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President’'s Message

A very exciting couple of months.

Tel: (03) 8341
PO Hearkille,3052

GENETIC SUPPORT NETWORK OF VICTORIA

We have had a very exciting couple
of months since | last put pen to pa-
per (or fingers to computer). The
Annual General Meeting in July, the
first of our seminar series in August
and involvement in the National Ap-
proach to Public Health Genetics
discussion paper. | will fill you in on
all of these events as they all hold
great significance in the life of the
GSNV.

We were very
lucky to have
Rhonda Galbally

who is the
currently the
Managing
Director of the
Australian

International
Health Institute.
Rhonda gave us
a fascinating
insight into the history of many sup-
port groups in Australia and the need
for many groups to reinvent them-
selves over a 10-year period. She
was also able to offer some sugges-
tions regarding areas for funding
outside government. Rhonda im-
pressed upon us the need to ensure
the GSNV has a strong voice in the
future of genetic discussion on a
medical, educational, political and
community level and ways in which
we can work with other groups to
make this a reality.

-

: honda Galbally
/ sbeakina at the AGN

It was truly inspirational to hear a
woman who has had such a great
history in the health sector in Austra-
lia and learn from her experiences in
order to further the GSNV’s quest for
consumer representation.

The first of our seminars was held in
August. The Presentation Skills
Seminar included many tips and
techniques around organising your
ideas, planning a persuasive presen-
tation and several delivery skills to
help with any discussion or presenta-
tion that is appropriate for your group
or as an individual. We explored the
way many larger not-for-profit organi-
sations have been successful in their
fundraising endeavours, why some
fail and the possibilities for smaller
support groups to take advantage of
the Internet boom. The seminar was
practically based and the feedback
from the participants was very posi-
tive. | can’t say too much more as |
was running the show!

These seminars are for you
and your members. Please
give us feedback on anything
to do with them, whether it is
a problem with the time or
day, the topics are not inter-
esting or you would like fur-
ther information as the
GSNV wants to ensure we
provide really useful learning
skills.

Views expresscu vy contributors are not neeeswaisi§d by the membership of the GSNV. dmforesatited in this newsletter is intende
for general purposes only. No responsibilyteddaoy the GSNV or its committee for the afdnfiaeyation contained within the articles
this newsletter.



Recently Mardi Versteegen reported from the
Genetic Advisory Group, about a new discus-
sion paper the state government is putting to-
gether. The paper entitled A National Approach
to Public Health Genetics — Discussion Paper,
will raise issues that are in urgent need of dis-
cussion around medical genetics, legal issues
and the community. Initially there was a work-
ing party meeting where a very embryonic dis-
cussion paper outlined in dot point form the is-
sues that were to be included in the final pa-
per. The GSNV then had a very short time to
add comment to these points. The next meet-
ing which included representatives from the
GSNV, Department of Human Services, the
Victorian Clinical Genetic Services, Melbourne
University and the Walter and Eliza Hall Insti-
tute discussed the process by which the paper
will be developed.

The process will proceed thus — Paper put out
again for further discussion amongst working
party members to be returned by the 18" Sep-
tember to the DHS. A further meeting of the
working party in late September will finalise
ideas. A meeting including invited profession-
als in the health care, medical and government
areas from all states and territories in order to
workshop the paper and issues will eventuate
on the 25™ October. The final document will go
to the National Public Health Partnership
committee, which will auspice the paper and
decide on how to move forward.

This does sound like a long and drawn out
procedure, but it is in fact the first move to-
wards establishing a National approach to the
genetic issues we currently face. This is really
exciting as the GSNV has an opportunity to
voice concerns and issues. We will also dem-
onstrate the importance of consumer and
community involvement. | urge those inter-
ested to contact Caroline ASAP with any ideas
or issues you would like us to include.

Finally | would like to thank all those who were
on the committee particularly Tim Curran, who
worked hard to set up the accounts for the
GSNV and was our inaugural Treasurer, Mardi
Vertsteegen our Vice President and GAG rep-
resentative and Tony McDonald who is always
there to help. The new representatives and
committee members will be working from a
very strong base built
by the hard work of
the first GSNV com-
mittee. | would also
like to thank Caroline
for her hard work,
commitment and
humour.

| look forward to the
next year which judg-
ing by the last will be
very exciting.

