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Hope. The only antidote! (
PATIENT ALLIANCE FOR NEUROENDOCRINEIMMUNE DISORDERS ORGANIZATION FOR RESEARCH AND ADVOCACY – 501 c 3 – ID # 550795076

C/O VIŇA + COMPANY, 255 Alhambra Circle, Suite 715, Coral Gables, Florida 33134 
Phone: 305-441-1591 Volunteer Help line: 954-783-6771 – www.pandoranet.info
July 13, 2006

Honorable Michael Leavitt 

Secretary

U.S. Department of Health and Human Services 

200 Independence Avenue, SW

Washington DC 20201

Dear Secretary Leavitt,

P.A.N.D.O.R.A. represents an estimated 60,000-75,000 individuals in the State of Florida who are suffering with Chronic Fatigue Syndrome (CFS).  In total and according to the CDC latest figures there is now 4 million Americans suffering with CFS so as you can see P.A.N.D.O.RA. efforts to eradicate CFS are extremely important to the well-being of many in our country.  

I am writing to you with serious concerns about the current situation of the Chronic Fatigue Syndrome Advisory Committee.  The committee, as your office is aware, “shall provide science-based advice and recommendations to the Secretary of Health and Human Services (Secretary) on a broad range of issues and topics pertaining to chronic fatigue syndrome (CFS).”   
I am hereby outlining our major areas of concern:   

1) P.A.N.D.O.R.A. is concerned that although 11 recommendations as spelled out below were made to your office on August 23, 2004, as of this date, no official reply has been received or directed to the CFS Advisory Committee. Our organization has sent a representative to attend the CFSAC meetings for the past 2 and half years and every time we hear the same “verbal” reply, that the “recommendations have been received by your office and Secretary Leavitt is aware of them, and yet, official reply is has been received in regards to their implementations. Not a single recommendation has been placed into action!    

 “Primary Recommendations
…In the opinion of the CFSAC, the greatest priority for the DHHS is to substantially increase research efforts and funding. Future research efforts must apply an integrative approach because CFS is characterized by dysregulation of a number of highly integrated body systems, particularly the immune and nervous systems. Forming multidisciplinary research teams would provide a platform to conduct well controlled, methodologically sound, longitudinal studies to clarify the pathophysiology of this syndrome, and to develop effective treatment modalities. Serum and tissue banks for future investigations should be established. 

1.      We would urge the DHHS to direct the NIH to establish five Centers of Excellence within the United States that would effectively utilize state of the art knowledge concerning the diagnosis, clinical management, treatment and clinical research of persons with CFS. These Centers should be modeled after the existing Centers of Excellence program, with funding in the range of $1.5 million per center per year for five years. 

2.      We would urge the DHHS, through the NIH, expedite the issue of an RFA with sufficient set aside funds to attract senior level researchers to engage in the study of CFS. DHHS should fund extramural grants, reviewed by a special emphasis panel knowledgeable in CFS, through RO1, RO3, R21, and Directors Pioneer Award mechanisms.

3.      The DHHS should provide funds to develop an international Network of Collaborators that would allow for multidisciplinary CFS-related research using standardized criteria accepted by the international CFS research community. Such a network would pool a large number of patients from around the world, and would require investigators to develop and employ common protocols.

4.      DHHS should provide support and funding for an intramural staffed laboratory committed to CFS research.

Secondary Recommendations
5.      The DHHS should promote, encourage and fund research directed toward the diagnosis, epidemiology, and treatment of CFS in children and adolescents.

6.      The DHHS, through the CDC and NIH, should continue to sponsor, even accelerate, focused workshops in specific areas of CFS and to invite investigators not currently working on CFS who have been identified as having an interest in the illness.

7.      The DHHS should pursue making CFS a topic of training for health care providers, wherever appropriate at regional and national conferences sponsored by the Department.

8.      The DHHS should encourage continuing education for Social Security reviewers and adjudicators. The secretary of DHHS should recommend that adjudicators follow the Social Security Policy ruling 99-2P which specifically clarifies policies regarding CFS.

9.      The DHHS should increase public education on CFS through a public awareness campaign. Discrimination in health care, education and the workplace should be actively confronted. 

10.  We would encourage the classification of CFS as a “Nervous System Disease” as worded in the ICD-10 G93.3.

11.  The DHHS should consider participation of the Department of Defense, Department of Veterans Affairs, Agency for Healthcare Research and Quality, and the National Institute of Disability and Rehabilitation Research (NIDRR) as ex-officio members of the CFSAC for future deliberations of recommendations.


Respectfully submitted,

David S. Bell MD, Chairman
Chronic Fatigue Syndrome Advisory Committee
2) P.A.N.DO.R.A. is also extremely concerned with the fact that since the last Executive Secretary, Dr. Larry Fields left his position, the CFSAC is now on its 3rd Executive Secretary,  and two were Acting Executive Secretaries, leaving the committee extremely vulnerable. Among the many duties of the Executive secretary, the most important one and according to the charter of the committee is … “ Meetings shall be held at the call of the Chair, with the advance approval of a Government official, who shall also approve the agenda. A Government official shall be present at all meetings of the full Committee or of any subcommittee.” 
How can the CFS Advisory Committee fill its mandates if every meeting a new person is holding the position of Executive Secretary? 

3) P.A.N.D.OR.A. is also extremely concerned about the way the CFS Advisory Committee is being handled administratively. I was told that the administrative staff is over extended. Signs of this major problem are indicated by the long delay on the announcement of future meetings; the postings of the call for nominations for future members, and the long delays on the posting at the web site of the minutes of previous meetings. 
I have also become aware that other important administrative matters such as hotel reservations and flight arrangements for the committee members are not being done to ensure the roster is complete for the prescribed meeting. 

Is this a strong  indication that the CFS Advisory Committee is seriously under funded?  Is this a serious indication that the CFSAC is not being given the priority and attentions it needs to function well? We appreciate getting the answers to these important questions. 
4) The current roster of the CFSAC members has worked very hard in the past two years to see all of their efforts being thrown away because of these easily addressable issues. As a representative from P.A.N.D.O.R.A., I have witnessed first hand their sincere dedication and hard work. We can’t afford to lose the fruits of their labor. 

Therefore, it is with great respect that we ask for an expeditious reply to our letter in regards to the serious issues the CFSAC is experiencing.  For far too long the CFS community of suffering has experienced strong disregard from many of the health agencies in the U.S. Government. It is time for a change! 
Your leadership in this matter can be the catalyst for a significant change! Your leadership in addressing these issues will make a huge difference in the lives of Americans with CFS.  As an American, as a person with CFS and as the founder of P.A.N.D.O.R.A. representing our board, our 800 members and the estimated 60,000-75,000 individuals in the state of Florida suffering with CFS, I sincerely hope to count on your office to address these issues immediately. 
In Good Health and in Beauty,

Marly C. Silverman

Founder                                                                                                                                                                                                                                                                           
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