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President’s Message
It’s spring or so they say. The mornings are still a little fresh but hopefully
the sun will be showing up sooner rather than later.
During August we held our Annual General Meeting where we elected our newest committee. This
term we have two Vice Presidents, Niki Harrison and Michael Shanahan who is our first Adult with
ACC to hold an executive position. I was again lucky to be elected President, then we have Maree as
Secretary, Maja as Treasurer and Abbie, Anna, John, Tanya and Pieta as general committee
members. Please go to our website to meet our new committee. We also said good-bye to Lisa
McNally, Maggie Nolan and Margie Slater. Thank you all for volunteering your time to AusDoCC, we
wish you well.
In June we received a grant to help our organisation fund some of our AusDoCC activities. We will be
offering regular state Meet ups and we have an few Information Days in the pipeline. Please keep an
eye out for regular updates on our Facebook group.
Recently we held our yearly Face to face committee meeting where we
all met to plan and discuss the year ahead. It was a busy but productive
meeting that ran over 5 days. It included 3 days of planning and 2 days
of unwinding. Please look out for our new Teens with ACC group coming
soon. Thanks again to Maree for organising details of the meeting.
Sometimes finding help can be difficult, some might say it’s rare. If you
would like to volunteer with AusDoCC we are forming a new group
called Diamonds of AusDoCC. If you would like to be a Diamond please
email me, Tina at info@ausdocc.org.au
A BIG shout out to all of our Volunteers that have helped out over this
past year. We really appreciate it immensely. Special mention to Margie
who is no longer on committee but willing to stay on as our newsletter
producer and editor.
AusDoCC survives on donations and grants alone. If you would like to
help please head to our website and Donate:
https://www.ausdocc.org.au/donate/