Dani Blanden
President
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Down Syndrome Association of Victoria
An introduction by Tony McDonald

The Down Syndrome Association of Victoria
Inc. is pleased to be a member of the Genetic
Support Network of Victoria, and thought that it
would be a good thing to share a little about
ourselves with our sister groups.

Our history goes back 21 years when about 15
parents of children with Down syndrome who
were basically under 5 years of age got to-
gether to find support, information and encour-
agement because at that time these things did
not exist.

Over the ensuing years we have grown and
developed into a state-wide association of
about 700 people able to link together people
who have like needs. We also have contact
with similar associations in the other States
and Territories of Australia as well as with in-
ternational groups.

Our first and most basic aim has never
changed — to provide that needed understand-
ing, support, information and encouragement
to people with Down syndrome and their fami-
lies, and we do this in a variety of ways. We
also promote in every way possible improve-
ments in the quality of life of people with Down
syndrome, and work to ensure that these peo-
ple have every assistance to enable them to
reach the potential of which they are capable.
In addition we endeavour to stimulate the in-
terest and awareness of the community as to
the needs and abilities of people with Down
syndrome.

We offer:

- Personal support for parents, especially
when a new baby is born, through a trained
parent support group.

After hours telephone support service.
Regional contact networks and coffee
groups.

Information for parents, professionals, stu-
dents and other interested people.
Information forums covering a wide range
of topics.

Speakers to groups wanting to know more
about Down syndrome.

Communication camps in conjunction with
Latrobe University.

Encouragement of, and keeping up-to-date
with, current research, both medical and
educational.

Information for teachers who have a child
with Down syndrome in the classroom.
Represents the needs of people with Down
syndrome to government and community
areas.

Interpreter service available on request.

A staffed office offering personal assistance
and information.

Library facilities for members,
books, videos, kits, journals etc.
Access to world-wide information through
international journals and the internet.
Website: http://www.dsav.asn.au

including

Web Watch

The world wide web is such a
vast sea of information for us to
surf, it can be difficult to know
where to start. Here are some
great sites from around the
world featuring Down
syndrome.

Down Syndrome Associations...

Down Syndrome Association of Victoria
http://www.dsav.asn.net

Down Syndrome Association of SA
http://www.downssa.mtx.net

Down Syndrome Association of Qld
http://www.uqg.net.au/~zzdsa

Genetic Support Network of Victoriglod® Royal Children’s Hospital
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Down Syndrome Association of NSW
http://www.hartingdale.com.au/~dsansw

Down Syndrome Association of WA
http://www.dsawa.asn.au

National Down Syndrome Society (USA)
http://www.ndss.org

Down Syndrome Association (UK)
http://www.dsa-uk.com
Contains over 200 pages of information.

Canadian Down Syndrome Society
http://www.cdss.ca
Features some gorgeous photos.

Japan
http://infofarm.cc.affrc.go.jp/~momotani/dowjl-e.html
It's worth the time to type in this long address:
you'll find an even longer list of links for various
Down syndrome topics throughout the world!

Something Different...

Jane Cameron

http://www.janecameron.com

This colourful site contains beautiful artwork
and poetry by a woman with Down syndrome.
| highly recommend a visit to brighten your
day!

Dare to be Different
http://humber.northnet.org/lindsay

Lindsay Donohue is a fourth grader who has
written a book called “Dare to be Different”
about her brother who has Down syndrome.

Beyond the Myths
http://www.museum.wa.gov.au/downs

This is an exhibition, which uses photographs
to dispel the common myths about Down syn-
drome. The photos are beautiful and very in-
sightful.

Count Us In

http://brugold.com/count.html

Jason Kingsley and Mitchell Levitz are two ac-
complished and energetic young adults who
have written a book describing their experience
of growing up with Down syndrome.

What is Down Syndrome?

“Down syndrome” (named after the English
physician, Dr Langdon Down, who first docu-
mented the characteristics of Down syndrome
in 1866) is one of the most common genetic
birth conditions. In fact one baby in every 600-
700 births has Down syndrome. It actually
happens at the time of conception and is due
to a biological mistake in the distribution of
chromosomes. We know how this occurs, but
we don’t know the reason why.

