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About the Foundation for
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The Foundation for Alcohol Research and Education (FARE) is an
independent charitable organisation working to prevent the harmful
use of alcohol in Australia. Our mission is to help Australia change the
way it drinks by:

* helping communities to prevent and reduce alcohol-related harms
* building the case for alcohol policy reform and
* engaging Australians in conversations about our drinking culture.

Over the last ten years FARE has invested more than $115 million,
helped 750 organisations and funded over 1,400 projects addressing
the harms caused by alcohol misuse.

FARE is guided by the World Health Organization’s Global Strategy
to Reduce the Harmful Use of Alcoholl for addressing alcohol-related
harms through population-based strategies, problem-directed
policies, and direct interventions.
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Foreword

Fetal Alcohol Spectrum Disorders (FASD) is the leading preventable
cause of non-genetic, developmental disability in Australia. However,
up until recently FASD has been largely overlooked by government.

Australia has now reached a critical juncture, a tipping point if you
like, and as is so often the case, the achievements, victories and
successes are not the results of the efforts of thousands, but the
direct result of the committed efforts of a dedicated few.

We didn’t reach this tipping point easily.

For twenty vyears, researchers and passionate individuals have
worked tirelessly to fill the government policy void, raising awareness
of FASD at the state and national level, working on the frontline with
those living with FASD and those caring for them.

The success of these combined efforts have resulted in the current
House of Representatives Inquiry into FASD which will shortly hand
down its findings and recommendations to the Government.

The Foundation for Alcohol Research and Education (FARE)
too has played a role. Since 2001, FARE has invested over
$2 million into the prevention and treatment of FASD in Australia.
Most recently FARE invested half a million dollars into seven
projects to address FASD, including the establishment of the first
ever diagnostic clinic in Australia. FARE’s efforts have culminated
in the preparation of the National Fetal Alcohol Spectrum Disorder
Action Plan.

FARE’s Australian Fetal Alcohol Spectrum Disorder Action Plan
represents a roadmap for the journey ahead, a costed plan of action
that addresses five priority areas: increasing awareness of FASD,
increasing diagnostic capability, improved services and support for
people with FASD, improved data collection and efforts to close the
gap among Aboriginal and Torres Strait Islander peoples.

Throughout the development of the Plan, FARE has had the very
real pleasure to work closely with an extremely accomplished group
of researchers, doctors, carers, communities and families around
Australia.

The Plan has been endorsed by the peak FASD consumer and
carer organisation the National Organisation for Fetal Alcohol
Syndrome and Related Disorders (NOFASARD) and the Australian
FASD Collaboration led by Professor Elizabeth Elliot and Winthrop
Research Professor Carol Bower. FARE also consulted widely and
acknowledges the support of Australia’s leading FASD experts,
whose contribution and cooperation has been critical in the
production of this important policy document. These people include:

*  Professor Steve Allsop, National Drug Research Institute, Curtin
University

*  Winthrop Research Professor Carol Bower, Telethon Institute for
Child Health Research, Centre for Child Health Research, The
University of Western Australia

*« Dr Courtney Breen, National Drug and Alcohol Research Centre
¢ Dr Lucinda Burns, National Drug and Alcohol Research Centre

* Ms Maureen Carter, Nindilingarri Cultural Health Services and
Chief Investigator of the Lililwan Project

¢ Ms Meredythe Crane, Alcohol and other Drugs Council of
Australia

*  Ms Heather D’Antoine, Menzies School of Health Research,
Charles Darwin University

* Professor Heather Douglas, Law School, University of Queensland

¢ Ms Sharon Eadie, The George Institute for Global Health,
University of Sydney Medical School and the Lililwan Project

e Professor Elizabeth Elliott, University of Sydney Medical School,
The George Institute for Global Health and Chief Investigator of
the Lililwan Project

e Dr James Fitzpatrick, University of Sydney Medical School, The
George Institute for Global Health and Chief Investigator of the
Lililwan Project

* Dr Kate Frances, National Drug Research Institute, Curtin
University

*  Ms Adele Gibson, Anyinginyi Health Aboriginal Corporation
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Professor Wayne Hall, Centre for Clinical Research, University of
Queensland

Associate Professor Jane Halliday, Murdoch Children’s Research
Institute

Dr Janet Hammill, Collaboration for Alcohol Related
Developmental Disorders and Centre for Clinical Research,
University of Queensland

Ms Lorian Hayes, National Indigenous Corporation for Fetal
Alcohol Syndrome Education Network and Centre for Chronic
Disease, School of Medicine University of Queensland

Ms Heather Jones, Telethon Institute for Child Health Research,
Centre for Child Health Research, The University of Western
Australia

Associate Professor Jane Latimer, The George Institute for
International Global Health, University of Sydney Medical School
and Chief Investigator of the Lililwan Project

Ms Anne McKenzie, The University of Western Australia School
of Population Health and Telethon Institute for Child Health
Research

Ms Sue Miers, National Organisation for Fetal Alcohol Syndrome
and Related Disorders

Ms Evelyne Muggli, Murdoch Children’s Research Institute

Dr Raewyn Mutch, Telethon Institute for Child Health Research,
Centre for Child Health Research, The University of Western
Australia

Dr Colleen O’Leary, Centre for Population Health Research Curtin
University and Telethon Institute for Child Health Research

Ms June Oscar, Marninwarntikura Women’s Resource Centre
and Chief investigator of the Lililwan Project

Dr Jan Payne, Telethon Institute for Child Health Research,
Centre for Child Health Research, The University of Western
Australia

Dr Elizabeth Peadon, University of Sydney and The Children’s
Hospital at Westmead

Dr Lynn Roarty, National Drug Research Institute, Curtin University

Ms Elizabeth Anne Russell, Russell Family Fetal Alcohol
Disorders Association

¢ Ms Vicki Russell, National Organisation of Fetal Alcohol
Syndrome and Related Disorders

<  Mr David Templeman, Alcohol and other Drugs Council of
Australia

¢ Dr Rochelle Watkins, Telethon Institute for Child Health
Research, Centre for Child Health Research The University of
Western Australia

¢ Mr Scott Wilson, Aboriginal Drug and Alcohol Council (SA) Inc

We must not forget that the concerning levels of alcohol-related
harms in Australia are being driven by the ever increasing availability
and affordability of alcohol and the alcohol industry’s aggressive
marketing, promotion and advertising efforts. Any significant effort
to reduce alcohol-related harms in Australia and address this nation’s
drinking culture must be prepared to address those fundamental
issues as well.

The Plan acknowledges the current work being undertaken by
governments throughout Australia, but also demonstrates the
significant work that is still required to ensure that governments
addresses the critical gaps that exist in the prevention and
management of FASD.

The Hon Nicola Roxon and the Hon Jenny Macklin are to be
congratulated for their role in the establishment of the current
House of Representatives Inquiry into FASD. It is now up to the
Commonwealth Government to seize the momentum, to build on
the work of the Inquiry, to take heed of the Inquiry’s findings and
recommendations and to listen to Australia’'s FASD experts.

| urge the Commonwealth to adopt the Australian Fetal Alcohol
Spectrum Disorder Action Plan and ensure this nation’s efforts to
effectively address FASD in Australia do not falter.

Michael Thorn
Chief Executive
Foundation for Alcohol Research and Education
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Plan overview

Fetal Alcohol Spectrum Disorders (FASD) are the leading preventable
cause of non-genetic, developmental disability in Australia! Like
many other disabilities, people who are born with FASD have the
condition for life.

FASD is a non-diagnostic term representing a range of conditions
that result from prenatal alcohol exposure. These conditions
include Fetal Alcohol Syndrome (FAS), partial FAS, Alcohol-
Related Neurodevelopmental Disorder and Alcohol-Related Birth
Defects.? The primary disabilities associated with FASD are directly
linked to the underlying brain damage caused by prenatal alcohol
exposure. These can include poor memory, impaired language
and communication, poor impulse control and mental, social and
emotional delays. In addition to neurological damage the individual
may also have physical impairments ranging from subtle facial
abnormalities to organ damage.?

People with FASD often experience difficulties in day-to-day living.?
Much of their outward behaviour may appear to.others as delinquent
or antisocial? and this can result in judgments being made about
the nature of the person, their behaviour and capability as well as
criticism of their parents or carers.

Australia’s response to FASD is at a critical junction. For too long
there has been a lack of coordinated action to prevent FASD and
assist people affected. Over the last few decades researchers and
passionate individuals have worked tirelessly to raise awareness
of FASD at local and national levels. This work has often been ad
hoc and inconsistently funded and implemented by Australian
governments. A concise summary of the history of FASD related
activities in Australia is provided in Appendix A.

Currently in Australia:

¢ One in five women continues to consume alcohol while
pregnant after knowledge of pregnancy.*

* Health professionals continue to be reluctant to ask women
about their alcohol consumption during pregnancy?®, despite
national alcohol guidelines® which clearly state that it is best to
avoid alcohol altogether during pregnancy.

¢ Few health professionals are familiar with the clinical features of
FAS’ and there is no standardised Australian FASD diagnostic
instrument or clinical guidelines for FASD diagnosis.

« Early intervention options for people with FASD are non-
existent, resulting in the greater likelihood of poorer life
outcomes in education and employment.?

*  Despite the lifelong implications of FASD, getting support is
extremely limited and difficult to access.

An Australian FASD Action Plan is now needed to begin to address
the extensive gaps in the prevention, early intervention and
management of FASD in Australia. The Australian FASD Action
Plan 2013-2016 presents actions to be undertaken in three years to
start to reduce the numbers of people born with FASD and to help
support those currently affected.

The Australian FASD Action Plan includes priority areas that target
FASD across the spectrum, from prevention of the condition to
management across the lifespan. Each of these areas has clearly
defined actions, outputs and targets. The Plan focuses on areas
with clear actions and the greatest likelihood of impact in the
immediate and short term. These priorities are meant as a starting
point. It is recognised that after the initial three years, longer term
commitments will be required to ensure progress is sustained over
time and that real change is delivered on the ground. A summary of
the five priority areas follows.
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Priority Area 1: Increase community awareness of FASD
and prevent prenatal exposure to alcohol

Fundamental to preventing new cases of FASD is the reduction of
harmful consumption of alcohol by the general population, and in
particular by women during pregnancy. Prevention activities need to
target the whole population to raise awareness of the potential risks
associated with alcohol consumption during pregnancy and create
a supportive environment for women who are pregnant or planning
pregnancy to be alcohol-free during this time. This should be done
through public education campaigns and mandatory health warning
labels on all alcohol products. In addition, targeted prevention
initiatives are needed to support women most at risk of having a
child with FASD. It'is also imperative that all health professionals are
able to ask and advise women about their alcohol consumption at
any stage of their lives.

1.1 Conduct an ongoing national public education campaign
about the harms resulting from alcohol consumption during
pregnancy.

