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continued on page 5

TSA: We’ve featured individuals in a wide 
variety of professions. You are our fi rst 
“Washington insider.” Please tell us a little 
about your career.

J.M.: My title is Associate General Coun-
sel, which means I have multiple roles and 
meet with general counsel around the world 
to talk about employment issues, intellec-
tual property and more. I put a face on the 
Association, speaking in front of groups of 
high level professionals—and I’m the guy 
with TS! I’m a very public person and it’s 
funny. TS is not what you’d put on a list for 
public speakers, but I’m very comfortable 
being a public person.

TSA: Th e impact of TS varies from person 
to person. What do you think the eff ect has 
been on your life?

J.M.: From a professional standpoint, I 
think in some ways it (TS) drove me. I 
didn’t want to be inhibited, so it made me 
more social. Th e running joke around the 
offi  ce is that wherever I go—across the 
country and around the world—I meet 
people I know. I think TS has made me 
more outgoing and more compassionate, 
because I realize what it’s like to be misun-
derstood. It helps in relating to people. Th e 
result of being mistreated is that I wanted 
to try to treat people fairly and the majority 
of the time I think I succeed in being under-
standing. Th ose skills help me in my career.

I remember going through a lot of 
testing to fi nd out what was wrong with me. 
Early on, all the professionals—the people 
who were supposed to be the smartest 
people in their work—didn’t take the time 
to explain anything to me. Th e impression 
was, unless you communicate with your 
patients what good are you? Having been 
mistreated and having been teased, I don’t 

want to treat people that way. I’ve had 
people tell me I need to be meaner! 

Some people say that with TS, you 
should avoid stress in the choice of a profes-
sion, but that’s not exactly what I did. But 
it’s not a law fi rm situation. I have long 
hours, but I don’t have to bill hours, I just 
have to get my work done and I can aff ord 
to help people in need. I have time to do pro 
bono immigration work and other volunteer 
work. It’s pretty exciting.

TSA: When were you were diagnosed?

J.M.: I was 14. It took seven years because 
of the lack of education among doctors. 
People said I should be institutionalized. 
Th ey even sent my parents into marriage 
counseling. My parents thought it was 
their fault. Instead of saying, I don’t know, 
the doctors all had their own answers—all 
wrong. But they couldn’t admit they didn’t 
know what was wrong. 

Ironically, it was my mother that con-
tacted the NIH. Th rough her own research 
she realized I had TS and contacted them 
and found out they were doing a study. She 
just forced her way in. I’m hardheaded and I 
get it from her. I think the diagnosis period 
is still too long.

TSA: What about your family? What did 
they do?

J.M.: Th ey tried everything. I’m the old-
est and I have two brothers and one sister. 
We’re a pretty tight family. My sister is a 
teacher in Washington, DC. She also has 
TS and is nine years younger than me. She 
was diagnosed because I was diagnosed. My 
brothers both have traits, mild ones, almost 
unnoticeable unless they are really stressed 
out. It became apparent in one brother 
when he started running his own company. 
He was already in his thirties with a wife 
and small children.

TSA: What about school?

J.M.: Academically I didn’t start out very 
well, but in college I got better. Th ey didn’t 

know what to do 
with me and they 
didn’t expect much of me. Th ings I enjoyed 
I learned really well so I realized I had the 
abilty to learn things. At one point they 
stuck me in what had been a janitor’s closet. 
Th at was my special ed reading room. Th ey 
weren’t sure if I needed special ed; they 
weren’t sure if I needed special help. After a 
while they put me back into the classroom 
and I ended up working on my own and 
excelling in English. I got my degree in 
English and went on to teach it in Japan.

In high school at one point, I was very 
reclusive but overcame it. I don’t have acting 
experience, but I’ve been told that actors are 
like that—shy. For whatever reason, I was 
lucky enough to fi gure out that the people 
who were being mean to me had bigger 
problems than I did. Part of me looked at 
that and said, “get on with it.” You can’t get 
a refund, can’t get a new body. TS became a 
challenge. A lot of my friends say I’m hard-
headed, but I like the word “resilient.”

TSA: Stress has a big impact on people 
with TS. Do you do anything to help allevi-
ate your stress?

J.M.: Fatigue gets me down and stress 
makes it tough for me. I’m good at dealing 
with a lot of things at once—fi nishing up 
contracts that need to be done, redoing an 
apartment I’m renting out, a million things 
at once. I once joined a tennis league that 
started at 10 p.m. and was playing tennis at 
midnight because that was the only time I 
could. By doing a lot of things, so many dif-
ferent things, like putting up dry wall and 
carpentry, it may seem crazy but it works 
for me. 

I read on the Metro on my way to 
work. It lessens the frequency of my tics 
and people don’t stare at me on the train. 
In New York it seems more normal to be 
abnormal, but I continually realize that if I 
didn’t know about TS I’d probably look too. 
It’s like a car wreck—you look, but you don’t 
have to pull your car over and stare at it.

