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PRESIDENT’S MESSAGE
Hey AusDoCC Families,
Firstly, I would like to thank all those who attended our
very successful Connections 2017 conference. We have
had some wonderful feedback. Surveys have been sent
out and we would appreciate 10 mins of your time to
complete them
We are currently preparing for our 3rd Disorders of the
Corpus Callosum International Awareness Day and we
will be having a few meet ups coming. Keep an eye out
in our events calendar.
With a couple of committee members losing loved ones
recently please take the time to appreciate each other.
Argue less and love more.
On a happier note our lovely committee member,
Melissa and her hubby, Chris, welcomed their third
child, a son, "Bertram Peter".
Wishing you all a healthy winter.
Peace,
Kristina
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COMMITTEE MESSAGES

• Membership information
We have great news for you!
We are approaching June 30 already. Can you believe it? That is the time that our annual
membership renewals are usually due but we are changing our membership system. All
memberships will be ongoing after an initial application and joining fee of $20 which, as a
past or current member, you have already paid.
Members have voting rights, receive quarterly newsletters and discounts for some events
and merchandise. You also add strength and volume to our advocacy voice to create better
outcomes for everyone affected by a disorder of the corpus callosum.
All future memberships will be individual. The current ongoing membership will be in your
name, as the person who first made the written application. Any other family members
(over the age of 18), who wish to have their own membership, will need to apply
individually with the ‘once only’ joining fee of $20 and then their membership will also be
ongoing. This can be done at: http://www.ausdocc.org.au
Maree Maxfield

• Meet the committee
EXECUTIVE
Kristina (Tin) Coburn
Western Australia
President

Maree Maxfield
Victoria
Secretary

Niki Harrison
Victoria
Vice President

Maja Palacios
Western Australia
Treasurer

GENERAL COMMITTEE
Abbie Kinniburgh
Victoria

Michael Shanahan
Queensland

Anna Uther
New South Wales

Melissa Bowden
New Zealand

John Jonker
New South Wales

Tanya Smith
New South Wales
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CONNECTIONS 2017 OVERVIEW
On the weekend of 6 and 7 May 2017, over 200 people converged in Melbourne for the
second AusDoCC conference, Connections 2017. The conference brought together
individuals and families affected by corpus callosum disorders from around Australia and
New Zealand. The conference was the culmination of over a year of planning by the
AusDoCC committee.
The conference combined presentations from world leading scientists and researchers who
shared the results of their latest research into callosal disorders, and a range of related
topics including epilepsy and autism. Medical experts with an interest in DCCs also
presented from a range experiences including genetics, paediatrics, neurology, radiology
and neuropsychiatry. A large number of therapists, covering both traditional and evolving
therapies, along with nurses, supporting professionals, parents of children with DCCs and
adults with DCCs also presented sessions over the two day programme. In total, over 50
speakers participated.
The conference also sought to provide attendees with the opportunity to meet others who
are facing similar challenges, to share knowledge, experience and hardships and to develop
friendships and supports that could sustain us on what can be a challenging and sometimes
lonely journey. A dedicated adults programme provided adults with DCCs with a rare and
unique opportunity to spend time together, and access to professionals in an intimate and
friendly environment.
Children with DCCs and their siblings were also catered for with two dedicated children's
programmes. Young children were cared for experienced child care providers, and older
children accessed a children’s programme provided by Purple Soup. The Purple Soup
programme provided two days of activities designed to give our DCC children a unique
opportunity to spend time with other children or siblings of children with DCCs.
The difficulty of running a conference of this magnitude cannot be underestimated, both in
terms of the organization required, and of the funding needed. The AusDoCC committee is
a mix of Adults with a DCC, their partners, and parents of children with DCCs. We are
spread across Australia and New Zealand, and we undertake our committee work by email
and online meetings. We all juggle other family and work commitments. Funding an
organization like ours is extremely difficult. We rely on the generous fundraising efforts of
our members and our committee. The fees charged to conference attendees only covered a
small portion of the total costs of the conference, so fundraising is an ongoing struggle for
our organization. The fact that the conference came together so well is a testament to
the dedication of the committee. We are proud of the benefits the conference delivered
our AusDoCC family, and we thank our attendees for your enthusiasm, empathy and
generosity in sharing your experiences with others.
Melissa Bowden
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THANKYOU
We would also like to acknowledge the contribution of our major sponsors ($200+), without
whom the conference could not have happened. Big thanks all our other supporters who
made donations of money and goods, bought lucky tickets and made silent auction bids.
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ADULTS with a DCC