Funding required: $10.2 million

Undertake a three year comprehensive public education campaign
to raise awareness about the harms associated with alcohol
consumption during pregnancy. The campaign should use a range
of media, including television, radio, print materials and social media.

1.2 Implement mandatory health warning labels on all alcohol
products available for sale in Australia.

Funding required: $682,000

Implement a mandatory, government regulated health warning
labelling regime on all alcohol products available for sale in Australia.
This regime should be linked to the public education campaign
about the harms of alcohol consumption during pregnancy.

1.3 Provide specialist support services to pregnant women who
have alcohol-related disorders.

Funding required: $3.1 million

Develop a National Model of Care for women who have alcohol-
use disorders with clearly defined referral pathways into treatment.
Provide funding for treatment services to develop women-centred
practices, with a particular focus on women who are pregnant and
develop and evaluate web based interventions to support women
who are at risk of alcohol exposed pregnancies.

1.4 Educate health professionals on FASD and enable them
to routinely ask and advise all women about their alcohol
consumption.

Funding is already committed by the Commonwealth
Government: $6.1 million

Publish and distribute the updated Pregnancy Lifescripts and
provide training to health professionals to enable them to routinely
ask all women about their alcohol consumption.
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Priority Area 2: Improve diagnostic capacity for FASD
in Australia

The prevalence of FASD is Australia is believed to be significantly
under reported and this is due in part to low diagnosis rates. There
is currently no standardised diagnostic instrument and there is
limited diagnostic capacity among health professionals in Australia.
An evidence-based standardised diagnostic instrument must be
implemented, and opportunities for people to be assessed and
receive a diagnosis must be provided. Training is also needed for
health professionals to both increase their awareness of FASD and
facilitate the use of the diagnostic instrument.

2.1 Publish, implement and evaluate the Australian FASD
diagnostic instrument.

Funding required: $852,000

Publish and test the draft Australian FASD diagnostic instrument,
recently developed by the Australian FASD Collaboration, with
funding from the Commonwealth Government. This should be
supported by the publication of clinical guidelines on the use of the
instrument.

2.2 Establish FASD diagnostic services.
Funding required: $7.3 million

Establish three FASD specific diagnostic clinics across Australia and
conduct research into other potential models for delivering FASD
diagnostic services in the future. Research to evaluate other FASD
diagnhostic service models also needs to be undertaken.

2.3 Implement training for health professionals on the use of the
Australian FASD diagnostic instrument.

Funding required: $950,000

Provide training to health professionals on the use of the Australian
FASD diagnostic instrument. This should be overseen by a
consortium of health peak bodies who will allocate grant funding
to train health professionals. In addition a FASD diagnostic training
workshop should be developed and rolled out across Australia.

Priority Area 3: Enable people with FASD to achieve
their full potential

For people with FASD, their parents and carers, having access to
disability support funding, services and early intervention programs
results in better outcomes throughout their lives. Fundamental to
this is the recognition of FASD as a disability, through the inclusion
of FASD in eligibility criteria for disability supports. People with
FASD also require access to early intervention services and training
resources are needed to support those working with people with
FASD in education, employment -and criminal justice sectors.

3.1 Support people with FASD, their families and/carers.

Economic modelling is required to determine accurate
funding estimates.

Recognise FASD as a disability by including FASD in the Impairment
Tables for Disability Support Pensions, acknowledging FASD in the
National Disability Insurance Scheme and listing FASD in the List of
Recognised Disabilities for Carer Payments.

3.2 Improve early intervention options for people with FASD,
their families and carers.

Funding required: $1.5 million

Expand the current Better Start for Children with Disability initiative
to include FASD and provide funding support to parent and carer
organisations to support those who care for people with FASD.

3.3 Treat people with FASD in a socially inclusive manner upon
entry into education, employment and if in contact with the
criminal justice system.

Funding required: $1,067,000

Develop teaching guidelines for educators on teaching people with
FASD, research the employment needs of people with FASD, and
train judges and magistrates on increasing their awareness of FASD
and of appropriate sentencing options for people with FASD.
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Priority Area 4: Improve data collection to understand
the extent of FASD in Australia

To provide appropriate services for people with FASD, more
information /is needed on the prevalence of alcohol consumption
during pregnancy and the numbers of people with FASD. Currently
little information is available on alcohol consumption during
pregnancy and no standardised information is collected once a
diagnosis is made. This makes it impossible to know the extent
of FASD within Australia and the level of service provision that is
required to address this.

4.1 Routinely record/women’s alcohol consumption during
pregnancy.

Funding is already committed by the Commonwealth
Government.

Include standardised questions about alcohol consumption during
pregnancy, as part of the Perinatal National Minimum Data Set.

4.2 Standardise data collection on FASD diagnosis.
Funding required: $321,000

Pilot a FASD diagnosis register in one state, as a measure to
overcome the current situation where surveillance systems for birth
defects and congenital anomalies exist but do not record or report
FASD in a standard manner.

4.3 Monitor FASD prevalence through the Australian Paediatric
Surveillance Unit.

Funding required: $60,000

Undertake a national surveillance study of FASD using the Australian
Paediatric Surveillance Unit to gain updated prevalence figures on
FASD.

Priority Area 5: Close the gap on the higher prevalence
of FASD among Aboriginal and Torres Strait Islander
peoples

FASD is more prevalent among Aboriginal and Torres Strait Islander
peoples, with the incidence of FAS being between 2.76 and 4.7 per
1,000 births, which is four times the rate of FAS among the general
population.? Aboriginal and Torres Strait Islander peoples require
culturally appropriate diagnostic and treatment services to assist
in preventing new cases of FASD and in supporting people who are
affected by FASD.

5.1 Provide'support to Aboriginal and Torres Strait Islander
peoples to develop community-driven solutions to address
alcohol misuse.

Funding is already committed by the Commonwealth
Government.

Continue to support the development of community-driven
solutions to address alcohol misuse, including community initiated
alcohol management plans and restrictions.

5.2 Publish resources on FASD that are culturally appropriate
and tailored to different cultural groups within Aboriginal
and Torres Strait Islander communities.

Funding required: $1.5 million

Establish a small grants scheme for Aboriginal and Torres Strait
Islander communities to adapt FASD resources, being produced by
the National Drug Research Institute (NDRI), so that they are locally
relevant and culturally appropriate.

5.3. Develop comprehensive community responses to FASD in
remote and isolated Aboriginal and Torres Strait Islander
communities.

Funding required: $6 million

Support remote and isolated Aboriginal and Torres Strait Islander
communities to develop a ‘whole of community’ response to FASD.
This will enable to them to embed changes in their communities
over time.
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Overarching principles

The priority areas of the Australian FASD Action Plan should be viewed in the context of a broader set of principles which form the foundation
of all actions and targets. These are based on evidence-based practice in the prevention and management of health and social issues.

1. Population health framework

The Australian FASD Action Plan must adopt a population health
framework which recognises that FASD and alcohol consumption
during pregnancy are part of a complex interplay of biological, social,
psychological, environmental and economic factors. It also accepts
that the antecedents of FASD are not just a matter of personal
responsibility and choice. Broad population-based approaches are
needed to reduce alcohol-related harms in the Australian community.
Fundamental to the success of reducing the occurrence of prenatal
alcohol exposure is reducing the harmful consumption of alcohol in
the general population and affecting cultural change of alcohol use
in Australia.

2. Whole of government approach

A whole of government approach recognises that people with FASD
and their carers require support from a range of sectors, at both the
Commonwealth and state and territory levels. Support is required
from a range of sectors including; employment, health, education,
justice (including police, courts, legal practitioners and correctional
services), ‘Indigenous organisations, community services and
housing services.

3. Human rights-based approach

The Australian Human Rights Commission recommends that ‘a
human rights-based approach’ is needed for FASD and that this
approach ‘should underpin all measures to address FASD in order
to protect and promote the rights of women, children, families and
communities/affected by FASD’® A human rights-based approach
acknowledges the.principles of non-discrimination, participation,
inclusion, equity and access. These principles should be inherent in
the development of FASD policies and programs.

4. Women-centred practice

‘Women centred practice’ or ‘gender-responsiveness’ are terms that
consider the needs of women in all aspects of design and delivery,
including the location and accessibility of services, staffing, program
development, content and materials.* Practically this means that
services need to offer a safe environment which is free from violence
and which encourages trust. Substance use and heavy alcohol
consumption during pregnancy is often seen by child welfare and
child protection authorities as abuse or neglect. This contributes to
the marginalisation of vulnerable women who fear the loss of custody
of their children and therefore feel unable to seek help during their
pregnancy.? To break the cycle, effective services are needed that
link prenatal care, treatment programs and child protection services
with other health and social services.?
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Australian FASD Action Plan framework

For each priority area, areas for action have been established to guide the work to be undertaken by governments. Indicators of change have
also been established to ensure that progress can be measured. These actions need to be adopted in full to help prevent new cases of FASD
and to provide support and assistance to people with FASD, their families and carers.

Indicators of change

public education campaign
about the harms resulting
from alcohol consumption
during pregnancy.

Implement mandatory health
warning labels on all alcohol

disorders.

1.4 Educate health professionals

on FASD and enable them to
routinely ask and advise all
women about their alcohol
consumption.

and evaluate
the Australian
FASD diagnostic
instrument.

2.2 Establish FASD

diagnostic services.

instrument.

FASD, their families
and carers.

3.2 Improve early

intervention options
for people with
FASD, their families

into education,
employment and
if in contact with
the criminal justice
system.

women'’s alcohol
consumption
during pregnancy.

4.2 Standardise data

collection on FASD.

4.3 Monitor FASD

o Increase community 2. Improve diagnostic 3. Enable people with 4. Improve data 5. Close the gap on the
T awareness of FASD and capacity for FASD in FASD to achieve collection to higher prevalence of
_é’ prevent prenatal exposure Australia their full potential understand the FASD among Aboriginal
o to alcohol extent of FASD in and Torres Strait Islander
a Australia peoples

Conduct an ongoing national 2.1 Publish, implement 3.1 Support people with 41 Routinely record 51 Provide support to

Aboriginal and Torres
Strait Islander peoples

to develop community-
driven solutions to address
alcohol misuse.

5.2 Publish resources on

c

'% producfts available for sale in = 5 2 |mplement and carers. prevalence through FASD th‘at are cultgrally

f Australia. training for health 3.3.Treat people the Australian appropriate and tailored
kel Provide specialist support professionals on the with FASD in a Paediatric to differerjt .cultural. _

@ services to pregnant women use of the Australian socially inclusive Surveillance groups within Aboriginal
g who have alcohol-related FASD diagnostic manner upon entry Unit. and Torres Strait Islander

communities.

5.3 Develop comprehensive
community responses
to FASD in remote and
isolated Aboriginal and
Torres Strait Islander
communities.

By 2014 an evidence-based (Government regulated) mandatory alcohol pregnancy warning label is applied to all alcohol products sold in Australia.

