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Genetic testing – a new horizon
or fake news?

Recent advances in genetics has made
getting access to your own genetic
profile affordable and accessible, with
genetic testing commercially available
to anyone. This technology is rapidly
improving healthcare options for patients
– newborn screening programs allow
genetic disorders to be identified and
treated before symptoms would be
otherwise noticed and physicians can
offer treatment recommendations tailored
specifically to an individual’s genome.
Despite its usefulness, the misinterpretation
of this complex genetic information
often does more harm than good. For
instance, there has been an increase in
concerned people referred to genetic
counsellors from general practitioners,
obstetricians and alternative health
workers regarding variations in the gene
5,10-methylenetetrahydrofolate reductase

GSNV Murdoch Childrens Research Institute, Royal Children's Hospital,
Flemington Road, Parkville, VIC 3052

(MTHFR). Here, people have been told or
read information that directly links serious
health issues with variations in this gene.
In reality, individuals who carry a
MTHFR gene variant are common and
do not need to be concerned. This
highlights the importance of correctly
interpreting the results of genetic testing,
how the results relate to the individual
and seeking the help of a qualified health
practitioner when necessary.

What does MTHFR do?

MTHFR is a gene that produces an
enzyme which converts folate (from
the diet or as folic acid in nutritional
supplements) into methyl-folate, a form
that can be used by the body for several
important functions. Methyl-folate is
probably best known for its importance
during pregnancy, with deficiencies
strongly associated with the occurrence
of neural tube defects (e.g. spina bifida).
Continued on Page 4
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Message from the Committee

Message from the team

This year will mark the 20th anniversary of the Genetic Support Network
of Victoria. This is a wonderful opportunity to reflect on the successes and
support we have received, while looking toward the future of genetic and
rare disease support.

I’ve had some wonderful reminders over the past couple
of months regarding the ‘community’ that surrounds the
GSNV and those we serve.

The GSNV was officially formed in 1997
as an umbrella group for people with
genetic conditions and the support
networks supporting them. While the
genetic community has seen many
changes in the past 20 years, our core
role remains the same. We aim to
empower individuals touched by genetic
and rare conditions, provide information
and support as well as foster collaboration
between patients, families, clinicians and
the wider community. You’ll be hearing
more about the history of the GSNV and
the special people that have been there
on the journey in the coming months.
The GSNV Annual General Meeting (AGM)
for the period between 1 January to 31
December 2016 was recently held on 16
May 2017. On behalf of the Committee,
I would like to thank all outgoing and
continuing Committee members for their
support and efforts over the past year.
Congratulations to the new Committee;
•
•
•
•
•

Acting President: Abbie Kinniburgh
Vice President: Maree Maxfield
Secretary: Anna Jarmolowicz
Treasurer: Rachel Pope-Couston
General Member: Emily Higgs

We encourage anyone interested in
becoming a member of the GSNV
Committee nominate for a general
committee member position. Please
note that you will need to be a financial
member to nominate.

The GSNV quarterly newsletter is published
by The Genetic Support Network of
Victoria Inc. The opinions expressed are
not necessarily those of the GSNV staff
or committee. The views and opinions
expressed in this newsletter are those of
the individual authors. The material in this
newsletter is for information purposes and
does not constitute medical advice. GSNV
articles maybe sourced and reproduced by
support groups and other forums, but the
GSNV requests written advice beforehand
and written acknowledgement of the source
is provided, once permission is given.
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We were delighted to have two influential
women in the GSNV journey presenting at
the AGM, previous Group Leader,
Louisa Di Pietro, and founder of the
GSNV, Margaret Sahhar. We enjoyed
Louisa’s reflection of her year
working abroad in Italy, what she
learnt while there and how this can
apply to the work of the GSNV.
We heard about the initiatives that
Louisa was involved in, such as
discussions regarding supporting the
development and translation of therapies
and medicines for orphan conditions
in Europe, and how the lessons can
be applied to an Australian setting.
Margaret took us on a journey back to
the beginning of the GSNV and how her
role as Senior Metabolic Social Worker at
the Royal Children’s Hospital shaped her
aspirations for The Network.
The GSNV has also recently released a
new Strategic Plan for 2017-2020, which
we feel encapsulates the core values of the
GSNV and strives to bring these into the
rapidly changing world of genetic testing
and support. We hope to provide a service,
both now and into the future, that ensures
that everyone in the genetic support
community has the opportunity to flourish!
Anna Jarmolowicz
Secretary,
GSNV Committee of Management

We have recently attended and presented
at the National Maternal, Child and Family
Health Nurses conference in Melbourne and
also attended the Victorian Maternal & Child
Health Conference in Victoria.
I knew it already but seeing it out in force is
a timely reminder about the commitment
and key role that these front line health
professionals have in supporting parents
with newly diagnosed or developmentally
delayed undiagnosed children. It was also
very clear that the commitment to equipping
themselves as much as possible to assist
their families is at the top of the agenda for
this profession.
Our presentation included some general
genetic and genomics information, focused
on what this may mean for parents and how
they may need support from their local nurse.
We also provided information on how we can
support them and their parents in future. The
beginnings of a great partnership!
Volunteers have also been top of mind as
the GSNV prepares its formal volunteering
program for 2017. We have been blessed
with a marked increase in the number of
people seeking to assist and support people
with genetic conditions and those who
support them. A wonderful reminder of the
goodwill and generosity that exists in our
community and we are very grateful for
their support.
I’m looking forward to bringing you their
success stories in our next newsletter.
As part of the GSNV’s commitment to
education and advocacy, I have also been
meeting with genetic clinical services
to better understand the needs of their
patients and the challenges faced not only
by the patents but also the clinicians and
counsellors so we can review our services to
assist. Thank you to VCGS, and the Monash
and Austin clinical genetics services for their
support and time.
These meetings have further refined the
focus for the GSNV and the projects we are
working on in 2017.

I have also commenced a program of
meeting with individual support groups
about what they are focusing on, what
support they need, what issues they are
focusing on… I’ve already met with a
number of groups, and would welcome
your contact if you would like to meet.
It is so critical for us at the GSNV to
be connected to people with genetic
conditions and those who support them on
a constant and regular basis.
We continue listening to people with genetic
conditions, and four key messages have
surfaced over the past month and I’d like to
share them with you.
1.

My differences are of value –
recognise them!

2. Create a world that is inclusive
of me, not ask me to change
things I can’t.
3. I am not my condition – I am
so much more.
4. I need to know what the
certainties are so I can manage
through the uncertainties.

I know these aren’t new or unique,
however, they are powerful and clear
positions that we embrace and support
through our education and advocacy
strategies and programs.
As part of our role at the GSNV we are also
seeking to empower people to advocate
for themselves and make informed choices
for wellbeing.
These words also prompt us to think
about our role as an organisation and
our behaviour as individuals and as a
community. How do we contribute to
people feeling or not feeling this way…?
Expect to see and hear more of them as we
take action for change and to contribute to a
more educated and aware society.
Monica Ferrie
Group Leader

UNDIAGNOSED
Through a Mother's
Eye book
Through a Mother's Eye is my
photographic journey; it is a constructed
dreamlike reality that weaves together
my personal experience of having ill
children, the emotional turmoil felt by
both myself and my children, and the
experiences of not knowing what is
threatening my children’s lives.
The series reveals the complexity that
undiagnosable, and life threatening
diseases present to not just our family,
but all families from one day to the
next, as well as the challenges of
the unknown and unexplained. To
understand, through my eye's, what it
looks like to watch my children fight
for existence.
The book includes both fine art and
photojournalistic images, and is a
therapeutic journey designed for
anyone who has been touched by
a seriously ill child. The images are
created beautifully in photographic
dreamscapes, drawn from not only
moments of hope, but also from
moments of darkness.
The 44 page photographic book is
beautifully presented, printed on art
paper with perfect binding and contains
never seen before images of Jenna and
Jayda's journey, Volume I.
Proceeds from every book sold will
go to funding Jenna and Jayda's
Liver Bear for seriously ill children, and
Syndromes Without A Name.
Contact GSNV if you would like to buy
a copy for $29 or visit the website.
www.rconciphotography.com
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RESEARCH
GUIDELINES FOR RESEARCH
PROJECT INCLUSION IN THIS SECTION:
If you would like your research project advertised
in this section, please send us a brief project
description with your contact details as well as
documentation of the ethics approval for the project.

GENETIC INFORMATION
Needs of people who have been
Adopted: Adoptee perspectives
We are currently conducting a research project
looking into the experiences of people who have
been adopted in relation to genetic information. This
research project is being conducted as part of a
minor thesis for the Masters of Genetic Counselling.
by Tiffany O’Brien

We would like to invite members of the public who
have been adopted to participate in this study.
Participation in this study will involve an interview
which will take approximately one hour. In this
interview we will be asking about the experiences
and insights of people who have been adopted
in relation to family health history information and
genetics. Through this research we hope to gain
some understanding into what people who have
been adopted know about their genetic information
and what they would like to know. We hope that this
research can be published and will help genetic health
professionals assist people who have been adopted.
Participation in the study is completely voluntary.
Interviews will be conducted at a time that is most
convenient for participants. Interviews can be
done face-to-face at the Royal Children Hospital
or over the telephone at a pre-arranged time. The
information that is collected will be used only for the
purposes of the research project. The responses will
be de-identified and only the interviewer will have
access to identifiable information. This information
will be kept at the Genetic Support Network of
Victoria (GSNV) for a period of 5 years from the last
publication and will then be destroyed. The study
has been approved by the Human Research Ethics
committee of the University of Melbourne.
If you would like to participate in this study or
would like further information, please contact the
researchers by ph: (03) 8341 6315 (GSNV) or
email: tiffanyo@student.unimelb.edu.au
The researchers involved in this study are:
Keri Pereira (Principal Researcher)
Genetic Support and Education Co-ordinator
Genetic Support Network of Victoria
Dr Jan Hodgson (Responsible Researcher)
Co-ordinator of Master of Genetic Counselling
University of Melbourne
Margaret Sahhar (Co-Researcher)
Former Clinical Associate, Victorian Clinical Genetics Services
Tiffany O’Brien (Student Researcher)
Master of Genetic Counselling Student, University of Melbourne
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Implications of genetic testing –
MTHFR gene variants

Continued from Page 1

Should you be concerned about
gene variation?

