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Note from Dee

As we head towards Christmas and the end of 2011 | would like to reflect on how far
forward we have moved as an organisation. We are now firmly ensconced (I hope) in
the minds of those that lead government agencies with whom we work
closely. Our budget is looking healthier due to the tireless efforts of the r’ ’
Board and staff negotiating with these agencies. We now need to o
ensure that this healthy state of affairs is maintained to guarantee
continued and improved services to the community.

HWA has worked indefatigably to ensure that we are now recognised
as a vital service to families v
only do we have the only Youth Workers in Australia but we are also
extremely fortunate to have The President of The International Huntingtons
Association leading our organisation. Congratulations to Ann on her recent
appointment at The World Congress.

-

In early January we will be mailing out a survey to everyone. This has been designed
with the help of Bankwest Market Research team. Thank you especially to Simon
Edwards and Sarah San for all their hard work. We would really appreciate everyone
in your household completing this survey to enable us to provide, improve and expand
the services you feel are necessary for your care and well being. If you do not receive
a survey by the end of January please contact me for a copy. We will compile the
results and publish them in the next newsletter along with action we will take as a
result of the responses provided.

| would like to acknowledge the support of Professor Lyn Beazley, the Chief Scientist.
Lyn, as always, gave a very inspiring presentation at the AGM and continues to be an
ardent supporter of HWA.

I n October we had a wonderful event at Tani a
approximately $4000 at one of the most beautiful gardens in Perth. Thank you to

Tania and Peter for sharing their garden with us. Thank you also to the wonderful

Hvalgaard ladies, Jenny, Alexis, Annaliese and Elizabeth for making and serving all

the delicious food for the day. Your scones were to die for Elizabeth.

Keep September 28" 2012 in your diaries for a major Golf Day at The Vines Resort in
support of Huntingtonbés WA organised by the

Also in October we held a Professional Development Day for Health Professionals in
Bunbury. The day was well attended and we would like to thank all the speakers for
their excellent presentations.

As the Day Centre continues to thrive we would like to extend an enormous thank you
to the MS Society for allowing us to use their premises each week. The Day Centre
has contributed to reducing soci al i sol ati on

Thank you to all the volunteers especially Denise, Marg and Barb for all their hard
work throughout 2011 and to Tony Baeli and Bob Williams for their fantastic help at
the Christmas picnic.

Finally | would like to wish you all a very happy and peaceful Christmas with family

and friends and may 2012 bring joy to your lives. ‘




L etter From the Board

Dear Members

Once again | have the privilege of serving another term as Chairperson of HWA, and I lool
forward to having the opportunity of continuing to work with my fellow Board Members,

who give so freely of their time and expertise to assist in dealing with the many challenge
facing organisations such as ours. Together with our Executive Director Dee and her staf
we are committed to working together in a professional and transparent manner, to achiey
the best outcomes for the Huntingtonds ¢

As we look back on 2011, it is rewarding that not only have we been able to maintain ou
level of community support, but have been able to build on some of the areas where we fe
more help was required. In this regard we have welcomed the addition of our Youth Liaisot
and Youth Development Officers and the much needed additional funding from the Healtl
Department.

In January you will receive a survey from HWA. While our organisation will not be perfect
for everyone, your input into this survey is vital so that we can monitor not only those area
people are happy with, but also any concerns that we may need to address.

Throughout 2011 our Contact West newsletter has endeavoured to keep you informed of ¢
the activities, research, events etc. tr
agree it has been a very busy and fruitful year. This is your organisation and we encourag
your participation and feedback whenever possible.

