
What a Mouthful of a Diagnosis ; Dystonia !

Adult Onset Idiopathic Torsion Dystonia.  What a mouthful!  I find it much easier to tell folks that I have Generalized Dystonia, if asked.  Even at that, it is uncommon to find a person who has any idea what I am talking about if I share that label with them.  In such a situation, thus would begin the description of what my life is like, to help them understand this challenge called Dystonia. 

Adult Onset means that my symptoms did not appear until I was “really old”, according to my teenagers.  Idiopathic means that the doctors don’t know what caused it.  This is usually compared to what is proven to be genetically based dystonia, or childhood onset.  Torsion means twisting and Dystonia is the name for this particular movement disorder.  The other term more commonly used is generalized, which basically means that it affects just about all of my body. 

Before the summer of 2005, I had never heard the word dystonia before.  What began as a minor twitch in one arm progressed to both legs and my other arm over the course of a few months, intensifying as it went.  Trekking across the country in search of a diagnosis only gained me labels of varying psychogenic origin, with doctors flatly stating that “stress and depression” was causing the jerks, twitches, and spasms that had taken over my life.  I found this very difficult to accept, as depression had not been one of the many stumbling blocks in my life over the years and the main source of current stress was all of the doctor’s appointments I was going to. 

Eventually, I was given the gift of a definite diagnosis at a medical center near my home. By this time my shoulders were continually spasming and drawing in towards each other, which provided the Movement Disorder Specialist with the final clue to the diagnostic puzzle.  Although my movements were responsive to levadopa ( Sinemet ), the medication was not able to give me adequate relief.  I was eventually referred to the neurosurgery department at this medical center, to see if I would be considered a viable candidate for Deep Brain Stimulation surgery.

Going from being diagnosed with dystonia in May of 2006 to being referred for brain surgery in January of 2007 was mind boggling to say the least.  As I write this, I am a year and a half past the surgery and doing relatively well.  When my “batteries” are turned off, my body immediately begins contracting and spasming, from head to toe.  My right foot will turn in, my hands curl and draw in towards my body, shoulders pull towards each other, neck and jaw stiffen, and my head begins bobbing up and down.  With the batteries turned on, I have only minor symptoms – my head bobs sometimes and various muscles contract and release on an irregular basis. 

Although debilitating at times, dystonia does not stop me from living my life.  Certainly my perspectives have changed somewhat and there are many obstacles to be overcome, but the grass is still green and the skies are blue!  Weak at times, I am strengthened through my faith and reliance on God. Easy is not a word I would use to describe my life these days.  I often tell my kids that “hard is good” and difficult times are “learning experiences”.  Indeed, I learn much as I deal with the challenges dystonia brings and it is my prayer that I will be able to pass these lessons on to others who struggle.  --- Ramona Edwards Sept 2008.