Within the population many individuals
carry MTHFR genes that have very small
differences in their genetic code. These
differences are known as gene variants
(or polymorphisms) and are changes in an
individual’s genetic code that are common
in the general population. These changes
may reduce the effectiveness of a gene,
cause a disease, not cause any change at
all or (rarely) improve functionality. Some
diseases are directly linked with specific
gene variants, for example a single mutation
in one gene is responsible for Huntington’s
disease. Gene variants are also responsible
for natural variation in populations, such
as differences in blood type between
individuals. However, most gene variants go
unnoticed and by themselves do not cause
any detrimental health outcomes.

Are you the odd one out?

The two most commonly tested MTHFR
gene variants are the result of a single
change in the MTHFR genetic code.
Approximately 60-70% of the population
will carry one MTHFR variant with another
10% carrying two copies. To put this in
perspective, if you meet a stranger on the
street you are more likely to have a MTHFR
variant in common than share the same
blood type (only 40% of the population are
O-positive, the most common blood type).

What does it mean if you
have a variant?

The two most common MTHFR gene
variants cause decreased production
of the enzyme that converts folate into
methyl-folate – this can range from 5070% less enzyme production depending
on the individual and if they carry one or
two copies. These numbers may sound
alarming, however consider that despite
the high prevalence of MTHFR variants
in the population there is no epidemic of
methyl-folate deficient associated diseases.
Accordingly, the incidence of neural tube
defects in Australia is 1 in 1000 which would
be alarmingly higher if there was a direct link
with MTHFR gene variants.

Why are people so concerned?

Disruptions in the methyl-folate pathway
(of which the MTHFR gene is an important
player) is associated with conditions such as
neural tube defects, autism, schizophrenia,
cardiovascular disease and cancer – this has
led to an abundance of often conflicting data
that also associates MTHFR variants with
these conditions. However, MTHFR gene
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variants are only one of many genetic and
environmental factors that could possibly
lead to these complex conditions. The
majority of people with one or both copies do
not develop health problems and still produce
enough methyl-folate for the body.

Keep calm and eat your greens!

The importance of methyl-folate is well
known and as such countries like Australia
have mandatory folic acid supplementation
programs, where folic acid is added to
products such as bread. Many foods have
naturally high levels of folate (such as dark
leafy greens) and are broadly available. These
measures ensure that common genetic and
environmental factors that may disrupt methylfolate levels are counteracted for most people.
Moreover, it is recommended that pregnant
women take folic acid supplements before
and after conception as a precautionary
measure to protect against neural tube defects
– regardless of underlying genetic factors.

Who can help?

The health risks associated with MTHFR
gene variants are very low and their
presence alone should not be taken as
reason for dramatic health interventions.
In line with this, the American College of
Medical Genetics and Genomics does
not recommend testing for MTHFR gene
variants due to the lack of evidence
that links them with any clinical disease
outcomes. In Australia, genetic counsellors
do not consider MTHFR gene testing
appropriate for referral to genetic services.
If you’re worried about your MTHFR
gene variant status you should contact a
reputable organisation (such as Genetics
Support Network Victoria) who can help you
understand your results and refer you to a
relevant service if necessary. Other groups,
such as the Centre of Genetics Education
can link you with resources that explain
the implications of MTHFR gene variations
in more detail and suggest alternative
organisations to contact.

IN FOCUS

Rare Disease Day 2017
Rare Disease Day (RDD) was held on the 28 February 2017, which marked the 10th annual
World Rare Disease Day. Broadly, RDD aims to raise awareness among the general public
and decision-makers about rare diseases and the impacts they have on those affected
personally and their families.
The 2017 theme for RDD was 'research'.
This aimed to highlight the critical nature of
rare disease research.

'Research is critical because the
inherent features of rare disease
(lack of patient numbers) results in
a clear lack of data, evidence and
knowledge in rare disease. This has
a direct negative impact on diagnosis,
patient care, support, development of
treatments and the reimbursement of
these treatments (access).'
www.rarediseasedayaustralia.com.au/australia

Given the theme, this year, our RDD event
was a collaboration between the Australian
Genomics Health Alliance, a national
research project looking at preparing
Australia for genomic testing, and Rare
Voices Australia, an advocacy group who
advocate for people living with rare disease.
This event encouraged researchers, clinicians
and the community to come together

and raise awareness of rare diseases and
the experience of families in Victoria and
Australia affected by a rare disease.

•

Together, we aimed to showcase rare
disease from all perspectives. This
collaboration signified the GSNV’s belief that
working together is key in moving forward
in regards to achieving equity for people
impacted with rare disease.

•

Together we decided on the local theme of
'Research: a bridge to hope'. This theme
highlighted the importance of research in
giving families further options when clinical
pathways have been exhausted.
We had a number of wonderful
presenters including:
•

•

Professor Ingrid Winship who opened
the morning with a call to arms for the
rare disease community and those
working research and clinical fields.
Mr Frank McGuire, Parliamentary
Secretary for Medical Research, spoke
of the state government’s commitment
to rare disease research.

•

Dr Katherine Howell, a clinicianresearch who is involved with the AGHA,
presented the rationale behind the
current national research project.
Gemma Brett, a genetic counsellor who
spoke about the benefits of research for
her patients when the clinical road had
come to an end.
Rebecca Conci, a photographer and
mother, shared the story of her family’s
journey of living with an undiagnosed
rare disease. Rebecca also donated
some of her poignant and honest
images that depicted her two daughters’
strength and resilience while contending
their undiagnosed condition.

The seminar was followed a morning tea
during which gave all the attendees a
chance to mingle.
RDD 2017 was another successful event
with about 60 people in attendance which
highlighted the importance of the current
rare disease research that is underway
as well as the need for continued support
of the rare disease community so that
everyone has the chance to flourish.

REFERENCES
Centre for Genetics Education fact sheets:
genetics.edu.au/publications-and-resources/factssheets/fact-sheet-2-variations-in-the-genetic-code/view
genetics.edu.au/health-professionals/FS64MTHFR-GENE-TESTING-FOR-PATIENTS.pdf/view
Micronutrient Information Centre article:
lpi.oregonstate.edu/mic/vitamins/folate
The Royal Australian College of General Practitioners
article: Long, S., & Goldblatt, J. (2016). MTHFR
genetic testing: Controversy and clinical implications.
Australian family physician, 45(4), 237.
racgp.org.au/afp/2016/april/mthfr-genetic-testingcontroversy-and-clinical-implications

Frank McGuire MP and Professor Ingrid Winship
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Plea to cover NIPT on Medicare
My name is Chaya Goldman. I have completed a BSc degree with a major in Biotechnology. I hope to pursue a
career in Genetic Counselling in the future, with particular interest in prenatal counselling. I currently volunteer in a
special needs playgroup and I am undergoing training as a volunteer for Very Special Kids. By Chaya Goldman
There is a new and revolutionary DNA
test on the market, and pathologists
have appealed to have it covered by
Medicare for pregnant women.
DNA, or Deoxyribonucleic acid is the genetic
information of an individual and encodes
physical and metabolic features of the person.
Changes in DNA can cause or predispose an
individual to a variety of diseases and health
conditions. Non Invasive Prenatal Testing
(NIPT) is a test that analyses the DNA of the
fetus and has the potential to reveal numerous
health conditions of the unborn child. The
Royal College of Pathologists of Australasia
has applied to have the test included in
the Medicare Benefits Schedule however a
decision has not yet been made.
NIPT is a method to test for chromosomal
abnormalities. The condition parents are
most familiar with is Down syndrome (trisomy
21), however NIPT will also test for Edward
syndrome (Trisomy 18), Patau syndrome
(Trisomy 13) and the number of X and Y
chromosomes. Trisomy 13 and 18 are life
limiting conditions, that may lead to miscarriage
or a pregnancy where the baby that may not
survive more than a few days. NIPT involves
a simple blood sample from the mother and
poses no risk to the pregnancy. The mother’s
blood contains some fetal DNA which crosses
the placenta during pregnancy and holds fetal
genetic information. NIPT can be performed as

