
March 8,2009 

Chairman James Oleske 
Subcommittee Chairman leonat'dJason 
Subcommittee Chairman Rebecca Artman 

. Subcommittee Chairman Kristine Healy 
Dr. lucinda Bateman 
Dr. Nancy Klimas 
Mr. Ronald Glaser 

Via email 

RE: Stimulus and a Once In a Lifetime Opportunity for CFS 

Dear Chairman Oleske and CFSAC leaders: 

We are writing to you because we believe there Is a once-in-a-lifetime opportunity for 

you, as leaders of the CFSAC Committee, to Improve our federal government's role in tackling 

Chronic Fatigue and Immune Dysfunction Syndrome. 

Not only is our government in flux with a new administration and asoon-to-be new 

Secretary of Health and Human Services, but President Obama has just signed the American 

Recovery and Reinvestment Act, which will provide billions of dollars In supplemental funding . 

to HHS and our national health agendes. 

The emergency funding is supposed to be spent as quickly as possible to stimulate our 

economy, on things like conducting research Into comparative effectiveness of health care 

diagnoses, treatments and strategies; funding and encouraging the use of clinical registries and 
clinical data networks; making physical Improvements to public and private medical clinics and 

facilities; funding training for medical staff, etc. These are areas of expenditures which have 

been identified by members of your Committee and patient advocate groups for years ilS 

critical to making breakthroughs in our Illness. 

There are organizations, tlinlcs and universities that could quickly turn additional
 

funding into stimulus and immediate progress for CFS/ME patients:
 
,r : 

•	 We have watched while NIH officials in the CFSAC meetings say there is not enough 

funding available to dream of Centers for Excellence, like patients have for HIV and 

Cancer. Now there is. 



o	 The Whittemore Peterson Institute for Nuerolmmune Disease Is one private

public Center for Excelfence which Is under construction and brings together 

a wide swath of experts in research and clinical management, which could 

move further and faster with federal funding. We ask youto recommend 

that funding be earmarked for It. At the moment, It is the locus of patients' 

best hope for progress, and we must propel it forward. 

o	 There are some universities, like University of Miami and UCSF that we know 

of, that have c1inicallnfrastrueture in place for CFS treatment studies, which 

could benefit from specific project funding or infrastructure improvements 

and contribute more to our understanding, white stimulating our economy in 

dIverse cities. 

o	 These are the ones we know the most about, but this list Is not meant to be 

exclusive~ 

•	 We know the CDC has a vast database of the most comprehensive data available on 

our illness; now we have the leadership change at the top of CDC and Congressional 

mandate and funding to seek specific funding for a data network with technological 

power to catapult U.S. researchers on CFS/ME toward diagnostic tests, treatments, 

and CURE. 

•	 We believe now is the time to call on the Secretary to see to It that a minimum of 

$100 million be dedicated to funding initiatives and research on CFS/ME. inclUding 

those that fit the specific mandate of the Recovery and Reinvestment Act and 

scientific grants directly to researchers In this field. 

•	 We also believe a recommendation is In order to require that 8 minimum standard 

of funding grant proposals to the NIH be set at 50% of submitted proposals, until the 

funding levels for research grants reaches $50 million annually. NIH officials insist 

thatthe same percentage of CFS grants are approved for funding as other diseases 

(In the 17% range), but researchers are not Interested in CFS/ME. But the result has 

been a measly funding le\lel of $10.00 per year per patient on an illness that is 

estimated to cost our government $22 billion annually. Nl H has to be forced to let go 

of past perceptions of this illness and be brought Into the quest for change for 

patients and science aUke. 

As Chairs of the Committee or Subcommittees, we ask you to co-author a letterwlth 

these bold recommendations, giving the new Secretary an Immediate pathway to the most 

critical interventions our government could make on our Illness. We recognize that the 

Committee does not officially meet until May, but this opportunity cannot walt. You have the 

stature and responslbilitv to guide our new Secretary with your personiil recommendations, if 
you are not able to get consensus from your committees on an Interim basis. 



..
 

We would also ask that you set an agenda for the next official meeting that will debate 

and vote on recommendations to provide gUldance and a carl for spending the stimulus billions 

in part on CFSjME infrastructure, filling the holes in our science, making up for 20 years of lost 

federal progress, and seeking to establish a leadership role in our national health &gencies on 

improving patients' lives. 

These billions in supplemental funding will get spent, it will be allocated quickly, and If 

history is allowed to continue without challenge It will short-shrift CFS/ME research and 

infrastructure even though we could be on the edge of enormous scientific breakthroughsthat 

could create real treatment for the 4 million Americans with this iIIne~s, putting them back to 

work, and saving the federal government billions annually in disability and medical support for 

patients. 

You are uniquely positioned to give voice to all of us and provide sorely needed 

leadership at this critical juncture. Please do not walt for your May meeting, and speak up now 

for our share of the stimulus funding. 

Thank you for your consideration. 

