Additional Dystonia Stories :

Dianne’s Story

Hi Beka,

 

I read your recent story accounting how your precious canine companion has provided you with a sense of therapy in dealing with your dystonia.  Your story caught my attention because I trained my own dog (also a "rescued mutt") to be an assistance dog.  I was diagnosed with CD back in 1994, at the age of 37 - was diagnosed early, treated with Botox and was fortunate to experience a 75% remisssion from most of my symptoms for several years.  I worked on and off up until the year 2000 when I found that even 15 hours of work per week was too much for me.

 

During my "partial remission" years I fostered, then adopted a medium-sized beagle/lab/doby/shepherd/border collie/who knows what? A mixed breed male dog during a lag between jobs.  I wanted to do something productive with my time so volunteered with an all-breed rescue group and my job was to foster "Bandit".   Within a few months I bonded with the dog and knew we were meant to be together forever.  I went back to work part time and in my leisure time while playing with Bandit realized he had a genuine knack for scent work and within a month or 2 we were training with a K9 Search and Rescue group who utilized search dogs to find lost people. I had found my love, my passion in life in SAR training.  I was able to participate in this passion for about 15 months and then my CD reared its ugliness again and I had to quit both the part time job and my canine SAR training.  I was suicidal at this time but managed to pull thru--only because of my dog Bandit (and the wonderful support of my husband).

 

Bandit missed his job and I missed having a productive mission in life so my new job became to train Bandit for a "new" job--to become my Assistance Dog.  Bandit was not the typical SAR dog, nor is he by any means the typical Assistance Dog (most being Retreivers/Labs), but we did it together and within about 15 months he was recognized by both the state and our county Animal Control as my Assistance Dog.  I was never able to return to work (it's been 6 years now) but I would be lost without Bandit.  He is my physical, mental and emotional motivator and helps me to maintain an "altered" lifestyle.  Bandit is only 35 pounds and not tall enough to provide physical balance for me, but he helps in many other ways including alerting the public I encounter that my disorder is of physical nature and that I am not walking funny because I am drunk, on drugs or emotionally disturbed.  So, you could say he removes that fear of public misconception about dystonia.  He also carries things for me, picks things up I drop (most times I don't even know I drop them), takes objects from me to another person and many other useful tasks.

 

A few years back one of the dystonia support newsletters mentioned using service dogs for folks with dystonia but other than that, there is a void of how useful dogs can be for helping those suffering the movement disorder.  Your little story about your canine helper reminded me that there is much, much room for publicity, education and training of assistance dogs for dystonia sufferers.  So many of us could benefit from a canine companion helping to mitigate our physical and emotional symptoms.  Honestly Beka, I am one of those CD folks who would not even go out of my house alone if not for my canine companion.  I wonder how many others who are shut in and could be brought back to life with an assistance dog by their side?

 

I wish I could get my hands on the article a few years back in the dystonia support newsletter--to find out what assistance dog training organization was training their dogs for dystonia clients.  Bandit is now going on 9 years old and is slowing down some; I know he will not be able to work with me more than 2 years or so.  I considered training another dog for myself, but although the passion and skill is still deep within me, the stamina is gone.  I know the waiting list for assistance dogs for the blind and other handicapped persons is about 2 - 3 years.  For dystonia population it may be even longer--if groups are still working with these clients?

 

If I could somehow boost public awareness and generate interest in the use of assistance dogs for our group I would gladly do so, but I am not the outgoing and confident speaker that you are.  I am highly motivated but hide from the spotlight.  I would do just about anything to help others with dystonia get connected to an assistance dog but would not know where to start or how--especially with my shyness.  I have considered volunteering with one of the guide dog training facilities in my area but find that both are too far for me to drive so have mostly given up on that idea.  I was hoping to be a puppy raiser and provide my training skills while educating the group about dystonia.  So I had pretty much given up--then I saw your story in the October newsletter and was again motivated to connect canines to dystonia folk.