If You Are Moving . . . or are receiv-
ing duplicate copies of this Newslet-
ter— please let us know so that we can 
update our mailing list. To update, we 
need both your old and new addresses.

is an attorney at the Association of Corporate Counsel in Washington, DC, an organization that 
represents in-house counsels at more than 8,000 corporations in 53 countries. He has taught 
English in Japan, and with a knack for stumbling into historic events, witnessed the death of 
Emperor Hirohito and was in China during the Tiananmen Square massacre.
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For those interested in learning more about 
CBIT, read Tic Disorders, Trichotillomania, 
and Other Repetitive Behavior Disorders: 
Behavioral Approaches to Analysis and Treat-
ment edited by Douglas W. Woods and 
Raymond G. Miltenberger. Inspired by the 
ground breaking work of Nathan Azrin, a 
pioneer in the development of behavioral 
technology for the treatment of a wide 
variety of psychological and behavioral dis-
orders, the editors provide a comprehensive 
description of tic disorders with an empha-
sis on behavioral assessment and detailed 
step-by-step treatment. Both innovative 
and recent research on the analysis and 
treatment of these disorders is presented. 
Published by: Kluwer Academic Publishers, 
www.wkap.nl, $212.00. 
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TSA/CDC PARTNERSHIP UPDATE

I also work out and sports have always 
been important. I come from a big sports 
family. I played football in college—my 
father and my brothers did, too. It was a 
great way to bond but it was also more of 
an identity. I’m on the softball team from 
Senator Frist’s offi  ce and I also play rugby. 
But I’ll be retiring soon. Some of the players 
are fi fteen or sixteen years younger than me. 
I think I’m destined for the old guys team. 
My days might be in the past, but I try to 
stay in shape. 

Th e cover story of the Spring 2005 issue of this newsletter described 
the new and exciting partnership between TSA and the Centers for 
Disease Control (CDC). Th e Medical Education component of the 
program has already been launched with successful programs pre-
sented in Miami, Florida; Birmingham, Alabama; Tucson, Arizona; 
and Albuquerque, New Mexico. Current and upcoming conference 
sites include medical centers in Los Angeles and San Diego, Cali-
fornia; Anchorage, Alaska; St. Louis, Missouri; Billings, Montana; 
Baltimore, Maryland; Nashville, Tennessee; Hershey, Pennsylvania 
and Warwick, Rhode Island.

Expert physicians from TSA’s Medical Advisory Board have 
held audiences of medical professionals in rapt attention as they 
discussed topics related to the diagnosis and treatment of TS. 

Physicians who participate receive a comprehensive package 
featuring nine current and classic medical articles about TS on 
CD and fi ve compelling videos on DVD. Included is a version of 
A Teacher Looks at Tourette Syndrome with Susan Conners as well 
as those with valuable information on both the diagnosis and 
treatment of TS from the clinician’s viewpoint. Participants are 
also encouraged to apply for inclusion in the TSA Physician 
Referral List.

As part of the Tourette Syndrome Association’s commitment 
to continuing the education of physicians and other health care 
providers, we will soon post additional medical education materi-
als on our website. For more information about the TSA/CDC 
Medical Education Partnership, visit: http://tsa-usa.org.

TSA: Some media presentations of TS are 
better than others. What do you think of 
the media’s role in increasing awareness?

J.M.: Th ey always focus on the extreme 
cases, so the media coverage is mixed. It’s 
good that people are aware, that people have 
heard of it. But they may be aware while 
having misconceptions. Th ey’re aware it 
exists, but the media isn’t very informative.

TSA: Any advice for kids with TS?

2005 Car Sweepstakes Winner
The winning car sweepstakes ticket was pulled on Monday, February 28 in Pawtucket, Rhode Island. 

Congratulations to TSA member, Meredith Preuss of Irondale, Alabama, now the proud owner of a brand new Mercedes C320.

J.M.: Life’s not perfect, but you live with it. 
Choose things you want to pursue. Every-
one has diff erent things—music, literature, 
things that help a kid focus. I wasn’t just 
the kid who made funny noises—I was the 
football player who made funny noises.

I’m not saying anything new, but you 
learn to be a friend and you have friends. 
I still have a friend from when I was eight 
years old. And my rugby team is a nice 
group of guys who’ve recognized that I can’t 
help the tics—they take me for who I am. 

Children with TS or chronic motor/vocal tics are needed for a Comprehensive Behavioral 
Intervention (CBIT) or Psychoeducation w/Supportive Th erapy (PST) study. Eligible 
youngsters (9 to 17 years old) and their families will be asked to attend between 12 and 
14 weekly visits at one of the university sites listed below. 

ELIGIBILITY — A preliminary phone interview will be conducted to see whether your 
child fi ts the required subject profi le. Th ose that do will be given a full diagnostic evalua-
tion before being randomly assigned to either a Comprehensive Behavioral Intervention 
(CBIT) or Psychoeducation w/Supportive Th erapy (PST) study group. 

LOCATION — If you live within a reasonable distance from one of these three sites and 
are able to attend weekly visits please contact one of these study coordinators:

Th e University of California, Los Angeles: Brian Buzzella—310-825-0122 
Johns Hopkins University, Baltimore: Hayden Kepley, Ph.D.—410-614-4236
Th e University of Wisconsin, Milwaukee: Mike Himle, M.S.—414-229-2830

CHILDREN NEEDED TO PARTICIPATE


