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In the Spotlight -------
Q & A with Marly Silverman
By Elisabeth Deffner 

Pick up some advocacy tips from the founder of P.A.N.D.O.R.A., the Patient Alliance for  Neuroendocrineimmune Disorders Organization for Research and Advocacy. 
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Q & A with Marly Silverman
 

The founder of P.A.N.D.O.R.A., the Patient Alliance for Neuroendocrineimmune Disorders Organization for Research and Advocacy, Marly Silverman recently took some time to speak with the National Fibromyalgia Association about her own experiences, advocacy in general, and the best ways for people to get started as FM and CFIDS advocates. 

 

Q: How old is P.A.N.D.O.R.A.? How did it get started? 
A: P.A.N.D.OR.A. was incorporated on July 1, 2002. We received our 501(c)3 status about 18 months later.

 

Q: How did you get started in FM advocacy? 
A: The idea of doing advocacy was almost a natural thing for me. Before FM I was highly involved in the community where I worked and lived. But I also believe that the anger and angst I felt about being afflicted with FM and CFS were the catalysts that pushed me to be active in the advocacy movement. There was this huge vacuum in Florida and in the southeast part of the U.S. 

 

My very first experience was attending the Florida Arthritis Foundation Summit in 1999, where they actually tried to introduce a bill for FM which, unfortunately, did not succeed. But nonetheless I was incredibly motivated to pursue avenues that I learned [about]while attending the summit. Shortly after that, in 2000, I attended the first F.A.M.E conference in California where I met Lynne Matallana and Karen Lee Richards. When I saw what these two ladies had accomplished, I knew I needed to get moving. 

 

Q: Can you tell me about P.A.N.D.O.R.A.’s efforts in Washington D.C.? 
A: Since the inception of the new Chronic Fatigue Syndrome Advisory Committee chartered by Congress to address the issues affecting Chronic Fatigue Syndrome patients in the U.S., P.A.N.D.O.R.A. has sent one or two representatives to present testimonies on behalf of our members in Florida. The committee meets just about every four months. We basically take advantage of the fact that we are there [in Washington] for the CFS Advisory committee to go lobbying the next two days to maximize the expenses and to make a difference. We also participate with the CFIDS Association of America, Inc., on their Lobby Days. The past two years I believe we visited Washington DC at least five times in a year. It really opened up the doors for us. Flare-ups and relapses have prevented us from maximizing the trips but we do our best, in baby steps.  

 

We also visit our Florida congressional leaders. Only once or twice we actually spoke with one of our congressional leaders directly, but the office staff is very professional and very kind towards us, and persistence is beginning to pay off. 

 

Appointments are usually made via fax, e-mail, and a few by phone.  The message we always want to convey is the need for increased research for neuroendocrineimmune disorders such as CFS, FM, GWS and other related illnesses from the Department of Health, NIH, CDC, and other health federal agencies. 

 

The results were great, shown by the fact that congressmen wrote letters to Secretary Leavitt in large numbers. We are proud to say that one of the very first Florida Representatives to write a letter to Secretary Leavitt was Rep. Ileana Ros-Lehtinen, and because of this distinction she was awarded with the Sand Castles Award for Outstanding Legislator for 2005. 

 

Q: How do you suggest other groups initiate lobbying efforts? 
A: We made the decision to start with our Federal Congressional Leader because of the impact and obviously national reach. But  we are now slowly targeting the Florida Legislature as well—in Tallahassee, because of the efforts for the Florida Neuroendocrineimmune Center of Excellence appropriation request we placed with our Senators Mel Martinez and Bill Nelson for $1.5 million yearly to be renewed for subsequent years, totaling five years. Preliminary contacts have been made with the Department of Health in Florida to become familiarized with the inner works of their bureaucracy. We would like the state of Florida to acknowledge Chronic Fatigue Syndrome as well as Fibromyalgia. With city officials it is more of the symbolic nature—the proclamation day letters and a photo opportunity. We have done all of them with the Cities of Pembroke Pines, Pompano Beach, and in Plantation (we held our meetings at the Plantation police substation back in 1999, one of our original support groups). 

 

Q: What are your top lobbying tips for groups that want to start these kinds of efforts? 
A: Well, most importantly, identify in your  group someone who has a knack for advocacy. I was very lucky. I found that person in Rebecca Artman, our Vice President, who when she first joined P.A.N.D.O.R.A. was the chairperson of our Legislative Affairs, and was later in charge of Public Policy. Now, I am so proud to say that she has been appointed by Secretary Leavitt for a position in the CFS Advisory Committee in Washington DC, and she already participated in her first meeting on April 24, 2006. It is an  amazing accomplishment for Rebecca, a fellow CFS/FM person, as well as for P.A.N.D.O.R.A. 

