Dear CFSAC members,

As I am not able to come to attend this important meeting in Washington, I thought P.A.N.D.O.R.A. should provide a few comments to your committee. I hope, if time permits, Mrs. Kim McCleary from the CFIDS Association of America, Inc. is allowed to read our comments.

I am sincerely encouraged at the CFSAC steps to address the crucial issues affecting the neuroendocrineimmune disorders community in the U.S.  There is much to be done. P.A.N.D.O.R.A. appreciates the opportunity to once again express our concerns. 

I believe the June 21, 2004 meeting ought to be very important as I noticed that you would be reviewing the medical codes assigned for Chronic Fatigue Syndrome and the implications they carry.  It ought to give you a very good idea about how confusing it is for the patient community and for the physicians who are trying to heal them.

It will probably demonstrate to you with facts, which shows how vulnerable this situation leaves CFS patients. It will probably demonstrate to you the need to come with a more viable name for this neuroendocrineimmune disorder instead of using the current one.  If not, then it might give you the capability and knowledge that might require you to think outside the box and in establishing a new much more beneficial paradigm in terms of new proposals to resolve this issue. 

I could not say any stronger the importance for you to be our leader in these efforts!

P.A.N.D.O.R.A. has tirelessly contacted our Florida congressmen in Washington to address research funding, ERISA laws, medical, employer and community educational programs about neuroendocrineimmune disorders such as CFS.  This advocacy volunteer work is ongoing.  

We have received several responses from senators and representatives in our area. We would like some guidance from you as far as maximizing your influence, your dedication and the support you need to have in order to keep this committee in place. 

If in September 2004 is to be your last meeting for your term, what is going to happen to this committee? What is to be of the future?  These are primarily P.A.N.D.O.R.A.’s questions we would like to present at this meeting. I sincerely appreciate your addressing these questions. 

In Good Health and In Beauty,

Marly (Marla) C. McKibben

Founder

P.A.N.D.O.R.A., Inc

255 Alhambra Circle, Suite 715, Coral Gables, Florida 33134

305-441-1591
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