On behalf of the HWA Board we wish you a safe and peace
Christmas and continued hope in the New Year for mc
breakthroughs in Huntingt o]}

Ann Jones
Chairperson

.. Additional Resources

Introducingthel our n al of Hu n ta higl quality wnal Ehats e
gives equal weight to original research in basic science, translational researc
and clinical medicine in Huntingtor

o

For more information go tottp://www.iospress.nl/journal/journaf-huntingtonsdiseaseor

see the Research section of the HWA website.
-HD

For all the latest news on the EntbID Study including Timelines please refer
to the October 2011 Issue of Enroll-HD News - now available at www.enroll-hd.org



http://www.iospress.nl/journal/journal-of-huntingtons-disease/

The Club Getaway

We returned again to Mandurah for the
2011 HD getaway. An action packed few
days as usual. Tuesday was Melbourne
cup and we celebrated with a beautiful
lunch, an afternoon river cruise and in the
evening we went to the movies to see
ARThe Cupo a perfect

Wednesday saw a trip to the local
museum which was extremely interesting
and yet another beautiful lunch, all
rounded off with a trip to Peel Zoo (watch
out for the Galahs).

Thanks to Rensie Mathews, Sarah and
Toni from neurosciences and Jess for their
help. A special thanks to Felicity for all
her support on the getaway, not to
mention her beautiful hat!

Day Centre News

We are nearly at the end of another year,
which means the Day Centre at Beechboro
has been running for 2 years.

The group continues to grow in size and we
are always looking at new ways to develop
and change our activity programme.

In the last quarter we had a CHOGM day,
arts and crafts, movie day and to celebrate
a sk - e hEianieges SR uRERIgN.S N |

Our Christmas party is on Wednesday 14th
of December and this will be the last group
of the yearWe start back in January on

Weadpesdaylltk nd t he day.

Hope everyone has a great holiday!
Maggie Speirs




Tr av el

On the weekend of 12 and 13" of November the
GP group went to Mandurah for our retreat. We
stayed in the Mandurah Ocean Marina Chalets.
The first afternoon was spent relaxing and
catching up. We then walked down to have
dinner at Prontos. After some good food and
wine we walked back to the chalets where we
kept talking till late.

On the Saturday morning we made ourselves a
lovely cooked breakfast followed by a walk to
the new Marina for coffee and a look around
the shops. We then headed back for a bit of a
rest and relaxation before going out on a boat
cruise. The boat cruise was really
interesting.We saw lots of birds, big houses and
even two dolphins. We were served a great fish
& chips lunch on board. After the cruise some
people headed back for a rest while a few of us
went out to do more shopping in town. The
remainder of the afternoon was spent relaxing
and chatting. At dusk we went for a walk along
the foreshore followed by a yummy dinner at
Hans.

On Sunday we had another nice cooked
breakfast and then packed up before saying our
goodbyes. We also discussed the future of the
group and have come up with a new name for
the group, Athe Travel
fantastic weekend away.

A big thank you to Maggie
and Felicity for organising it.

Canot wait til

Erin Sidebottom

Volunteering Opportunity
Australia Day 26th January 2012

Carine Masters Swimming Club have advised that
Huntingtonds WA wil/| be the
2012 Australia Day Swim.

Jane Laws, Event Organiser :

AWe are really | ooking forwa
Day Swim and would welcome any involvement from
Huntington's on the day.

Our swim is held at Scarborough Beach with swimmers
gathering in front of the Scarboro Surf Life Saving Club
rooms from 6:30am on 26th January. The swim and
presentations are all completed by 10:30am allowing
people to enjoy other activities on Australia Day.

Huntington's WA will be the main beneficiary for the
2012 swim. We have made it possible for swimmers to
make an on-line donation to Huntington's when they
register. These monies will be added to any collected
on the day plus Carine Masters Swimming will make a
donation to Huntington's. We hope this will all add to a
nice substantial amount for you!

Details of the swim can be seen on our website:
WWW.carinemastersswimming.org.auo

Last year the swim attracted 425 participants and with
an event this size there are plenty of jobs for volunteers
particularly before the race. We are also able to have

| velunte@rs with collgcéion ting endhe beach to increase
awareness and raise additional funds.

So |l etbds support the Peaspl e
contact Nola at the Huntingt
your interest in volunteering at this event.



http://www.carinemastersswimming.org.au
http://www.carinemastersswimming.org.au/

