Truth about Tourettes - Not What you think
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It's impossible to navigate through Information and resources
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about Tourette's syndrome. And why 1 Have Tourette's But Tourette's Doesn't Have Me -
not? It's not exactly your ordinary An Emmy Award-winning HBO documentary in
medical affliction. Unfortunately, for  hich children talk about the difficulties and

most people, Tourette's is equated with mjsynderstandings surrounding having Tourette's.
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better public understanding, and
especially an end to the stigma that

surrounds this sometimes bizarre Myths and facts
disorder. Tourette's syndrome is mainly "that cursing thing."
Tourette's, a genetic affliction, is False Eight to nine people out of 10 who have
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characterized by two or more "motor  Tgurette's don't have cases pronounced enough to
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such as facial grimaces or moving the  ¢oprolalia.

head, neck or limbs in odd ways - and

at least one vocal tic, which is usually pegple with Tourette's can stop ticking if they really
little more than humming, grunting or  want to.

whistling. Onset usually comes by mid-

childhood, with severity of tics most  Ppartly true People with mild cases can hold off
frequently seen by age 10 or 12. In the  tjcking for a while, but must eventually tic later to
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As medical problems go, Tourette's is,
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the most minor imaginable thing to prognosis that includes a life of being shunned and
have. It's never fatal, and very rarely a evyen institutionalized.
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treatment or even getting a diagnosis
because they can live with the tics more
readily than bothering with highly
imperfect medications and their side
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It is a cruel coincidence that tics so
often peak just as children are entering
their middle school years. We all
remember how crucial it is to fit in at
that age, and having a noticeable case
of Tourette's can be a recipe for social
disaster.

Public understanding of Tourette's and
accommodations for schoolchildren
who have it are slowly improving.
There's still a long way to go; the freak-
show image, unfortunately, still
prevails overwhelmingly.

The blame for the warped perceptions lies overwhelmingly with the video media - the
Internet, movies and TV. If you search for "Tourette" on Google or YouTube, you'll get a
gazillion hits that almost invariably show the most outrageously extreme examples of motor
and vocal tics. Television, with notable exceptions such as Oprah, has sensationalized
Tourette's so badly, for so long, that it seems beyond hope that most people will ever know
the more prosaic truth.

Give the kids a break

Fascination with the most lurid aspect of anything is just human nature. At some point,
though, we can and should grow up and do better.

One of the best simple overviews yet of Tourette's came out in a 2005 HBO documentary, "I
Have Tourette's But Tourette's Doesn't Have Me." It won an Emmy for outstanding children's



programming, and for good reason: The kids in it talk poignantly about how painful it is not
only to have such an often annoying aftliction, but how badly people misunderstand it. These
children offer some of the most thoughtful and eloquent observations I've seen about not just
Tourette's, but basic respect for others.

And it's mainly kids who have Tourette's who are most in need of a break. For almost all the
rest of us, it's a harmless nothing burger of a condition. It's certainly not the main thing about
me, and it shouldn't be for anyone else either.

A friend once told me that one of the most profoundly wonderful things one human can do
for another is to understand. In a world so desperately lacking understanding in so many other
areas, I'm adding this small voice toward better public understanding of what Tourette's
syndrome is - or, at the very least, what it is not.
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