President’s Message
Contents:

Hi AusDoCC Families

1. President’s Message
2. Professional article
3. Professional article
cont.
4. Family article
5. Family article cont.

16.

Connections 2019 flyer

7. Connections 2019 info
8. IRC5 Symposium
9. IRC5 Symposium Flyer
10. Give us a hand
11. Edna’s Diary Update
12. Edna’s Games

As this year has come to an end I would like to reflect on the year it has
been. Take a moment to look back, one month at a time and you will see the
things that have shaped 2018. Whether it be buying your child a bigger pair
of shoes or your child saying their first word, finishing high school or getting
a job. Reflection gives us a chance to see where we have been, to see what
we have done and most importantly how far we have come.
The committee recently came together for our annual face to face meeting.
We worked on operational procedures, resources and our upcoming
conference. This once a year meet up gives us the opportunity to come
together and plan while getting to know one another a little better. Carers
Week also fell during this period and we were able to offer our members a
small and much needed break with a trip to Artvo. A huge shout out to Fiona
Dickson for a fantastic lunch.
Our Information Day that was recently held in Altona Meadows, Victoria was
a huge success. A big thank you to all those who organised and ran the day,
and especially those of you who attended.
We have just released our latest resources, a set of management guidelines
for different life stages. These have been complied by individuals and
parents of children with a Disorder of the Corpus Callosum. They are there
to use as a guide to give to your treating professionals when needed.
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Please go to the website and check out our latest resources and conference
details.
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Professional Article
“The F Words in Childhood Disability: I Swear This is How We Should Think”

In 2012, Drs Peter Rosenbaum and Jan Gorter published a paper titled “The ”F words” in childhood disability”.1 The
“F words” are easy to use and remember. The six “F words” are Function, Family, Fitness, Fun, Friends, and Future.
It’s important for health care professional to know all the relevant “F words” for each patient or client that they
work with.
The ”F words” provide a basis to help us understand what is truly important in a child’s life. Parents bring their own
expertise. The child can have a say. Knowing the “F words” can then guide us to make plans that are right for the
child in the context of their family and their world.
Some examples using the “F words” are:
Function – This is about doing something, anything! Just participating or trying a new activity – for example walking
around the block (even if your walk looks a bit funny). It’s about riding a bike through the park – it doesn’t matter if
it’s a tricycle or a bike with training wheels. It’s not important to do it the “right way”. It’s about getting the
opportunity to do it your way. It’s great to try.
Family – To understand the child’s environment means that we need to understand their family. How the family
functions? What they get up to and how they make it work? What are the important events for the family? How are
the other members going? This way we can support families and help families to make informed decisions.
Fitness – We are learning that exercise is beneficial for everyone. Whether it’s to build core strength, play with
friends or to feel happier. This really should be part of the weekly schedule.
Fun – Isn’t this what childhood is all about? What does your child like to do?
Friends – Having connections with others. Whether this is organising play dates, family friend get-togethers or
getting in some social skills training. Giving kids the opportunity to develop meaningful relationships.
Future – Remembering about feelings, realistic dreams, and future planning.
The “F words” help put life goals in perspective. This is especially important when navigating a world with a child,
adolescent or young adult who has a medical condition that is permanent and not curable. It helps health care
professionals to question and focus each treatment or intensive therapy session on the broader life priorities.
The words are focused on things the child can do not what they can’t do. The “F words” are about how and when
things can be done and what we can all be doing to make it work. They aim to help us keep it real and make the
most of the situation.
The “F words” were inspired by The International Classification of Functioning which provides a standard of care in
disability. In 2001, The World Health Organisation (WHO) officially endorsed this framework to guide healthcare
workers to focus on health and health-related domains.2 Each domain, is equally important, is interconnected and
takes into consideration the “environmental factors”. This framework can be for anybody of any age.
The “F words” are more like a jargon free version of this framework. So, take a few minutes to think about the “F
words” for your child.
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Professional Article cont...
An interconnected approach to health – WHO framework
Health condition
(e.g. Agenesis of CC, CP
ASD)