By 2016 there is a 20 per cent reduction in the number of women who report consuming alcohol during pregnancy, based on data from the
National Drug Strategy Household Survey (NDSHS).

By 2016 there is standardised use of the Australian FASD diagnostic instrument among multi-disciplinary teams of child and maternal health

professionals.

By 2016 20 per cent of all women are routinely screened around their alcohol consumption using AUDIT-C.

By 2016 there is increased awareness by 40 per cent of National Health and Medical Research Council Australian Guidelines to Reduce Health Risks
from Drinking Alcohol amongst Australians as measured by National Drug Strategy Household Survey (NDSHS).

By 2016 FASD is recognised as a disability and people with FASD are eligible to access disability support services and payments.
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Costing the Plan

An Australian FASD Action Plan has been estimated to conservatively cost $37 million in funding over three years outlined in the table below
and further detail is provided in Appendix C.

Increase community awareness of FASD and prevent prenatal exposure to alcohol

11 Conduct an ongoing national public education campaign about the harms resulting from alcohol $4,400,000 $2,900,000 $2,900,000 $10,200,000
consumption during pregnancy

1.2 Implement mandatory health warning labels on all alcohol products available for sale in Australia $306,000 $188,000 $188,000 $682,000
1.3 Provide specialist support services to pregnant women who have alcohol-use disorders $244,000 $1,358,000 $1,515,000 $3,117.000
1.4 Educate health professionals on FASD and enable them to routinely ask and advise all women Already funded through existing Government commitments.

about their alcohol consumption

2. Improve diagnostic capacity for FASD in Australia

21 Publish, implement and evaluate the Australian FASD diagnostic instrument $195,400 $225,600 $431,000 $852,000
2.2 Establish FASD diagnostic services $2,610,000 $2,354,000 $2,354,000 $7,318,000
2.3 Implement training for health professionals on the use of the Australian FASD diagnostic instrument -nil $625,000 $325,000 $950,000
3. Enable people with FASD to achieve their full potential

31 Support people with FASD, their families and carers Economic modelling required

3.2 Improve early intervention options for people with FASD, their families and carers $500,000 $500,000 $500,000 $1,500,000

3.3 Treat people with FASD in a socially inclusive manner upon entry into education, foster care and if $267,000 $450,000 $350,000 $1,067000
in contact with the criminal justice system

4. Improve data collection to understand the extent of FASD in the Australia

41 Routinely record women'’s alcohol consumption during pregnancy Alreadly funded through existing Government commitments.
4.2 Standardise data collection on FASD $107,000 $107,000 $107,000 $321,000
4.3 Monitor FASD prevalence through the Australian Paediatric Surveillance Unit $20,000 $20,000 $20,000 $60,000

5. Close the gap on the higher prevalence of FASD among Aboriginal and Torres Strait Islander peoples

51 Provide support for Aboriginal and Torres Strait Islander peoples to develop community-driven Already funded through existing Government commitments.
solutions to address alcohol misuse

5.2 Fund the publication of resources on FASD that are culturally appropriate and tailored to different $500,000 $500,000 $500,000 $1,500,000
cultural groups within Aboriginal and Torres Strait Islander communities

5.3 Fund the development of comprehensive community responses to FASD in remote and isolated $2,000,000 $2,000,000 $2,000,000 $6,000,000
Aboriginal and Torres Strait Islander communities

Sub - total $11149,400  $1,207600  $1170,000  $33,527,000
Evaluation (10%) $1114,940 $1120,760 $1,117,000 $3,352,700
Total $12,264,340 $12,328,360 $12,287,000 $36,879,700
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Governance Structure

An effective Governance structure should Council of Australian Governments
be established for the Australian FASD Standing Council on Health
Action Plan. The Plan should be overseen (Australian Health Ministers Conference)

by a FASD Expert Advisory Committee.

This Committee should include at least one
representative from each of the following: a
FASD consumer and carer group, academics,
clinicians and departmental representation Australian Health Ministers
from Department of Health and Ageing Advisory Council (AHMAC)
(DoHA), Department of Families, Housing,
Community Services and Indigenous Affairs
(FaHCSIA), Department of Education,
Employment and Workplace Relations
(DEEWR), State and Territory Health
Departments and Justice Departments. FASD Expert Advisory Committee
There should also be Indigenous
representation on the Committee.

Australian Population Health Development
Principal Committee (APHDPC)

©000000000000000000000000000000000000000000000000 ©000000000000000000000000000000000000000000000000 ©000000000000000000000000000000000000000000000000

Commonwealth Government Departments State and Territory Government Departments Non-Government Representation

State and State and
Territory Health Territory Justice
Departments Departments

FASD consumer Academic
and carer group representative

1 Rep: 1 Rep: Department
Department of Education
of Health and Employment and
Ageing (DoHA) Workplace Relations
(DEEWR)

1 Rep: Department of
Families Community
Services and
Indigenous Affairs
(FaHCSIA)

Clinical Indigenous
representation representation

State and

Territory

Education
Departments

© 000000000000000000000000000000000000000000000
©0000000000000000000000000000000000000000000¢0
© 000000000000000000000000000000000000000000000
©0000000000000000000000000000000000000000000¢0
© 000000000000000000000000000000000000000000000
©0000000000000000000000000000000000000000000¢0

©00000000000000000000000000000000000000000000000 ©00000000000000000000000000000000000000000000000 ©00000000000000000000000000000000000000000000000
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Increase community awareness of

FASD and prevent prenatal exposure to alcohol

Fundamental to reducing prenatal exposure to alcohol, is the
reduction of harmful consumption of alcohol in the general
population. The 2010 National Drug Strategy Household Survey
(NDSHS) found that 11.3 per cent of women consumed alcohol at
rates that placed them at risk of alcohol-related harm over a lifetime
and 29.8 per cent consumed alcohol at rates that placed them at
risk of short term harms.“

In 2009 the National Health and Medical Research Council Australian
Guidelines to Reduce Health Risks from Drinking Alcohol (the
Guidelines)® were released. The fourth guideline, on maternal alcohol
consumption recommends that ‘not drinking’ is the safest option
during pregnancy. However, despite the Guidelines being in place
for three years, a report commissioned by FARE in 2012 found that
only five per cent of Australians were familiar with the Guidelines.”®

Prevention activities need to encompass the whole of the population
and aim to raise overall awareness about the harms associated with
alcohol consumption during pregnancy.

11 Conduct an ongoing national public education
campaign about the harms resulting from alcohol
consumption during pregnancy

Despite 30 years of research demonstrating that alcohol consumption
during pregnancy can harm the fetus, there has been no concerted
and comprehensive effort by the Commonwealth Government to
raise awareness of these harms. This is reflected in the proportion of
women who consume alcohol during pregnancy.

Recent research published by FARE found that 47.3 per cent of
women consumed alcohol while pregnant, before knowledge of their
pregnancy and that 19.5 per cent of women continued to consume

alcohol even after knowledge of their pregnancy.* A separate study of
women’s attitudes towards alcohol consumption during pregnancy
in 2006 found that 30 per cent of women intended to consume
alcohol in a future pregnancy.® The study also found that women
are more likely to intend to consume alcohol during pregnancy if
they lack knowledge about the harms of alcohol consumption to
the unborn child.®
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Internationally, public education campaigns have been shown to
increase awareness about the risks of consuming alcohol whilst
pregnant and awareness about FASD. In Canada public education
campaigns have been in place since 1999 The effectiveness
of Canadian efforts to raise awareness of FASD and the harms
associated with consuming alcohol while pregnant are reflected in
their prenatal alcohol consumption rates which are less than 15 per
cent.”

The promotion of the Guidelines in Australia has been limited and ad
hoc. Since the release of the Guidelines, the Department of Health
and Ageing (DoHA) has developed limited communication materials,
including a specific brochure for pregnant women.® Over 700,000
of these resources (including brochures for adults, parents of
young people, wallet cards for young people and a poster targeting
pregnant women) have been distributed across Australia® These
efforts to promote the Guidelines have been largely ineffective, due
in part to the ad hoc nature of the programs and the short term
funding for these initiatives.

To increase awareness and understanding of .the Guidelines, a
national, comprehensive and ongoing public education campaign
is required. This campaign should have a particular focus on alcohol
consumption during pregnancy. It needs to be appropriately
resourced, and funded for the lifespan of the Australian FASD Action
Plan. The campaign should include targeted messages for specific
groups and promote evidence-based messages at both a national
and community level. The campaign should use a broad range of
media and ensure that there are specific messages for:

* the general public
¢ _women
e their partners, and

» those identified as being at risk.

The consumption of alcohol by people in the woman’s life, especially
partners and extended family, can influence alcohol consumption
during pregnancy.?® Those people also play an important role in
supporting women to stop or reduce their alcohol consumption
during pregnancy. A 1996 study found that around a third of women
would stop or reduce their drinking if their partner also stopped
drinking for the duration of the pregnancy, and 38 per cent would
drink less if their partner encouraged them to stop or cut back.?

At a community level, Medicare Locals should reinforce campaign
messages to the general population as well as implement
targeted communication messages to high risk individuals and
communities. Because of their strong connection to primary health
care providers, Medicare Locals are an ideal vehicle to deliver and
reinforce educational campaigns about alcohol consumption during
pregnancy and raise.awareness about FASD.

The total cost of a public education campaign over three years
is estimated at $10.2 million.® These costs include the cost of
producing and running a comprehensive campaign comprising of
pamphlets, posters, television and radio advertisements. The initial
campaign production in year one is estimated at $4.4 million. The
campaign would require maintenance and updating as well as
ongoing associated running costs, such as purchase of advertising
time on television and radio. The ongoing costs are estimated as
$2.9 million per year

Action: Establish and deliver a three year public education
campaign, using a range of media, about the harms from
alcohol consumption during pregnancy, including specific
messages and resources for the general public, women and
their partners.

Funding required: $10.2 million
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1.2 Implement mandatory health warning labels on all
alcohol products available for sale in Australia

Internationally, at least 18 countries or territories have introduced
laws that require the compulsory use of health warning labels on
alcohol 'products. These countries include France, South Africa,
Brazil, Costa Rica, Ecuador, Honduras, Mexico, South Korea and
the USA222324 Five countries also have mandated pregnancy
labels, either pictorial or text indicating that alcohol should not be
consumed during pregnancy (China, France, USA, South Africa and
the Russian Federation).?

In Australia, food labels including those on alcohol products are the
statutory responsibility of Food Standards Australia New Zealand
(FSANZ). At present the alcohol industry has a voluntary consumer
information labelling scheme with different products having
different messages. Pregnancy warning labels have been developed
by DrinkWise, an industry funded social aspects organisation. The
Drinkwise labels include two pregnancy labels, which are either
text stating ‘it is safest not to drink while pregnant’ or a pictorial
silhouette of a woman drinking alcohol with a line through it.?°

Following a review of food labelling in Australia and New Zealand,
published as Labelling Logic in January 2011, the Legislative and
Governance Forum of Food Regulation (convening as the Australia
and New Zealand Food Regulation Ministerial Council) decided, in
December 2011, to support a mandated pregnancy warning label on
alcohol products within two years.?® There is currently no indication
of the process the Government intends to follow to move towards
this mandatory labelling regime.

