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Hello.  My name is Yvonne Brown. I do not see at myself as a victim of multiple sclerosis but rather an MS survivor.  However, I do feel like a victim of the system and I’d like to share with you what my life has been like since being diagnosed with MS and my experiences applying for SSDI.  .

I used to be a Multi Media Specialist.  A fancy word for button pusher. I worked with broadcast and cable broadcast companies such as BET, Fox and NPR, video production and AV companies, many of them at the same time.
I wore many hats, ranging from camera operator or photographer to audio engineer to video tape editor to technical director.  When working with AV companies, I often crewed up to 30 men and women loading and unloading tractor trailers full of heavy equipment needed to set up for conventions. I was often used as a floater because I could quickly analyze and remedy the situations that arose having so much electronic equipment in use. Bottom line, I was a highly skilled and sought after technical professional. I was well respected by my colleagues and employers.
   

In 1999, I began having transient symptoms while on a vacation. My arms and hands would become numb and they began to feel like pins and needles were sticking through my fingers and shooting up to my neck.  
.

I went back to my busy work schedule after my vacation and I began seeing colorful lightning bolts dance across my vision.  I panicked and went to see an eye doctor.  Both the optometrist and an optic neurologist could not determine what was wrong.  I was then referred to a neurologist, who initially believed that I had had a stroke and Lyme’s disease based on the spots or lesions on my brain from the MRI.  I also lost vision in my left eye and went to another neurologist for a second opinion.  After 3 years of mysterious symptoms, my neurologist diagnosed me with MS in 2001.

By that time, I'd lost my job at NPR because I could not keep up with the fast pace of radio production.  After working long hours, I would often get home and open the car door only to discover that I could not swing my legs to get out of the car.  I'd sleep for hours on end and wake up feeling like I'd been slammed repeatedly into a brick wall.  I could no longer work those long hours nor lift and carry equipment that was no less than 40lbs, 10-15 hours a day.  I also had a home to take care of and car to pay for not to mention mounting medical bills.  I was living off of unemployment and infrequent freelance jobs that were once plentiful. 

In 2001, I applied for Social Security Disability Insurance. I was still learning about how MS was affecting me.  Little did I know, cognition issues were and continue to be one of my biggest challenges due to MS.  Filling out the SSDI forms looked like cross word puzzles to me.  While my cognitive issues were significant, they were invisible to the people who judged my application. I was lucky if I understood how to fill out my name, address and phone number.  I was turned down over and over again following my appeals. My unemployment checks had ended and I was only able to get a freelance job every other month.  Although I am highly skilled and brought in the wages that commanded as much, I was trying to pay my bills and my medical bills continued to sky rocket.  My COBRA insurance premiums kept rising every time I had to have a diagnostic procedure and my insurance ended all together approximately after 36 months.
.  

In the meantime, I continued to be denied SSDI and was forced to put my home up for sale. Due to MS and the intense stress I was under, my cognition abilities were greatly impacted. At the end of the sale of my house I ended up receiving $500.00 net after all expenses, paying off the principal owed and paying the real estate commissions for my home that was worth $127,000.

By January in 2002, I was homeless and living in my car or staying at friends’ homes.  I became incontinent as my symptoms increased.  I lived off my credit cards for food, hotels and medical needs until they were maxed out.   I ended up hiring an attorney to help me.  .

[bookmark: _GoBack]With the attorney’s assistance, I was granted Social Security Disability Insurance in August 2003.  However, I was penalized and had to pay back money because I had tried to work during that time and had technically “made too much money”.  How ironic that through my efforts to try to work through a disabling condition and being denied time and time again by the system, I was caught in this Catch 22. How many other people find themselves in this situation-- unable to make a living and yet unable to collect assistance because the system is not resourced to be responsive in a timely way?  ?

I know that today you are evaluating the potential for the Compassionate Allowances program to address the status of people with advanced autoimmune diseases. While my own situation may not have qualified me for such a quick decision, I can attest to the need for a more responsive and rapid decision -making process within the SSDI process.

If some people with more advanced disabilities are approved quickly they will certainly not be put in a situation such as I have experienced. And the more people who receive quick decisions, the more time that may be devoted to consider and review those people like me who need to receive a decision in a more timely way.
 
I stand before you today speaking out so that others may be able to keep a roof over their head and receive the proper help needed to maintain their health and well-being. Despite all of the challenges I have faced, I am working hard to keep moving my life forward.  I will end this with a quote from Maya Angelou, "I can be changed by what happens to me but I refuse to be reduced by it!" Thank you.