Body structure
and function

Activity

Environmental
factors

Participation

Personal
factors

WHO, 2001

More simply, “The F Words”
Health condition
(e.g. Agenesis of CC, CP
ASD)

Fitness

Function

Family factors

Friendships
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Fun
Future
Rosenbaum & Gorter, 2012

1)Rosenbaum P, Gorter JW. The 'F-words' in childhood disability: I swear this is how we should think! Child Care
Health Dev. 2012 Jul;38(4):457-63. doi: 10.1111/j.1365-2214.2011.01338.x.
2) World Health Organisation, 2001 http://apps.who.int/iris/bitstream/handle/10665/42407/9241545429.pdf

Dr Monica Cooper
General Paediatrician,
Neurodevelopment & Disability
Royal Children’s Hospital Melbourne
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Family Article - Inclusion, a post by Maggie Nolan.

If you only had ONE

hand, would it affect the way you live your life? Or...

If you didn't have any hands

If you didn't have feet

how would you go about your daily tasks?

it wouldn't be as easy to get around...And

If you didn't have any eyes

how would that impact you?

Well the answers to these questions are of course an individual thing, so therefore I can only answer for
myself.
If I didn't have a part of my body, I would find life challenging, I would have to do things differently, and normal
everyday tasks would take longer to complete.
I would need more time to focus on the task.
I may need help, I may not be able to do certain things, I may want to give up, or I may just give up on the task
completely, to never attempt it because I felt I didn't want to burden anyone, thus never experiencing it.

Now.... think about that for a minute, and put yourself in the picture...
And think about the impacts caused on yourself, the impacts on your self esteem and your confidence, the
impacts on others and how you might start to have limiting self beliefs!
So, let's think about the word disability for a minute.

There are 2 definitions I found on the internet
1. A disability is a physical or mental condition that limits a person's movements, senses, or activities.
2. A disadvantage or handicap, especially one imposed or recognised by the law.
When I saw these 2 definitions of the word, it made me think of an earlier conversation I had at an
appointment with my son's year 1 teacher...
I'm sure you know my son Charlie has a diagnosis where he was born without the main network of fibres that
connects his Brain Hemispheres? Called the Corpus Callosum, which is a rare congenital abnormality, present
through magnetic resonance imaging (MRI)
When I look at these 2 definitions, I can see why it is hard to get anyone to see that missing a major... well, in
fact.. the main network of nerve fibres of the brain, is in fact a disability.
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It boggles my Brain... ?￢ﾀﾍ
one of the definitions is saying that a disability is a physical or mental condition
that limits a person's movements, senses.
The other is saying it's a disadvantage or handicap, and, wait! this part of the statement is the GOLD!

"especially one imposed or recognised by the law"
It seems to me, there is no in-between... and furthermore, what if the disability is invisible?
Or it doesn't seem to fit in a category.
In our system, there are only 4 diagnoses that our Government ? ﾟﾇﾺrecognises for funding, those are;
1. Physical Disability ✔
2. Intellectually disabled ✔
3. Hearing impaired ✔
4. Autism spectrum disorder ✔
So therefore, Charlie is physically missing a part of his Brain, but it cannot be categorised as a physical
disability, and he doesn't fit the others.

?￢ﾀﾍ

The only option is to try and see if he fits into the autism basket. Charlie's disability, ACC (agenesis of the
corpus callosum) has similar Autistic traits. However, trying to get professionals to see that is like pulling
teeth.. we have been through numerous assessments.
A person's disability can come in all shapes and sizes. For some the disability is visible, and for others it is not.
It may come in the form of post traumatic stress disorder, the person could have anxiety, work related bullying,
causing debilitating stress and anxiety, which I see in my practice as a remedial massage therapist.
Some people have incurable diseases, and cancers, causing physically and socially debilitating conditions.
Invisible disabilities can be things in our personalities that disable us from doing certain things for certain
reasons.
I am not trying to throw a pity party for myself, I'm simply giving a message of awareness, a message of being
present with people in our community, because as humans, we may be quick to ignore the reality of
individuals in our community, if we can't see it, it doesn't exist!