early as 10 weeks of pregnancy, and provides
mothers the chance to screen for chromosomal
conditions without any harm to the baby.
There are several other screening methods
that are currently employed to check for
chromosomal abnormalities. A first trimester
combined screen will check for Down syndrome
and Trisomy 18 and has a 90% accuracy. A
second trimester maternal serum screening
checks for Down syndrome, Trisomy 18
and neural tube defects and has a 75%
accuracy. These screening tests measure the
concentrations of certain hormones that change
during pregnancy. A change in the amount
of hormone detected often indicates that the
baby has a serious chromosomal abnormality.
However, change in hormone concentration
can also be affected by other pregnancy
complications and women may receive a false
positive high-risk test result. Patients that receive
a high-risk result from either of these screening
tests will be referred for further diagnostic tests.
Previously, women with a high-risk result from
either test, would be suggested to undergo
an invasive diagnostic test despite the risks
they hold. Invasive diagnostic tests for
pregnant women include amniocentesis and
chronic villus sampling (CVS), both of which
pose some risk of miscarriage. Amniocentesis
is usually performed between 15 to 18 weeks
of pregnancy. It involves the sampling of
amniotic fluid, obtained by a small needle
inserted through the woman’s abdomen. The
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MEDICAL MARIJUANA: From shady to legal
Eileen is a third year Bachelor of Science student at the University of Melbourne. She is majoring in Microbiology.
Eileen also has an interest in genetics, particularly the role genetics plays in society today. As well as having an
interest in both scientific research and science communication, Eileen loves to read science fiction and fantasy
novels, ponder in philosophical thoughts and appreciate the beauty of the world around her. By Eileen Lam

risk of miscarriage is less than 0.5%. CVS
is performed between 11 and 12 weeks of
pregnancy. For this test, it is the placental
tissue being sampled and analysed, obtained
again by a small needle inserted through the
patient’s abdomen. The risk of miscarriage
with CVS is less than 1%.
With the introduction of NIPT, women can
now opt for a more accurate screening with
up to 99% accuracy for Down syndrome.
Additionally, women who may have received
a high-risk result from first or second trimester
screens, may now be able to have a simple
blood test which could potentially reveal
that they are at low risk and save them the
angst that comes along with invasive testing.
NIPT may also be useful to women who
are at higher risk of having a child with a
chromosomal condition. This includes women
who have had a previous pregnancy affected
by a chromosomal condition or those over 35
years of age. Although a positive result from
NIPT would require further invasive testing, a
low risk result would save many patients from
undergoing invasive procedures unnecessarily.
In England, the non-invasive test will be
introduced on the National Health Service
(NHS) in 2018. It is to be introduced simply
on the grounds of its safety and will be
offered to women with high-risk pregnancies.
It is expected that safer testing will encourage
more pregnant women to find out whether
their pregnancy has a chromosomal variation.
This may potentially lead to more terminations
and is an area of controversy in England.
However, the safety of the procedure also
means that fewer women will undergo
invasive testing and there will be fewer
miscarriages as a result.
Dr. Michael Harrison, President of The Royal
College of Pathologists of Australasia, describes
NIPT as a “fantastic advance in science and
medicine”. Approaching the issue from a
clinical perspective, he describes the test
“immeasurably greater” due to its minimised
risk. Although it has not yet been decided
whether the test will be covered by Medicare,
it is a topic of much discussion and a decision
should be reached in the next few months.
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memory may be affected through frequent use
of medical marijuana and this has been implied
as a contributor in a high percentage of
workplace accidents and automobile crashes
linked to marijuana.

Marijuana is a word we typically
associate with recreational drug use.
What some people may not know,
however is that people have found
medicinal uses for marijuana.
Medical marijuana or cannabis refers to many
different cannabis strains: using the whole,
intact plant or its extracts. Medical marijuana
can be administered through smoking dried
buds, capsules, lozenges and other means.
Some of the chemicals in marijuana may be
helpful in the medical scope. Medical marijuana
may help treat illnesses and relieve certain
symptoms. Some chemicals in marijuana such
as a couple of cannabinoids can increase
appetite and reduce nausea. They may
decrease pain, muscle control problems and
inflammation or redness and swelling.
A cannabinoid called CBD (Cannabidiol) may
even control epileptic seizures, migraines
and treat mental illness and addictions.
Medical marijuana has moderate effects in
reducing nausea and vomiting induced by
chemotherapy. It also has some effect in
reducing chronic pain. Despite all these effects
medical marijuana may have on treating
symptoms and illnesses, more scientific
research needs to be implemented to provide
solid evidence that these benefits outweigh the
risks and that medical marijuana is safe.
Some people may argue that medical
marijuana may cause more harm than good
and that although medical marijuana has
its potential benefits, there remains several
risks. Cognitive capacities such as short term

Concerns about the state of lungs have also
surfaced, particularly when smoking dried
marijuana buds. Smoking medical marijuana
carries the risk of inhaling carcinogens and
there is still the risk of some chemicals
inducing addiction. What discourages some
people the most is that there are simply
not enough carefully controlled studies that
provide evidence for medical marijuana as a
fully-fledged medical drug. Due to this, the law
has been reluctant in recognising marijuana as
a medical treatment.
The law has been quite strict on the use
of marijuana, even if it is used for medical
purposes only. Victoria, however has become
the first state in Australia to legalise the use
of medical marijuana. On April 12, 2016, the
Victorian Parliament approved the Access
to Medicinal Cannabis Act 2016. The
cultivation of medical marijuana in Australia
has been approved.
Medical marijuana can be used
only for certain defined groups of patients.
The first group to obtain access will be
children with severe intractable epilepsy in this
year’s Victorian scheme. This ensures that not
just anyone can gain access to the drug. This
rigorous assessment method involves a lot of
paperwork. Patients must have a letter
from their GP and an importation permit from
TGA (Therapeutic Goods Administration).
The Department of Health and Human
Services’ Office of Medicinal Cannabis is
responsible for forming the framework for
medical marijuana. Medical professionals,
patients, families and the office will all work
closely together as the scheme is underway.
There is a body led by Chairperson, Professor
James Angus called the Independent Medical
Advisory Committee.
The committee includes specialist physicians
in neurology, cancer, pain management,

experts in pharmacology, HIV/AIDS, medical
research and ethics, drug safety, nursing and
a consumer representative. They provide
suggestions to the government on the types of
products patients can use and whether other
patient groups can use medical marijuana to
treat their illnesses. This scheme will ensure
that the medical marijuana patients receive will
have been tested for safety and efficacy as
well as being affordable.
Patients taking medical marijuana will be
supervised by their doctors and will be
assured that the quality and composition of
the drug is known. This scheme does not
change the fact that recreational drug use is
still illegal.
Going forward, medical marijuana may prove to
be a useful therapeutic drug. What needs to be
done now is to study the effects of marijuana on
different illnesses and pains, improve the safety
and efficacy of the drug and perform scientific
studies and clinical trials to provide evidence for
its benefits in medical use.
Hopefully, medical marijuana
will be able to help patients
in need and provide a better
source of treatment
in the future.

More information on Medical Marijuana:
•
•
•
•
•
•

•

drugabuse.gov/publications/drugfacts/
marijuana-medicine
verywell.com/what-are-the-pros-andcons-of-medical-marijuana-1132484
2.health.vic.gov.au/public-health/drugsand-poisons/medicinal-cannabis
agriculture.vic.gov.au/agriculture/grainsand-other-crops/cannabis-in-victoria/
medicinal-cannabis
lawreform.vic.gov.au/content/2-usecannabis-medicinal-purposes
news.com.au/lifestyle/health/medicalmarijuana-legal-in-australia-what-itmeans-for-you/news-storyb61f0238f84be8
43855c20605bc17ed1
mja.com.au/system/files/
issues/199_11_161213/mat10728_fm.pdf
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SUPPORT GROUPS

Supporting the supporters

PRESENTATION

On 22 March GSNV held their first 'Supporting the Supporters' meeting.

Growing your support group,
volunteers to paid staff.

At the GSNV one of our main roles is
supporting support groups from inception
to maturity. We believe support from your
peers is highly valuable and your peers can
be a great sounding board. We understand
starting up and running a support group can
be rewarding, however, it also comes with
many challenges.

PRESENTER
Sean Murray the CEO of the
Australian Mitochondrial Disease
Foundation (AMDF)

To help work through some of these
challenges we have started a quarterly
support group event where support group
leaders, or those who are thinking of starting
a support group can come together for a few
hours, and share ideas.

•

To ensure that the topics covered during
the Supporting the Supporters sessions are
relevant to the attending support groups,
we posed the following question to the
attendees: what is the biggest challenge that
your support group is currently facing?

“Thanks very much for the opportunity
to participate tonight. We are so
happy to have connected with GSNV.
I look forward to sharing … what we
heard about tonight and the work of
the GSNV. This is exactly what we've
been looking for.”

“I think it is the beginnings of
something really worthwhile”
The aim of these meetings are for support
group leaders with experience to mentor the
support groups that are just starting out, but
also for those just beginning, to bring fresh
eyes to problems that established support
group might be struggling with.
During the first meeting the objectives of
these meetings were further developed.
These included:
•

creating a space for support group
organisers to share ideas learn from each
other, leverage each other’s knowledge
and experience, work through issues
common to most support groups

Establishing what each support group
wanted out of these meetings and what
the GSNV could do to facilitate this.