In 2009, as part of an application by the Alcohol Advisory Council
(ALAC) of New Zealand to FSANZ to implement alcohol health
warning labels, a review was commissioned: Alcohol warning labels:
evidence of impact on alcohol consumption amongst women of
childbearing age.?” The report found that if labels were adopted in
Australia, based upon the available literature, they would have the
following potential impacts:

¢ the majority of female drinkers will have noticed the warnings
within two to three years

younger women and heavier drinkers may notice the warnings
more

« of those who notice the labels, approximately 50 per cent will
recall the message

* there will be an increase in the number of conversations about
the risks of alcohol use during pregnancy, and

* behaviour change may-occur if the labels are complemented at
point of sale and at other message sources.?’

To contribute to awareness raising and have the greatest potential
at changing behaviours, an evidence-based alcohol warning label
regime issneeded in Australia. The labelling regime should be:

¢ mandatory so the label appears on all products

» applied consistently across all products so they are visible and
recognisable

¢ include a number of rotating messages focussing on different
social and health harms

¢ developed by health behaviour and public health experts
¢ regulated and enforced by government, and
e accompanied by a national public education campaign.?®

The total cost to Government of implementing a mandatory health
warning label regime over three years is $682,000. In the first year
these costs total $306,000 and include the label development,
administration and enforcement. The annual ongoing cost to
Government of mandatory alcohol health warning labels has been
estimated at $188,000 per year!®

Action: Implement a mandatory, government regulated
alcohol health warning label regime for all alcohol products
available for sale in Australia.

Funding required: $682,000
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1.3 Provide specialist support services to pregnant
women who have alcohol-related disorders

Women with alcohol or substance misuse issues, who are pregnant
and/or parents face particular societal condemnation.? Unfortunately
these women often delay seeking help or support and this can
have serious implications for the mother and the fetus. There are
many factors that influence alcohol consumption during pregnancy,
including being aware of the pregnancy and being aware of the
potential harms of alcohol consumption to the fetus and alcohol
dependence.

Women who have alcohol-use related disorders or are alcohol
dependent are most at risk of having a child or multiple children with
FASD.?° Efforts to support these women to reduce or cease their
alcohol consumption are crucial in helping to prevent new cases of
FASD. These women should also be advised on the contraception
options available to them to help prevent unplanned pregnancies.*°

Factors that influence alcohol consumption during pregnancy
include concurrent drug use, mental health problems, physical and
sexual violence, and fewer economic resources and opportunities.?
Women who experience significant disadvantage are more likely
to have a child or multiple children with FASD.*? A study by the
University of Washington of 80 birth mothers of children with FASD,
found that all women had alcohol use histories, and 63 had a parent
with an alcohol problem. The study also found that, of the 80 birth
mothers:

¢ 96 per cent had mental health disorders (post-traumatic stress,
depression and anxiety being most common)

¢ 95 per cent had been physically or sexually abused during their
lifetime, and

¢ 80 per cent lived with men who did not want them to stop
drinking during pregnancy.*

Women and in particular pregnant women face significant barriers in
accessing treatment for their alcohol use. Women account for only
32 per cent of Australia’s alcohol and other drug treatment episodes
and men have been the major clients of alcohol and drug treatment

services for the last ten years®*® Subsequently, most treatment
programs in Australia and overseas have been designed with men in
mind and it is often difficult for services to take into account gender
differences in their treatment options and facilities.**

For women with alcohol-related disorders, there are often significant
issues in their lives that prevent them from seeking treatment. One
of the primary difficulties is the lack of childcare options. Few
treatment services provide childcare and for some cultural groups
it is very difficult for women to leave their homes and/or family
responsibilities in order to undertake or seek treatment.** Other
barriers to treatment include fear of losing custody of children;
needing their partner’'s permission to attend treatment; fear that
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their partner will leave them; stigma and shame that people might
identify them as having a problem with alcohol; fear of withdrawal
and a belief they that should be able to stop drinking on their
own. There is also a lack of services for pregnant women, lack of
information about treatment options and lack of priority access.” To
address the barriers to access and engagement in alcohol and drug
treatment services, it is important that these services are modified
to better accommodate the needs of women.

There is growing potential for women to access support through
online alcohol assessments and interventions. These have been shown
to have a positive effect on the levels of alcohol consumption by low-
income women. This was regardless of whether the women received
personalised feedback or general information about alcohol’s health
impacts and FASD.*> Another study showed that over half of women

who were deemed at risk of having an alcohol-exposed pregnancy
(i.e. any alcohol consumption in the previous 30 days and were not
using reliable contraception) were no longer at risk after enrolling
in and completing the self-guided online change intervention.*® A
further example is the use of a ‘parent supporter in alcohol, drugs and
addiction” on the popular website Netmums in the UK. This ‘parent
support’ was provided by Swanswell’'s substance misuse workers to
answer guestions relating to alcohol and other drugs.®”

It is important that women who are at high-risk of an alcohol
exposed pregnancy are referred to appropriate services. The most
effective way to ensure that this occurs is through the development
of a model of care in each state and territory. The West Australian
Department of Health, Child and Youth Health Network Model of Care
for FASD outlines that clear referral pathways are needed between
GPs, maternity and newborn services and alcohol and other drug
services to ensure comprehensive support for all pregnant women,
including those in rural and remote regions. The WA Model of Care
also highlights the need to develop protocols for multi-disciplinary
inter-sectoral approaches to support pregnant women with alcohol
use disorders over their life course.®®

‘Women and in particular pregnant
women face significant barriers

In accessing treatment for their
alcohol use.’

The development of the West Australia Model of Care in 2010-
201 was led by a project officer (0.6FTE?) with three development
meetings held. These were: an implementation planning meeting; a
project control group meeting, to which experts provided their time
in kind; and a large forum with 100 people in attendance.*® The cost
of the project officer and various meetings is estimated as being
$60,000.%

2 FTE - Full time equivalent position
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Western Australia is now developing an implementation plan for
the Model of Care, which is due for publication in early 2013. This
plan will outline the roles and responsibilities for each Government
agency. These actions have been negotiated with and assigned to
each agency and the plan will include measures for implementation
and reporting mechanisms. This is a complex process requiring
system-wide change. The development of the implementation plan
has involved more than 60 organisations and engagement strategies
across the state.

‘There are many factors that
influence alcohol consumption
during pregnancy, including being
aware of the pregnancy and being
aware of the potential harms of
alcohol consumption to the fetus
and alcohol dependence.’

It is recommended that a National Model of Care be developed,
with each state and territory establishing their own implementation
plans.*°

The total cost of developing a National Model of Care and state-
based implementation plans is estimated at $517,000. The National
Model of Care is estimated to cost $146,000 over three years.
This includes a series of workshops in each state and territory
with' relevant authorities ($48,000), salaries for project officers
to oversee the drafting and promotion ($98,000). Each state
based implementation plan is expected to cost $53,000, made
up of salaries ($44,000), a consultation workshop ($6,000) and
promotion ($3,000). The development of the implement plans in
each state and territory would need to be overseen by a working
group.

The total cost of making alcohol and drug treatment services more
suitable for women and pregnant women with alcohol-use disorder,
is estimated at $2.1 million over three years. This consists of a scoping
study in the first year and a small grants funding round in the second
and third years. The scoping study is estimated to cost $100,000,
consisting of quantitative and qualitative research with alcohol and
other drug treatment providers and focus groups with pregnant
women. This is costed at $35,000 with project implementation (led
by a full time project officer for 12 months) estimated at $65,000.
A total of $2 million should also be committed to the small grants
funding round to improve specialist support to pregnant women with
alcohol-use disorders. These grants would be capped at $100,000,
with up to $1 million being available in each year. This would allow 20
services over two years to adopt women-centred practice.

The total cost of.developing, testing and evaluating an online
intervention program for women who are planning pregnancy,
pregnant and/or parents would be $500,000 over three years.
This includes $100,000 for website development, $200,000
for counselling support, $100,000 for project management and
promotion. A further $100,000 should be dedicated to the evaluation
of the program.

Actions:

¢ Develop state and territory based models of care for
women who have alcohol use disorders with clearly
defined referral pathways into treatment ($517,000).

¢ Provide funding to alcohol and drug treatment services
to allow them to develop women-centred practices, with
a particular focus on women who are pregnant ($2.1
million).

¢ Develop and evaluate an online intervention program to
support women at risk of alcohol exposed pregnancies
($500,000).

Funding required: $3.1 million over three years.
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1.4 Educate health professionals on FASD and enable
them to routinely ask and advise all women about
their alcohol consumption

Australian women consider health professionals to be the best source

of information regarding their pregnancy. Women are often willing

to make changes to their lifestyle, diet and alcohol consumption
if advised to do so, and pregnancy can be a ‘teachable moment’
or a critical window of opportunity for change.?” However health
professionals are often reluctant to discuss alcohol consumption
with women due to fear of upsetting the woman, time pressures or

their own discomfort.*" A national poll carried out by FARE in 2012

found that just over a third of the mothers surveyed could recall

having had a healthcare professional raise with them the harms
associated with alcohol consumption (37 per cent).*?

It is vitally important that all health professionals, including General
Practitioners (GPs) are trained to ask women about their alcohol
consumption. Every time a health professional sees a woman, there
is potential to prevent a new case of FASD and provide a consistent
message on the harms of alcohol consumption during pregnancy.'

‘Every time a health professional
sees a woman, there is potential to
prevent a new case of FASD and
provide a consistent message on
the harms of alcohol consumption
during pregnancy’

An Australian feasibility study, Asking QUestions about Alcohol in
pregnancy (AQUA), examined the questions that health professionals
should ask about alcohol consumption during pregnancy. The study
found that women should be screened for their alcohol intake using a

validated instrument which includes an assessment of consumption
patterns and instructions for the practitioner on how to interpret
and discuss the information with the woman. The study concluded
that a mechanism for this already exists through the Ljfescripts -
Advice for Healthy Living project at DoHA .43

Lifescripts are used by GPs to address lifestyle risk factors across
the population, such as smoking, nutrition, alcohol consumption and
physical inactivity. Lifescripts are a national initiative, funded and
developed by DoHA and supported and promoted by the Australian
General Practice Network. Lifescripts were first introduced in the
2003-04 DoHA budget with an investment of $4.3 million towards
their development. In 2007 the Government invested further
funding to maximise the uptake of the program.**
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The Pregnancy Lifescript was developed in 2007 to assist women
in having healthy pregnancies.*> This script had a special focus
on alcohol consumption during pregnancy and was designed for
use by GPs and practice nurses. During 2010-2011 the Pregnancy
Lifescripts were reviewed and updated versions were scheduled to
be released in August 2011. To date these have not been published.
The Lifescript resources also include posters for doctors’ waiting
rooms, patient brochures and assessment and prescription pads for
use by the GP.