I attended Connections 2017 as an adult with a DCC, along with my partner & mother. I
didn't know what to expect, and did not really know anyone else there, apart from a couple of
people I had met over a coffee, once before, so was both nervous and excited as the
conference drew closer. As adults with a DCC, we had our own program at the conference,
focusing on our needs.
The first part of the day, on day 1 was focused on tertiary education and employment,
followed by a talk about the NDIS. The main thing I remember from that is to insist on face to
face planning meetings, and the analogy that the NDIS is a like plane that is being built,
flown, repaired and serviced simultaneously. The afternoon for the adults saw friendships
start to develop, as we were away from the hotel, out for lunch and to ArtVo, an interactive
art gallery of 3D paintings where the viewer participates in the picture.
Day 2 was, for me, the best day (aside from the social outing). This was the day we could
hear from the professionals whose professional interest is in DCC and ask whatever
questions we had. The speakers took all our questions in their stride and were quite happy
to answer, or admit if they didn't know the answer. Day 2, also saw a panel session, where
those adults who wanted to, could answer questions from other conference attendees. A few
of the younger adults were on that panel and it was great to see just how well they did, some
speaking publicly for the first time.
I came away, having made new friends (not something I find easy) and having a bit more of
an idea of where I fit, within the DCC community.
Anna Uther
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FACES OF AUSDOCC
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WHATS GOING ON IN YOUR AREA

•
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WHATS GOING ON IN YOUR AREA
QUEENSLAND FAMILIES
Meetup details:

BBQ at Raby Bay Foreshore Park
Please bring a plate if you like
15 July 10.30 am
Raby Bay, Cleveland
2 mins drive from Cleveland train station
RSVP by 8 July to michaelshanahan15@hotmail.com
VICTORIAN ADULTS
Meetup details:
27th August 2017
Bulldogs V’s Hawks AFL Game
Further details to be confirmed
RSVP: info@ausdocc.org.au

VICTORIAN FAMILIES
Meetup details:
18th July 2017
at 12pm
Langwarrin Pub
220 Cranbourne-Frankston Rd,
Langwarrin
RSVP: info@ausdocc.org.au

NORTHERN NSW/GOLD COAST FAMILIES
Meetup details:
8th July 2017
at 11am
Macadamia Castle
419 Hinterland Way,
Knockrow
RSVP: info@ausdocc.org.au
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FEATURE ARTICLE

Australian Brain Initiative: Cracking the Brain’s Code,
Neuroengineering Australia’s Future
Understanding the human brain is one of the greatest challenges of our time. A global revolution in
fundamental and integrative brain sciences, ICT, machine learning, bioengineering and
neurotechnologies are catalysing a global revolution in our ability to understand, intervene and
interface with the brain in ways that hold the promise of unprecedented advances in the treatment
of neurological and mental health disorders, approaches to education and neurotech-based
industries.
Many countries recognise that cracking the brain’s code will bring an influx of new and advanced
technologies that will transform the way we live. Now is the time for Australia to join the revolution.
The Australian Brain Initiative will
•
•
•
•

globally lead advances in the understanding of brain function
create advanced industries
identify the causes and develop treatments for debilitating brain disorders
produce high-impact transdisciplinary collaborations that will increase our
understanding of the brain to produce social, health and economic outcomes for all
Australians.