Through this discussion a number of
common themes evolved which included
issues around:
•
•

•
•
•
•

raising the profile of support groups
and networking
lack of training in governance,
debriefing support group workers,
support people who contact the support
group, soft skills e.g. dealing with conflict,
managing meetings
progressing from a volunteer led group to
paid employees
connecting with clinicians
self-care and combatting fatigue
sustainability of support groups

LOCATION
Royal Children’s Hospital,
Flemington Road, Parkville
TIME
13 July (6pm-7.30pm)
RSVP
info@gsnv.org.au

This first meeting was very productive and
generated lots of interesting discussion that
will inform the agendas for future meetings.
There was lots of positive feedback from the
support groups which highlight the need for
a group such as this.

“Looks as though the meeting
was productive and beneficial.
Congratulations on a fantastic initiative.”
We are aiming to have regular meetings
with the next meeting being held in July. All
support group organisers who are members
of the GSNV are invited to attend the
Supporting the Supporters meetings.

SUPPORT GROUPS

Australian Disorders of the
Corpus Callosum conference
By Chaya Goldman, Cody Oliveira and Jessica Townrow
Chaya Goldman completed a BSc degree with a major in Biotechnology in
2016. She hopes to pursue a career in Genetic Counselling and has a particular
interest in prenatal counselling. Chaya currently volunteers for a number of
special needs organisations.
Cody Oliveira fourth year Biomedicine and Science student at Monash
University majoring in genetics and chemistry and looking
to pursue new bioinformatic techniques.
Jessica Townrow completed a Bachelor of Science majoring in genetics in
2015 from the University of Melbourne. She currently works at RMIT University
and hopes to return to study the Master of Genetic Counselling in 2018.
250 people travelled from all areas of
Australia to Melbourne for the second
annual Australian Disorders of the Corpus
Callosum (AusDoCC) conference. Over
2 days and with over 50 guest speakers,
participants had the opportunity to learn not
only from professionals in their field but also
to form connections with other families in
similar positions. The children and siblings
of children with disorders of the corpus
callosum also had an opportunity to socialise
and encourage each other with the help of
the team from Purple Soup*.
While the adults were listening to renowned
experts in their fields, the children, ranging
in age from 4 to 16, had time to play and
express themselves in small and large
groups. Activities included a giant parachute,
talent shows, arts and crafts and silly
olympics. It was wonderful to see children
who were hesitant at first, begin to open up,
make friends and initiate games themselves.
One of the most popular games was Angry
Birds, a popular computer game come to
life with long elastics projecting the soft bird
toys into the air, and sometimes also at the
Purple Soup group leaders. It was a great ice
breaker, allowing the kids to warm up to their
environment and each other.

On the second day of the conference the
children were taken on a trip to Holey
Moley Mini Golf. Everyone enjoyed competing
against each other in the colourful and
creative mini golf course, which included
the Luna Park and pool table holes. It was
a highlight of the weekend for the kids, the
Purple Soup leaders and the volunteers.
Purple Soup leaders introduced the children
to “Warm and Fuzzies”, the feeling one gets
after receiving a compliment. Each child was
given a notebook with their name on it and
throughout the day, the children wrote or
drew nice things about each other. It was a
lovely thing for the children to take away from
the program and it helped solidify their newly
formed friendships.
Overall, the weekend was a memorable
one, not only for the parents and children
attending the conference, but also for the
volunteers. We met a fantastic group of
kids, played games and shared stories with
them. We learned some new jokes, watched
some epic song and dance numbers and
watched unlikely friendships being formed
between kids from all over the country, and
we were lucky enough to form some special
friendships with them ourselves.

*Purple Soup – Purple Soup provides challenging, activity based programs
for children and their families affected by serious illness. These adventures are
designed to rebuild confidence, self-esteem, trust and courage in a safe, fun
and supportive environment. www.purplesoup.org
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ABOUT CORPUS
CALLOSUM
A disorder of the Corpus Callosum
(DCC) is a rare, congenital, neurological
condition. DCC is the umbrella term for
several conditions in which the Corpus
Callosum fails to develop properly, either
partially, thinly or doesn't form at all.
A disorder of the Corpus Callosum is a
congenital abnormality of the brain and
as such is not a disease or an illness.
If the Corpus Callosum fails to develop
during the first part of the pregnancy,
it will not develop later. If the Corpus
Callosum has formed partially or thinly it
will not regress.
DCCs affect individuals very differently
with the range of impact being
anywhere from mild (such as normal
development with some difficulties
in higher cognitive processes) right
through to severe disability (such as
intellectual disability/cerebral palsy).
More commonly documented
difficulties and secondary conditions
include; developmental delay, seizures,
disorders in emotion or behaviour
regulation, high pain tolerance, autism,
cerebral palsy, learning impairments and
social difficulties.
Source: www.ausdocc.org.au
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GENETIC SUPPORT
& ADVOCACY

PETITION:
Remove GST from
Medical Wigs
Imagine the outrage if the government
introduced legislation to apply GST to
prosthetic eyes and limbs. Yet this is the
situation people with Alopecia Areata
are faced with when they buy a wig to
help them deal with their condition.
Alopecia Areata is an auto-immune
disease which results in various degrees of
hair loss, from partial to complete loss. It
affects approximately 2% of the population
and can occur at any age, any gender and
any race.
Alopecia Areata is life changing! There is no
cure and there is no successful treatment!
Therefore one coping method used by
women, children and men is to wear a wig.
Most will wear a wig for the rest of their life.
In various Government Departments, wigs
are classed as a ‘Medical and Surgical
Appliance,’ sometimes appearing under
the Prosthesis section and are grouped
together with Artificial Limbs.
But because wigs can be used for other
non-medical reasons, people who require
them because of Alopecia Areata or
another medical condition are required to
pay the tax. Medicare does not provide
rebates for wigs.
It is estimated that the government takes
about $2.5M per year from people with
Alopecia Areata who need a wig to help
deal with their condition.
Over five years we have lobbied successive
governments without success.
We need your support to help to address
this unfair situation. Please help to support
the removal of GST on medical wigs by
signing and sharing this petition.
This petition was delivered to Minister for
Health and Sport The Hon. Greg Hunt MP.

www.change.org/p/the-hon-greghunt-remove-gst-from-medical-wigs
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Your Say… Your Thoughts
In this section of the newsletter we ask for support group members to write about an
issue that is important to them. We want to hear about the issues that are close to your
heart, we value your contribution.

Reflection on International
Women’s Day Alumni Event
Australian Catholic University (ACU) Melbourne
I see myself as a girl of
many ‘hats’ one could say.
I have started out by
leaning on my mum
in pursuing many
opportunities from a young
age starting out with
the Turners Syndrome
Association and later GSNV before launching
my own wings and getting involved in ChIPS
(Chronic Illness Peer Support).
A comment that stuck in my mind from
Sophie was the invitation to ‘be the change’
and that we choose our government and
therefore create the society we live in.
Sophie is a graduate of the Bachelor of Early
Childhood and teaching at ACU and started
her own school called Sandridge School that
focuses on creating young global citizens
with entrepreneurial minds. She challenged
us women with the idea of being a change
and the importance of having a vision.
Though she was talking from a business
perspective as a principal of a school this
idea connected with me on a personal level
as I know the importance of having a vision
in terms of recovery and work opportunities.
Sophie also spoke about the importance of
self-empowerment and self-discipline of not
allowing ourselves to hide behind ‘Gurus’.
I connected with Milly as she focused
on achieving her dream despite physical
limitations in one of her arms that had not
grown properly. She had a dream to be a
table tennis player and learnt to find ways
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I was a member of ChIPS from the age of 15
until I aged out of ChIPS and got involved in
all aspects of the program including camp,
socials, leading and participating in and co
facilitating leadership training.
Since moving on from ChIPS I have been
active with YDAS – (Youth Disability Advocacy
Service) Steering Committee and have also
completed my Bachelors of Youth Work and
Community Development.

By Vassiliki (Vassie) Dandani
to achieve her dream of being in both the
Olympics and Paralympics.
Both speakers challenged me to think about
what my life vision and goals are. I was
reminded to overcome obstacles in my own
way encompassing body, mind and spirit.
The importance of gym and or physical
rehabilitation being paramount for my
recovery journey physically and mentally.
In line with this was the reminder of work
life balance and the importance of having
that element of fun whether it be something
competitive or enjoying a gym class.
This breakfast event had many important
take home messages I thought and while
was women specific I thought the messages
were relevant to anyone facing challenges
and was prompted to write this article to
share it.
Also for any women reading this article keep
an ear out in your local communities and
networks for inspiring events you may also
have the opportunity to attend.

SERVICES

All Terrain Chairs
mean access for all!

The NDIS is a person-centred support
system that aims to empower Australians
with a disability and their families to take
control of their lives, achieve their goals
and participate in social and economic life.

Everyone loves going to the beach and enjoying parks
and trails, but for some, just getting down to the shoreline
or over soft sand, rocks and rugged terrain is a challenge.
Especially those wheelchair bound, it is sometimes
impossible to experience all of what life offers.

The NDIS helps individuals with funding
to access the services and supports they
need from the providers and informal
supports of their choice, rather than
have to fit into a one-size-fits-all system.
It focuses on early intervention and the
provision of appropriate aids, equipment,
training and development that produce
the best long term outcomes, providing
assistance at the right time, rather than
only once people reach crisis.

The Jones family sum up what their
beach wheelchair means to them…
“It is the feeling of liberation it gives
a family to use the chairs.”
(Julie Jones havewheelchairwilltravel.net).

