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Mental Health Carers NSW (MHCN) is concerned that Fetal
Alcohol Spectrum Disorder (FASD) is not recognised as a
disability in Australia and thus almost no specific programs have
been developed to address this disability across the community.
Worse, even with significant reform taking place in Australia’s
disability support system, people with FASD are only eligible to
receive support under the National Disability Insurance Scheme
(NDIS) if they are sufficiently disabled by one of the common
conditions FASD can give rise too, (not because of the FASD
itself). Yet FASD can have severe consequences on the
development of a child and ongoing functioning throughout
their lifespan, with very high levels of mental ill health being
experienced by members of this group. FASD related disabilities

can result in low self-esteem, feelings of isolation, and
difficulties in engaging with education and employment
opportunities.
While some services do exist to assist those affected by FASD,
they are scarce and often not easily accessible for those who
require them. For instance, there are currently only five support
groups across four states in Australia, which is simply not
enough to address the needs of all individuals who are affected
by FASD (NOFASD 2013; RFFADA 2016). Access to support under
the NDIS would provide people with FASD with greater access to
treatments and support, referral to both new and existing
specialised services, more support groups, and respite services
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Definitions
Fetal Alcohol Spectrum Disorder (FASD): “a spectrum of conditions caused by fetal alcohol exposure. Each condition and its
diagnosis is based on the presentation of characteristic features which are unique to the individual and may be physical,
developmental and/or neurobehavioral” (National Organisation for Fetal Alcohol Spectrum Disorders 2013).
National disability Insurance Scheme (NDIS): an insurance scheme that “will provide about 460,000 Australians under the age
of 65 with a permanent and significant disability with the reasonable and necessary supports they need to live an ordinary life…
The NDIS also provides people with disability, their family and carers with information and referrals to existing support services
in the community” (National Disability Insurance Scheme 2016).

for their families and carers. The majority of people with FASD
experience severe mental health issues at some point in their
lives, meaning their families and carers will at some stage
become mental health carers with their own need for
appropriate support. As such, MHCN believes that FASD
should be recognised as a disability in Australia so people
living with FASD are entitled to receive help under the NDIS
and otherwise, and have the proper supports required to live
a fulfilling life.

Background
FASD is caused by maternal alcohol intake. Alcohol is a
teratogen which is a drug, chemical or infection that
interrupts or alters the normal development of a fetus,
including development of the brain or other major organs
(Telethon Kids 2016). When alcohol is consumed in
pregnancy, the alcohol can cross the placenta from the
mother’s blood into the child’s bloodstream, thus exposing
the child to similar concentrations of alcohol as the mother
(Telethon Kids 2016). Consuming any amount of alcohol
during pregnancy puts the child at risk of developmental
issues, but these risks are often not well understood. The level
of harm may depend on several factors. These factors include:
the pattern and quantity of alcohol consumption, the stage of
development of the fetus at the time of exposure, and
maternal factors such as the mother’s genetics, body
composition and nutrition (Burns et al. 2012: 12). While FASD
is preventable, the effects are lifelong.

alcohol when planning a pregnancy, when pregnant
or breastfeeding which is why the Australian
Guidelines recommend ... 'Not drinking alcohol is
the safest option' (Telethon Kids – Alcohol
Pregnancy & Breastfeeding 2016)
The main conditions common to FASD are generally difficult
to recognise at birth but become apparent when individuals
reach school age. FASD is often referred to as an “invisible
disability” as less than 10 percent of affected individuals have
all the characteristic visible features found in the full
expression of FASD (Bell et al. 2016: 65). The more common
but “hidden” characteristic features may include learning
difficulties, impulsiveness, difficulties in relating actions to
consequences, difficulties developing and maintaining social
relationships, attention deficits, hyperactivity, memory issues,
developmental delays, personality disorder and organ damage
(NOFASD 2013).
Without appropriate understanding, support and therapeutic
management, the “flow on” conditions associated with FASD
result in the incompletion of schooling, unemployment,
homelessness, alcohol and drug issues, and greater risk of
physical, sexual, financial, social and emotional abuse
(NOFASD2013; The Asante Centre 2016). Individuals living
with FASD are also more susceptible to difficulties with the
law. The Alcohol and Other Drugs Council of Australia (ADCA)
cites statistics from the National Organization on Fetal Alcohol

There is no safe amount or safe time to drink
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Syndrome in the US, which stated that 61 percent of
adolescents and 58 percent of adults with FASD in the US
have been in contact within the legal system. Furthermore, 35
percent of those in the US over 12 years of age and living with
FASD had been incarcerated at some point in their lives (ADCA
Submission 33: 8). Thus, it is evident that providing sufficient
support services for those living with FASD is of utmost
importance, and this should be reflected in the eligibility of
people with FASD to access support under the NDIS.
Currently, FASD is not included on the List of Recognised
Disabilities in Australia despite (i)concerns raised by many
eminent Health & Community Organisations during the 2012
House of Representatives Inquiry into the prevention,
diagnosis and management of Fetal Alcohol Spectrum
Disorders and (ii) this being one of the recommendations that
came out of that Inquiry (2012 House of Representatives
standing Committee on social Policy & Legal Affairs) A call for
the recognition of FASD as a disability has also since been
made by the Australian Medical Association.(AMA 2016).
This is of great concern to MHCN as it means individuals who
require lifelong support are not receiving it due to a lack of
access to services. Programs currently in place for those with
a lived experience of FASD and their families and carers are
often in the form of support groups, both in person and on
social media platforms such as Facebook and Skype. However,
the demand for support groups and other support services is
far greater than the supply that presently exists. This is of
great concern not only for MHCN but for the wider Australian
community and the organisations that work to support them.

