When I was 16 going on 17 ....

When I was 16 going on 17, I collapsed in class on a very nice day for no apparent reason.  A hurried trip to the emergency room gave us no clues as to why I had blacked out, why my legs had tried to tie themselves up as if they were pretzels, or if this would happen again.  When the medication they had given me at the hospital wore off approximately five hours later, the symptoms returned and began to involve my arms, hands, neck, and torso.  Six months of testing for everything under the sun yielded no results as I continued to progress.  I was 17 by then and in a wheelchair by this time as this had progressed quickly in a short four months.  I had a doctor that did not like to be confronted with anything for which he did not have an answer.  He told me I was nervous and was making things worse for myself.  He gave me a year's worth of Artane and told me not to come back.  I was devastated and bitter afterwards but continued my medication as it was the only help I'd found.  I went into remission almost six months later.  For the next nine months I was convinced that I had had the strangest virus that was as yet unknown to man.  I resolved that it could remain unknown for all I cared, as long as it left me alone!

 

When it returned almost ten months later, I tried a few more times over the next couple of years to get my previous neurologist to listen and then I gave up on doctors altogether as I had exhausted the knowledge of all the local neuros as well.  I swore to never talk to another doc about it unless absolutely necessary.  My symptoms settled into a non-pattern of coming and going whenever they pleased.  Between episodes I functioned fairly normally.  This would often make me wonder if I were truly insane, but as time went on I knew I was perfectly sane and that my body was rebelling for some unknown reason.  I dated and married a wonderful man who knew I had something that made me move oddly at times & didn't care.  I had two kids and was active in life.  I took lots of Benedryl and got to where I could take 50mg at a time and not get sleepy.  (I cannot do this now.)  My symptoms progressed slowly but steadily over the years.  By the time I had reached twenty-eight I could not turn my neck all the way to the right as I knew I should be able to.  I could not raise my right arm very high and my right shoulder-blade had adopted a permanent position "winging" out from my back by nearly one and a half inches.  This made sitting in anything hard-backed quite uncomfortable.  Going to the movies, sitting at the kitchen table, sitting at the dinning table for family holiday meals, it was all affected by how my body held itself and how I felt.  For being in my late twenties, I felt as if I could easily be in my late 50s or older.  Discomfort was a way of life and we still didn't have a name for what was going on.  I chalked it up to stress and took a stress-management course.  Though the stress management helped me to feel better to some degree, there was not great improvement.

 

When I reached thirty I decided that enough time had gone by that medicine should have found some answers by now.  My internist had been the first person to see me back in 1987 so I made an appointment with him and proceeded to let him know that it had never gone away.  I let him know that I never said anything about it due to the way I'd been treated by many neurologists.  I let him know that I knew I wasn't crazy and that I knew something was wrong but did not know what.  I knew that all the years that had passed had shown me that my body had a condition that I didn't know the name for.  He was supportive and spent the next few months allowing me to come to the office anytime without an appointment if I was having an episode so that he could see for himself what was going on.  He agreed that something was indeed wrong and ran quite a list of blood tests.  They turned out to show that I was perfectly healthy as had the ones when my symptoms first began.  I had his support though, and he vowed to me that one way or another we would get to the bottom of it.  

 

On a trip to the emergency room for an allergic reaction about a year after this, I was having a paroxysmal episode that had been triggered by the allergy attack.  I was getting the standard "you're hyperventilating" lecture from the paramedics and the doctors.  I would get this lecture if a paroxysmal episode came one because the dystonia would draw my hands inward similar to the way they are drawn inward when one hyperventilates severely - only more strongly.  When I asked the doctor what my respiration was he told me that it was 45.  I then asked him how I could hyperventilate if my respiration was 45.  He got flustered and walked out.  He quit my case and another doctor was assigned.  He didn't have the best bed-side manner but at least didn't bother to insult my intelligence with yet another lecture on hyperventilation. 

 

Approximately four hours later the dystonic episode had worsened and the doc would not order any medications to help me.  One wonderful nurse realized I was indeed not hyperventilating and got a paper towel and wrote down some websites and some search terms.  She then went to speak with the doctor and medications were mercifully administered and within about and hour to an hour and an half I was able to unfold myself.  The original allergic reaction had been under control for over three and half hours at this point.

 

I took the paper towel home and hit the computer.  In one week of intense research I felt I had figured out what I had.  I then took a stack of printed material to the neurologist that I'd been seeing for my migraines (but had conveniently not talked to about the muscle tension and episodes),  I also took the material to my internist. Bless his heart, he always believed me, I may have gone nuts were it not for him. This was beneficial and turned out to be a great stroke of luck as my internist and neurologist practiced in the same building and were personal friends.  They conferred about my case and a few days later I went to see my neuro.  He told me I was not crazy and that I did have something physical wrong with me and that I was correct, I had Generalized and Paroxysmal Dystonia.  I do not have the words to describe the intensity of my relief at having a name for what had been wrong all these years.  "Validation" does come to mind but just is not strong enough!  Since then it has been confirmed by eight other specialists.  

 

I have since moved far away from where I grew up and am closer to a large city.  I now am more properly managed with Botox, medications, and supplements.  Though my dystonia continues to progress, my quality of life has greatly increased.  I am able to (with the help of my very supportive family) maintain an organic vegetable garden, a greenhouse for my house-plants as well as seed-starting, a free-range flock of chickens and ducks for our own eggs, horses that have been very helpful in making physical therapy live right in my back-yard and fun at the same time, playing the drums for our local church (I can do that while SITTING!:-), and various other hobbies to keep my mind focused on what I CAN do - not what I can't.

 

I am also actively involved with dystonia support on the web, on the state level, and in my own local area as well.  I am passionate not only about a cure for dystonia, but also proper diagnosis so that no one will have to endure what I went through again.
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