Beachwheels Australia is Gold Coast
Company which offers a range of All Terrain
Chairs which assist their clients to go where
no normal chairs will go. For customers on
a budget, BWA also offer ‘DIY All Terrain
Chair Kits’ which fit easily on standard
conventional wheel chairs.

ATC’s are growing in popularity throughout
many Surf Life Saving clubs throughout
Australia at present. There is now many
SLSC clubs who are offering ‘Special
Needs’ Nippers programs, with ATC’s to
assist with the activities and the ‘inclusion
for all theme’.

With a diversified client base, All Terrain
Chairs (ATC’s) are now available through
a host of locations throughout Australia,
including: Surf Life Saving Clubs, Community
Clubs, Councils and even local stores near
the local beach, Drew Valentine explains.

Deb Hazlewood directing the Starfish
Nippers program at North Burleigh SLSC …

“It is great to see the community
organizations, local and state governments
and even individual donors contributing for
those who really benefit from the inclusion
that ATC’s offer. Seeing the smiles on the
faces, is what it is all about”.

Services available
on the NDIS

“The All-Terrain Chairs allow our special
needs nippers to enjoy the surf, get their
feet wet and splash in the waves whilst
being safe in the chair. The Smiles of the
children going into the surf for the first time
are unforgettable”.
FOR MORE INFORMATION:

www.beachwheelsaustralia.com

Supports available under the NDIS can:
•

•

•

Be associated with day-to-day living
and activities that increase your
social or economic participation
Be a resource or piece of
equipment, such as wheelchair,
assistive technology or home and
car modifications, to help you live an
ordinary life
Help you build the skills you need
to live the life you want, such as
opportunities to work, further
your education, volunteer or learn
something new.

In this section of the newsletter, we
will showcase some of the available
supports that can be accessed on the
NDIS by eligible people in Victoria.

0417 613566 (Drew Valentine)

JO WHITE – AUTISM COUNSELLING
Jo is a professional counsellor and special education teacher specialised in Autism
Spectrum Disorder. With over 20 years of experience in working with children, parents
and adults affected by Autism Spectrum Disorder. She has worked with a variety of
organisations such as Amaze (Autism Victoria) and Windermere Child and Family Services.
Being a new parent is no easy task,
parenting a child with Autism makes it
unimaginably more challenging. In her
work, Jo White understands the difficult
journey many parents may face after the
diagnosis of Autism Spectrum Disorder.
Jo offers compassionate counselling for
parents and carers, as well as children,
teens adults and couples. Jo can offer

specific core strategies to help with
challenging behaviours, both in the
home and at school. Jo addresses how
parents can access support networks for
themselves and their children or teens.
Jo aims to help support parents with a
child facing a new or recent diagnosis of
Autism Spectrum Disorder and supporting
the ongoing journey with Autism.

Jo has now been running a private
practice in Boronia called Autism
Counselling for about 5 years, she is a
contracted counsellor with Carers Victoria,
as well as EACH (Family Relationship
Support for Carers.) Her motto is always,
“Why fit in…when you were born to stand
out?!” By Dr Seuss.
www.autismcounselling.com.au
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SERVICES

People with clinical and more complex support needs
have been long term users of the Complete Nursing
and Home Care services for over 7 years now. These
clients enjoy the services of both the Complete nurses
and the fully trained personal care assistants who make
home visits to clients.

Babble & Munch Speech Pathology –
Feeding therapy for babies and children
Hereditary Spastic Paraplegia (HSP) is also known as hereditary spastic paraparesis, familial spastic paraplegia,
Babble
& Munchdisease,
Speech Pathology
is a privatedisease,
feeding is
clinic
in the outerdisorder
north-eastern
suburbs
Melbourne.
French
settlement
or Strumpell-Lorrain
a neurological
that affects
theoflongest
nerve
in Babble
the body.
By
Jason
Jones
& Munch has specific expertise
Parents can self-refer or the child’s health
parents and teachers together as
in the assessment and treatment of
infant and child feeding and swallowing
problems as well as early communication
delays in babies and toddlers. The
speech pathologists work with babies
and children needing additional
assistance with breastfeeding or bottle
feeding, transitioning to early solids, table
foods and cup drinking.
Babble & Munch also focuses on
chewing or oral motor difficulties, fussy
eating, feed refusal, oral aversions,
swallowing problems, tube feeding and
tube weaning. One key area of treatment
focuses on fostering optimal oral function
and mouth development and preventing
future difficulties from birth onwards.
The aim is to also support families
to overcome the stress of difficult
mealtimes and find a path forward.
Speech pathology is also provided
to babies and toddlers with delays in
early communication skills, such as in
early babbling, interacting, saying first
words or starting to put words together.
A comprehensive initial assessment is
offered, followed by a treatment plan for
therapy sessions if required.
Babble & Munch Speech Pathology
works with children with complex medical
or developmental needs, including babies
and children with genetic conditions and
rare diseases. Collaboration with the
child’s medical and therapy teams are an
important part of this process.

professional can write a referral. Babble &
Munch Speech Pathology is a registered
NDIS provider and is also registered with
private health funds, Medicare,
and Better Start for Children with Disability.
See babbleandmunch.com.au for more
information on the services provided.

required, or as part of their NDIS goals.
Evidence shows us that early intervention
is essential for best outcomes for children
in the long term, so we see children from
a young age and follow them through
their school transitions and into adulthood
as needed.

Barefoot OT is a registered provider
for Medicare, NDIS and DSS. Barefoot
OT provides occupational therapy for
children, teenagers, babies and families
on the Mornington Peninsula. We blend
evidence based interventions with holistic
approaches, both in our clinic rooms and
at our outdoor rural program to improve
children’s function and independence in
everyday activities and routines. We aim
to make it fun and motivating while they
practice and learn.

The Barefoot Therapists work closely with
speech pathology and physiotherapy for
children at our Rosebud clinic, and we
can offer team appointments. We also
have therapists based at our Frankston
clinic with Dr Simon Blair (paediatrician).

Occupational therapists are skilled at
designing activities and strategies that
focus on developing a child’s sensory
responses, hand function, motor skills,
cognitive skills, social skills and wellbeing.
We can work with our clients in a variety
of environments such as playgrounds,
school, in the community and at home to
improve participation and performance in
self-care, productivity and leisure activities.
We work towards realistic and achievable
goals which have been set with the child,

•
•
•
•
•
•
•

Goal setting
OT sessions at our rooms in Rosebud
and Frankston
OT sessions at school or within
community activities
Groups for school readiness, social
skills, handwriting and fine motor
Parent and family coaching
Rural programs
Horse therapy and Equine
Facilitated Learning.
FOR MORE INFORMATION

www.barefootot.com.au
admin@barefootot.com.au
03 5981 1120
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All home visits are rostered to suit the times
required by clients, including week-ends
and public holidays. Complex and clinical
care includes P.E.G and P.E. J tube feeding,
tracheostomy changes, Catheter management,
Non-invasive ventilation procedures, medication
management and injections. All staff are fully
trained by registered nurses to ensure that the
care provided is of a high standard as required by
hospitals and rehabilitation centres. After hours
visits for client outings or late put-to-bed shifts are
also easily arranged; and even accompanying on
overseas or interstate trips.

NDIS-ready services for
people with deafblindness

Did you know that nearly 300,000 Australians currently
experience some sort of dual sensory loss, or deafblindness?
Deafblindness is a combination of sight
and hearing loss which can severely
affect a person’s communication ability,
socialisation, mobility and daily living. It
is a surprisingly common condition that
can be caused by any number of genetic
conditions such as Usher’s Syndrome
or CHARGE.

“These services are often combined
with social and community participation
programs to help people overcome
social isolation. Assistance is also
available to support day-to-day needs
such as shopping, banking and
attending appointments – all vital parts
of living a valued and independent life.”

Since 1967, Able Australia has been
supporting people with deafblindness to
achieve a better life experience through
a range of services that are designed
to keep people with dual sensory
loss socially connected and living as
independently as possible.

Able Australia’s unique digital literacy
centre known as Ablelink, is also
designed to help people overcome
social isolation, by supporting people
with dual sensory loss to develop their
digital literacy skills and remain in regular
contact with family and friends. This
service offers tuition by highly skilled
technicians in the use of adaptive
technology, which encourages a vital
connection to the wider community.

