David’s Story :

I have had lingual dystonia now for several years. Lingual dystonia affects my ability to speak, and I lose control of my tongue and jaw muscles, making any form of speech difficult and sometimes painful. I have practiced Nichiren Buddhism for over 18 years, and my daily practice includes chanting a mantra every day. In 1999 I began noticing difficulty pronouncing the mantra correctly. I thought nothing of it, but over time it became more and more difficult. The only thing that would help would be to put a tooth pick in my mouth, or to chew gum. 

 

This went on for many months and then one morning, I woke up and I couldn't speak without extreme difficulty - experiencing the same spasms and twisting of my tongue. Of course it was extremely embarrassing and frustrating. My tongue would thrust forward and my speech became garbled. We all need clear speech, and as a financial advisor, my speech impediment made things even worse. People wondered if I had had a stroke, and others were as embarrassed as I was. I began to empathize with other people with physical handicaps. People do treat us differently when we have an obvious handicap or movement disorder.

 

 At this point I became very worried and began consulting various doctors. No one knew what my condition was being caused by. I spent almost a year visiting dozens of different doctors and therapists in various fields but nothing seemed to help. Eventually, after much research on the Internet, I figured out what my condition might be, and consulted with a neurologist for confirmation. I had lingual dystonia. There is no known cure, and the only medication that seems to help at all is Botox injections (into my tongue), and Artane, which reduces the spasms somewhat. I have to say that my Buddhist practice helped me tremendously. I know that I could have easily slipped into depression and hopelessness, but Buddhism is a very optimistic philosophy and I remained hopeful that there had to be a way to overcome my dystonia (More info on Buddhism at www.sgi-usa.org)

 

Now, four years later I have begun to see a light at the end of the tunnel. I began seeing a vocal coach and am retraining myself to speak correctly. When used in conjunction with Botox shots, I am beginning to regain the use of my muscles. There is a school of thought that we can retrain the brain to move our muscles correctly - that our brains are flexible and can learn new ways of doing things. Although it takes patience and repetition, I have noticed quite an improvement in my speech. I am optimistic that I can regain normal speech and can overcome this very debilitating condition. I hope my experience can help others too.
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