My Dystonia Story, by Lori Allen

      I believe dystonia moved into my life at a young age, with scoliosis being the main symptom.  But it didn’t really reveal itself as an entity to be dealt with until I was in my 40’s.  That was when I thought I hurt my neck and shoulder planting a heavy hibiscus.  But this time was different…usually the chiropractor could adjust me and I’d be better again.  However, the pain and tightness in my neck and shoulder just continued to worsen and evolve, with movements and posturing beginning.   

      I found myself getting shuffled back and forth from chiropractor to orthopedic surgeon to neurologist.  They would do an exam, order a test, try a treatment, and still be baffled, so they’d send me back to the other specialist.  Finally, the neurologist sent me to a Movement Disorder Specialist who finally gave me the diagnosis of dystonia two years after my neck symptoms started. 

      Shortly afterward, my symptoms seem to spread to my leg.  After injecting my neck with Botox three times, the neurologists decided that the results of my injections weren’t very successful and that there were just too many muscles spasming to continue with Botox.  So they tried giving me stronger doses of some medications I had tried earlier with no success.  One of them, Clonazepam, worked for the longest period, about 1½ years, before I had to be weaned off it because it wasn’t working anymore.  

       A neurologist I was seeing sent me to Johns Hopkins Hospital in Baltimore to see a Movement Disorder Specialist.  He asked me psychological-type emotional, family history questions.   He filmed me walking.  After a short physical exam, he gave me his recommendations: Get the DYT1 gene test.

Get started with physical therapy.

Get weaned off of Clonazepam.

Go to a psychiatrist to be evaluated.  

       I did the first three, but I refused to go to a psychiatrist because I felt my symptoms were the result of a neurological disorder that had been with me all my life, and I didn’t have any emotional or psychological problems other than any normal person’s experience with occasional mild depression.  This was to me a physical problem, not a psychological one, and I deeply resented his insinuations and questions.  I realized this must be his standard way of evaluating dystonia patients.  

        When I returned to the neurologist who sent me, he read the report and insisted that I go to a neurologic psychologist.  I repeated to him that I didn’t need a psychologist and my problem was not “in my head,” and that it started with scoliosis when I was young.  He stated that he would not treat me again, or give me any Botox, unless I first agreed to be evaluated by the psychologist.  So I stopped going to him.

       I went for about 2 years without a neurologist.  Then I was referred to my present Movement Disorder Specialist, with whom I am very satisfied, and he finally gave me the diagnosis of Generalized Torsion Dystonia.   I don’t have DYT1 dystonia.  But I think one day they will discover I have some other dystonia gene.  

       There are no drugs that help my symptoms.  I have tried many different alternative therapy modalities over the past eleven years:

Chiropractic:  Worked great in my teens, 20’s, and 30’s.  Now I have too much arthritis in my neck and my muscles contract when touched.)

Potassium supplements:  Experimented with, keeping a daily log, actually helped symptoms for 3 weeks, then stopped.

Sphingolin:  This is an extract in capsule form made from Bovine Spinal Cords.  Read about this helping autistic children, so I thought it was worth a try.  This too helped for 3 weeks, then stopped working.

Chiropractic Neurologists: Wow, very “different” type of exams and treatments.  I went to two different ones.  The one I went to on a regular basis, had me squeeze hand exercise balls to stimulate my brain on the opposite side, and had me try to balance on a wobble board, and gave me a TENS unit.  

TENS unit: For me the TENS unit was ultimately unsuccessful due to the increasing number of muscles I had spasming.  I was constantly changing the batteries and developed a severe rash from the electrode pads.  They sell a special adhesive for those who develop a rash, but it never did stick well enough, so the pads were always falling off.

      Although it didn’t work for my generalized dystonia, it might be successful for those with cervical dystonia. You cannot use it in conjunction with Botox injections though.  So this is an idea to be discussed with your doctor if other methods aren’t working.

 Massage Therapy: Felt great but seemed to actually make the muscles tighten up even more within the short drive home.  Had to stop going.

Physical therapy with physical therapists: most of the exercises they gave me for my neck, range of movement and isometrics, were and still are very helpful.  Didn’t like or try some of the other more extreme exercises, such as hanging my head off a bed and trying to raise my head.

Over the door traction unit:  a chiropractor got me one of these units, thinking my problem was caused by my small bulging cervical disc.  To this day, I don’t know if using this ever made a difference one way or the other.  

*Aquatic personal training: I would very strongly advise any person with any type of dystonia try this.  Aquatic therapy is fantastic.  Exercising in the water, stretching, working with aquatic equipment for strength training, is so much easier than exercising on dry land.  The water keeps you buoyant, gives you some easy resistance, and feels great.  Especially if you can join a health club that has a heated pool that you can use throughout the year.

*Personal Training: Try to find a well-trained, experienced personal trainer who has preferably worked with neurological disorder clients before, even if they’ve only dealt with Parkinson’s patients.  A good personal trainer can be expensive, but if they can offer you some advice on how to keep your muscles in good shape, it will be well worth the money.  

*Stretching, light weight training, swimming, or water jogging, rolling on large exercise balls, walking on treadmills, using the elliptical crosstrainer machine, riding a stationary bike, and lots of other strengthening exercises you can do on the floor in your home…these are just some of the helpful and necessary tools I use on a daily basis to alleviate some of the pain and spasm I experience every day.  

Isometric exercises for the neck and arms work really well to strengthen the neck muscles and counteract the spasms.  

In short, my best advice for anyone with dystonia can be summed up in one word:  EXERCISE.  It keeps me going, so I keep it going.  Just remember to stretch before and after.  

Essentials I have on hand: 

Electric Massager

Heat/cold gelpacks

Heating Pad

Muscle cream/gel

Soft cervical collar

Velcro lumbar support

Exercise equipment I use:

1. Light hand weights

2.Wobble board (balance board): I stand on this and wobble side to side and back to front or just try to balance on it.  I also lie with it under my pelvis to help straighten out my lower back and I do pelvic tilts on it.

3. Styrofoam cylinder: for “foam rolling” or myofascial release.

Myofascial Release and Yamuna Ball Rolling are interesting to learn about.  I usually do foam rolling for my legs several times a day.

4. Theracane: cane shaped, with extra knob-shaped ends to press on knotted muscles until they “release.”  

5. Large inflatable exercise ball.  Great for stretching out the kinks in your spine.

6. Treadmill: regular walking is great for the whole body.

Extra note: 

It is very important that you find the most comfortable pillow and mattress that support your neck and back without causing discomfort.  Like Goldilocks, you’ll have to experiment to find the one that’s “just right” for you.  A good night’s sleep is essential to feeling your best during the day.