The total cost of the Lifescripts program has been $5.5 million from
2003-04 to 2010-11. The Government has already committed this
funding to the Lifescripts program.

The total cost of training health professionals on delivering
information on alcohol consumption over three years is $650,450.
DoHA has provided funding to FARE to work with health professional
bodies to develop appropriate training to raise awareness of the
Guidelines among health professionals, and to encourage them to
discuss alcohol consumption with all consumers.4¢

Actions:

* Publish and distribute the updated Pregnancy Lifescripts
to GPs, to encourage discussions about alcohol
consumption during pregnancy ($5.5 million already
committed by Government for the complete Lifescripts
program).

* Provide training to GPs and other relevant health
professional bodies on how best to raise the issue of
alcohol consumption with consumers, particularly with
pregnant women ($650,450 alreadly committed by
Government).

Funding already committed by Government: $6,150,450
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Improve diagnostic capacity for

FASD in Australia

FASD is often described as an ‘invisible’ disability due to the
underlying brain damage caused by prenatal alcohol exposure.
This alcohol exposure can result in a variety of problems including
difficulties with speech and language; impairment of vision and
hearing; organ damage and difficulty with judgement, reasoning
and behaviour.! Most people who are born with FASD do not display
some or any of the physical traits that are characterised by the
condition.® Even FAS, which is commonly associated with abnormal
facial features, may be difficult to diagnose and assess in newborns
and across different racial groups.

Obtaining a diagnosis of FASD can improve an individual's
opportunities in life. A diagnosis can allow an understanding of the
specific deficits affecting that individual, which in turn can facilitate
communication between health professionals, educators, families
and carers on effective interventions and the appropriate supports
needed. 448

However a diagnosis should never be an endpoint. The process to
confirm a diagnosis should also identify the appropriate health care,
education, and service needs of the individual and the families/carers.*®

2.1 Publish, implement and evaluate the Australian
FASD diagnostic instrument

Australia currently has no screening and diagnostic instrument for
FASD. When diagnosing FASD in Australia, health professionals rely
upon a combination of overseas diagnostic instruments, including the:

*  FASD Canadian Guidelines for diagnosis®®
* ‘University of Washington 4-Digit Diagnostic code’™

* Center for Disease Control Guidelines: ‘Fetal Alcohol Syndrome:
Guidelines for referral and diagnosis’ in the USA.#°

Canada is the only country that has nationally consistent diagnostic
guidelines. These guidelines have facilitated consistent diagnostic
practice across the country and allowed for comparable data on
FASD to be collected and monitored over time.>>53

In Australia, in 2010, the Commonwealth Government provided
$450,000 in funding for the development of a ‘Screening and
Diagnostic Instrument for FASD in Australia’. The funding was
allocated to the Australian FASD Collaboration, which involved
researchers from across the country® and was led by Professor
Elizabeth Elliott and Winthrop Research Professor Carol Bower.
The FASD Collaboration undertook considerable work to develop a
national diagnostic instrument for FASD and submitted a final report
to DoHA in May 2012.5* The report included a systematic literature

> The Australian FASD Collaboration is made up of the following researchers: Lead Investigators: Professor Elizabeth Elliott (University of Sydney); Winthrop Research Professor
Carol Bower (Telethon Institute of Child Health Research). Senior Consultants: Dr Lucinda Burns (National Drug and Alcohol Research Centre); Ms Heather D’Antoine (Menzies
School of Health Research); Ms Maureen Carter (Nindilingarri Cultural Health Services); Dr James Fitzpatrick (Sydney Medical School); Associate Professor Jane Halliday
(Murdoch Children’s Research Institute); Ms Lorian Hayes (University of Queensland); Associate Professor Jane Latimer (George Institute for International Health, Sydney Medical
School); Ms Anne McKenzie (University of Western Australia); Ms Sue Miers (National Organisation for Fetal Alcohol Syndrome and Related Disorders); Dr Raewyn Mutch (WA
Department of Health); Dr Colleen O’Leary (Curtin University of Technology and Telethon Institute for Child Health Research); Ms Jan Payne (Telethon Institute for Child Health
Research); Dr Elizabeth Peadon (University of Sydney); Ms Elizabeth Russell (Russell Family Fetal Alcohol Disorders Association); Dr Amanda Wilkins (WA Department of
Health); Ms Heather Jones (Telethon Institute for Child Health Research) and Dr Rochelle Watkins (Telethon Institute for Child Health Research).
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Australia currently has no screening
and diagnostic instrument for
FASD. When diagnosing FASD in
Australia, health professionals rely
upon a combination of overseas
diagnostic instruments.’

review on screening and diagnostic assessment as well as an
examination of FASD screening programs and diagnostic guidelines
from across the world. The report also included a summary of
consumer and community input into the design and implementation
of screening and diagnosis for FASD in Australia.®*>®

The diagnostic instrument/ developed now requires evaluation
in a range of clinical environments across Australia prior to its
implementation. Detailed guidelines on its use and resources for
health professionals also need to be developed.

In total the cost of finalising and evaluating the diagnostic
instrument would be $852,000°% Based on costs from the
previous developmental work, it is estimated that the evaluation
and finalisation of the diagnostic instrument would cost a further
$562,000 over two and half years. This includes a national
consultation and expert review process ($25,000) and pilot testing
($85,000). The remainder would be spent on salaries of $452,000.
The development of training resources on the diagnostic instrument
would run‘in parallel with the evaluation of the instrument in the
third year and is estimated at $290,000 over one year. This includes
$180,000 on salaries, $35,000 on the development of resources,
$30,000 on production costs and $45,000 in evaluation.>®

Action: Publish the Australian FASD diagnostic instrument
and develop guidelines for its use.

Funding required: $852,000 over three years.

2.2 Establish FASD diagnostic services

An improvement of FASD diagnosis rates would result in people with
the condition receiving greater assistance and support, while also
improving awareness of FASD among the Australian community.
Once the Australian FASD diagnostic instrument and guidelines are
published, the assessment and diagnosis of individuals via multi-
disciplinary health teams needs to occur. A FASD diagnosis is
determined through a multi-disciplinary approach with assessments
undertakenbyarangeofhealthprofessionalsincluding paediatricians,
clinical psychologists, occupational therapists, speech and language
therapists, physiotherapists and social workers.

There can be considerable stigma associated with aFASD diagnosis*®
and the communication of this diagnosis with the individual, family
and carers requires particular sensitivities. For a biological mother,
a diagnosis of FASD for her child may be very confronting.”® It
is important that support is available to the family“and carers to
understand the diagnosis and cope with the changes to their lives
that it entails.

Four possible FASD diagnostic service models are explained in
further detail below.

Service model one: specific dedicated FASD diagnostic clinics

Australia has one dedicated FASD diagnostic clinic, which is funded
by FARE. This clinic opens fortnightly and is based at the Children’s
Development Unit, within The Children’s Hospital at Westmead in
Sydney.®’

Children (aged O to 16 years) who are referred to the clinic
undergo a comprehensive assessment consisting of full history
and medical checks as well as assessments in developmental
and/or neuropsychology issues, speech and language, as well as
occupational and physiotherapy developmental issues. As part
of the diagnosis, children are photographed for analysis of facial
features and referred on for other investigations such as brain
scans, genetic testing and hearing and vision assessments where
necessary.”” In this model the child is initially seen by a paediatrician
and then referred to the other specialists for further tests. To make a
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diagnosis the multi-disciplinary team reviews the results from all of
the assessments and recommends a final diagnosis.

This model allows for specialist teams to focus on the diagnosis of
FASD and would result in teams of health professionals specifically
trained in the diagnosis of FASD. The two limitations of this model
are that firstly it takes considerable time for the child to complete all
of the assessments. They are only referred onto the next assessment
when the first is completed. This means that assessments could take
a'number of months to complete. Secondly, dependent on hospital
policy, this model would only be able to accept patients up to the
age of 16 as the clinic sits within the remit of a children’s hospital.

An improvement of FASD diagnosis
rates would result in people with the
condition receiving greater assistance
and support, while also improving
awareness of FASD among the
Australian community.’

Service model two: Using existing child development services
to diagnose FASD

The second service model uses existing Child Development Services,
usually located in hospitals to assess children for FASD. These
services exist across Australia, although they are known by different
names in different states® (e.g. in South Australia these services are
called Early Childhood Intervention Programs). There is also a lack
of consistency on what conditions and age ranges of children that
the different programs will assess.>®

In Western Australia there are 11 Child Development Centres across
the state that provide a range of supports for children (up to 16 years
of age) who have or are at risk of developmental difficulties. The

services are made up of multi-disciplinary teams including speech
pathologists, occupational therapists, paediatricians and medical
officers, physiotherapists, social workers/and clinical psychologists.>?
In 2010 the Western Australian Government committed $49.7
million to improve access to child development services across the
state®® and recommended that the existing ‘Child Development
Service: West Perth and State’ located at Princess Margaret Hospital
undertake screening and diagnosis of children with FASD with joint
assessments between health-agencies and other services.®

For adolescents and adults who are unable to be assessed through
Child Development Services, the West Australian Model of Care for
FASD recommends that:

* adolescents be assessed by the Child and Adolescent Mental
Health Service and Complex Attention and Hyperactivity
Disorders Service in WA

* adult clients should be seen through the Neuro-Psychiatric
Service of the Adult Mental Health Service.*®

Funding for this model would be dependent upon the state or
territory in which the model was being applied and the existing
services structures.

This model allows for the use of existing services to diagnose FASD.
These services already utilise a multi-disciplinary approach so the
health professionals have the skills and experience to undertake the
work. One concern with this model is that these services are already
over-stretched and have lengthy waiting periods.

Service model three: Creating FASD diagnostic teams to
target at-risk communities

A third model for diagnosis in Australia is the approach that was
used in Marulu: the Lililwan Project in the Fitzroy Valley of Western
Australia. This model may be more appropriate for rural and remote
communities. As part of the Lililwan project all children between
the ages of seven and eight were assessed by a specialist multi-
disciplinary team that travelled to the community.® Information

¢ Across Australia these are known as: ‘Child Development Units’, ‘Child Development Centres’, ‘Developmental Assessment clinics’, ‘Child Development Clinics’ and ‘Child and

Adolescent Mental Health Services’.
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was also gathered on early life trauma based on questions from
the Australian Longitudinal Study of Indigenous Children 2008.
This model saw the multi-disciplinary team assess the children at
the same time, rather than complete separate assessments over a
number of weeks or months.®?

The cost of this model would be dependent upon the number of
children in the community in which this model would be applied.
Along with philanthropic funding, Marulu: the Lililwan Project received
$1.7 million from the Department of Families, Housing, Community
Services and Indigenous Affairs (FaHCSIA) and DoHA®Sin 2010.