Despite the brain’s staggering complexity, Australia has a long and distinguished record of
achievements in the behavioural and neurosciences alongside our capabilities in linking technology
and the brain. This places us on the cusp of a new era of brain science; one that will transform our
understanding of behaviour and learning, illness and disease and lead to revolutionary high-tech
industries based on neurotechnology.
With enormous progress having already been made in visualising networks of brain cells and linking
their activity with cognition and behaviour, our ability to apply our knowledge of the brain’s function
in a much broader context has never been this advanced.
Even our limited understanding of how the brain encodes, stores and retrieves information provides
a state-of-the-art platform for developing computational methodologies including neural network
modelling, machine learning, artificial intelligence, robotics, and brain machine interfaces that allow
thought-controlled prosthetics.
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But imagine what we could achieve if we built on this knowledge, and cracked the brain’s code.
The possibilities are enormous and far-reaching: from targeted treatments of brain disorders, to
more effective ways to educate our children and grandchildren, evidence-based methods to
enhance productivity in the workforce, and revolutionary industries based on innovative
neurotechnologies.
If we fail to make this strategic national investment into the brain sciences, there is a real risk that
Australia will be left behind while the rest of the world takes advantage of the commercial, medical,
social and electronic advances that will be based on brain research.
It’s vital for our future prosperity that we acknowledge that understanding the brain is a platform
for transformation.
Professor Linda Richards
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AUSDOCC PATRON

At our recent Connections 2017 conference, AusDoCC made a very special presentation to a
most significant person, who has had the strongest belief in us. She has helped us climb
mountains, overcome obstacles that we thought were too hard and supported us from the
beginning. She restored our faith in ourselves and once we realised that it wasn't a smooth
ride we rolled up our sleeves and got stuck into it. We planted a seed, watered it well and
grew it into a sapling. It continues to thrive.
We are humbled by this amazing person’s connection with us and her willingness to always
respond to our requests no matter how trivial they probably seem. We hold her in the
highest regard, offer our utmost respect and adore the fact that one of the greatest brains
in our country is so accessible to us and makes us feel so valued and worthy. We are where
we are today because of your support, Linda Richards and we have the honour of selecting
you to be our first patron of AusDoCC.
Our roots are strong and the sapling is ready to grow into a tree. Like a tree we add another
ring to our trunk each year and our branches are ready to spread. We thank you for being
our patron and as the wording says and we affectionately refer to you behind closed doors,
our Fairy Godmother. Thank you for the magic you bring to so many lives.
Maree Maxfield
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EDNA’S FAMILY PAGE
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EDNA’S FAMILY PAGE

1. What is blue and not so heavy?
2. What is brown and sticky?

Answer :

1. Light Blue
2. A Stick
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FUNDRAISING EVENT
The QBI team are participating in the annual Bridge to Brisbane walk/run. Every participant can
create a profile and all proceeds will go directly to research into understanding disorders of the
corpus callosum.
See more detail here: https://qbi.uq.edu.au/fundraise-qbi-events-and-causes or contact
info@ausdocc.org.au if you would like to be put in touch with the event coordinator at QBI.
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RESEARCH

*This is an unfunded Masters of Public Health research project
Do you have something for sale / give away? Do you have a personal project you would like AusDoCC to
advertise? If you do please contact the Newsletter Editor at info@ausdocc.org.au
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DONATIONS

AusDoCC is registered charity with Deductible Gift Recipient (DGR)
endorsement. This means that donations made to AusDoCC are tax deductible.
Where does the money go? It helps to:
§ produce information brochures for families, doctors and teachers
§ connect socially isolated individuals with a DCC
§ advocate for recognition, access, opportunities and resources for all with a DCC
§ support and unite families
§ increase distribution of essential medical and educational information
§ form a collaborative of Australian bodies of professionals to advise us on DCC
§ write an Australian picture storybook about DCC
§ conduct national conferences
§ attend professional development and training on advocacy, disability and peer
support
§ become involved with international peak DCC bodies
§ support scientific and clinical DCC research programs
§ hold social and information events for families
§ hold regular national committee meetings
§ maintain an up to date, informative website
§ establish a research scholarship for DCC research
§ maintain insurance to cover our activities and events
§ increase societal awareness of DCC
§ conduct an international corpus callosum awareness day on July 2.

For more information about AusDoCC
visit www.ausdocc.org.au
Facebook support group - https://www.facebook.com/groups/ausdocc
Facebook support groups ADULTS – https://www.facebook.com/groups/355338714574689/?fref=ts
Facebook page –https://www.facebook.com/AusDoccInc

CONTACT DETAILS
EMAIL : info@ausdocc.org.au
POSTAL ADDRESS:PO Box 533, ALTONA, Vic, 3018
ACN 15 88 26 147
ABN 54 754 767 674
Reg. Org A0057821R
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