 
broke or need disability any more.   The money 
poured into this research will come back to the 
government in income taxes plus sales taxes within a 
matter of weeks, not to mention the savings on 
Disability benefits, Medicare and Medicaid – since 
employed people have employer-provided health 
insurance.  
  
We’d love to do our part to ease the deficit, but we 
can’t help you if you don’t help us. 

  
I hereby call, nay demand, that right here and NOW, 
you take this retrovirus SERIOUSLY because we have 
XMRV, we have antibodies 

and I request NOW that the NIH establish a separate 
S.E.P for XMRV and all of its co-infections. 

  
We demand $250 million, a miniscule amount 
compared to the 26 billion this illness costs our 



economy every year,  with $50 million of it going 
IMMEDIATELY to give those that have already waited 
25 plus years and are XMRV positive,  and give them 
immediate medical care and treatment  for this 
retrovirus and their co-infections.  
  
STOP this PANDEMIC NOW!!!   STOP this third 
generation retrovirus NOW in its tracks!!!   Then start 
awarding funding grants ASAP and get this darn ball 
rolling before it rolls OVER this civilization. 

  
LOOK at the children that were here today and 
acknowledge that these are NOT the same people that 
got it back in the early 80s.  WAKE UP. Is this merely 
infectious or also contagious?  
  
You don't even know yet!   How DARE Dr. Coffin 
suggest that "all research STOP for XMRV."  That's 
like NOT looking for Bin Laden after 9/11. Give me a 
fricken break please..... 

  
The CDC must be made to IMMEDIATELY change 
their website so that it will include testing for the co-
infections many of us have. 

  
Eliminate the “treatments” of  GET and  CBT, because 
it has been PROVEN that for many of us, like me, with 
OI/POTS, any GET is literally harmful to us and the 
ONLY  CBT that we need is what Dr. Lucinda 
Bateman uses. 

  



Teach us the limitations of what we can and should 
not do, living within the confines of our illness, so we 
do not do anything to causes us to be worse or cause 
will cause us to flare or crash. 

  
To close the afternoon, I'd like to remind you again, of 
two things, one you've heard before. 

  
 "It's the economy, stupid", and "IT'S A 
RETROVIRUS!"      
HELP them BOTH. 

  
 It can't be done by talking about it or acting 
sheepishly.   
  
It can only be cured by properly-directed research and 
antiviral treatment.  
  
Millions of patients and their families are depending 
on you to do the right thing. 

  
"The great obstacle is not ignorance but the illusion of 
knowledge."   
 -  Daniel J. Boorstin 

  
Thank you again for your time. 
 	  