Love Tina
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Carter’s Story
It was May 2017 when we found out I was pregnant with our first baby. Early February 2018 we
were told we would be expected to meet our little bundle of joy. A dream come true to become
parents.
I had a wonderful pregnancy. No morning sickness and all our scans along the way showed a healthy
little baby growing in my tummy.
We went for the routine 20 week scan only to find that our little baby was a little bit shy that day for
the sonographer to gain a ‘head measurement’. I went back for another scan at our local hospital
about 2 weeks later, unfortunately, baby’s head was in the same position. It must have been a comfy
spot!
Living in regional Victoria with limited resources we were referred onto Monash Hospital, Clayton –
an almost 3 hour drive away for further scans.
At 27 weeks pregnant I underwent an MRI scan; I was told that by doing this type of scan they could
get a better look at baby’s head.
We went back for the results at the hospital when I was 30 weeks pregnant. It was on this day we
met with a small team of specialists and we were finally told what they were looking for.
‘Your baby has Complete Agenesis of the Corpus Callosum.’
Our faces must have shown the shock of how we were feeling, considering we just thought they
wanted a head measurement. We had no idea… You can imagine some of the thoughts that first
crossed our minds about what we could be facing. But after some research once we got home, we
were able to understand things further.
Fast forward to 21st of January 2018, after a very difficult natural birth we welcomed a beautiful
baby boy, Carter.
Carter went for his very first MRI scan at 3 days old to check how his brain looked and to reconfirm
his ACC diagnosis. He also received a clean break of his left arm (humerus) on his entry to the world.
In March 2018 it was confirmed that Carter had a Cerebellar Haematoma he received during
delivery. With further monitoring over the next few months Carter was diagnosed with Cerebral
Palsy in July 2018 with the severity to be determined over time.
Every milestone Carter makes we get very excited because we know that his brain is working extra
hard and very differently to learn that new skill because he has ACC & CP.
On the 14th of February 2019, Carter surprised me and started crawling in the Launceston airport
terminal while on holidays. I only put him down on the floor for a moment (knowing that he couldn’t
go far) to organise myself and off he went! He had been trying to crawl for a couple of months prior,
mastering the commando crawl and then the chameleon dance but once he got the momentum up
on all fours there was no stopping him. He’s got to be the fastest crawler I’ve ever seen!
With many trips up and down the highway to regular appointments for Physio and Occupational
Therapy, he has come forward in leaps and bounds.
At 20 months old now, Carter is still the fastest crawler around. We are currently working on getting
him to pull up to standing and walking with the help of AFOs (Ankle, Foot Orthotics).
The last couple of months is proof of all the hard work we put into his therapies do pay off over
time, as now he can’t get enough of wanting to be on his feet and walking with our help. He gets
very upset when we make him sit because we can’t walk with him anymore because our backs or
hips ache from bending down to hold his hands. Haha!
Our team of medical specialists are all very happy with his progress, and his level of CP has been
classed as mild. We’ve been very lucky to have found a fabulous paediatrician locally, a bonus that
he was there when Carter was born.
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I know it all sounded so scary in the beginning for us, especially as new parents. I also know that
because we found out so early with Carter’s diagnosis of ACC, we were better prepared for what the
future may hold.
Carter has the biggest smile and the most infectious little giggle; he lights up a room! He is extremely
bubbly and very social, though he is happy to play on his own.
I feel that his one day a week of day care does him the world of good and has opened his educator’s
eyes to a new way of thinking.
Our road has only just begun with Carter and ACC, but we look forward to watching Carter grow and
develop and helping him in every way possible for him to achieve a full and happy life.
Bonnie Eden
Carter’s Proud Mum.
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ACC RESEARCH
Understanding the experience of parents and ways in which to support
prospective parents after they are given a prenatal diagnosis of ACC.
As technology has improved, agenesis of the corpus callosum (ACC) has become easier to identify
through an ultrasound during pregnancy. An easier identification means that more babies are being
diagnosed with ACC before they are born. Despite this increasing prevalence, the research that
focuses on the prenatal diagnosis of ACC remains limited. In fact, a review of the published literature
about the prenatal diagnosis of ACC, found that there was no research that explored the experience
of the prospective parents, or the ways in which to support parents during this time.
Looking at what is known about the impact of receiving a prenatal diagnosis of other fetal
anomalies, parents often experienced distress and shock, with some reports that described this time
as traumatic. This distress was found to be worse when parents were given a diagnosis that was not
clear, and when the diagnosis was made late within a pregnancy. ACC can be considered to be both
a diagnosis that brings much unknown, and one that is often found later along the pregnancy.
It is clear that research is needed to understand the experience of parents, and ways in which to
support prospective parents after they are given a prenatal diagnosis of ACC. My PhD research
project aims to begin to address this need, starting with the focus to capture the experience of the
mothers.
This study will include one on one interviews and a series of focus groups, with mothers who were
given a prenatal diagnosis of ACC. The study is international, given the rarity of the neurological
anomaly and therefore participation will be online, through video conferencing and online groups. If
you would like to know more about this study, please refer to the flyer in this newsletter.
Pieta Shakes, PhD candidate
[Ethics approval number: ECN-19-200, Southern Cross University HREC]
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Edna’s Diary update
Hello Warriors,
I am Edna the brave Sea Shepherd warrior. I went
for a social day with AusDoCC Committee after
doing hard work. Phew!
Now I want to save the whales and the animals of the sea. Don’t
leave your fishing hooks and plastic fish and drink bottles and
balloons in the water. Sea animals eat them, and they choke. It
makes their home like a rubbish tip.
I went on a great big boat called Steve Irwin. It goes down to the
Antarctic and chases away the bad guys. The bad guys want to
kill the whales. The Antarctic is freezing cold and it has icebergs to
crash into. Whales like the freezing cold. They don’t crash into
icebergs.
Not everybody can go on the Steve Irwin, but everybody can stop
doing so much rubbish and look after the sea animals.
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WORDSEARCH
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Can you find these words in the grid above?
They may be forward, backwards, up, down or across. Good luck!
If you would like to send me your favourite photo, story or poem about
Spring, please email it to editor@ausdocc.org.au before 15th January
2020 for inclusion in the next newsletter and please don't forget to put
your name on it.
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Welcome to the world August Rafael

We would like to congratulate Dr
Monica Cooper, AusDoCC’s
Paediatric Advisor. In October
Monica welcomed her new baby
boy, “August Rafael”. Hopefully
he’s not causing too many
sleepless nights for his Mum, Dad
and big sister.
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The Way Forward – AusDoCC, Beyond 2019