While this model allows for FASD diagnostic assessments for whole
communities to be carried out at the same time, it may only be
appropriate for high-risk communities due to the coordination and
travel expenses for the specialists. Key to the success of this model
is the need for it to be adapted to the specific community to ensure
the cultural appropriateness of the approach.

Service model four: A local remote/regional diagnostic team

The experience in the Fitzroy Valley in Western Australia highlights
that over time it may be possible to develop health services based
in remote regions that are able to assess and diagnose children with
FASD. This would require trained health professionals who live in the
region and are able to travel to remote areas.

Community Health Services are located throughout Australia and
usually employ social workers, occupational therapists, speech
therapists, psychologists, paediatricians and specialist alcohol
and other drug or mental health workers. It is possible that the
staff working for these services could be trained to become FASD
diagnosis teams. This would build the capacity of local services.

In Western Australia the Pilbara Community Drug Service Team,
based in South Hedland provides outreach services to Port Hedland,
Karratha, Onslow, Tom Price and Newman andis one of 12 community-
based alcohol and other drug programs that cover the state. The
Pilbara team also runs the /Alcohol and pregnancy: what are the risks?’
initiative in conjunction with the Pilbara Health Partnership.* This
provides counselling and education for communities throughout the
Pilbara region on alcohol and pregnancy. It is possible that a team

like this could be broadened to include a range of health disciplines
necessary to undertake FASD diagnosis work.

It is important that this model be flexible enough for different areas
and local configurations. It is also possible that in time this service
model could be provided using tele-health services. Tele-health uses
high-speed broadband to deliver services via video link to consult
with a patient, and the rapid transfer of files including scans to enable
health professionals to participate in a virtual environment without
travelling long distances.®> The Apunipima Cape York Council has
successfully undertaken its first tele-health consultation in June
2012 with three patients located in Mossman, a township located
approximately 90 kilometres north of Cairns.%®

This model would allow for FASD diagnostic assessments to be
undertaken within existing services, by local people who already
work and live in the community. However, the model relies heavily
on the skills, training and capacity of professionals working at the
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Community Health Services in undertaking diagnostic assessments
and requires significant long term funding to embed practices and
become sustainable.

Overview of models

These different models provide a range of options for diagnosing
FASD inrural, remote and urban settings. It is important that as these
models are implemented, that work is undertaken to examine the
cost effectiveness of each model and to determine the effectiveness
of different models in different locations e.g. rural versus urban
settings, specialist clinic versus existing Child Development Services.

In the first instance, three FASD clinics based on model one should
be developed throughout Australia. These clinics should be based on
the FASD Diagnostic Clinic at The Children’s Hospital at Westmead.

The total cost of developing and operating the three diagnostic
clinics over three years is estimated to be $3.6 million. This is based on
the funding provided to the FASD Diagnostic Clinic at The Children’s
Hospital at Westmead, which has received $184,000 for a 12 month
pilot project. Of this, salaries account for $151,000, which consist
of a General Paediatrician (0.1 FTEY), Developmental Paediatrician
(0.2 FTE), Clinical Psychologist (0.1 FTE), Speech Pathologist (0.1
FTE), Occupational Therapist (0.1 FTE), Physiotherapist (0.1 FTE)
and Administration Officer (01 FTE).*’

This clinic is currently funded to operate one day per fortnight, and
to be truly effective it would be preferable for any Dedicated FASD
clinic to operate at least one day per week. It is therefore reasonable
to double the current funding of the Westmead Clinic to provide an
effective service. It is believed that at least three such Specific FASD
clinics are required across Australia. Using the doubled costs of the
Westmead clinic as a guide (approximately $400,000 per year),
three clinics would require $1.2 million per annum.

Research on the other service models also needs to be undertaken.
Paediatric Registrar Dr James Fitzpatrick, with the The George
Institute for Global Health has recently developed a funding proposal

for a trial of paediatric and child health care being delivered by a
multi-disciplinary team in Fitzroy Valley schools.®’ This model would
see health and education professionals coordinating FASD diagnosis
and management within the school system. There is strong support
from health and education partners to ftrial this project from
2013-2015. Private sector funding has been secured to undertake
community consultation and pilot the model on a small scale.

The model is similar to service model four and is estimated to cost
$1.8 million over three years. This is comprised of $705,000 in the
first year, (including $73,000 in set up costs) and $577,000 in the
following two years. The operation costs in all three years include
three members of staff (one clinical researcher, one coordinator
and an Aboriginal Health Worker) estimated at $467000 per
year, administration and management ($40,000), promotion and
resources ($5,000 per year), a team vehicle ($100,000 including
purchase, maintenance and repair) and research and evaluation
($50,000 per year).

A similar project should be established in another region, allowing
two research projects to take place. The total estimated cost of
two research projects to implement and evaluate different FASD
diagnostic service models would be $3.7 million over three years.
This would allow for each project to be awarded $1.8 million over
three years.

Actions:

« Establish FASD specific diagnostic clinics operating for
one day per week, in three locations across Australia ($3.6
million).

* Undertake two research projects to establish and evaluate
different FASD diagnostic service models in three locations
($3.7 million).

Funding required: $7.3 million over three years.

9 FTE - Full time equivalent position
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2.3 Implement training for health professionals on use
of the Australian FASD diagnostic instrument

©000000000000000000000000000000000000000000000000000000000 ©

Greater knowledge, awareness and understanding of FASD s
needed among health and medical professionals to improve the
diagnosis of FASD. In particular a training and implementation plan
should be developed alongside the guidelines for the Australian
FASD diagnostic instrument, in order to train health and medical
professionals on its use.

Health professionals have a key role to play in improving the
diagnosis of FASD; however few health professionals are aware of
the condition or feel equipped to manage patients with FASD. In a
study of 1143 health professionals in Western Australia in 2005, only
12 per cent were able to correctly identify all four essential features
of FAS and only two per cent considered that they were properly
skilled to manage an individual with FAS.> When a similar study was
conducted with paediatricians (n=132), it found that only 18.9 per
cent identified all essential diagnostic features for FAS and that
while 76.5 per cent had suspected a case was FAS they had not
diagnosed it.%®

GPsalsohaveanimportantroleto play inthe diagnosisand prevention
of FASD. Most people’s health care needs and information starts
with a health professional, often in a consultation setting with a GP.
This is also the public’s preferred method for receiving information
about their health concerns.®® A Western Australian study in 2005

‘Health professionals have a key
role to play in improving the
diagnosis of FASD, however few
health professionals are aware of
the condition or feel equipped to
manage patients with FASD.’

found that only 20 per cent of GPs surveyed could correctly identify
the four essential features of FAS. A third of GPs (35 per cent) had
suspected that a child had FAS but did not make a diagnosis. GPs
most often requested education materials for themselves (75 per
cent), their patients (69 per cent) and diagnostic checklists and
referral resources to assist them.®

Most (82 per cent) of the health and medical professionals in the
West Australian survey agreed that an early diagnosis would improve
the treatment plans for the child but did not make a diagnosis or
refer the child as they were concerned that the diagnosis would
stigmatise both the child and their family.®> This is unfortunate as
early diagnosis of FASD can improve the overall life outcomes for
the individual® and enable families and carers to access disability
support services otherwise unavailable to them.
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To date, training opportunities on FASD have been limited. The
Russell Family Fetal Alcohol Disorders Association (RFFADA), in
conjunction with Training Connections Australia, currently offers
ten modules on FASD for alcohol and other drug workers; mental
health workers; teachers and the criminal justice sector.’® Other
initiatives have included the Drug and Alcohol Services South
Australia’s guide for midwives on FASD in 2006. This Guide outlines
key information on FASD, strategies on how to ask women about
their alcohol consumption during pregnancy and how to identify
FASD in children.” The Drug and Alcohol Office in Western Australia
also produces resources for health professionals on FASD and the
prevention of prenatal’alcohol exposure.®

The West Australian Government, through the Model of Care, has
acknowledged the importance of training health professionals in
FASD and recommends training at: under-graduate; post-graduate
levels and in-service training programs for:

* antenatal and maternity care providers including midwives, GPs,
obstetricians and others

« child health nurses and school health nurses

* child development service providers including allied health
professionals

* paediatricians and neonatologists

e Aboriginal health workers

* health promotion officers, and

« drug and alcohol service providers.*®

The training of Australian health professionals in FASD needs
concerted effort and Australia could learn from programs in the
USA that were developed to systemically train health and medical
professionals about FASD. In 2009 the Center for Disease Control
and Prevention (CDC) developed the FASD Competency-Based
Curriculum Development Guide for Medical and Allied Health
Education and Practice”? and funded five university-based FASD
Regional Training Centres to implement this training. Each of the
five training centres received between $200,000 and $350,000
(USD) per year, to a total of $4.5 million over three years.”

In 2010 the Royal Australian College of General Practitioners
(RACGP) received $409,000 to administer a small grants funding
round to train providers to deliver accredited psychological skills
training to GPs.”* The RACGP awarded 37 grants with each grant
delivering a minimum of 20 hours training to 13 participants (on
average). A total of 490 people were trained through these grants.

The Commonwealth Government could fund a similar model to train
health professionals on the use of the Australian FASD diagnostic
instrument. This could be done through/ the development of a
consortium body to oversee the implementation of this training
and distribute grant funding. The consortium would consist of
representatives from the peak bodies involved in FASD diagnosis.
This includes the Paediatric College within the Royal Australasian
College of Physicians, the Royal Australian College of General
Practitioners and relevant allied health peaks (e.g. Australian
Psychological Society, Australian Agency for Social Workers,
Occupational Therapists Australia, Physiotherapists Australia and
Speech Pathology Australia). This consortium would then disburse
small grants funding to training providers to deliver training on use
of the Australian FASD diagnostic instrument.

‘The training of Australian health
professionals in FASD needs
concerted effort and Australia could
learn from programs in the USA that
were developed to systemically train
health and medical professionals
about FASD.”

The total cost of these training grants is estimated at $650,000 over
two years and would commence once the diagnostic instrument and
guidelines have been published. This funding is based on 500 health
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professionals being trained at a cost of $1,000 each, and $150,000
towards program management and funds for the consortium.

In addition to the small grants training, it is recommended that five
hands-on training workshops with health professionals on FASD
diagnosis and management be provided across Australia.”® These
training courses would be led by overseas diagnostic experts and
include an overview on FASD, case scenario diagnostic evaluations
and hands-on practice sessions. The training would run for three days.

The total cost of these training workshops is estimated at $300,000
and would take place in the second year of the Australian FASD
Action Plan, once the Australian FASD diagnostic instrument has
been published. Funding for the training course is based on $35,000
being available for international and domestic flights for the
diagnostic experts. The remainder of the funding ($265,000) would
be divided between venue and catering costs of $150,000 (based
on $30,000 per course - for a three day course in five jurisdictions®).
The remaining $115,000 would go towards the development of
course materials, management and administration.

