





Agnes at the ABC

It was an early morning start
on this crisp but sunny
Saturday morning in June.

My car heater was purring warmly
as | entered the Eastern Freeway at
Doncaster on the way to my
interview to talk about TS with Tracy
Bartram at the ABC studio on
Southbank Boulevard.

The interview was scheduled at 9.15.
Being the weekend, parking my car
did not create the usual headache.
Instead, | was able to pick from any
of the designated car parking bays
in front of the large imposing
building where the multitude of small
studios of the ABC is housed. The
place looked completely deserted,
there was not a soul in sight and |
wondered how | will be able to enter

the closed front door without the
required security swipe-card. To my
rescue came the security officer
whose sedentary Saturday morning
routine was interrupted by my
desperate and loud banging on the
glass door panel. After a few
seconds of animated verbal
exchange he graciously allowed me
to enter the building, pointing to the
next level and instructed me to take
a seat up there and wait for the
producer of the show who appeared
soon after. She quickly ushered me
into one the small studios and | got
introduced to Tracy a tall attractive
woman.

Tracy opened up the talk-back show
by telling listeners that a couple of
years ago her teenage son was
diagnosed with TS. My brief outline

of symptoms of TS followed,
touching on the diagnostic criteria
as well as medication used for
treating TS. As we continued talking
about the problems people living
with TS have to deal with in their
lives, Tracy opened up the
switchboard and the flashing lights
indicated several callers already on-
line waiting to be heard. Because
time was limited unfortunately only
the first four calls got through. Each
caller was a mother of sons
diagnosed with TS and not
surprisingly their stories had a ring
of similarity; each expressing the
importance of early diagnosis and
praised also the value and
usefulness of the free TS information
package they received from the TSA
office.



By Brad Lester

A SMILE spreads across
Rileagh McLean’s face when

he talks about snakes.

The Arawata boy’s research has
shown the black mamba is the most
aggressive snake in the world, the
reticulated python the longest, and
the most poisonous of all is the King
cobra.

The 10-year-old’s face beamns again
when he tells of the new lizard he is
getting as a friend for his red phase
bearded dragon, “Carmilla”,

Rileagh dreams of becoming a
herpetologist, a scientist specialising
in reptiles, and working at Currumbin
wildlife sanctuary in Queensland.

“I went there last year and loved
the way it was spaced out for all the
animals,” he said.

A boyhood aspiration it may be,
but this kid overcomes challenges ev-
ery day with the motivation required to
fulfil one’s goals.

Rileagh has Tourette syndrome,
a neurological disorder causing him
to experience days and nights filled
with up to six involuntary and repeti-
tive tics which leave him stressed and
exhausted.

Without warning, his head will flick
from side-to-side with a whiplash-like
sensation, often creaking his neck and
inflicting pain.

At other times, his eyes will squint,
his fingers clench and toes curl, and he
feels a pressing need to clear his throat.
To allow his toes to curl, Rileagh wears
size six shoes on his size four feet,

The tics must be heeded, otherwise
tension accumulates, and the tics, once
expressed, can last for up to half-an-
hour. The only escape is relaxation -
becoming totally immersed in a hobby
or secking a massage.

“When I get home from school, I'm
absolutely knackered,” Rileagh said.

According to the Tourette Syn-
drome Association of Victoria, the
condition is a neurological disorder,
distinguished by involuntary and re-
petitive tics, including repeating ob-
scene language.

But while swearing is often a
Tourctte stereotype  represented  in
the media, only five to 10 per cent of
Tourette sufferers do so.

“People should not pick on people
with Tourette,” Rileagh said.

The condition is caused by a chem-
ical abnormality that disrupts mes-
sages between nerve cells in parts of
the brain. While symptoms come and
go, they typically worsen during the
teenage years.

Tics can include eye rolling, facial
grimacing, finger tapping, foot drag-
ging, hair tossing, hand clenching, hit-
ting sclf/others and knee knocking.

Sufferers are also prone to bouts of
baiking, blowing, clicking, gasping,
grunting, snorting and throat clear-
ing. Tics can be caused by stress and
anxiety, fatigue, excitement, some TV
shows and computer games, preserva-
tives and negative thinking,

The cause remains unknown but
the association believes the condition
can be hereditary.

Rileagh used to rub his head on his
shoulder, causing blisters on his neck
and requiring his hair to be worn long
to reduce the pain.

“One time he fell out of a treec and
had to wear a neck brace and wasn’t
able to rub his head on his shoulder.
Stress can trigger the tics and falling
out of the tree did just that, so when
he finally took the brace off; he rubbed
his shoulder for half an hour,” mum
Leanne said.

Rileagh was initially misdiagnosed
as having Aftention Deficit Hyperac-
tivity Disorder, as kids with Tourette’s
are often hyperactive, full of energy
and obsessed with their interests. As
such, Obsessive Compulsive Disorder
is also often diagnosed.

“It’s not just like when we love
an interest. Rileagh will go into great
depth where he will look into every-
thing about the topic. You can ask him
questions about reptiles and he will be
able to tell you the answers,” Leanne
said.

