P.A.N.D.O.R.A., Inc 
Patient Alliance for Neuroendocrineimmune Disorders Organizations for Research and Advocacy

Presentation to the CFSAC Meeting on Jan 10, 2005

Dept of Health and Human Services
Washington D.C. 

January 10, 2005

Dear Dr. Bell and distinguished members of the CFSAC.

I am here once again representing P.A.N.D.O.R.A., Inc – Patient Alliance for Neuroendocrineimmune Disorders Organization for Research and Advocacy. I am the founder of P.A.N.D.O.R.A. We are a 501 c 3 charitable organization whose mission is to raise awareness to the many issues affecting folks who have CFS, FMS, GWS and Multiple Chemical Sensitivities. We aim to find a cure for these conditions. Since the hurdles are at times enormous, we have made part of our mission to address issues of quality of life such as short & long term disability, access to qualified medical care, access to medical insurance. We have also placed a high level of priority and importance in educating the community in S. Florida about the myths, misconceptions and present an accurate picture of what a person suffering from any of these debilitating chronic illnesses has to endure. 

I am also representing the following empowerment/support groups from our area: 

1. The CFS/FMS Empowerment Group at Temple Sholom, Pompano Beach, Florida
2. The CFS/FMS Empowerment Group at Memorial Hospital West, Pembroke Pines, Florida 

3. The Miami CFIDS Support Group at the University of Miami-VA Hospital, Miami, Florida 

4. The Non-Group  from the Plantation/Weston, Florida

I am very pleased to be here today. It gives me a chance to thank you personally for your hard work and dedication to the issues affecting CFS patients and their families. It also means I am not homebound and or bed bound. I suppose I could say it is a personal accomplishment on my part. As we all know CFS is an unpredictable illness. It takes a certain amount of courage to travel to Washington D. C. in the winter season. But being here is such a meaningful opportunity to speak on the issues which are dear to P.A.N.D.O.R.A. and to the Neuroendocrineimmune community of suffering in Florida. 

However, the reality is that this personal accomplishment will have been in vain if the CFSAC recommendations given to Dr. Christina Beato in a letter dated August 23, 2004, containing a set of 11 important recommendations is not implemented soon.  
So I am here to:

1. To let you know I will do everything possible as a citizen and as person with CFS representing  P.A.N.D.O.R.A. to work with you and to work with our government to ensure all of your recommendations are put in place. 

2. I will ask you today to follow up with a letter to the DHHS asking them to immediately begin working on the following issues: 

· The implementation of the recommended 5 Centers of Excellence, “with funding in the range of 1.5 million per center per year for five years. 
· The Development of an international Network of Collaborators

· The CDC and the NIH as you recommended, “accelerate focused workshops in specific areas of CFS and to invite investigators not currently working on CFS”.  CFS research needs to be for a lack of better word advertised as being rewarding and exciting. 

· Regional, National and International CFS education for health care providers should be a top priority through conferences sponsored by the CDC and the NIH.

· The classification of CFS as a Nervous System disease as specified in the ICD-10 G93.3

The CFSAC recommendations above mentioned if quickly put in place will also provide us with enough scientific material, research and interest in finally addressing the issue of the name change as well. 

In order to provide you with the right support so these recommendations are implemented as soon as possible, I would kindly ask you to share with us who are here today on how we can help you as a citizen. We want to make sure it will happen. We need to ensure Unity in Action. We need to collaborate more! 

Tomorrow I am meeting with the S. Florida congressmen and address these issues in great detail. However my personal experience has been that it is not enough. Perhaps a liaison person within this committee could be assigned to specifically address the task of collaboration. More needs to be done. The CFSAC is composed of great experts in the areas needed to ensure a national policy for CFS and for that matter for Neuroendocrineimmune disorders as well are to be implemented. I welcome a closer dialogue with the members of your committee and I put myself at your service as well. 

Finally, P.A.N.D.O.R.A., will be working very hard to bring and establish a Center of Excellence at the University of Miami/VA Hospital in Miami, Florida, at the helm of Dr. Nancy Klimas, a leading world wide renowned and dedicated CFS researcher.  Fund raising activities have started as the our main goal in 2005 is to upgrade the current CFS Center in Miami and to place it in a highly competitive level to guarantee the establishment of one of the 5 (five) recommended  Centers of Excellence. This issue will be discussed in detail when I visit Capitol Hill tomorrow.  

I thank you again for this opportunity,
In Good Health and In Beauty, 

Marly (Marla) C. McKibben

Founder
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