Evidence
In Australia, the true incidence and prevalence of FASD is
currently unknown as children are not routinely screened for
FASD in infancy or childhood. (Australian Institute of Family
Studies 2014). The Australian Diagnostic Instrument for FASD
was only released in 2016 and trials have not yet been
evaluated (personal communication NOFASD Australia).
Additionally, it is difficult to estimate the true occurrence of
FASD due to factors such as insufficient evidence regarding
the mother’s alcohol consumption during pregnancy, a lack of
awareness about FASD among healthcare professionals, and a
fear of the perceived stigma attached to the diagnosis of FASD
(AOD Knowledge Centre 2016).
The only case ascertainment study has been undertaken in
the Fitzroy Valley in Western Australia and the results are
sobering. The prevalence rate reported for fetal alcohol

syndrome alone (not the full spectrum), is 120 per 1,000
children aged seven to nine years, (Fitzpatrick et al 2015).
In terms of prevalence in the wider population only broad
statistics can be used with any certainty in relation to FASD.
Various studies have estimated rates of FASD at 0.01 to 1.7
occurrences per 1000 births in the total Australian population
(Burns et al. 2013: 462). However, it is generally accepted that
these figures are likely to underestimate the prevalence of
FASD in Australia. A more likely estimate is that FASD affects
approximately 2% of all babies born in Australia. This rate may
be higher within more vulnerable communities (May et al.
2009: 182), but all population groups are affected.
So there is no doubt that FASD affects a significant proportion
of the Australian population, and the Australian Government
must address the needs of these individuals by recognising
FASD as a disability under the NDIS and providing affected
individuals with the services they require.
Individuals with FASD may experience poor mental health if
they do not receive appropriate diagnosis or intervention
(FARE 2016). It is estimated that 90 percent of individuals with
FASD have mental health issues, with most developing in
childhood and adolescence (Streissguth 2007: 97). A
significant number of individuals with FASD report a lived
experience of depression, mood and anxiety disorders,
attention deficiency hyperactivity disorder (ADHD) and
conduct disorder (Pei et al. 2011: 439).
As such, it is crucial that those affected by FASD receive the
support they need. Depression is one of the most common
mental health issues in general population, but its incidence is
far higher among those who are living with, or care for
someone living with, FASD (Caldwell et al. 2008: 614;
Hellemans et al. 2010: 791). Most adults with FASD suffer
from clinical depression, and a large proportion of these
individuals have considered suicide as a means of dealing with
FASD (Morton 2016). As such, families and carers of
individuals living with FASD often become mental health
carers.
In terms of a cure for FASD, there currently is none. However,
a person with FASD (and their families and carers), can benefit
greatly from programs and services aimed at helping them
with their learning and behaviour difficulties. These programs
are generally developed by doctors in collaboration with the
individual and their family and/or carer. Additionally, several
other services exist to assist those affected by FASD. These
include face-to-face support groups supported by the National
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MHCN Carer Connections Helpline
MHCN Carer Community Connections aims to connect carers with relevant community based services that can provide much
needed support for them in caring for their loved ones. The philosophy behind MHCN Carer Connections is that we strongly
believe in the importance of our carers developing good community supports and networks to help them in their caring role.
MHCN also believes that by developing these strong community connections, carers can lessen the degree of social exclusion
and isolation that is so often experienced.

Call 1300 554 660 for support and referral

Organisation for Fetal Alcohol Spectrum Disorders (NOFASD)
and the Russell Family Fetal Alcohol Disorders Association
(RFFADA), who both facilitate support groups throughout
Australia to assist parents, carers, and those living with FASD
(NOFASD 2013; RFFADA 2016). Additionally, NOFASD is
currently trialling online video calls as an alternative method
of providing support (NOFASD 2013).
For a child with FASD to be considered for support under the
NDIS, the parent or carer must present evidence of the
diagnosis of their child’s disability from the child’s treating
doctor or specialist (NDIS 2016). However, due to the
‘invisible’ nature of FASD it is often difficult for doctors or
specialists to diagnose FASD as the immediate presenting
symptoms may be related to another condition (Bell et al.
2016: 65). This makes it incredibly difficult for families and
carers to help their loved ones access the support services
they need.
The MHCN now add their very firm support to both the
recommendation in the Hidden Harm Report and the many
Organisations that have already expressed their support for
FASD to be recognised on the Commonwealth Government
list of Recognised Disabilities (including but not inclusive of
ADAC 2014, FPDN 2015, AMA 2016; Sivasubramanian 2016,
NOFASD 2016). Nationwide recognition of FASD as a disability
will undoubtedly improve the quality of life for individuals
with FASD, and further support the ability for their families
and carers to continue in their caring roles without
compromise to their own mental health outcomes.

Recommendation
MHCN recommends the Federal Government recognise FASD
as a disability in Australia to enable people with FASD and
their families and carers to be eligible to receive support
under the NDIS. MHCN believes this will greatly improve that
chances that people with FASD receive the necessary levels of
support they require to live a fulfilling and autonomous life,
and provide their families and carers with the support they
need to continue their caring responsibilities without
detriment to their own social, economic, and mental health
outcomes. Additionally, MHCN believes it would be beneficial
to establish more support groups for people living with FASD
and their families and carers throughout Australia in central
locations to maximise the potential reach of these groups.

About MHCN
Mental Health Carers NSW (MHCN, formerly ‘Arafmi NSW’) is
a community-based, non-government organisation that
provides systemic advocacy, education, and a local service
referral telephone helpline for the carers, family and friends
of those experiencing mental illness across NSW.
There are currently 2.8 million unpaid carers in Australia, 39%
of whom provide more than 40 hours of care per week. Due
to the demands of their full-time caring role, carers are at a
high risk for developing mental health issues.
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