I
being a mum, I
everything about my children, and wouldn't change a single thing. All I want
is a fair world for our kids, a world that works for inclusion, a world that recognises that there is more than
meets the eye for a lot of people and we can't just be lumped in a category. We are all individuals, unique and
wonderful in our own ways.

By Maggie Nolan
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2019

CONNECTIONS 2019 – where Amazing Brains Connect
A biennial conference for all things corpus callosum

We are excited to bring you the latest news on AusDoCC Connections 2019, the only national Australian conference
for disorders of the corpus callosum. We invite you to register asap as numbers are limited.



Keynote speakers –5 invited speakers, all leaders in their field.
1. Professor Linda Richards – ACC research scientist, Deputy Director of Queensland Brain Institute (QBI),
Brisbane, IRC5 secretary.
2. A/Professor Paul Lockhart – neurogenetics research scientist, Codirector of Bruce Lefroy Centre, Murdoch
Children’s Research Centre (MCRI), Melbourne, IRC5 member.
3. Dr Lynn Paul – senior research scientist, California Institute of Technology, IRC5 President.
4. Dr Maina Kava – Paediatric neurologist, Paeds West, Perth, senior clinical lecturer, University of Western
Australia.
5. Dr Natasha Alexander – clinical psychologist, Founder of Consentability, Brisbane.



Presentations include keynote speakers and other leaders in brain research, genetics, psychology, sexuality
& relationships, paediatrics, epilepsy, education and more. We will also have breakout groups and
presentations from our community of adults with ACC. These are also very popular as the adults with ACC
provide lived experience insights.



Adults with ACC with have the opportunity to spend some time together in small group sessions with
relevant keynote speakers. They will also have other activities specifically tailored to their needs and
suggestions.



Kids Club – Kids Club activities will be provided for kids aged 3-17 with qualified providers. This will enable
parents to enjoy the formal sessions child-free. Some organised sessions will also be available for teens with
ACC and to siblings.



Camp activities – This conference format is a little different from our first two conferences. In addition to
formal conference presentations and breakout groups, we are excited to include some fantastic camp
activities. Point Walter is an all abilities camp-based venue which will provide family adventures for all ages
and all abilities. There will also be some choices of informal evening, family entertainment and activities



Appointments – some of our key presenters have generously agreed to hold free, individual, 20 minute
appointments. These are arranged when you register for the conference. Please register early as they are
allocated in order of paid registrations and generally book out early.



Accommodation is provided at the venue and is available at great rates. Rooms are available for anything
from one to five people and prices vary according to numbers. Room rates include bedding and all meals for
the weekend. Accommodation is for Friday and Saturday nights with the option of booking an additional
night on Sunday, with dinner and breakfast the following day.



Day registration rates – These are available and can be accessed on the website or by contacting
treasurer@ausdocc.org.au

2019

7



Companion Cards will be accepted for adults with ACC who would not otherwise be able to attend alone.
The attendee (adult with ACC) pays a single registration/accommodation fee and the companion attends
free of charge to assist the adult with ACC.



Other assistance. Individual AusDoCC members will each receive a $50 discount on the registration fee. If
you are not a member you can join ($20) before registering and receive the discount. We have some support
letters available for people applying for financial assistance.



Something for everyone. We hope this conference provides a fabulous experience with a mix of formal
sessions, panels, discussion groups, adventure activities and some relaxed formal and informal socialisation
activities for families and individuals to get to know one another and share knowledge and experiences. We
hope to grow our big AusDoCC family so that people leave the conference feeling better informed and
supported on all things DCC.