Sincerely, [see signature pages] 



Dear Chronic Fatigue Syndrome Advisory Committee Chair and Subcommittee Chairs: 

Seize this Qns;e-in-a-lifetlme Slimylus Funding ORPortunity for CFS/ME 

As Chairs ofthe Committee or Subcommittees, we ask you to co-author a letter with these bold 

recommendations, giving the new Secretary of Health and Human Services an Immediate pathway to the most 

critical intervent\ons our government could make on CFS/ME. 

•	 Nowthere is enough funding available to dream of Centers for Excellence,lIke patients have for HIV 
and Cancer, and we ask you to recommend funding for the Whittemore Peterson Institute and other 

science centers for our illness. 

•	 Recommend funding and mandating a technologically advanced data network to share the vast 

database obtained by the CDC on patients with Cl=S!ME, now that we have leadership change at the 

top of CDC and HHS. 

•	 Call on the Secretary of Health and Human Services to see to It that a minimum of $100 million be 

dedicated to funding Initiatives and research on CFS/ME, Including those that fit the specific mandate 

of the Recovery and Reinvestment Act. 
•	 Recommend that a minimum standard of funding grant proposals at the NIH be set at 50% of 

submitted proposals In this field, until the funding levels for research grants on CFS/M£ reaches $50 

million annually, 

Name	 Patient .o.rganizatlon or Home City Email/Phone 
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Dear Chronic Fatigue Syndrome Advisory Committee Chair and Subcommittee Chairs: 

Seize thIs Once-..in-a-lifetime StlmulYf Fyndlng OQportunitv for CfS{ME 

As Chairs ofthe Committee or Subcommittees, we ask you to co-author a letter with these bold 

recommendations, giving the new Secretary of Health and Human Services an immediate pathway to the most 

critical Interventions our government could make on CFS/ME. 

•	 Now there is enough funding available to dream of Centers for Excellence, like patients have for HIV 

and Cancer, and we ask you to recommend funding for the Whittemore Peterson Institute and other 

science centers for our illness. 

•	 Recommend funding and mandating a technologically advanced data network to share the vast 

database obtained by the CDC on patients with CFS/ME, now that we have leadership change at the 

top of CDC and HHS. 

•	 Call on the Secretary of Health and Human Services to see to It that a minimum of $100 million be 

dedicated to funding initiatives and research on CFS!ME, Including tho~ that fit the specific mandate. 

of the Recovery and Reinvestment Act. 

•	 Recommend that a minimum standard of funding grant proposals at ttl;! NIH be setat 50% of 

submitted proposals in this field, until the funding levels for research grants on CFS!ME reaches $SO 

million annually. 

Name	 Patient Organization or Home City Jmail/Phone 
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Dear Chronic Fatigue Syndrome Advisory Committee Chair and Subcommittee Chairs: 

Seize this Once-in-a-Lifetlme Stimulus Funding Opportunity for CFs/ME 

As Chairs of the Committee or Subcommittees, we ask you to co-author a letter with these bold 

recommendations, giving the new Secretary of Health and Human Services an immediate pathway to the most 

critical interventions our government could make onCFSjME. 

•	 Now there is enough funding available to dream of Centers for Excellence, like patients have for HIV 

and Cancer, and we ask you to recommend funding for the Whittemore Peterson Institute and other 

science centers for our illness. 

•	 Recommend funding and mandating a technologically advanced data network to share the vast 

database obtained by the CDC on patients with CFS/ME, noW that we have leadership change at the 

top of CDC and HHS. 

•	 Call on the Secretary of Health and Human Services to see to It that a minimum of $100 million be 

dedicated to funding Initiatives and research on CFS!ME, Including those that fit the specific mandate 

of the Recovery and Reinvestment Act. 

•	 Recommend that a minimum standard of funding grant proposals at the NIH be set at 50% of 

submitted proposals in this field, until the funding levels for research grants on CFS!ME reaches $50 

million annually. 

Name	 Patient Organization or Home City Email/Phone 
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Dear Chronic Fatigue syndrome Advisory Committee Chair and Subcommittee Chairs: 

Seize this Once-In-a-Ufetlme Stimulus Funding Opportunity for CFS!ME 

As Chairs of the Committee or Subcommittees, we ask you to co-authors letter with these bold 

recommendatlons, giving the new Secretary of Health and Human Services an immediate pathway to the most 

critical Interventions our government could make on CFS/ME. 

•� Now there is enough funding available to dream of Centers for Excellence, like patients have for HIV 

and Cancer, and we ask you to recommend funding for the Whittemore Peterson Institute and other 

science centers for our lIIness. 

•� Recommend funding and mandating a technologically advanced data network to share the vast 

database obtained by the CDC on patients with CFS!ME, now that we have leadership change at the 

top of CDC and HHS. 

•� Call on the Secretary of Health and Human Services to see to it that a minimum of $100 million be 

dedicated to funding initiatives and research on CFS!ME, Including those that fit the specific mandate 

of the Recovery and Reinvestment Act. 

•� Recommend that a minimum standard of funding grant proposals at the NIH be set at 50% of 

submitted proposals in this field, until the funding levels for research grants on Ci=5/ME reaches $50 

million annuallv. 

Name� Patient Organization or Home City Email/Phone 
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