
The Freedom Ride for Dystonia: To Raise Money and Awareness and Help Find a Cure 

 "I'm organizing a fundraising ride for dystonia." Now if I only had a dime for 

each time I've said that during the last six months, my fundraiser would be a guaranteed 

success. 

 The Freedom Ride for Dystonia will take place on Saturday, May 2 at Old Glory 

Harley Davidson in Laurel. The event is geared toward motorcyclists, but any two- to 

four-wheeled motor vehicle may participate. It will be a poker run, which involves 

pulling playing cards when you register, at three stops along the route (running about 67 

miles, mostly through Howard County) and upon your arrival back at the dealership. The 

registrant with the best hand wins a $250 grand prize. The first 100 registrants also get a 

free event T-shirt. But that's not all. 

 The ride will be followed by an event, featuring lots of food from local 

restaurants, live music, vendors, door prizes and raffles. Attendees can pay a reduced 

price for the event only. And all event attendees can buy additional poker hands after the 

ride. 

 All proceeds will go to the Dystonia Medical Research Foundation. You've heard 

of dystonia, right? Okay, chances are you haven't, but don't feel alone. Many medical 

professionals I've talked to haven't heard of dystonia, even though it's the third most-

common movement disorder after Parkinson's Disease and essential tremor. It affects 

more than 300,000 people in North America. Currently, it has no cure. 

 I'd never heard of dystonia, either. Not until I got it. 



 Dystonia is the kind of disorder that's hard to describe in simple terms. To start 

with, I'll quote the description from the Dystonia Medical Research Foundation's 

(DMRF's) Web site: "Dystonia is a movement disorder that causes the muscles to contract 

and spasm involuntarily. The neurological mechanism that makes muscles relax when 

they are not in use does not function properly. Opposing muscles often contract 

simultaneously as if they are 'competing' for control of a body part. The involuntary 

muscle contractions force the body into repetitive and often twisting movements as well 

as awkward, irregular postures." 

 That's a basic definition, but what it doesn't tell you is that dystonia can affect 

various parts of the body—including the hand, foot, neck, jaw, eyes or vocal chords—or 

the entire body. People can be born with the problem or it can develop, for no apparent 

reason, later in life. (They still don't know why.) Dystonia can also be brought on by use 

of certain medications or as the secondary effect of a head injury or stroke. My dystonia 

was caused by a stroke in November 2004—a stroke that affected my left side. I 

completely recovered from that due to overall excellent health (the stroke truly was a 

fluke) and timely treatment with a clot-busting drug. However, several months later in the 

spring of 2005, I noticed my left hand and foot involuntarily clenching. And they haven't 

stopped since. 

 When I talk to others with this problem, words such as "relentless" and "tiring" 

often come up. Because dystonia is relentless. It keeps right on affecting you and just 

never stops—like a weird form of medieval torture. And always clenching one's muscles 

and fighting to maintain control of the simplest body movements—the kind we normally 



take for granted—gets exhausting after a while. Even people who suffer the problem in 

their vocal chords (such as NPR radio interviewer Diane Rehm) say this disorder wears 

them out. 

 Oh, and when your muscles pull and spasm in directions they weren't intended to 

go, it hurts. So dystonia can be painful, on top of everything else. 

 I'm telling you all this not so you'll say, "Oh, poor Debbi." Actually, my condition 

usually goes unnoticed and I try not to draw attention to it. (Dystonia sufferers use what 

are called "tricks" or techniques to minimize the effects of the condition when they can.) 

Nobody wants to be thought of as disabled. 

 I'm coming clean about this for three main reasons. First, to make people more 

aware of dystonia. Second, to urge you to appreciate your health and abilities, because 

they can change in a heartbeat (literally, in my case). Third, to explain why I'm 

organizing the fundraiser. 

 When I developed dystonia, it shocked me how few people knew what it was. On 

top of that, the treatments developed are far from perfect. And when I think of the people 

who suffer this condition even worse than I do, it breaks my heart. 

 I wondered, what can I do to change this? 

 Then it just came to me. I'm an organized person and I could organize a 

fundraiser. The poker run concept was my husband's idea. He's got a bike and has done 

many poker runs. He put me in touch with people who knew how to set these rides up. 

And the folks at DMRF helped me figure out things like budgeting and how to find 

sponsors, plus they've provided all kinds of support. The learning curve was slightly 



intimidating at first, but it didn't take that long for me to get the hang of what I needed to 

do. Then I put together fliers and started talking about the ride with anyone who would 

listen. 

 So, for anyone who'd like to help out a really great cause, please mark May 2 on 

your calendar as the day to attend the Freedom Ride for Dystonia.