More details & registration – https://www.a.org.au/connections-2019/



Donations. AusDoCC is entirely run by a small volunteer committee made up of people with ACC and
parents, partners and friends of someone with ACC. All funding is through fundraising and the generosity of
our supporters who are also generally friends and family connections. Please consider making a donation or
finding sponsors to help us run our biennial conferences to spread the word about ACC, connect our families
and share the expertise of our supporting professionals. Donations can be made at www.ausdocc.org.au

8
IRC5 symposium for WA professionals.
The IRC5 is an international consortium of scientists working together to discover the causes, consequences, and
effective interventions for disorders of the corpus callosum and associated disorders of cerebral connectivity.
On Saturday May 11, at Point Walter Camp and Conference Centre (the conference venue), there will be an
unprecedented opportunity for WA health, science and education professionals to attend a symposium to hear 3
globally significant IRC5 presenters, Professor Linda Richards, A/Professor Paul Lockhart and Dr Lynn Paul. They will
speak on corpus callosum related research, genetics and psychology.
This is a separate, ticketed event with tickets giving access to this event only. Registration is essential and can be
made through Eventbrite. For more information go to https://www.eventbrite.com.au/e/the-corpus-callosumwhere-amazing-brains-connect-tickets54052114329?aff=ebdshpsearchautocomplete&fbclid=IwAR2sg2HR6N5d3MNeK2qX6S33xgtu_KPN0o5TVomblELPf1
0FJDSy_qWMR8c#

2019

9

2019

HANDS PROJECT
AusDoCC's “Hands Project” is currently in progress to help raise much needed funds for our 3rd national Conference.
Planning and preparation is in full swing for the bi-annual Conference which will be held in Perth in May 2019. The
“Hands Project” is registering donations from a variety of sources but we need your help please.
Our committee members are all volunteers. Events and conferences rely solely on fund raising. All proceeds from this
project will be used to help with the preparations and running of the conference. Please print and SHARE this as
widely as possible. The snowball effect will ensure that small donations make a big difference.
If you have a business and would like to sponsor a conference item OR you are interested in running a fund raising
event with committee support please get in touch with us at this email address. info@ausdocc.org.au
We welcome your support with thanks.
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Edna’s Diary update

Hello to all my friends,
It is me, Edna the Author. Yes. I am writing a book.
It’s going to be a picture storybook all about me and my friends. It’s also
going to be about ACC and that piece that is missing in my brain, called
the corpus callosum.
I am pretty awesome even though I haven’t got a corpus callosum. Have you
got one?
Sometimes things can be a bit tricky but me and my friends don’t let that
stop us doing things. You can read about us doing things in the book.
Sometimes writing words
can be a bit hard. It might
take me a long time to
write a book but one day
you will be able to read it.
I have been practising my
writing. I am excited for
you to meet my friends.
But it is a secret. Sh.
I hope we all have a
fantastic holiday from
school over summer.
I hope you do too.

Love from Edna
xx
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Can you find these words in the grid above?
They may be forward, backwards, up, down or across. Good luck!
CORAL
CRAB
DIVER
DOLPHIN
JELLYFISH
LOBSTER
MUSSELS
OCTOPUS
REEF
SAND

SEAHORSE
SEAWEED
SHARK
SHELL
SHIPWRECK
SQUID
STINGRAY
SWORDFISH
TURTLE
WHALE

If you would like to send me your favourite photo, story or poem about Summer, please
email it to ausdocceditor@gmail.com
before 15th February 2019 for inclusion in the next newsletter and please don't forget to put
your name on it.
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Bridging the Gap
This is a general contribution to the newsletter from AusDoCC member, Maree Maxfield.
In 2017, as part of my Masters of Public Health at Melbourne Uni, I conducted research into the lived experience of
Australian adults with ACC. The subject requirement included ethics approval, designing and conducting a research
project and an 8000 word thesis.
Adults with ACC have been a rather underrepresented cohort both in Australia and globally. Consequently, they have
experienced a degree of isolation. AusDoCC actively includes and values the first-hand feedback and input provided
by the Australian adults with ACC. They make up 25% of our our committee of management. We have been holding
regular events for adults with ACC, in addition to including a separate program at conferences. Not too many years
ago most of the Australian adults had never met another person with ACC.
This is a summary of the research findings. My thesis is currently being prepared for publication in a social sciences
journal and I am preparing further research projects involving adults with ACC.