Normally each cell of the body should contain
46 chromosomes arranged in pairs, but in this
case there are three copies of chromosome 21
instead of the usual pair, resulting in 47 chro-
mosomes in each cell. Our chromosomes are
our gene carriers and are the blueprints for the
body’s development. This extra gene material
upsets the gene balance and so affects the
way the baby develops in the womb. There-
fore it is not surprising that we can find minor

deviations in every part of the body. This pat-
tern of bodily characteristics is usually easily
recognisable at birth and allows a doctor to
make a diagnosis at that time. This can then
be confirmed by a blood test.

One of the commonest features of Down syn-
drome is low muscle tone, and often specific
facial characteristics are apparent, although
the baby certainly resembles his or her par-
ents. Certain abnormalities of the heart and
intestinal tract may be present, but these are
detectable by doctors in the first few days of
life and most often can be treated.

To parents, the feature of most concern for the
future is an element of intellectual delay. It is
no more possible, however, to give a precise
statement about the future potential of a child
with Down syndrome than it is to give such a
statement for any other child. The range of
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achievement for people with Down syndrome
varies with each individual as it does for any
other person, and people with Down syndrome
are much more like any other person than they
are different.

With the opportunities, knowledge, stimulation,
encouragement, social opportunities and posi-
tive support available today, the future of the
child with Down syndrome is brighter than ever

range of abilities and capabilities, can contrib-
ute much as a valuable member of both his
family and of society in general.

We are fighting to forge attitudes in society so
that people with Down syndrome will be ac-
cepted for who they are, and thereby offered a
status which observes their rights and privi-
leges as citizens and preserves their human
dignity.

before. This person, who has such a wide
If we can be of any assistance to you or anyoneythamight know,
or if you could be of assistance to us, you willdflus at
Down Syndrome Association of Victoria Inc.
494 High Street
Northcote 3070
Tel: (03) 9486-2377
http://www.dsav.asn.au
. )
Co-ordinator’'s Report
\lj\lietorrx:grgaag”e”c!l {0 survive our second I attendgd a Di.sability, Chronic Illqess
e Y e and Living Seminar that was organised

introduction of the GST — well so far
so good!!

The last four months have been very
hectic but I'll give you the highlights,
from my perspective anyway!

Justin  Nix, from the Marfan
Association of Victoria, and myself teamed up
to give a presentation on “Living with a Genetic
Condition” at the Murdoch Children’s Research
Institute’s Friday morning Seminar. This pres-
entation was prompted by one of the scientists
who expressed a desire to hear from some
“real people” about their lives. By popular de-
mand the GSNV has had a request to do it all
again, with different speakers, on 24™ Novem-
ber. | hope to make this an ongoing event so if
you're interested in providing your perspective
you would be very welcome.

by the Australian International Health
Instittute and was held at the YWCA. It
was a day full of much discussion,
laughter (thanks to an amusing hypo-
thetical) and opinion sharing! The main
focus of the day was the launch of the
ICIDH2 document, which changes the
focus to the external environment, activity limi-
tations and participation barriers rather than
focussing on the medical model of classifica-
tion. This day also provided many invaluable
networking opportunities.

On Saturday 26" August we hosted our first
seminar in the series on Presentation Skills.
The GSNV President, Dani Blanden, skilfully
conducted the day and the feedback has been
very positive. The plan is to run another one of
these session in 2001.

The National Conference for Infertility Counsel-
lors was held here in Melbourne and | was in-
vited to give a presentation on the important

Genetic Support Network of Victdri&lo@® Royal Children’s Hospital
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role support groups can play for infertility
counsellors. It provided lots of feed for thought
from both perspectives.

The Charcot-Marie-Tooth(CMT) Support Group
held a meeting of their members that focussed
on some of the issues faced by people living
with CMT. A very informative presentation was
provided by an occupational therapist from the
Independent Living Centre.

Short Statured People of Australia recently
hosted their International Convention at Ruth-
erford Park near Ballarat. Margaret Sahhar
Social Worker at the VCGS, and | made the
trip up to present on the day. | co-facilitated a
group discussion with young adults which
raised many issues but focussed on the issues
of employment, societal attitudes and genetic
counselling.

The GSNV had a stand at the Next Step Expo
which was expertly co-ordinated by the Asso-
ciation for Children with a Disability. It was a

very positive day for the GSNV as a group as
many people who had never heard of us be-
fore were able to make contact. We also at-
tracted approx.100 new people to our mailing
list.