In recent years, the introduction of the
National Disability Insurance Scheme
(NDIS) has changed the face of the
disability sector forever. For some
people, this new ‘choice and control’
model of funding is a very new (and
sometimes daunting). However with
the right support, the scheme can be
successfully navigated and made to
work to every individual’s advantage.
“Throughout our long history, we have
developed a wide range of support
services that are specifically designed to
improve an individual’s relationship with
family, carers, support staff and other
important people in their life,” said Justin
Elks, Senior Support Coordinator at
Able Australia.
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COMPLETE NURSING
& HOME CARE

“In the coming years, Support
Coordination services will become
increasingly important as more people
seek to make sure their NDIS funding is
working for them,” said Justin.
“Our staff know the system inside out
and are well placed to assist people to
understand what services are out there.
They can guide people to choose services
that they really need to live the life they
choose, before connecting them up.”
To find out more, call 1300 225 369 or
visit www.ableaustralia.org.au

Above all, the focus of all of the Complete Nursing
work is client satisfaction and ensuring that client
expectations are met in full. Our contact is Ernita
Songahid R.N. who has extensive experience in
managing the requirements and needs of all of our
clients with complex conditions. Many clients come
to Complete Nursing as referrals from satisfied
clients and case managers. Ernita would be
delighted to discuss what she could do for anyone
seeking care and support at home.
03 8560 3090
Unit 10, 20 Enterprise Drive, Bundoora

ASPIRE SPEECH PATHOLOGY
Aspire Speech Pathology is a small, client-focussed
mobile and outreach speech pathology practice.
Director, Lauren Kovesy, works with both children
and adults in their homes, schools and workplaces in
Melbourne's northern suburbs.
Lauren also offers a tele-health service to those
who live rurally or remotely. Lauren has extensive
experience in establishing the best communication
system (including high-tech, low-tech, no-tech).
She works closely with her clients and families to
ensure people with communication difficulties are
aspiring to achieve their goals and having some fun
at the same time!
Aspire Speech Pathology is registered with NDIS and
many other funding bodies.
FOR MORE INFORMATION

www.aspirespeechpathology.com.au
0457 321 724
aspirespeechpathology@gmail.com
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CASE STUDY
Friedreich’s
Ataxia
Molly* has Friedreich’s Ataxia
and has been a client with
AHCS for more than four years.
Friedreich’s Ataxia causes
progressive damage to the
nervous system, resulting in
poor coordination and gait
disturbance. It can lead to
scoliosis, heart disease,
and diabetes.
Because Molly’s care needs are
complex, Molly works closely
with an AHCS Client Services
Manager who oversees her
care program, updates her
individualised care plan
regularly and manages Molly’s
care needs.
Supervising Molly’s care program
places Molly’s Client Services
Manager alongside Molly’s
carefully matched Support
Workers to ensure their care
techniques are best practice.
AHCS seeks to match its
Support Workers to specific
clients by considering
personality, qualifications and
training requirements for each
client’s needs.
Molly is also an insulin
dependent diabetic. AHCS
Support Workers assist Molly
to monitor her blood glucose
levels from the comfort of
her home.
Molly’s health benefits from
the assistance of Support
Workers in preparing nutritious
and well-balanced meals while
she keeps connected with the
things that matters to her as
she gets out and about with the
support of her AHCS care team.
* Name changed
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Supporting the life you lead
Australian Home Care Services (AHCS) brings 30 years’ care experience to the homes
of the 5,000 Australians we support every year. Here’s some of what sets us apart as
we care for people with a range of support needs.
It all began in 1986 when Multiple Sclerosis
Limited (MSL) identified the need for highquality care services for people living with this
chronic disease. Today, the bunch at AHCS like
to say that “caring is in our DNA”. As a proud
subsidiary of Multiple Sclerosis Limited, AHCS
supports the thousands of Australians living with
this chronic disease and the drive for a cure.
AHCS offers all the services people need to love
the lives they lead from the familiarity of home.
Its wide range of services provides independent
living for people in their own communities,
whatever their needs and circumstances.
As a registered provider with the National
Disability Insurance Scheme (NDIS) and a partner
to many people with aged care packages,
AHCS creates care and service solutions to a
diverse client base. These include those with
complex care needs such as genetic conditions,
progressive illnesses and dementia sufferers,
as well as clients with acquired brain injuries,
spinal cord injuries and neurological disabilities.
Experience in supporting intensive care needs
and innovation continue to set AHCS apart in its
drive to deliver quality care and real value.
The Mobile Overnight Support Service (known
as MOSS) is a great example. Based on a
successful pilot, AHCS is the sole provider of
a program funded by the Victorian Department
of Health and Human Services for the past five
years. MOSS provides planned overnight home
visits (between 9.30pm and 4am) across southeast and north-west metropolitan Melbourne.
This vital service allows people to remain in
their own homes where residential care may
have otherwise been needed. AHCS Support
Workers perform a range of tasks including
welfare checks, toileting assistance, continence
and medication support – this greatly enhances
the potential for people to live independently in
their own homes and communities.
AHCS’s expertise doesn’t end there. It also
operates shared supported accommodation
for people with disabilities requiring 24-hour
care and support. Five households in Victoria
and New South Wales are home to 30 people
with acquired brain injuries and neurological
disabilities. AHCS Residential Support Workers
assist residents with personal care, daily meal
preparation, support with light domestic tasks
and assistance with health and wellbeing
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requirements, recreation and leisure support.
Residents are typically younger people requiring
24-hour support to maximise their independence
and build their individual capabilities and skills for
everyday living.
Central to the AHCS philosophy is a passion to
create care plans as individual as each client.
That’s where AHCS’s experience and wealth of
industry knowledge provide an edge in keeping
each client’s strengths and goals at the centre of
everything. This experience is evident in AHCS’s
work with dementia sufferers, a condition which
requires specific skillsets. Work with significant
numbers of ageing Australians has led AHCS to
adopt a ‘low threshold early intervention’ approach
to work in this area. This model minimises the
potential risks for dementia sufferers maintaining
their independence within the home environment.
This philosophy aligns with the endorsed care
models of Alzheimer’s Australia.
This experience allows AHCS to tailor support
to the experiences and wants of each individual
client. While recognising limitations, AHCS’s
dementia care model emphasises the strengths
and capabilities of individuals, helping both clients
and their families to manage, relax and identify
and mitigate risks from the comfort and familiarity
of home. This model promotes confidence while
reducing anxiety and likelihood of depression.
Not surprisingly, given the thousands of
Australians it works alongside every year,
AHCS has developed a strong appreciation of
our country’s diverse communities. It offers
interpreter services and employs staff from
diverse cultural and linguistic backgrounds. This
understanding means AHCS is well-placed to
care for clients identifying as Aboriginal & Torres
Straight Islanders (ATSI). Clients identifying in
this way do not form a homogenous group, but
instead comprise a large number of diverse and
culturally different communities. In this setting,
providing culturally appropriate care means
being sensitive and respectful of recognising
the importance of family to indigenous people,
including extended family.
Whatever your age, circumstances or ability,
AHCS’s support options are available 365 days a
year from as little as one hour per month.
1300 303 770
www.ahcs.org.au

SERVICES
NDIS SUPPORT & SERVICES
TO TRANSFORM LIVES

At EACH we provide a range of NDIS programs and support
services for people living with a disability. We also support
their families and carers. But above all, we’re here to inspire
each person to live their life to the fullest. And we do that by
listening and providing choice and flexibility.
Implemented by the National Disability
Insurance Agency and supported by
the Federal Australian Government, the
National Disability Insurance Scheme
(NDIS) provides support for Australians
living with a permanent disability.
EACH is a registered provider for NDIS
and we tailor an integrated plan to meet
an individual's goals. Our NDIS support
and services include:
•
•
•
•

Disability & Mental Health Support
Support Coordination
Early Childhood Intervention
Specialist Employment Services

Here at EACH, we provide a broad range
of health and community services. Along
with NDIS services, we also offer programs
for older adults, along with clinical,
counselling, and mental health services.
We began life back in 1974 as Maroondah
Social Health Centre. Founded on the
singular vision that everyone is entitled
to good health, we’ve grown to become
one of the nation’s leading health and
community services providers.
We believe that lasting health and
wellbeing are achieved through a holistic
approach. It has to be collaborative,

clear and encompass the bigger picture
for each individual. We put our clients
squarely at the center of everything we
do. We talk, we listen, we consult. Then
we tailor our solutions from there. People
are always first and foremost. We’re
about creating empowerment, respect
and self-esteem. So we fiercely focus on
meeting the needs, hopes and dreams of
the people and families we work with.
If you or a loved one requires more
information about the NDIS or you would
like to learn more about our services,
please call us on 1300 003 224 or
visit us online at www.each.com.au.

Something as simple as a fitted
bed sheet that could make
turning over in bed easier
There is such a product and it’s called the Wonder Sheet. It was
designed by Dominique Sanday for her dad who had Parkinson’s
disease. He was struggling to turn over during the night. Getting
into bed and out of bed was also very difficult.
The unique design of the Wonder
Sheet facilitates bed mobility. It takes the
effort out of turning over which can then
reduce any pain or strain involved with
moving in bed.
It uses 2 types of fabric and sewn in a way
that enables you to be able to slide your
bottom instead of having to lift it. Being
able to do this reduces wear and tear on
your shoulders.
No more crinkly sheets under your bottom
when you do move because the fabric
moves easily with you reducing any risk on
pressure areas.

The Wonder Sheet fitted sheet can benefit
anyone of any age, including:
•
•
•
•
•
•
•
•
•
•

Parkinson’s disease
Motor Neuron disease or Polio
Quadriplegia and paraplegia
Stroke or brain injury
Chronic arthritis or joint pain
Chronic illness and disability
Poor circulation
Obesity
General aging and weakness
Cerebral Palsy or Muscular Dystrophy

The Wonder Sheet can be used
on its own or with other equipment

you might already have in place around
your bed. There is a reduced risk of
back injuries to carers as repositioning
becomes easier for them when the user
is on the Wonder Sheet.
The Wonder Sheet is available online or
through our stockists. We are a NDIS
registered provider and you can also get
the Wonder Sheet through your care
package. Ask your therapist or care
provider for more information.
07 5591 1629
info@neeki.com.au (Dominique)
www.neeki.com.au
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New therapy service co-designed by
disability community and Bupa
People living with disability and their families, carers and allies have
helped to design a new state-of-the-art therapy service that will open
soon in inner Melbourne.
It’s designed to make life easier, providing
more convenient and better coordinated
therapy supports with an inter-disciplinary
approach to help those living with
cerebral palsy meet their goals and
maximise their potential. It will initially
deliver physiotherapy, occupational
therapy and speech therapy, all under the
one roof, to people over 18 years-of-age.
It has been developed by Bupa, one of
Australia’s largest health and care providers,
and has been co-designed with the input
of people with disability and their families,
carers and clinicians to meet their needs.
“We don’t want to assume that we know
what they want. We want to know what
they want,” Bupa Medical’s General
Manager Dr Ros Blakley said. “Our focus
is devoted to developing care specific to
each person as opposed to a one-sizefits-all model. It also means clients only
have to tell their story once and travel to
one location.”