Actions:

e Train health professionals in the use of Australian FASD
diagnostic instrument by funding a small grants round for
training providers to train health professionals, overseen by
a consortium of relevant health peak bodies ($650,000).

« Carry out five practical FASD diagnostic training
workshops across Australia, led by international FASD
experts ($300,000).

Funding required: $950,000 over two years.

€ These figures are based on $10,000 per day per training course, made up of $1,500 for catering, $2,000 for audio visual hire and $6,500 for venue hire. Total of three day course
is $30,000 in each jurisdiction.
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Enable people with FASD to

achieve their full potential

A landmark Commonwealth Government report in 2009 called:
‘Shut out: The experiences of people with disabilities and their
families in Australia’ stated that “people with disabilities may be
present in the community but most do not enjoy full participation
in it.”’¢ This is apparent for people with FASD.”” Unfortunately FASD
is not consistently identified as a disability in Australia. As a result
people with FASD, their families and carers struggle to access
assistance from social services, education and training, justice and
health agencies.

The Productivity Commission’s report into ‘Disability Care and
Support’in Australia, published in 2011 found people with disabilities
and their families are both managers and advocates of their
conditions, as they have to deal with concurrent service providers,
government agencies and health professionals.”® This echoes the
frustration expressed by families and carers of people with FASD
on the lack of knowledge on FASD by service providers and of the
need to educate professionals themselves on the condition.*® This
often leads to more stress for the family, especially when personal
experiences are ignored or minimised.

Access to disability support services and early intervention programs
are crucial in preventing the development of secondary disabilities
for people with FASD. Secondary disabilities (such as mental
health issues, alcohol and drug problems, disrupted schooling,
lack of employment and incarceration) can occur when FASD is
undiagnosed or misunderstood. Similar to other disabilities, access
to early intervention services will result in better outcomes for the
individual throughout their life.””

3.1 Support people with FASD, their families and carers
Across Australia, people with FASD, their families and carers have
difficulties in accessing disability support services and funding. Many
are precluded due to lack of diagnosis from a health professional
or because FASD is excluded from eligibility criteria. There are also
differences in the supports available to children and adults and
differences between state and territory services.

For adults in Australia access to the Disability Support Pension
is determined through the Social Security Act 1997 (Cth) and the
application of the ‘Tables for the Assessment of Work-related
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Across Australia, people with
FASD, their families and carers have
difficulties in accessing disability
support services and funding..’

Impairment’ (hereafter called Impairment Tables). These tables’”
have been revised under the Social Security and Other Legislation
Amendment Bill 20711 (Cth) and individuals have been assessed
under these tables since January 2012.

FASD, has, for the first time been recognised in these Impairment
Tables under ‘Table 9: Intellectual Function’ but there is a qualification
that the individual has a low Q. This is unfortunate as although FAS
is associated with lower IQ, 75 to 80 per cent of people with FASD
have IQs within the normal range.”” This, therefore, precludes most
people with FASD. To amend this situation FASD should be listed as
a condition under ‘Table 7: Brain Function’ alongside “a person with
Autism Spectrum Disorder who does not have a low 1Q.78°

For children with FASD little support is available. From 2008 to
2011 the Commonwealth Government invested $190 million into
the 'Helping Children with Autism’ package. This allowed for the
funding of individual assistance packages for children with autism
or any other pervasive developmental disorder (though excluding
FASD), their families and carers.® The ‘Helping Children with Autism’
package involved cross government working with DoHA, FaHCSIA
and the Department of Education, Employment and Workplace
Relations (DEEWR) to deliver the program.

People who care for children under 16 with a disability can access
carers payments. Children with disabilities who automatically qualify
for these payments are those recognised in the ‘List of Registered
Disabilities.’®? FASD is not currently included in this list and is not
adequately covered by any other disabilities on the list. It is critical
that this situation is changed and that FASD be added to this list.

It is unfortunate that FASD has not been recognised in these
initiatives and it is imperative that FASD be recognised in the new
National Disability Insurance Scheme (NDIS). The creation of the
NDIS was recommended by the Productivity Commission as a
mechanism to fund long-term care and support (but not income
replacement) for people with significant disabilities.”®

The Commonwealth Government is currently working with the states
and territories to design the scheme, which is scheduled to be rolled
out in Mid-2013 and in place by 2018-19.8° Between now and 2018
it is important that people with FASD, their families and carers are
adequately represented in NDIS eligibility criteria and that changes
are made to existing services and initiatives to recognise FASD.

Determining the costs of extending disability services and carers
allowances to include FASD is difficult because of the uncertainty in
FASD prevalence figures in Australia. Economic modelling is required
to determine accurate estimates of the number of people who may
be eligible. This modelling should be undertaken by Treasury and
FaHSCIA.

Actions:

e For adults: recognise FASD as a condition under Table 7:
Brain Function in the Impairment Tables for the Disability
Support Pension as well as in Table 9: Intellectual Disability
in the Impairment Tables.

e For carers of children under 16: recognise FASD in the List
of Recognised Disabilities.

¢ Recognise FASD in the National Disability Insurance
Scheme.

Funding required: Economic modelling required by Treasury
and FaHCSIA to determine numbers of people who may be
eligible.

f There will be cost in adding people with FASD to these Impairment Tables but it is impossible to quantify the number of people who will qualify to receive Disability Support

Pensions as the number of adults with FASD is unknown.
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3.2 Improve early intervention options for people with
FASD, their families and carers

In order to reach their full potential, children with FASD require the
same level of access to early intervention services as children with
other disabilities. The Commonwealth Government recommended
in its best practice guidelines for Autism Spectrum Disorders that
a child receive a minimum of 20 hours a week of early intervention
services for two or more years in order to make major gains.®
Children with FASD need comparable levels of service provision.
The CDC in the USA recommended that early intervention services
are needed for children from birth to three years of age to help in
the development of language, walking, and interaction with others.®

To achieve the same level of access to early intervention services as
that received by other children with disabilities, it is imperative that
FASD is recognised in the Commonwealth Government’s Better
Start for Children with Disability’ initiative.’ 8

The ‘Better Start for Children with Disability’ initiative started in
201 and provides assistance to eligible children® up to the age of 13
years. This assistance includes:

up to $12,000 in funding for early intervention services and
treatments

e assistance for children who live in outer-regional, rural or
remote locations to access services

* atreatment and management plan to be developed and
covered through Medicare, and

« funding for up to 20 allied health services up to the age of 15
years (provided a treatment and management plan is in place
before the age of 13 years).®’

The Commonwealth Government has provided $122 million to the
‘Better Start for Children with Disability’ initiative over four years
(commencing in 2011).

While early diagnosis of FASD is associated with fewer secondary
disabilities, the Canadian Paediatric Society and the CDC in the
USA both state that FASD intervention programs should not be
dependent on a formal diagnosis. This is because the ‘window
of opportunity’ for dealing with behavioural abnormalities and
preventing secondary disabilities is often missed.®®

Inthe USA, in 20009, five intervention programs for people with FASD
were assessed by the Interventions for Children with Fetal Alcohol
Spectrum Disorders Research Consortium.®° It found that successful
early intervention programs for FASD had the following elements:

* acomponent of education or training for parents that was built
into the program

e giving explicit instructions to the child when learning new
skills, rather than the child learning through observation and
processing of information alone, and

e programs and techniques were integrated into existing
community services, such as special education, therapy or
counselling services that the child was already attending.

Other strategies such as educational, psycho-social, and
pharmacological approaches that include nutrition and physical

9 Eligible children are those who are under six and have a diagnosis of: Down syndrome, cerebral palsy, Fragile X syndrome; or a moderate or greater vision/hearing impairment
including deafblindness. These categories were determined by the effectiveness of early intervention programs to be able to prepare these children for school.
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therapies are being studied.®> However the evidence-base for these
programs is limited and they require further testing and evaluation.®®

People who care for those with FASD also need access to support.
In 2002 the Victorian Order of Nurses for Canada undertook a four
year project on parenting strategies for children with FASD. The
main outcome of this project was the development of the Let’s Talk
FASD’ guidelines. These guidelines were shaped by the first-hand
experiences of people living with FASD and are a collation of parent-
driven strategies to care for children and adults with FASD.?"?2

In Australia support to parents and carers of people with FASD is
provided by two organisations. These are RFFADA and the National
Organisation for Fetal Alcohol Syndrome and Related Disorders
(NOFASARD). In 2012 NOFASARD received $750,000 over three
years from DoHA to continue to support people with FASD and
those who care for them.*¢ Continued funding is needed to support
these organisations and to expand these services into other states
and territories. This funding/should match the funding provided to
NOFASARD.

The total cost of funding two other organisations to provide support
to parents and carers of people with FASD is estimated at $1.5 million
over three years. This is based on the current funding being provided
to NOFASARD and its extension into two other jurisdictions.

Actions

 Expand current Better Start for Children with Disability
Initiative to include FASD.

* Extendfundingsupportto parentsand carers organisations
that currently exist and expand these into other states and
territories ($1.5 million).

Funding required: $1.5million over three years.

Funding already committed by Government: $122 million to
the Better Start for Children with Disability and $750,000 to
NOFASARD.

3.3 Treat people with FASD in a socially inclusive
manner upon entry into education, employment
and if in contact with the criminal justice system

People with FASD often face a range of health, social and
educational difficulties. Approximately 85 per cent of children with
FASD do not live with their birth parents and are at risk of multiple
foster placements.®?32* In the USA, it is estimated that 70 per cent
of children in foster care are affected by prenatal alcohol exposure
to some degree.®> Unfortunately similar data are not available in
Australia.

FASD can directly diminish a child’s success at school/ The underlying
brain damage 'can limit how well a person with FASD may process
information, 'understand and meet the expectations set for them.
For example: concentrating in a classroom; sitting still for long
periods of time and transferring learning from one situation to apply
to another can be extremely difficult for people with-FASD.?

‘In order for people with FASD to
fulfil their potential there needs to
be improvements to the education,
employment and criminal justice
systems in Australia in recognising
FASD as an issue and responding
appropriately. ’

In a traditional school environment, people with FASD struggle to
meet these expectations, causing frustration for both the student
and teacher? Teaching methods that aim to change the behaviour
of a person with FASD are likely to fail, not due to a lack of the
individual's desire to change, but their ability to be able to do so. By
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continually failing to meet expectations, people with FASD develop
a sense of failure which can lead to depression and other mental
health issues.®?

Being able to obtain and maintain employment is also difficult for
people with FASD. A study of adults with FASD conducted in 1996
by the University of Washington found that:

*« 50per cent of respondents had trouble finding employment
+~ 60 per cent had difficulty maintaining employment

¢ 18 per cent had achieved independent living but most had
employment problems, and

¢ 80 per cent had difficulty in managing money and decision
making.””