He has been known to watch all six
Star Wars movies consecutively and
recite nearly entire episodes of cartoon
shows.

During a family holiday to Queen-
sland, Rileagh heard a recorded Chi-
nese translation and after just one
listen, was able to recite the passage
verbatim. His multilingual talent once
turned heads amongst Chinese shop-
pers in a supermarket.

And his amazing level of con-
centration has had musical benefits.
Rileagh has learnt to play a range of
tunes on the guitar, by ear.

“When he plays guitar, he has to
play all six songs he knows. 1t’s his
compulsion. Once he’s played all six.
he can relax,” Leanne said.

Living with a child or sibling with
Tourette’s is tiring for other family
members, but still their support does
not wane.
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The life of Rileagh
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Strong willed: Rileagh McLean, with his pet dragon
“Camilla”,may live with Tourette syndrome but he
doesn’t let the condition stop him from indulging
in his interests of reptiles, motorbikes and guitar.

Rileagh'’s sister Tayla, 14, testifies:
*“[ find it stressing when | see him sit-
ting there with his neck tic, watching
him in pain, trying to get it out. You
can’t give him any help; you just feel
useless.”

Rileagh came to grips with how his
life was to be after joining the Tourette
Syndrome Association of Victoria and
attending a social outing at Science-
works museum in Melbourne, with
other like children.

Surprisingly, there he met another
boy from Leongatha Primary, whom
Rileagh was not aware also had the
condition.

" “I was watching Rileagh’s face and
1 could see that he thought, ‘It’s okay,
there are other Tourette’s kids too’,”
Leanne said.

“On the way home, he burst into
tears and said ‘It’s the first time that I
felt okay with who [am’.

“The more we can get other kids,
teachers and the community undet-
standing about Tourette’s, the more
awareness about, the better.”

Reproduced with permission from “The Star”” Leongatha. 10th Feb 2009
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Anger Management
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reprinted from UK newsletter Tourettes Action Summer C9

This article is reprinted as there are many suggestions which may be helpful to our young sufferers.

On 28 March 2009, Tourettes Action held the
Research into Action conference in the
Welcome Centre in Coventry.

There was a separate programme for under 18s, where drama
teacher Sarah Lee and psycholagist Dr Tara Murphy led
sessions to get us thinking about how we deal with the tricky
situations that TS can present and how we can manage our
anger.

1]
We had a great group of young people there, who came up
with some fantastic ideas to deal with some of the problems
that TS can present. We decided to get their ideas on paper,
so that others can benefit irom their experiences and
suggesticns.

Dealing with TS

Here are some of the ideas thal were suggested:

Make sure your friends understand TS and are ready to stick
up for you if needed, or help you to explain what TSis.

Mermorise a handy phrase to explain TS, so that it rolls off your
tongue easily when you need it.

Camouflage the tics that tend to get you into trouble. You
could pretend you are coughing, or make a different
movement to distract people, for example.

You could carry a card that explains what TS is.

Make sure your teachers know about TS. You could bring in

-, information for any teachers that don't get it. Bring in a book or
get some leaflets from your Tourette Syndrome Association.

Don't wait for new teachers to misunderstand tics, but tell them
at the start of the lesson. [§ you are getling a hard time from a
teacher, tell your parents, or another member of school staff.

Use deep breathing or massage to help relax mind and
muscles.

Remember that if someone is giving you grief, it's they that
have the problem.

If ok else fails, remove yourself from the situation.

How does anger feel?

We talked about anger - how it feels and what effect it has on
us and those around us.

We also talked about the consequernices of getting angry and
losing control. Losing conirol of anger can have many negative
consequences. If we want to get anger under control, it's
important ihat we are able to recognise it early.

We talked about what parts of the body feel different when you
get angry. The group listed all these signs:

headache jaw clenches butterflies in your stomach
pupils dilate breathing fast feel sick

crying hands clench tics worsen

eyes hurt heart beats fast legs stiffen

face goes red sweating stamp feet

Stopping the volcano

We talked about all these feelings building up until anger
explodes - like a volcano. We discussed how you might be
able o stop the lava from over-flowing.

Pressure builds up inside a volcano until it erupts, causing lava
to burst out and damage everything it fouches.

How couid we release the pressure thal anger creates without
letting our lava do its damage?

The group came up with the following ideas:

do some exercise (eg go for a run)

take some deep breaths

count to 10

use a punch bag

punch a pillow

listen to music

get away from the situation

think about the consequences of getting angry

challenge negative thoughts - find a thought that calms you or
cancels out the bad feeling

The group had some great ideas for thoughts you couid
concentrate on. Picture yourself in that situation. What
thoughts might calm you down?

TSAA Online Forum access for TSA of Vic members

Members of the TSA of Victoria can now sign up to access the online forum recently set up by the TSAA (TSA
Australia) Please contact the TSA of Victoria office by email tourettes@mssociety.com.au stating your fult name
as registered with the TSA of Victoria. Information regarding access 1o the website address will be forwarded 1o
you by reply email as soon as possible. An annual membership payment of $10 via Paypal (adminisiration
costs for TSAA) will then allow access to the online forum.
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