On a personal note , my highlight was being
selected to carry the Paralympic Torch which |
will be doing on the 5™ October. (Photos in the
next edition)

See you for our next BUMPER Christmas edi-
tion!!

Every good wish,

Caroline Bowditch
Genetic Support Co-ordinator

Phone: (03) 8341 6315

Fax: (03) 8341 6390

Email: gsnv@murdoch.rch.unimelb.edu.au
Currently in office: Mondays, Wednesdays and
Thursday AM

Introducing...
Tony and Rohan McDonald

Tony is the proud mother of Rohan, 26, who
has Down syndrome and Eisenmenger's syn-
drome. She represents the Down Syndrome
Association of Victoria, of which she is a foun-
dation member.

Tony has recently been re-elected as the
GSNV Secretary, her second term in this posi-
tion.

The Seed

A Poem by Donna Lourensz
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This is a poem | wrote when and while my chil- Beau died in my arms at the age of three and a

dren were dying. half (10/2/94 to 14/9/97). | was holding Imo-

Whil ication in the phvsical gen’s hands and kneeling beside her when she
e our communication In the physical sense died at the age of two and 10mths (21/4/95 to

constantly changed due to the disease it never 28/2/98)

changed or silenced the communication ex- '

pressed in our hearts. The poem is about our time together.

Our time together is always.

We are planting a seed in each other.
| am planting a seed for you and you are planting a seed for me.
We plant these seeds with love.
The seed is safe and secure and surrounded by what it needs to grow.

So they grow and grow stronger, because they were planted by love
and are continually given what they need to grow and truly develop, to their full potential.

When they reach this potential, behold a beautiful bloom.
The flower that has been created is now free to dance in the wind and feel the loving rays of the sun.
Then some would say, “but flowers don't last forever they wilt and die.”

But we know better because at the moment of full bloom,
full development it is appreciated not taken for granted.

It is loved for the seed it was, and the growth it had made, and the flower it now is.
We cut the flower at this precise moment, so it can be preserved.
We give each other the flower.

It is a symbol of beauty, love, growth and spirit we have given to each other,
which will continue no matter how far apart we are.

Because it is ours forever.
Why?
Because it is!
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1 Taking Drugs at School —
18 your help needed!!!
& Does anyone know of any support groups the
& ) Ist to assist young children in coping with hav
& & > & % take medication while there are at school?
3

& & If so, could you please contact Caroline at the Genet
& Network of Victoria on (03) 8341 6315. Any assistant
greatly appreciated!!

S

GSNYV Diary

Each newsletter we will publish a calendar of upcoming events such as, AGMs, seminars, conven-
tions, social days, etc. If you or your group would like us to include details of your event please con-
tact Caroline Bowditch at the Genetic Support Network of Victoria on Ph. (03) 8341 6315.

October

Wednesday 18"  Paralympic Games Sydney

— Sunday 29th

Thursday 19th Down Syndrome Association of Victoria Cinema, Hawthorn  7.45pm
AGM Campus, Uni. Of

Melbourne. Level 2
442 Auburn road

Guest Speaker: Prof. Bob Williamson

Hawthorn
Melways Ref:59e2
Saturday 28" Inaugural Mitochondrial Support Group 10" Floor, Royal 2pm —
Meeting Children’s Hospital 5pm
Sunday 29™ Disability Matters Forum Nicholas Hall, 148  2.30pm
Lonsdale Street, -4.30pm
Melbourne
November
Saturday 11" &  Australian Intersex Conference 10" Floor, Royal
Sunday 12" Children’s Hospital
Thursday 16" Sexuality, Good Health and all the Dallas Brooks Hall 9.30am
rest....Familiy Planning Victoria Unzipped -9.30pm
Sunday 25™ Marfan Christmas 2000 Formal Ball Plaza Ballroom, 7.30pm

Regent Theatre

Genetic Support Network of Victori&lot® Royal Children’s Hospital FlemindtoR&kaille 3052 (03)8341-
6315



December

Sunday 3rd International Day of People with a Disability

Genetic Support Network of Victori&lot® Royal Children’s Hospital FlemindtoR&kaille 3052 (03)8341-
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