 

So here I sit/type---wondering what is my part in this movement?   How can I get the ball rolling?   Is this "my" part as a dystonia sufferer/spokesperson to bring dogs and our group together?  What can I do?

 

Dianne Broussard

k9srangels@verizon.net

 

Bodie’s Story

My dystonia gives me painful spasms which contort my feet at night. It used to wake me up sometimes 5 - 6 times a night.  I would jump out of bed, stand up and try to make my weight press the feet into normal position.  It took sometimes ten minutes to do this, and the pain remained excruciating until the spasms suddenly disappeared.

 

The Dystonia Clinic at Massachusetts General examined me last year and said the trouble was not in my basal ganglia, but at the muscle level and has to do with muscle nutrition.  I should drink two glasses of tomato juice a day for the antioxidants, and eat one banana for the potassium.  This really worked but the tomato is a bladder irritant and I promptly got urinary incontinence from too much tomato use.

 

I have found the answer, however, and I would like to pass it along for anyone who may have the same type of dystonia:  I take 30 mg of Lycopene - gel caps purchased from Annie Kay's Whole Foods Store.  THIS TOTALLY PREVENTS MY DYSTONIA SPASMS!   If one eats enough foods containing antioxidants I am sure one would get the same benefit, but I am not able to eat enough foods containing antioxidants, and the Lycopene does the job perfectly.  When I fail to take the Lycopene for a couple of days the spasms come right back.  I hope this helps someone else.  

 

Bodie Morey

Carol’s Story with Dystonia

Beka, 

 

I. I have been diagnosed with Cervical Dystonia since Jan.04, however I had symptoms for several years prior.  They included my tongue hurting a few times and my head twisting to the left  when lying on my back.  It went away upon arising for several years. I have some more information. about my experiences with anesthesia and anti-nausea medications if you want to know about it----they may have contirbuted to "causing" dystonia.  Who knows ? No one has told me otherwise. 

 

2. Medications.---300mg. Lamectil daily, and 1 and 1 half of 5 mg. Valium.  It took a long time to work up to 3 tabs a day.  Increasing the daily doses made me nervous.  I thought  the Valium was supposed  to help muscles relax , I really don't know, but kept taking it.  My neurologist said the Lamectil is more of a mood medication and anti-depressants might make the dystonia worse.  At this point the meds are just now making me feel "dopey." I wish I had stopped the Valium a long ago, but I thought it was to help muscles relax.  Who knows ? Again no one has told me otherwise ?

3. I do take Botox treatments with varying results.  Last year, I had many months of actually feeling "normal" My only problem is my head continues to turn when walking and front of neck gets tight until I stop and relax my shoulders. I can "chew put my reading glasses ends in the corner of my mouth and it helps to walk.  After all, it is a movement disorder, duh! And a useful sensory trick.

The dystonia isn't apparent, right now, to others except those who know. I say right now because the "stuff" has a mind of its own and can change.

I intended only to write a little about meds and how long the dystonia has been around, but I get carried away with the entire scenerio. 

Good news to share about taking Bio-Feed-Back training from a psychologist who is CERTIFED to teach it. If you aren't familiar with the process, I'll try to explain it a briefly as I can the way he does it.

 1. Wires are attached with tape similar to EKG tapes to an EMG machine (like the botox machine) except-no needles

2. Lay on recliner and be VERY STILL to keep the machine quiet.  If you twitch a muscle it makes a sound. The sounds are recorded on a device like the EKG machine and results with a printout.  This session takes about an hour.  I had 4 sessions and they were a miracle!!!  I practiced until I could relax my body at will.

This is a powerful tool, dystonia tells my muscles to contract.  Now I can tell my muscles to RELAX.

Hope this tool can help others. Sometimes it doesn't. I think the results depend on the teacher.

 

Hope this information helps someone else.  If you want to know more, let me know.  I think the more we know how individual get and deal with the disorder the better.

Sincerely,

Carol Harwell

