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And now for TS involvement in our wider COMMUNITY .. ...
Come to: VIVA! 2006
Saturday, 18 November
1—-8pm
Princes Gardens, Malvern Road, Prahran

VIVA! is a celebration of our culturally rich and diverse community.

Princes Gardens will come alive with a wonderful range of music, entertainment and
international cuisine when the City of Stonnington hosts VIVA! 2006.

This year's event will feature a new World Music Program on the main stage as well as a smaller
intimate Community Performance Stage.

Main Stage highlights include ‘Traditional Welcome’ from Wurundjeri Elder Joy Murphy,
followed by Indigenous performers ‘Bunjil’, Eastern European Jewish band ‘Klezmeritis’,
traditional Middle Eastern performers ‘Western Thrace Turkish Choir’, infectious cajun sounds
of @ydeco Jump®upbeat Latin band ‘Zingaro’ and contemporary music from South American
group ‘InkaMarka’. There will also be appearances by bellydancers and special performances
from the Bollywood genre, followed by a big Brazilian style finale from dynamic percussion and
dance group @umbarumba®

Traditional cuisine will be available from Stonnington’s Turkish, Hungarian, Latin American,
Greek, Chinese, and Russian communities. And there will be a range of free activities for all the
family, including face painting, an animal farm, painting workshops, puppet making with
Polyglot Theatre Company, Christmas decoration workshops, soccer demonstrations together
with an array of information and community group stalls.

The Prahran Skate Park and vert ramp will also host the VIVA! Skate Competition featuring
skateboarding demonstrations and competitions with give-aways on offer.

For further details visit www.stonnington.vic.gov.au/events or contact 8290 1231.

Support our auxiliary and the community by joining us at

'Free Festive Fun for all the Family!

Volunteers needed to help out on the fund-raising bag stall for the Auxiliary!
Always fun and an opportunity to be in the centre of it all!

Please call Marie on 9572 0534 ASAP
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JOURNAL ABSTRACT
RECENT PUBLI CATI ONS

Aut hors: Sutton EJ. Young J. Mlnerney-Leo A Bondy CA. Gol |l ust
SE. Bi esecker BB

Institution: National Human Genome Research Institute and the Nati ona
Institute of Child Health and Human Devel opnent, National Institutes of
Heal t h, Bet hesda, NMD 20892-1852, USA

Title: Truth-telling and Turner Syndrome: the inportance of diagnostic
di scl osure.

Source: Journal of Pediatrics. 148(1):102-7, 2006 Jan

Abstract:

OBJECTIVE: A targeted analysis with transcript data from previ ous
research was designed to study the perceived effects of secret-keeping on
i ndi viduals with Turner syndrome (TS).

STUDY DESIGN: G rls and wonen (n = 97) and 21 parents participated in the
initial interview study. Transcripts were coded and anal yzed for
constructs related to secret-keeping.

RESULTS: Thirty percent of participants spontaneously mnentioned that
their health care providers (HCP) or parents had withheld all or part of
their TS diagnosis. O those, 15 individuals were not informed of the
infertility conmponent of their diagnosis. Individuals reporting secret-
keeping were nore likely to have had a negative perception of the health
care provider’s role in the disclosure process conpared with those
partici pants who did not report that a secret had been kept (P < .025).

CONCLUSI ON: The preval ence of secret-keeping within this sanple

popul ati on suggests it is likely an existing concern in the greater TS
popul ation. How health care providers disclose a TS diagnosis may affect
whet her secrets are kept. Conversely, secret-keeping may result in a
negati ve di scl osure experience. These observations suggest the need for
interventions ainmed at hel ping health care providers disclose health-
related information to parents and their children in a tinely, caring,
and sensitive manner.