Bridging the Gap:

The lived experience of Australian adults with a disorder of the corpus callosum.
The question explored in this research was, “What is the lived experience of Australian adults with a disorder of the
corpus callosum?” Interviews Eight Australian adults, aged from 23 to 72 years, participated in individual, face to face
interviews that each lasted for approximately one hour.
Participants were asked to describe various aspects of their lives including education, families, being diagnosed with
a disorder of the corpus callosum (DCC), employment, relationships and daily life. They were also asked to consider
any impacts of having a DCC at various times of life, both before and after diagnosis.
Interviews were conducted with the student researcher, Maree Maxfield, to fulfil part of a Masters of Public Health
at Melbourne University. Ethics approval was granted by the Human Research Ethics Committee (HREC) at
Melbourne University.
Analysis and results All interviews were audio recorded and transcribed word for word. The researcher then analysed
each transcript to identify common experiences.
These were grouped to form key themes.
There were three key themes identified:
1. Reactions to the DCC diagnosis
2. Access to key life domains
3. Identity Key themes explained
1. Reactions to the DCC diagnosis Almost every participant received the diagnosis as an adult. There were
mixed reactions to receiving a diagnosis. Most described surprise, shock or anger that they had lived all this
time not knowing they had a brain condition that had affected their lives. They described having to make
adjustments and evaluate their past, present and future. The fact that very little was known about DCCs
presented difficulties. Most medical professionals indicated that they knew very little about it when
delivering the diagnosis. The Adults with DCC Summary. Feb 2018. V2. 2 participants found that they had to
come to terms with a significant revelation that part of their brain was absent. This involved processing their
own reactions as well as those of other people. They received very mixed reactions from professionals,
family, friends and employers. Some were told by professionals, how they should process and ‘live with’ the
diagnosis. This created difficulties with how they coped with the diagnosis, their selfidentity and control as
an independent adult.
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Bridging the Gap: cont..
2. Access to key life domains Most participants gave examples of not receiving adequate supports to give them fair
access to key life domains, in particular, health, education, social opportunities and employment. They described an
eternal struggle for systemic understanding and assistance, with little success and constant barriers. Some felt they
had achieved some successes because of their own resilience or experiencing mild or few DCC effects. Participants
identified one or more of the health and disability impacts and associated conditions that are characteristic of DCC.
These included such things as hypotonia, autism, anxiety, epilepsy, social difficulties, learning difficulties, rigid
thinking patterns and obsessive traits, memory problems and sleep and gastrointestinal problems. Half the
participants had achieved a university degree but most described experiencing DCC related obstacles while studying
and having difficulties accessing appropriate support. Others had been unsupported throughout their education and
were encouraged not to complete secondary schooling. Some had been bullied and humiliated by peers, family and
teachers. Others were forced to leave school before completing their final years. Although some had achieved
successful levels of employment, most were unemployed or experiencing difficulties in the workplace which they
attributed to impacts of having a DCC. For example, some experienced bullying for taking longer to understand and
perform tasks and directions. Others were unable to cope with the demands of paid employment or had never had
the opportunity to participate. This affected connections, income and personal development. Participants all
believed that medical professionals had very little accurate knowledge or expertise to help manage any impacts of
their DCC. They described feeling dismissed, humiliated, patronised and unsupported. Some described feeling
socially isolated and excluded, in addition to being unprepared to deal with the expectations of adulthood. Adults
with DCC Summary. Feb 2018. V2. 3
3. Identity Each participant self-identified as an adult, a person with a hidden disability and as a member of society.
Many felt they had difficulty functioning as an adult as they were unprepared, immature and did not know ‘the
rules’. They described difficulties meeting the expectations of society and felt they had knowledge and experience
gaps that were unsupported. Some were restricted by not being able to drive or negotiate public transport because
of anxiety and cost. Participants had experienced various forms of abuse which left them feeling vulnerable and
creating problems maintaining effective relationships with friends, family, children and partners. Most participants
were proud of their achievements, especially after factoring in the adversity and impacts of unknowingly having a
DCC. They felt that constantly reassessing their identities and applying their knowledge of a DCC diagnosis to their
past and current lives, added value to their lives. What can be done?
This research is the first of its kind for adults with a disorder of the corpus callosum. It raises a need for further work
to identify and clarify areas of impact with a larger sample. Although there are areas of success, it indicates a strong
need for those Australian adults affected and impeded by their DCC to be given greater opportunity to voice their
concerns and contribute to changes that will give them better understanding and support in educational, health and
employment sectors. At present, there is a cohort of adults with a DCC who feel unheard, unsupported and isolated
from society. This impacts on their opportunities and capacity to lead independent and fulfilling lives.
Maree Maxfield
University of Melbourne
Feb 28, 2018
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http://www.corpal.org.uk/latest-news/136-newsletter-october-2018.html

