November 12, 2006
Dear Beka:

My nightmare began about three and half years ago.  My symptoms came on slowly starting with a vibration in my neck at night when I laid down to sleep.  The vibration slowly became more frequent, such as during the day, leading to a weak neck.  I eventually had to hold my neck in the back because it became so weak to a point where my neck could no longer support itself when making any type of movement.  My neck became very weak, and would easily fall to the right side.  My head then started pulling extremely hard to the right.  The only way I could try to keep it up was by holding the right side of my head, and walked around like that for over a year.  I could no longer do anything using both hands.  At times my neck would pull my head so hard to the right my head practically rested on my right shoulder.  Not only did my neck pull my head to the right, my neck muscles began to spasms so hard my head felt like a cap on a tightly sealed jar that was being twisted open…unpleasant and painful to say the least.  I visited doctors and they did not know what was wrong with me.  My primary care physician prescribed muscle relaxants and anti-anxiety medication…none of which helped.  After a couple of visits, my doctors were at a loss, and simply did not know what to do.  I finally decided to try a chiropractor (doctors I never believed in).  However, to my surprise, I finally got some answers that made sense.  The traditional doctors could not even provide me with some diagnosis to give me some mental relief of what I was contending with.  My chiropractic treatments along with massage therapy definitely helped, but by no means, conditioned my muscles to allow me to function normally.  When I was at my worst, I looked like a freak when venturing out in public, which I had to do on a daily basis due to the fact I worked full time, went to school at night, and a mother of two children.  How and why I did not let my appearance sink me into a state of perpetual depression is beyond me.  But, I thank God I was strong enough to continue my daily activities, although with great difficulty. 
As crazy as it sounds, I started to asked God…”just let me be able to put a load of wash into the washing machine, load the dishwasher, type, write, move papers around on my desk, or vacuum without my neck spasm fiercely, and painfully.  Thank God I have kitchen cabinets that wrap around the perimeter of my kitchen because they became my head support so I could make dinner, wash dishes, clean the counters, and the like.  Everything I did was one handed because I had to hold my head up.  Holding my head with my right hand gave me some relief from the horrific twisting.  Anything that could become my headrest did in order to allow me to do simple tasks such as drying my hair, washing my body, or putting my pants on.  I could not do any of these things unless I rested my head against a wall.  
I finally had enough, and told myself “I” had to do something to alleviate the misery I had been experiencing for TOO long.  I would slowly, and ever so slowly, try to walk without holding my head up…and boy, was that hard.  However, my determination and strength rewarded me with some minor progress.  I finally decided that I ca not live like this, and that there had to be a doctor that knew what was happening to me.  I finally saw a neurologist that diagnosed me with Cervical Dystonia.  I had little knowledge of this condition, and it was almost surreal as she compassionately explained my disorder…a disorder that does not reverse itself, nor stop its rampage on my body.  Oh boy, was that depressing.  The doctor explained that Botox, and meds can provide some relief, and that I would need to see a movement disorder specialist.  I thought scheduling an appointment with a movement disorder specialist would be a simple thing to do.  I was unable to find a movement disorder specialist because none of the doctors referred to me participated in my health insurance plan.  I was devastated because I feared that I would never get relief.  Fortunately, I did find a neurologist that administers Botox injections.  However, I don’t believe he is well versed in this disorder because he just keeps injecting the Botox in the same muscle after I explain to him that it does not give me much relief.  Anyway, my company health insurance has changed a year ago, and one of the movement disorder doctors referred to me (Dr. Tagliati) is in my plan.  I have been in Dr. Tagliati’s care since December 2005, and the locations he administers the Botox injections has been extremely helpful.  I no longer have to hold my head up and have full control of my movements.  However, I still have a window of pain where my muscles are in a constant twisted knot.  I feel that I am one of the very lucky people who have been inflicted with Dystonia because this disorder no longer controls my life.  I have read absolute horror stories of others inflicted with this disorder that have not been as fortunate as myself, and my heart goes out to them.  I pray that all inflicted with this hideous disorder someday find peace with their body. 
Thanks to all for listening.

Warmest regards,

Tracey O’Connell