(Open discussion is generally appreciated anongst famly where there is
a feeling of safety, shared hopes and cl oseness. However sonetines this
is especially difficult among fam |y nenbers because of different
coping styles, fearing of upsetting people, or nmaking the issues nore
pronounced than famly wish themto be. “Labelling’ a person’s
condition can al so have many neanings to different people and tends to
incite certain perception and expectations. Disclosure continues to be
a sensitive topic for wonmen of TS of all ages. Marie)



gsomething to challenge, support, assist or share with everyone.

EThe National Conference in Brisbane was truly a major event full of information, stories,
'resources and ideas. Twelve proud delegates, several wearing the new navy polo shirts listened
 attentively, took copious notes, aptly represented the VTSA at the arduous national Conference

| in Brisbane between 30™ June and 2™ July.

i The lectures and workshops were excellent summaries of the latest trends in management. As
+ always, most of the learning occurred through sharing experiences, talking with old friends,

' making new ones, and spending a few hours focussing on the issues — good, bad and

| complicated.

i DIGITAL STORY-TELLING WORKSHOP (November 1 — 3) is coming soon and a wonderful

: DVD personal and educational resource will be presented at its launch in early 2007. Many

' thanks to Jeannine for this inspiration and for being the driving force behind this mammoth
 project.

| Auxiliary fund-raising events continue thick and fast, with every contribution appreciated. The

tauxiliary is making possible the digital story-telling, the Walk, and your help on the ‘Viva’ event as

' well is requested.

' The A.G.M. is fast-approaching, and one of the themes this year will be feedback on the
| Research project “Psychological well-being and sexual self-esteem in women with TS” by
i Rebecca Ward-Smith. Research is most important as it is the only formal way of gathering
tinformation that will increase knowledae and improve manaagement and quality of life for tho

\D Some time ago a focus group met with Elisabeth Loughlin, Social Worker from RCH, to
discuss attitudes to infertility for a chapter she was writing for a book entitled ‘Sexuality
and Fertility Issues in Ill Health and Disability’. Her chapter discusses the attitudes of
teenagers and young women to their infertility, and the circumstances and context in
which it is raised. She draws from her long experience especially in creative arts therapy
as well as in ‘talking’ therapy. It touches on body image, social issues, and how attitudes
can vary over time. This sensitive and discerning work goes a long way in exploring such
important issues. Thank you Elizabeth for your efforts and outstanding result. If members

N

TS WALK FOR AWARENESS — NOT TO BE MISSED !!

Bring your friends, family, neighbours, colleagues...............

| This exciting inaugural event will be held from 11 am on November 26 at Albert Park Lake.

1 Our subcommittee (especially Lucy and Jeannine) has been industrious drawing on a
inumber of resources from the wider community. We thank the Apple and Pear Board and
ithe City of Port Phillip for their support. A full list of sponsors will be acknowledged on
‘the day.

i Come for company, fitness, healthy food and beverages.

tSurprises galore for all the family.

I12n nnlina far fiill Aataile and tn ranictar wnanar tiirnarcevindrama Aarn an

are interested to read the chapter, please contact me for further details. J



GSNV Awareness Day By Gabi Guaran

A VTSA team Ann Marie, Karlene and | represented your Association at a GSNV (Genetic Support
Network Victoria) initiative held on the 4™ July at Federation Square.

We shared a table with the Marfan Association, one of whom kindly took our photo. After laying out
a display of leaflets, posters and balloons we eagerly awaited enquiries from passers by. Two
people are a student the CAE approached us for information. The student, who was studying for
her Certificate IV in Community Services, took some newsletters to distribute in class. Whilst Ann-
Marie and | networked with other associates of the GSN, Karlene held the fort. Participating in the
day, reinforced to me that ‘outreach’ or awareness is also about building a rapport with other
organisations, finding out what information and services they provide as well as letting them know
who you are and what the VTSA has to offer.

| really enjoyed the day immensely. It only took a few hours of my time and although we were only
approached by two members of the public it was serendipitous that we were there. See Karlene’s
view for more.