Important dates to stick in your diary
Please keep checking this list as we will add new items as required.
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AusDoCC Perth conference/camp, Connections 2019, May 10 - 12th, Point Walter
Recreation and function centre.

https://www.ausdocc.org.au/connections-2019/

2019

Great news! AusDoCC is now registered with RITCHIES Supermarkets Community Benefits Card Program.
If you would like to support us and you don’t already have a Community Benefits Card/Tag please collect one at the
registers next time you shop at ANY RITCHIES store to use every time you shop. All you do is nominate AusDoCC. It’s
that easy! This is a great way for us to raise funds with no costs involved.
Spread the word to shop at RITCHIES and they look forward to donating money back to AusDoCC.
Here is a list of store locations. The RITCHIES Community Benefit Card or Key tag can be used at ANY of these
supermarkets or liquor departments.
Check the website: www.ritchies.com.au for phone numbers and addresses of the following stores or ring Head
Office on (03) 9784 2000.
Victoria
Aspendale Gardens
Bairnsdale
Balnarring
Beach Street Frankston
Beechworth
Bright
Carrum Downs
Camperdown
Cobden
Cobram
Churchill
Cranbourne
Diamond Creek
Dromana
East Bentleigh
Emerald
Hastings
Maffra
Mount Eliza
Mount Waverley
Narre Warren
Paynesville
Ringwood North
Rowville
Sale
Seaford
Somerville
Timboon
Sorrento
Towerhill Frankston
Wantirna
Wonthaggi
Yarra Glen
Yarrawonga

NSW
Ballina
Bateau Bay
Boambee
Broadmeadow
Cessnock
Coffs Harbour
Elermore Vale
Erina
Erina Heights
Evans Head
Griffith
Harrington Waters
Inverell
Kurri Kurri
Kyogle
Nambucca Heads
New Lambton
North Ryde
Port Macquarie
Rutherford
Singleton Plaza
Spit Junction
Taree
Taren Point
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Queensland
Boonah
Daisy Hill
Logan City
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Brain Sells Shop
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You can order AusDoCC merchandise at www.ausdocc.org.au/shop

AusDoCC Money Tree
Win a money tree of vouchers valued at $500+
Tickets $1 ea or 6 for $5
Winner announced May 12, 2019
Vouchers include Bunnings, Coles, Woolworths &
other national stores
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Meet the AusDoCC Committee
Kristina Coburn
AusDoCC President, Social Media Officer
Maree Maxfield
AusDoCC Secretary, Website Officer
Maja Palacios
AusDoCC Treasurer, Design Officer
Niki Harrison
Vice President, Sponsorship Officer
Lisa McNally
Sponsorship Officer
Margie Slater
Newsletter Officer
Abbie Kinniburgh
Adult Programs Officer
Michael Shanahan
Research Officer
Tanya Smith
Volunteers Coordinator
John Jonker
Community Fundraising Officer
Anna Uther
Peer Support Officer
Peita Harris
Grants Officer
Maggie Nolan
Meetups Coordinator
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Note from Editor:
Thanks again to everyone who contributed articles to this edition of the newsletter
and to the team behind the scenes who make it look so great. 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 February 2019.
Enjoy reading
Cheers Margie

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
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.
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