Kristy Trajcevski, a law graduate living
with cerebral palsy, was part of the design
process. “Going to lots of different places is
often very intimidating,” she said. “It would
be nice to have the same group of people
doing the same stuff, who know you and
can help you reach your goals. That, I think,
is what the core of the NDIS is all about. It’s
about finding ways to be inclusive and bring
disability out of the closet.”
Listening to, and learning from, the lived
experience of people with disability, their
carers and clinicians has been central
to the design and development of Bupa
Therapy. Their generosity in sharing their
stories resulted in the opportunity to design
a purpose-built centre that responds to
each person’s needs and supports them to
achieve their therapy and life goals.
The centre will include a dedicated
welcome area, individual treatment
rooms and a rehabilitation gymnasium for
individual and group therapy.

COBAW COMMUNITY HEALTH
Cobaw is a not for profit, Community Health Service providing individualised
services and supports to people living in and around the Macedon Ranges in
Central Victoria for over 30 years.
Importantly it will also include services
especially for carers and other family
members including Wi-Fi, internet
terminals, desk space, kitchen facilities
with refreshments and lounges.
“Carers are frequently overlooked in the
care process but are crucial in its delivery
and need to be included,” Bupa’s Dr Ros
Blakley said.
The therapy service will not only be limited
to Bupa customers or NDIS participants
and is due to open in the second quarter
of 2017. It will be fully accessible and
located in Abbotsford Street, inner
West Melbourne.
If you or someone you know might be
interested in this new service, would like
to book a tour, or want to know more,
please contact the Bupa Therapy team.
therapy@bupa.com.au
1800 097 623
www.bupa.com.au/therapy

CHRISTIE CENTRE MILDURA

Pre Planning – Getting ready to
transition to the NDIS
Cobaw provide free assistance to people with
disability, their carers and families to prepare/
plan for the transition to the National Disability
Insurance Scheme (NDIS). We provide free
group and individual information sessions.
Our practical presentations equip you to
explain to an NDIS/LAC planner what your
goals and ideal outcomes are for the next
12 months, provide them with relevant
evidence and advocate for how you think
your goals could best be met for you and
your family. We offer a range of services
and supports to cater to individual needs
for babies through to adults and aged care.
Cobaw is an Accredited Programme of
Excellence in Paediatric Health by The
Royal Australasian College of Physicians.
We are a training site for Community Health
Paediatricians, Developmental Behavioural
Paediatricians & Paediatric Fellows (0-18
years). We provide:
•

•
•

Innovative North West Victoria disability services provider The Christie Centre
says it’s excited at the opportunities the National Disability Insurance Scheme
(NDIS) is presenting to its clients.
The Christie Centre is a vibrant organisation
based in Mildura with 120 participants aged
between 16 and 74 years.
A resourceful service delivery model includes
industry-leading social enterprises such as
the chocolate retailer Mildura Chocolate
Company, recycling businesses Aroundagain
and Christie’s Emporium, a creative program
known as ArtRageUs and the Growability
plant propogation business.
The organisation also offers 48 different
group activities each week, ranging from
gardening and drama to self-advocacy
training and certificate studies in work
skills such as horticulture. But despite the
huge success of its programs and social
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enterprises, the Christie Centre doesn’t rest
on its laurels.
“Our catch cry is ‘what’s next?’,” Ms Davidson
says. “Our goal is always to continue
providing the best possible outcomes for
everyone so there are always new ideas
and opportunities.” Ms Davidson says the
Christie Centre is excited about the prospects
emerging from the NDIS.
“It’s about choice and control for people
with different abilities and that’s really just
formalising what we already do every day. We
are constantly testing and evaluating whether
what we are doing is what the person wants,
and whether it’s making a difference for the
individual, their family and the community.”
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Ms Davidson said the NDIS is a
transformative journey for the disability
sector. “It presents great opportunities for the
individual and for the Christie Centre. We are
a ‘disruptive’ organisation and we love that
label! It means we challenge the status quo,”
she says.
“That is who we are, where we have come
from and what we will always strive to be,
supporting people of different abilities who
are at the centre of everything we do.”

www.christiecentre.com.au

Medical, health and development
consultations and treatment for children
and adults.
Shared care with GP’s and
Hospital specialists
Genetic testing, continence support,
support with understanding a specific
diagnosis, sleep, diet, diabetes,
asthma, epilepsy, behavior, speech
and language, motor skills, social skills,
everyday living, and mental health.

We also provide individualised services and
supports based on your needs, delivered in
a coordinated manner to achieve the best
outcomes for you. Cobaw practitioners are
experienced and highly qualified and work
as a multidisciplinary team to support your
health, developmental and learning needs.
We have and multiple service sites as well
as offering home based or community
based supports:
•
•

Developmental Behavioural
Paediatricians
Early Childhood Intervention Service
(ECIS) – ECIS supports children from

•

•
•

•
•
•
•

•

•

•
•
•
•

birth to 7 years with a disability or
developmental delay to develop to
their full potential. It is fully funded by
the NDIS. Families work with an ECIS
Key worker who assists the family
to understand their child's specific
disorder, disability and developmental
needs. We support your child in their
everyday experiences and activities.
We build on parents’ knowledge, skills,
capacity and confidence to teach their
child new skills using the family’s every
day routines.
Speech Pathology – functional
communication, Alternative and
Augmented Communication
(AAC) support
Physiotherapy – balance, coordination,
strength , aquatic programs
Occupational Therapy – everyday
living skills, social skills, positive
behaviour support, learning difficulties
Social Workers – counselling , family
support, everyday living skills
Counsellors – mental health
Dietician – health and nutrition
Clinical psychologist – counselling,
social skills, anxiety, depression,
family work
Educational Advisors – support for
early childhood service and school
transitions to promote inclusion
Parent Education – individual and
group Triple P stepping Stones,
positive behaviour support, toilet
training, sleep etc.
Parent/Carer support – my time support
group – every Monday 9.30am-11am
Social Support and Respite workers
– individual and small group
Housing Support
Resource/Equipment prescription
and ordering – wheel chairs, walking
frames, sitting supports, toileting aides,
communication supports etc.

Cobaw is a registered provider under
the NDIS.
5421 1666
admin@cobaw.org.au
www.cobaw.org.au

COLBROW HOMECARE
Colbrow Homecare was established under the
auspices of Colbrow Healthcare, Melbourne's first
nursing agency. Colbrow is an Australian owned and
operated company and this year, we celebrate our
60 year anniversary.
Colbrow started as a nursing agency but now
we are much more than that. We still provide
nursing agency services to hospitals as well as
immunisation nurses to companies and schools
but most importantly, we provide in-home
nursing and care services to clients in their
homes through our home care division, Colbrow
Homecare. Our clients include those living with a
disability, the aged, those recovering from surgery
and those at the end of life.
Our NDIS clients are all ages and come from
various cultural back grounds and are living
with various disabilities. Importantly, the NDIS
has enabled those living with genetic conditions
and their carers greater access to funding and
in-home services. We have helped people
continue to live fulfilling lives despite their genetic
condition. We have helped clients living with
cystic fibrosis, motor neurone disease, birth
defects and congenital conditions, down’s
syndrome, haemophilia to name a few.

Case Study – Baby Lily
Lily was born with a rare chromosomal
abnormality and had some very complex
care needs which meant that she required
around the clock care. We were asked
to care for Lily to provide respite care for
her mother as she recognised she was
having difficulty adjusting to the situation
and required support. Lily’s mother is also
a nurse and needed to go back to work
1-day week for various reasons.
The care we provided to Lily enabled the
mother to attend to her counselling and
support group sessions, spend quality time
with her eldest daughter (3yo) and adjust to
the level of care required for her new baby.
The services we provide to our home care
clients include anything from doing the weekly
shopping for them, right up to complex nursing
care, including wound care. Socialisation is
also a very important part of our role as a home
care service provider and we regularly take our
clients to outings. Because we have a large pool
of skilled health care professionals, including
Registered Nurses, Occupational Therapists,
Physiotherapists, Nutritionists, Disability Support
Workers, Personal Care Workers and Domestic
Assistants we can and do provide our clients with
all their in-home needs. We can also arrange
any home modifications, mobility aids or other
specialist equipment required by our clients.
Colbrow Homecare – Your Home, Your Life, Your Choice (R)

1300 33 11 03
www.colbrowhomecare.com.au
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ONLINE RESOURCES
Genetics is currently at the forefront of
advancements in medicine with the introduction of
new genetic technologies and the genomics era.
It is important for consumers to have a firm understanding
of the fundamentals of genetics for them to be able to
properly consent to any genetic testing that they or their
family may undertake in the future. This online course can
help consumers educate themselves by learning how to
conduct their own research online, and evaluate reputable
sources of information.