AusDoCC has traditionally run on the smell of an oily rag, with committee members always
volunteering their time and paying for all their own travel, conference registrations and
resources. By doing this we have managed to build a community with great resources and to
hold several successful conferences, meet ups and information days since our formation in
2012. Sometimes these events are partly funded by fundraising and small grants. The
generosity of our members, advisors and various presenters over the years has also assisted us
to carry out our plans.
This year we embrace opportunities for a new way of doing things with the assistance of a
significant ILC grant of $52,000 from the National Disability Insurance Agency (NDIA). Designed
as an insurance scheme, the National Disability Insurance Scheme, (NDIS) aims to assist people
with disabilities through early intervention, to intercept problems that have been inadequately
dealt with for a long time. Prevention versus cure! Many of us have been screaming out for that
for years.
Grants have strict stipulations. In our applications we are required to work within guidelines
and then implement the grant according to an agreement, followed by reports for acquittal.
The first grant we have successfully received from the NDIS in 2019 is an Information, Linkages
and Capacity Building (ILC) grant. ILC is all about inclusion – it’s about creating connections
between people with disability and the communities they live in. Unlike the rest of the National
Disability Insurance Scheme (NDIS), ILC doesn’t provide funding to individuals. ILC provides
grants to organisations to deliver projects in the community that benefit all Australians with
disability, their carers and families.
To build the capacity of AusDoCC, we are conducting our annual face-to-face meeting in
Melbourne again this year. The aim is to establish more efficient operating and record keeping
systems that will help us to effectively run a national organisation with more than 275 financial
members and to provide support for everyone with a DCC in Australia. It will also fund
expertise for training in the various roles each committee member undertakes such as finances,
grant writing, newsletter production, communications, leadership, and event organisation.
To build the capacity of members we are pleased to say that we are going to be able to fund
meet ups and information days in most states. Part of the funding will assistance to hold a
training and information conference for adults with ACC. This is always extremely valuable as
many of these adults have never met another person with ACC or have lived their lives without
support or recognition for having ACC. It will also lead to the development of self-advocacy
programs and training.
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All activities will still be delivered through the generosity of our volunteers from family
connections with ACC and a hard-working volunteer committee. A portion of the grant funding
will also assist us to complete the rebuilding of a new website.
We have made a submission for the next round of ILC funding. The next round focuses on
building peer support within an organisation. The next application includes opportunities for
peer support training and activities for all life stage groups, supported by AusDoCC. If
successful, we will be able to launch some exciting programs that have financial support. They
include video production to support training and enhance awareness in addition to training
workshops with opportunities offering peer support training to our families and individuals
with ACC. We would continue to hold our values as a 100% volunteer led, grass roots
organisation but we would have the funds to access professional expertise that is currently out
of our reach. The activities would be developed over a three-year period.
We are very hopeful that we may be able to access a second ILC grant to realise some of our
dreams and help AusDoCC Members and Committee to build skills in peer support and selfadvocacy. Such grants take us a step closer to makings ‘corpuscallosum’ a household word.
Maree Maxfield (Secretary)
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Life as an adult with ACC
Hi my name’s Derrick. I’m 28 years old living with mild agenesis of the
corpus callosum, which means I was born with very little, to no corpus callosum in my
brain. I found out at the age of 24 when I had a CT scan that I have this disorder. This
was a huge relief, it felt like a massive weight had been lifted from my shoulders. I
finally had an answer to why I couldn't do normal everyday things as well as everyone
else. School was hard for me, not only doing schoolwork, but socially. I had found it
hard to talk to people as I couldn't say what I was thinking in my mind. I am still pretty
bad at it now, but I'm improving in my own time.
In my life I have had several
challenges. I found my body was physically athletic, but my brain and body weren't
well connected. This meant I was slower at learning movements. Compared to others, I had
to work twice as hard as anyone else to achieve something that others could get instantly.
Initially I was judged as not being good enough for sport but over time I got better and
better because I worked hard on my flaws. This in turn gave me the ability to be
successful. I was driven to prove people wrong about my abilities.
As I was growing up, I found it hard to talk to people, whether it was one on one or in
a group. By working hard at sport, I gained compassion and empathy for others
which helped me with my own social skills. In my sports teams, I found I had the ability
to bring everyone together and include everyone into the team. Despite my ACC, I have
found success in my
ability to achieve my
goals, whether it be
creating friendships or
working. It hasn't been
easy, but I feel fortunate in
my situation. For
everything that’s been
hard, it has also helped me
develop different
skills which make me who I
am today.
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Michael Shanahan - social skills and ACC

I have ACC (and OCD, maladaptive daydreaming disorder and depression). I was diagnosed
at 19. I have had difficulty in social settings all my life, and have found somethings that have
helped, but it has always and is still an issue for me. I identified I had issues in myself when I
was 11, I had one or two friends that I talked to about this and they gave me ideas and we
still talk about this problem today (I’m 29).
Even though communication is contextual, you can get far by learning "basic rules" and by
watching people and imagining why things worked or didn’t work in a social setting and then
mimicking what worked when you were in that situation, and eventually you have a giant
playbook of options of things to say. Reading fiction is good for this too (boys typically like
reading nonfiction).
Addressing root causes of anxiety and depression freed up time to be social and gave me
confidence to try things in the social setting and unloaded energy and the mental burden of
having mental health issues. I still have these issues, so this is an ongoing process. Getting
hobbies, doing sports and music instruments etc. is so important, it gives you a skill that you
are good at and confidence, it gives you something to talk about and it gives you a set of
people where you automatically have something to talk about.
I am a registered nurse and I work in oncology and palliative care so I talk to people about
death and dying and loss and being diagnosed with cancer etc. These are things that nobody
is born with the ability to talk about. Communication in a professional context can be taught
and it is necessary for me and beneficial for other facets of my life.
I learnt a lot about communication at university and high school. (e.g. how to sit in a chair, how
to shake someone’s hand etc., really basic stuff, actually taught to us as a class). I talked to
literally around 500 women (colleagues etc.) about relationships before I asked someone out,
there are definitely lots of rules regarding romantic and sexual relationships that are
complicated and I didn't have my first proper girlfriend until I was 24, in other words it took
me that long to be ready for that sort of thing. Talking about this sort of stuff to women
helped me understand the rules and how it all worked, listening to their relationship problems
and guessing what happens next / learning what not to do for myself from these
conversations.
Changing settings was really transformative too, going to university or a new job or a new
school or a new sport/hobby thing where no one knows you are a loser yet it’s so important
to try out new things and see what sticks. I think it took me longer than the other kids to
communicate like an adult and it took a lot of conscious effort and recognition on my part. I
had a friend all through childhood that I could talk to about this. I have an older sister who
took me to parties and stuff, and I could talk to her about this too, always plenty of
forethought and planning and before going in for the real thing and plenty of reflection
afterwards.
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I am getting married this weekend to someone who is socially awkward and un-social, so
there’s always that whole thing of 'finding your tribe'.

