
 

 

April 25, 2015   
 
 
                                              
                                                                                  
 
Re: Adoption of the established disease definition and name Myalgic Encephalomyelitis (ME) by 
HHS and provision of HHS funding based on known disease burden. 
 
Dear Representative/Senator: 
 
We are writing to you as patient advocates and advisors of the organization MEadvocacy.org. This 
organization works on behalf of patients who are suffering from the chronic, debilitating neuro-immune 
disease Myalgic Encephalomyelitis (ME), also known in the United States as Chronic Fatigue Syndrome 
(CFS) or Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS). 
 
An estimated 800,000 to 2,500,000 men, women and children in the US have ME/CFS, which would of 
course include some of your constituents. It is so severe that it renders a quarter of its patients bedbound 
and unable to care for themselves. More than half are disabled and are unable to work, attend school or 
participate in activities of daily life. The burden on the economy for this disease is estimated by the CDC 
to be between 17 to 24 billion dollars. Notwithstanding these staggering statistics, ME has consistently 
been funded at a paltry $5-6 million for years. This has resulted in few resources for proper patient care, 
no effective treatments and grossly inadequate research funding. 
 
We need your help to direct HHS to cooperate with ME stakeholders to achieve the most 
appropriate criteria and name for the disease. 
 
ME has a long history, appearing worldwide in epidemic and endemic forms. A 1955 outbreak in London 
led Dr. A. Melvin Ramsay to describe it as an infectious neuromuscular disease and to coin the term 
Myalgic Encephalomyelitis. Yet in response to a 1985 cluster outbreak of the disease in Incline Village, 
the Centers for Disease Control broadly redefined this disease and renamed it Chronic Fatigue 
Syndrome. This resulted in three decades of confused research findings rather than the desperately 
needed answers to the cause and treatment of this disease. In addition, the poor criteria and undignified 
name caused stigmatization and marginalization of patients.  
 
HHS has been aware of these problems for years, yet has defiantly ignored suggestions to correct the 
problem. It refused requests by its own Chronic Fatigue Syndrome Advisory Committee (CFSAC), 
medical experts, patient advocates, patients and their families to adopt M.E. expert-authored, well-defined 
criteria for the disease.   
 
HHS instead secretly contracted with the Institute of Medicine (IOM) to redefine and re-brand this 
disease. This resulted in another ill-conceived government definition and inadequate name. 
 
The IOM’s Report, http://www.iom.edu/Reports/2015/ME-CFS.aspx, published on February 10, 2015, 
produced new criteria that we believe are overly broad and unrestrictive. They omit all exclusionary 
criteria and even differential diagnostic suggestions that should guide clinicians in making accurate 
diagnoses. The result, as our history has already proven, will be problematic for patients at the clinical 
level and disastrous for the clarity of findings if used at the research level. The new name, “Systemic 
Exertion Intolerance Disease (SEID),” repeats the same error that the CDC made thirty years ago. It 
again attempts to describe the disease by just one of its many symptoms. It has already provoked many 
belittling published comments. 
 

http://www.meadvocacy.org/
http://mecfsforums.com/wiki/Articles_by_Dr._A._Melvin_Ramsay
http://mecfsforums.com/wiki/Articles_by_Dr._A._Melvin_Ramsay
http://www.hhs.gov/advcomcfs/
http://www.iom.edu/Reports/2015/ME-CFS.aspx


 

We need your help to overhaul the paltry NIH funding pattern for this disease and to bring it to the 
level of other similarly burdensome diseases. 
 
Despite the high financial and personal burden of this disease, HHS has consistently placed ME/CFS at 
the rock bottom of their funding budget list. The yearly allocation for ME/CFS is a mere fraction of what 
other similarly burdened diseases receive. 
 
HHS/NIH funding data for 2014                          US  patient population                Funding per patient                                                                                                                   
 
M.S. - $102 million                   400,000    $255  
Parkinson’s - $139 million                 1,000,000    $139 
ME/CFS - $5 million              1,000,000       $5 
 
It is wrong and illogical to continue to burden ME patients with a gross lack of funding, an overly broad 
criteria and a name which invites abuse. This time the ME community knows what an inadequate 
definition, trivializing name and lack of research funding will do. This time we are saying, “No More!” 
 
We need you to be our champion for this disease and we urge you to use your investigatory and 
oversight powers to direct the HHS to do the following: 
 

1) Finally heed the ME stakeholders’ voices requesting the adoption of the diagnostic and 
research criteria authored by those experienced in the disease, namely the Canadian 
Consensus Criteria (CCC), which has long been adopted by the field’s professional 
organization, the International Association of Chronic Fatigue Syndrome/ Myalgic 
Encephalomyelitis (IACFS/ME) 

 
2) Retain the historical name for this disease, Myalgic Encephalomyelitis (ME), which has 

been coded since 1969 by the World Health Organization (WHO) under neurological 
disease code G93.3. It is already known that ME will appear in the 2015 U.S. ICD Codes as 
U.S. ICD-10-CM under the neurological category of G93.3. 

 
3) Fund research for ME commensurate with its severity and burden to patients and the 

economy. We are asking for funding in the amount of $250 million, the amount we believe 
is needed to bring us on par with other similarly burdened diseases. 

 
Thank you for your anticipated review and assistance in these important matters we have outlined above. 
 

 
Sincerely, 
 
 
MEadvocacy.org Advisory Committee 
 

 
 
Contact: 
 
Susan Kreutzer     Email: XXXXXXXXXXX              Tel: XXXXXXXXXX 
 

http://report.nih.gov/categorical_spending.aspx
http://www.iacfsme.org/portals/0/pdf/primerfinal3.pdf
http://www.iacfsme.org/OrganizationInformation/tabid/124/Default.aspx