• Learning Online: Searching and Researching
Improve your online research skills and your ability
to critically analyse sources of information.
futurelearn.com/courses/searching-and-researching

SPEECH PATHOLOGY & OCCUPATIONAL THERAPY

These online courses explain what genomic testing is,
and how the technology is being used to improve the
diagnostic rates of rare conditions, and possibly identify
new treatments. There is also a discussion about findings
that are secondary to the primary indication for testing,
and ethical discussion about the implications about these
finding and how patient data is stored and shared.

Working with Melbourne families since 2007, Dee Wardrop Speech Pathology & Occupational Therapy Services offers a team of
professional, experienced and caring allied health professionals. With clinics in Melbourne’s north and west, they are excited about the
opportunities the National Disability Insurance Scheme [NDIS] will bring for access to therapies as the NDIS rolls out across Victoria.
Having a child with a genetic syndrome can
have a profound impact on families. Parents
in challenging situations need support that
is timely, easy to access, and flexible. As
the NDIS is introduced across Victoria,
clients and families have increasing choice
about the services they access, and the
style of therapy they choose, which
is already changing the landscape for
therapy providers.
We provide Speech Pathology,
Occupational Therapy, Music Therapy
and Psychology services, and support
families and clients with learning, social and
behavioural needs. Genetic conditions we
have experience in working with include;
Neurofibromatosis (NF), Sotos Syndrome,
Angelman Syndrome, William Syndrome,
Down Syndrome and hearing loss.
Our team has a broad scope of clinical
practice; our clinicians each have specific
professional interests, allowing families to
match with clinicians to best support their
needs. We take pride in offering a service
where families feel understood and cared
for, right from their very first encounter with
us. We provide evidence-based, familycentred care for clients with complex needs,
a flexible service delivered in the clinic or
community, and a “no waitlist policy”.
The range of genetic syndromes we work
with is as broad as the needs and difficulties
we can support. Each client presents
differently and with different challenges and
goals. As such, all the children and families
we see receive services that cater to their
specific needs.
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For example: some of the learning
difficulties that may affect people with
Neurofibromatosis 1 (NF1) include
concentration, co-ordination, memory,
processing, sequencing, self-organisation,
speech, social and behaviour patterns.
Our team would provide clinic based
Speech Pathology support to assist
with communication development and
community based Occupational Therapy
to assist with strategies to concentrate
and organise, as well as memory tools and
functional sequencing of tasks.

supports. Our team has developed a good
understanding of the NDIS and what it
means for clients, and we are enjoying the
new challenge of helping families navigate
this exciting (albeit sometimes confusing)
time, with clinical as well as administrative
support and advice.

For a child with a hearing loss, we provide
Speech Pathology support during the
hearing aid / cochlear implant fitting, and
early language and listening development,
with a music program to enhance listening
skills. We may then provide ongoing
Educational Consultancy to assist the
child with school based technologies and
curriculum access.

Funding under the NDIS allows clients to
access either a keyworker model of care,
where there is one main clinician who
supports the family with input from different
disciplines, or a therapy specific model,
where families can choose to access the
specific services that they want.

Depending on geographical location
and eligibility, clients with genetic
conditions may now be able to access
funding under the National Disability
Insurance Scheme [NDIS], and the roll-out
of this scheme is already changing the
scope of therapy services.
We are an accredited service provider
under the NDIS scheme. So far, this
funding has allowed us to offer extended
programs and innovations for children
with genetic disorders, including therapy
aide support to provide weekly in-home
programs, a community circus program for
social skills, and a range of multidisciplinary
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• Whole Genome Sequencing:
Decoding the Language of Life and Health
Learn how whole genome sequencing works and
what it could mean for the future of healthcare with
this free online course.
futurelearn.com/courses/whole-genome-sequencing

• Genomic Medicine: Transforming Patient Care
in Diabetes
Learn how developments in genomics are transforming
our knowledge and treatment of conditions.

Having our multi-disciplinary team located at
the same site gives families the flexibility to
work with different professionals according
to their child’s needs, while still being cared
for in a seamless service.

We are very excited about the opportunities
that lie ahead with NDIS funding for families
and clients with genetic conditions. We see a
chance to think outside the box, to challenge
traditional models of therapy, and to work
within our community to develop a flexible,
responsive service that meets the changing
needs of clients and their families.
www.deewardrop.com.au
8376 6399
352 St George’s Road, Thornbury
67 Whitehall Street, Footscray

futurelearn.com/courses/diabetes-genomic-medicine

• The Genomics Era: the Future of Genetics
in Medicine
Get an introduction to the growing role of genomics
in healthcare, for patient diagnoses, treatment and
disease prevention.
futurelearn.com/courses/the-genomics-era

GSNVMEMBERSHIP
Anyone can become a member of the GSNV,
and we'd love to have you on board.
Our current members include support
groups, individuals and families affected by
genetic conditions, health professionals,
students, and members of the community.
Membership entitles you to:
•
•
•
•
•

Newsletter and eNews
Genetic support and Peer connection
Information and education
Free Peer Support Training
Advocacy on behalf of members

More information: www.gsnv.org.au/
become-a-memberdonate.aspx

• Genomic Technologies in Clinical Diagnostics:
Next Generation Sequencing
Understand new and established genomic
sequencing technologies, and how to apply them in
clinical practice.
futurelearn.com/courses/next-generation-sequencing

• Genomic Technologies in Clinical Diagnostics:
Molecular Techniques
• Learn how molecular genetic techniques are used
to identify the genetic factors that contribute to the
development of disease.
futurelearn.com/courses/molecular-techniques
This course describes the process of conducting
research and the ethical questions raised. You will
learn how members of a research team, academics
and participants in clinical research all contribute to
this process of discovery.
• Improving Healthcare Through Clinical Research
Free – Learn how medical treatments are discovered,
tested and evaluated to improve healthcare.
futurelearn.com/courses/clinical-research
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IN BRIEF

SEEKING
CONTACT
The GSNV strives to connect
individuals and families with others
who have shared similar experiences.
If you would like to make contact and share
your experiences, please contact the GSNV
office by phoning (03) 8341 6315 or by
emailing info@gsnv.org.au
Disclaimer: The GSNV works to support contact
between individuals and families to share experiences.
However, in individual cases there may be differences
in approach and opinion. Although the GSNV strives to
make thoughtful and appropriate connections, those
placed in contact are alone responsible for the views
and opinions shared.

EVENTS
AUGUST
5 – 8 August

12th Australasian Cystic Fibrosis Conference
Melbourne
The conference is Australasia's largest event dedicated to cystic
fibrosis (CF) and will bring together around 200 lay people and over
350 medical, allied health and nursing delegates plus CF researchers
from across the region and around the world. You can now learn
more and register your interest here: www.cflivesmatters.org.au/
conference, to receive updates as they become available.

SEPTEMBER
15 September

Strengthening Disability Advocacy Conference
NAB The Hall
Getting into gear for the NDIS journey will feature a keynote address
and facilitated panel discussions looking back on the journey so far,
how well the principles of choice and control are being embedded
in NDIS policy and processes and what road blocks to avoid on
the road ahead. This conference is for anyone who is interested in
strengthening and upholding the rights of people with disability.
www.daru.org.au/strengthening-disability-advocacy-conference

17 – 23 September

Global Mitochondrial Disease Awareness Week
Global Mitochondrial Disease Awareness Week is a week marked
with educational, fundraising and advocacy efforts designed to raise
awareness about mitochondrial disease (mito). For the second year,
#Lightupformito, will run. The event will see monuments around the world
lit up green to raise awareness. This year, the event will attempt to break
the world record for the most monuments lit up in a 24 hour period.
On 16 September, the following Australian monuments will be lit up
for #lightupformito: Darling Quarter (NSW), Telstra Tower on Black
Mountain (ACT), Old Parliament House (ACT), Perth Council House
(WA), Deakin University (VIC), The Drum Theatre (VIC)
You can be a part of the world record attempt and raise awareness
about mito by getting involved. If you can help secure a monument to
be lit up in your area, contact rebecca.davis@amdf.org.au

OCTOBER
12 – 14 October

18th Haemophilia and Rare Bleeding Disorders Conference
Pullman Albert Park, Melbourne
The theme for the conference is “Looking Forward to Change”.
Over the past 37 years, HFA (Haemophilia Foundation Australia)
have been running conferences that provide current information and
resources, discussion on topical issues and looks into the future. HFA
Conferences bring together people with bleeding disorders and their
families and carers, as well as health professionals, policy makers and
industry. It is a great opportunity to learn, discuss and to plan for the
future. The program will include people living with bleeding disorders
as experts as well as health professionals and others presenting from
different perspectives.
www.haemophilia.org.au/conferences/conference-2017

20 October

Inaugural NF Clinical Symposium
Sydney
The Children’s Tumour Foundation along with Whiteley Medical, is
proud to announce the Inaugural Neurofibromatosis Symposium
in Australia, to be held in Sydney on 20 October 2017. This event
is being held specifically to enable the development of a more
cohesive approach by clinical specialists to NF in Australia. This
meeting will allow the various clinical specialties to dialogue over
the latest research and clinical recommendations of treatment for
Neurofibromatosis (NF). It is anticipated that this will become a regular
event on the NF calendar.
Press release: goo.gl/LJEhYF
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