Michael speaking at the annual AusDoCC conference in Perth 2019
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ANNUAL FACE TO FACE MEETING
Your AusDoCC volunteer Committee met up in Melbourne
recently for several days of intensive workshopping
and planning for the next couple of years.
We refined resources, generated gatherings,
collaborated on conferences, philosophised about
policies, perfected procedures, acknowledged advisors,
sharpened strategies and wound down with witches.
It's always intense. It's always exhausting. It's
always goes way too quickly but it ALWAYS worth it!
Thanks to everyone involved.
Please
check
out www.a
usdocc.or
g.au for
ACC
informati
on and
ways to
support
our
national
grass
roots
organisat
ion,
supportin
g
everyone
connected
by a
disorder
of the
corpus
callosum.
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AusDoCC MeetUps – What are they?
An AusDoCC meetup is when we gather people, who are connected by the corpus callosum,
together, to meet up. It may be open to families and friends or may just be adults with ACC.
Sometimes the focus is on kids or maybe just parents.

Meetups can happen during the week in the daytime, on the weekend or even at night. They
take many forms. They may be a picnic in the park, a meal, attending an event or exhibition
or simply a cuppa somewhere.

Keep an eye out for upcoming meetups across the country. There may be one near you. If
there’s not already, perhaps you would like to hold one. Sometimes they are run by members
of our Committee and other times it may be instigated by a family member or adult with
ACC.
Please let us know if you would like to hold one near you.
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Important Dates to Stick in Your Diary
2019
3 December

International Day of People with a Disability

2020
28 February

Rare Diseases Day

11-17 March

Brain Awareness Week

16-20April

“My People” Adults with ACC Conference in Brisbane

2 July

ACC Awareness Day

Diamonds of AusDoCC

Sometimes finding help can be difficult, some might say it’s rare. If you would like to volunteer
with AusDoCC, we have formed a new group called Diamonds of AusDoCC. If you would like to be
a Diamond please email me, Tina at info@ausdocc.org.au
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VISIT THE WEBSITE TO CHECK OUT THE ONLINE SHOP
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Meet the AusDoCC Committee
Kristina Coburn
AusDoCC President, Social Media, Meetups Coordinator, Diamonds

Maree Maxfield
AusDoCC Secretary, Website Officer, Conference Coordinator

Maja Palacios
AusDoCC Treasurer, Design Officer, Licences

Niki Harrison
Vice President, Sponsorship Officer, Location Mapping

Michael Shanahan
Vice President, Research Officer, Adults’ State Contact (Qld)

Abbie Kinniburgh
Adult Programs Officer, Adults’ State Contact (Vic), Meeting Place

Tanya Smith
Teens/siblings Coordinator, Awareness Day Coordinator

John Jonker
Partner Peer Support Officer, First Aid, Groundsman

Anna Uther
Peer Support Officer, Adults’ State Contact (NSW), Adults’ Facebook

Pieta Shakes
Grants Officer, Risk Management
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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 AusDoCC volunteers’ group – the Diamond Mine
https://www.facebook.com/groups/986410298384706/
AusDoCC Facebook page –https://www.facebook.com/AusDoccInc
CONTACT DETAILS
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

The opinions expressed in this newsletter are the opinion of the individual authors and
are not necessarily the views of AusDoCC Inc

Note from the Editor: Thanks again to everyone who contributed articles to this edition of the
newsletter. The next edition will be out in the new year so in the meantime Best wishes for a safe and
happy festive season. If you have a story or photos that you would like to share in the next edition, please
email to editor@ausdocc.org.au by 15th January 2020.
Enjoy reading
Cheers Margie
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