 

Second, start with your own representatives in the district where you live, then your senators. Have a short prepared script of who you are, when and how you became ill, what it meant to you and to your family. Describe the lack of quality of life you and your family are now experiencing due to FM and/ or CFS. Then ask for increased research funding from the NIH, CDC, NIAMS,  etc,  and list the top 4-5 items that you would like your congressional leader to pay attention to. They usually are related to quality of life issues: Access to knowledgeable medical care, no more 24-month waiting period for Medicare health care benefits once one is disabled, time to revamp ERISA, make sure insurance companies are following the law affecting disability, where are the doctors to take care of FM and CFS patients?  

 

Become familiar with your congressional leaders; learn about their pet projects, backgrounds and platform. It does not matter if you are a Republican or a Democrat. You are presenting your concerns as a constituent.  In 2006 and 2007 it will be a great opportunity for members of our community of suffering to lobby productively, as House Members will be up for re-election and they will be closely paying attention to their home constituency. I sometimes use part of a quote from Rabbi Ivan Wachmann (the wonderful rabbi at Temple Sholom in Pompano Beach) to tell our advocates that there is no such a thing as a “Republican pain or Democrat pain”; all there is human pain. Be passionate about your cause and, lastly, be respectful of the staff’s time. 

 

Q: What other kinds of activities does P.A.N.D.O.R.A. participate in? 
A: The Inspiring Hope Through Awareness Conference which was held on April 29, 2006 in Pompano Beach. It was one of our best conferences ever. A total of 168 people—including exhibitors, participants and volunteers--attended. It was an empowering educational even! And folks were amazed that we were able to pull it off without paid staff—all volunteers!  

 

Q. What made you apply to become one of the NFA’s Leaders Against Pain? 
A: The desire to learn more and be able to pass it on to others—to be of service. Of course Corin Walson and April Quinn were excellent motivators by telling me that it was important for me to participate in such a great opportunity. And we did! P.A.N.D.O.R.A. was one of the non profit organizations exhibiting at the F.A.M.E. conference thanks to a generous benefactor, and because of the Sand Castles Scholarship Awards we were able to bring in Connie Borschel, Bonnie Thornber and Sabrina Johnson, who I am also proud to say was among the recipients of the AMICA award given by the NFA in 2006. 

 

Q. Why did you want to go through the Leaders Against Pain program twice, and what did you gain from it? 
A: Copying from the real estate lingo—three words: network, network, network. I also gained the validation that I am on the right track on issues of advocacy and that I can overcome the hurdles or weaknesses I experience or have in the art (it is not just science, you know) of advocating. 

 

Q: How did P.A.N.D.O.R.A. connect with FACES, the Fibromyalgia Association Created for Education and Self-help? 
A: Well, P.A.N.D.O.R.A. started as a grass roots organization, then an empowerment group which then evolved into a full-fledged 501(c)3 organization in  Florida, and we are now gaining national recognition because of our advocacy and educational efforts. Part of our mission is to encourage creation of empowerment (support) groups of all kinds. In the book Encounters with the Invisible: Unseen Illness, Controversy, and Chronic Fatigue Syndrome, superbly written by Dorothy Wall, P.A.N.D.O.R.A. is listed as one of the national organizations under “Resources.” It is a wonderful endorsement for our organization!  I sincerely believe is because of our success in being able to work with many national organizations which have similar goals and missions—the ability to network is conducive to learning and strengthening the overall cause.  We are not in competition. The only parameter is self competition—doing our best in the level we can. 

 

P.A.N.D.O.R.A. and F.A.C.E.S. began connecting at the 2005 Leaders Against Pain Seminar, but it was not until before the second LAP seminar that we finalized our partnership. P.A.N.D.O.R.A.’s board is very motivated to have a diverse membership on our board and Sabrina Johnson can teach us how to reach out to the African-American neuroendocrineimmune community. Our partnership with F.A.C.E.S is very special because I am now sitting on their board and Sabrina Johnson is sitting on ours. 

 

Our joint effort is called Unity in Action! It was the name that Rebecca Artman and I used when we met with groups and advocates from all over the world while attending the 2004 IACFS Conference in Wisconsin. 

 

Q: Why did you feel it was important to join forces, and what do you hope to accomplish? 
A: I apply the KISS concept.. Keep it Simple & Smart. I can’t afford to overdo physically without serious consequences. Besides, these organizations have in-house expertise. They are really good at what they do. Their projects enhance our mission, and I believe ours enhances theirs too.  

 

Q: Anything else you’d like to add on the subject of advocacy? 
A: Yes. Advocacy works!
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