WASN'T IT GOOD THAT WE WERE THERE! Karlene Lynch

The VTSA was happy to be involved in the GSNV awareness day at Federation Square on the 4"
July. I met a woman who had been caring a heavy burden (alone, on her shoulders, not able to
speak of her trouble) for many years. We had a long conversation and when she was on her way |
felt that talking to her had been very helpful. Just the sharing of experiences and distress, and
listening to others can be so positive and helpful to lots of people. Issues about TS can cause pain
at many stages of life. | was very glad | was in the city on that particular day.



A-Z LIST OF THINGSTO IMPROVE
WELL-BEING

ACCEPTANCE and tolerance of others can work
like atonic to the whole system
BE on your own or woth others — whatever works
best
CRISISMANAGEMENT TOOLS. Have aong
chat with afriend or colleague over a cup of tea.
DANCE with someone or on your own.
EXPLORE local parks, galleries and public spaces
on your own or with afriend.
FRIENDSHIPS and intimacy can giv eerngy and
support.
GARDENING>>>Plant something and watch it
grow.
HEALTHY outlook —we all need it.
IMAGINATION...imagine activities that are not
part of your routine.
JOIN aclub or activity group.
KINDNESS..simple acts of kindness can work like
atonic.
LIBRARIES fro reading, listening and talking.
MUSIC...music,music! Listen or play.
NEIGHBOURS...how well do you know the people
that live on your street? Say hello to your
neighbours.
OUTDOORS...Check out how to get to your nearest
beach, park, river or forest.
PARTICIPATION...involvement in your
communitycan do wonders for you and others.
QUIET times are important too.
READING...the bedtime story and being read to
does everybody good.
SOCIAL connection.
TOUBLES are part of life. Talk them over with a
friend.
UNDER pressure and unsure? Talking it over isa
good starting point.
VOLUNTEER..lend a hand and get involved.
WALKING...alone or with others, organised walks
or roaming free.
X-ERCISE goodwill..with yourself and others
Y OGA for some, meditation for others.
ZEST...with laughter and co-operation you'll have
more zest in your day. GSNV Newsletter 2003

TS Awareness 2006-
Digital Storytelling

Workshop.
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TIF|T|IR|IA|M|G]|H N Z|L|O|V|IE|S
O/H| X|Y|T|Z|B|O A|XIB|B|F|S|T
Z/PIE/IHIF|IO|X|A|I|T|F|E|R|O|P|H
C/IE|PI E|TIOW|H|Y|/H|]Y|S|E|O|L]|O
OIN|IE|L|S|IT|IH|E|N|A|B|IT|W|D|A|M
M NIEIB{H|IA|RIE|{NJA|X|E|O|S|A
MIE|IDIHISIE|A|F|{U|N|L|Y|R|S|H|S
O|TIE|NIE|GIN|G|I |[N|JL|S|H|E|L|L
NI F|Il | TIL|IGIO|/P|GIHIE|L|I |[X|K|W
W|O|T|Q|L|H|E|L|P|Y|E|IN|S|I|L|E
EIGIW|U|Y|H|X|L|K|IW|DIP|A|U|S|E
A|/GIDIE|INIA{W|A|I HIK|IO/lH|A|V]|E
LIYIQ|J|O|L|H|T|T|E|G|P|G|S|I|T
TIE|A|C/IH|IL|IA|E|E|N|R|E|D]I L
HIBIE|IA|ICIH|T|S|IU/ N|IN|J]Y|D|A|Y]|S
2 Letter 3 Letter 4 Letter 5 Letter 6 Letter
TO TOW TRAM HELIX NATHAN
SO TWO SELL SHELL THOMAS
IT PEN HELP FOGGY BREWER
IN HEN BALL PAUSE ENISLE
AT TEN HALL SUNNY REDIAL
ME BEN WHEN BEACH SPLASH
GO ARE WOOL TEACH

SIT HAVE

WHAT DAYS

FUN LATE

QUE KITE
BIG WORD
COMMONWEALTH

FIND THISSENTENCE
THE SHAGGY DOG LOVESHELEN BEST, THEN FOOD.



