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An individual’s quality of life is dependent on their ability
to fully participate in. community life. Words, and the way
we communicate, profoundly influence acceptance and
participation. Language can empower individuals of can
reinforce unhelpful sterotypes.

Communication should be hased on respect. To ensure your
communication with and about people with a disability is
positive and inclusive please:

Put the person first, not their disability.

Please use "a person with SCA” or “a person who has SCA".

Avoid stereotypes and labels such as “the disabled”.

Statements which reinforce stereotypes and suggest that
everyone with SCA is the same may cause offence. It is also
important to remember that people do not “suffer” from SCA.
Other phrases that imply the same thing such as “a victim of"
or “afflicted by” should also be avoided.

Avoid using words and phrases that can
be demeaning.

People with SCA are not “special”, “poor” or “unfortunate”.
They are individuals who should be afforded the same dignity
and respect as everyone else.

By using appropriate terminology and encouraging others
to do the same, you are actively seeing the person first
and respecting their individuality as more important than
their disability.

“Be the change you want to see in the world”

“You may never know what results come
of your action, but if you do nothing there
will be no result”  Gandni

Support Us

If you wish to support us with a donation, please send to:

Spinocerebellar Ataxia Australia Inc.
PO BOX 115
Howlong, NSW 2643

We are registered with the tax department.
All donations over $2 are tax deductible.

Jane and Melissa

Website:  www.scars.org.au
Membership form : www.scars.org.au/forms/memberapp.doc

Support Group President:
Roger Thompson  +61 (03) 9762 2688

.

Secretary / Treasurer:
Ms. Marie Dunn
PO BOX 115, Howlong, NSW 2643

Secretary / Co-ordinator:
Ms. Jane Tombs
janetombs@ozemail.com.au
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Spinocerebellar Ataxia Australia Inc.

An organisation committed to supporting people
diagnosed with an Ataxia, their families and carers.

“Phvsical Coordination Condition”




[image: image2.jpg]Being diagnosed with Ataxia can be
overwhelming. Below are a few frequently
asked questions that can help you
understand Ataxia better.

The word “ataxia” comes from the Greek word “a taxis”,
meaning “without order or incoordination”. The word ataxia
means without coordination. People with ataxia have problems
with coordination because parts of the nervous system that
control movenfent and balance are affected. Ataxia may

affect the fingers, hands, arms, legs, body, speech and eye
movements. The word ataxia is often used to describe a
symptom of incoordination which can be associated with
infections, injuries, other diseases, or degenerative changes

in the central nervous system. Ataxia is also used to denote a
group of specific degenerative diseases of the nervous system
called the hereditary and sporadic ataxias, which is the primary
focus of Spinocerebellar Ataxia Australia Inc.

Spinocerebellar Ataxia occurs in approximately
6:100,000 Australians.

Diagnosis is based on a person’s medical history, family his-
tory, and a complete neurological evaluation including an MRI
scan of the brain. Various blood tests may be performed to rule
out other possible disorders which may present similar symp-
toms. Genetic blood tests are now available for some types of
hereditary Ataxia to confirm a diagnosis or as a predictive test
to determine if someone has inherited an Ataxia gene known
to affect other family members. Each child of a person known
to carry the disorder has a 50% chance of being diagnosed
with SCA.

Support is available to people who may wish to
access testing and genetic counselling services.

WWwWw.Scars.org.au

Mission Statement

To promote and support Spinocerebellar
Ataxia (SCA) in all forms and to lead the
quest for knowledge, diagnosis, treatment
and prevention of SCA with support from
communities worldwide.

What are Common Symptoms?

Symptoms and time of onset vary according to the type of Ataxia.
In fact, there are often variations even within the same family
with the same type of ataxia. Dominant Ataxia often begins in the
20s or 30s or even later in life. Sometimes Individuals may not
show symptoms until they are in their 60s. Sporadic Ataxia, more
difficult to diagnose, affects a large group of people usually in
adulthood who have no family history of the disease.

Typically balance & coordination are affected first.

Incoordination of hands; arms, and legs, and slurring of speech
are other common symptoms. Walking becomes difficult and

is characterized by walking with feet placed further apart to
compensate for poor balance. Impaired coordination of the arms
and hands affect a person's ability to perform tasks requiring fine
motor control such as writing and eating. Slow eye movements
can he seen in some form of ataxia. As time goes on, ataxia can
affect speech and swallowing.

Extreme care must be taken with any anaesthetics and
operations. The person with SCA may also notice signs or
symptoms such as — tremor, stiffness, spasticity, sleep disorder,
cold feet and sphincter disturbance to name a few. All people
with progressive neurological conditions are susceptible to
depressive iliness, moods and other psychological conditions.
Anti-depressants and counselling may be helpful.

The symptoms of Ataxia are often mistaken
as signs of drunkenness.

Misjudgement causes distress.

o
Midbrain VatngiC
Cerebellum

The cerebellum manages
coordination, while the midbrain
helps to control eye movement.

It is essential to have regular reviews for treating
symptoms with a multidisciplinary team which may
include Neurologists, Rehabilitation physicians,
Speech Therapists, Counsellors, Physiotherapists
for critical exercise, Occupational Therapists

for walking aids and home improvements,
Dieticians in conjunction with a General Practitioner.

The goal of treatment is to improve the Quality of Life
through education, timely involvement of other specialists
and medical treatment of specific symptoms.

Naturopathic, homeopathic and other natural remedies may
prove useful too. Although this is not evidence based.

We encourage you to visit our website for additional
information on Ataxia, online chat groups and more :
WWW.SCArs.org.au