From the above it is apparent why people with disrupted school
experiences, unstable home environments and difficulty obtaining
employment may become involved with the criminal justice system.
Additionally people with FASD are often vulnerable to exploitation
and often guided into criminal behaviour.®® In a prison environment
an individual with FASD can be used as a scapegoat, be negatively
influenced by their peers, victimised and exposed to more serious
criminal elements.”” Correctional facilities and the criminal justice
system are not generally prepared to identify or address the needs
of individuals with FASD within the overall offender population.

Across Canada and the USA the situation is changing. Significant
work has been undertaken to train teachers and address employment
and criminal justice issues. In the education sector, British Columbia
has produced a Manual of Policies, Procedures and Guidelines for
Special Education Services® and in Alberta similar guidelines exist
with strategies on how to teach students with FASD.?® In the USA,
the National Organization for Fetal Alcohol Syndrome (NOFAS) has
created an education curriculum for teachers from kindergarten to
grade 12 on FASD. This gives age-appropriate information on alcohol
and provides opportunities for teachers to integrate information
on FASD into the standard education curriculum.?® The Florida
Department of Education has also produced a resource guide for
educators on FASD.®©

A Churchill Fellowship undertaken by Kym Crawford (an education
specialist) on the Canadian experience of addressing FASD found
that the key issues were that:

¢ People working in education, including principals, teachers,
education assistants and Aboriginal and Torres Strait Islander
education officers, need professional development training on
how to educate students with FASD.

e Current specialist support services should be expanded to
provide assistance for students with FASD. This includes FASD
being an indicated group within the West Australian ‘Schools
Plus’ framework, and

« State government education departments need to work
closely with diagnostic services (when these exist) to develop
a support system immediately after diagnosis. This could be
similar to the service provided for students with Acquired
Brain Injury (ABI), where specialist teachers liaise with those
making the diagnosis and make appropriate adjustments to the
student’s educational program to accommodate the specific
needs of the individual.®

Pilot programs have also taken place in the USA and Canada to help
people with FASD achieve success in employment. From 2009 to
2010 the Alberta Government in Canada, ran pilot projects in the
towns of Medicine Hat and Cold Lake. The project at Medicine
Hat aimed to improve the employability and life skills of people
with FASD through employment coaching. The Cold Lake project
developed transition plans for young people moving from youth
to adult services and produced tools for employment support
agencies to work with people with FASD.%? These projects and
others in the USA have found that key structural components are
needed when employing people with FASD. This includes awareness
by the employer and other members of staff about FASD and an
understanding that an individual's behaviour and abilities may
change on a day-to-day basis.|0*?

Also in the USA and Canada there is a growing body of information
about appropriate sentencing options for people with FASD. In British
Columbia, the John Howard Society of Central and South Okanagan
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has developed a Gateway Mentoring Program that provides one-
to-one mentorship to people with FASD involved in or at risk of
involvement in the Criminal Justice System. The program offers
crisis intervention, life skills training, access to further community
supports, and promotion of healthy lifestyles!®* In Manitoba the
FASD Youth Justice Program, established in 2004, provides people
accused of a crime with an opportunity to receive an assessment for
FASD prior to sentencing. This program developed a checklist called
ST.O.P (Systematic Tell-tales of the Problems) which is a series of
‘red-flags’ that court and justice officials use to trigger a referral for
diagnosis. These flags include:

* repeated history of ‘failure to comply’

* lacking empathy

« disrupted or poor school experiences

* being unable to connect actions with consequences

* appearing unaffected by past punishments

* committing crimes that are opportunistic rather than planned

* committing offences that involve risky behaviour for little gain
or involvement in gang crime, and

* having superficial relationships and friendships.1°®

In Australia, in 2011 with funding from FARE, the Queensland
University and Collaboration for Alcohol Related Developmental
Disorders (formerly FASD Research Network)" undertook a survey
of all judges and magistrates in Queensland to ascertain levels of
awareness of FASD and the impact of FASD on their practice. In
total 49 members of the Queensland judiciary completed the survey.
Of these, 80 per cent reported they had ‘heard” of FASD and 75
per cent thought that FASD was relevant to their work in the legal

profession. However 82 per cent had never sent an accused person
for a FASD diagnosis or assessment as they “did not know where to
send the person.” Additionally 85 per cent wanted more information
and guidelines on how to appropriately sentence a person with
FASD. ¢

In order for people with FASD to fulfil their potential there needs to
be improvements to the education, employment and criminal justice
systems in Australia in recognising FASD as an issue and responding
appropriately.

" Collaboration for Alcohol Related Developmental Disorders (formerly FASD Research Network) is made up of the following researchers: Dr Tom Burne (Queensland Brain
Institute), Dr Suyinn Chong (Queensland Institute of Medical Research), Associate Professor Gail Garvey (Menzies School of Health Research), Ms Lorian Hayes (National
Indigenous Australian Foetal Alcohol Syndrome Education Network), Ms Diane Malbin (Fetal Alcohol Syndrome Consultation, Education and Training Services Inc), Professor
David Pow (Royal Melbourne Institute of Technology), Mrs Anne Russell (Russell Family Foundation for Fetal Alcohol Disorders), Dr Stephen Stathis, Brisbane Youth Detention

Centre, Professor Emma Whitelaw (Queensland Institute of Medical Research).

The Network also includes the following researchers from the University of Queensland: Dr Rosa Alati, Ms Amanda Barnett, Dr Tracey Bjérkman, Professor Paul Colditz, Professor
Heather Douglas, Dr Simon Finnigan, Associate Professor Glenda Globe, Professor Wayne Hall, Dr Janet Hammill, Professor Noel Hayman, Professor Wendy Hoy, Professor Murray
Mitchell, Associate Professor Karen Moritz, Dr Leith, Moxon-Lester, Dr Peter Nixon, Ms Coralie Ober, Dr Margo Pritchard, Associate Professor Stephen Rose, Dr James Scott and Ms

Megan Williams.
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To achieve the best educational outcomes DEEWR should work
in conjunction with state and territory education departments to
develop education standards to support children with FASD.®’
DEEWR should also develop national training guidelines on teaching
people with FASD, based on guidelines that exist in Canada and the
USA. Functional assessments should be undertaken by schools to
shape decisions about educational goals for the individual. It should
also be recognised that the education assistance for one person
may not work for another.?

To help find suitable employment, people with FASD are able to
access Disability Employment Services (DES), funded by DEEWR.
These services were introduced by the Commonwealth Government
in 2010 to provide tailored advice for job seekers with a disability
to enable them to secure suitable employment.! Regrettably no
information is available on the numbers of people with FASD who
have been able to use these services or what the outcome has been.
More research is needed in Australia to understand the needs of
people with FASD in seeking employment and of those who are
employed.

Forthecriminaljustice sector theresearch undertaken by Queensland
University recommended that corrective services screen for FASD
when preparing pre-sentencing reports using the S.T.0.P checklist.'0®
Also NOFAS in the USA recommend that the criminal justice system
help people with FASD by:

e educating judges, lawyers and correctional officers on FASD

¢ establishing screening tools and procedures to identify FASD
among those entering the juvenile justice or adult criminal
justice system, and

« utilising alternative sentencing options for people with FASD.®

‘Functional assessments should be
undertaken by schools to shape
decisions about educational goals
for the individual. It should also

be recognised that the education
assistance for one person may not
work for another.

Determining the costs of how the education, employment and
criminal justice systems can adequately respond to FASD is difficult.
This is predominantly due to the current lack of awareness and
knowledge of FASD as an issue within these sectors. To ensure the
current situation changes the following are required:

*  Develop teaching guidelines for educators on how to teach
people with FASD.

* Undertake research into the employment needs of people with
FASD, and

e Pilot a training program for judges and magistrates on FASD.

The total cost of developing teaching guidelines is estimated
at $800,000 over three years, based on development costs of
$100,000 per state. Producing the teaching guidelines would
require oversight by a project officer to prepare the guidelines and a
consultation process on how to incorporate the teaching strategies
into the curriculum. This process should be piloted by one State
Government, supported by DEEWR before being expanded into
other jurisdictions.

i People who are eligible to access the DES Employment Support Services are recognised within the Disability Services Act 1986. This includes people with a disability that:
a)is attributable to an intellectual, psychiatric, sensory or physical impairment or a combination of such impairments;

b)is permanent or likely to be permanent, and
c) results in:

i. a substantially reduced capacity of the person for communication, learning or mobility, and

ii. the need for ongoing support services.
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The total cost of undertaking research into the employment needs
of people with FASD is estimated to cost $200,000 over two years.
This research would investigate the barriers and challenges that
people with FASD face in seeking and maintaining employment. The
research would consist of a postal survey of people with FASD, their
parents and carers (n=2,000) and four focus groups. The quantitative
and qualitative components of the research are estimated to cost
$70,000 and the project implementation (led by a full time project
officer for 18 months) is estimated at $130,000.199

Research from the Queensland University clearly indicates that
knowledge by judges and magistrates on FASD is poor and that

they require and are willing to participate in training on FASD.
However the best model to deliver this training across Australia
is currently unknown. It is therefore proposed that a pilot be
undertaken to develop a training model for judges and magistrates
on FASD. This pilot would include the development of a training
course for judges and magistrates in Queensland (building on the
Queensland University project), implementation and evaluation of
this training and the development of a training model that could
be used throughout Australia. This pilot could also be carried out in
consultation with the Australasian Institute of Judicial Administration
(AIJA) which is a membership body for judges, magistrates, tribunal
members and court administrators in Australia.™®

The total cost of the training pilot for judges and magistrates
is estimated at $67,000 over one year. This is based on running
four training courses, with up to 15 participants per course (total
of 60 participants) and includes training materials, workbooks
and assessment information, to a total of $8,000.) The research
component of the study is estimated to cost $50,000 which would
evaluate the training and develop a training model that could be
rolled out across Australia.

Actions:

e Develop teaching guidelines for educators on how to
teach people with FASD ($800,000).

¢« Undertake research on the employment needs of people
with FASD ($200,000).

¢ Pilot a training program for judges and magistrates on
FASD in one state and develop a training model to be
rolled out across Australia ($67,000).

Funding required: $1,067,000 over three years.

I There are a total of 39 District Court Judges and 85 Magistrates in Queensland, total 124. Therefore running four training courses with 15 people per training would equate to 50
per cent of the District Court Judges and Magistrates in Queensland receiving training on FASD. Training costs provided by RFFADA.
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Improve data collection to
understand the extent of FASD in Australia

The prevalence of FASD in Australia is largely unknown and believed
to be significantly underreported. Australia lacks standardised data
on alcohol consumption during pregnancy and on the number of
people with FASD. Without this information Australia will continue
to be unclear about the true extent of FASD within the Australian
community.

4.1 Routinely record women’s alcohol consumption
during pregnancy

There are significant gaps in knowledge about levels of alcohol
consumption during pregnancy among Australian mothers. At
present the NDSHS provides the best source of information about
alcohol consumption during pregnancy Australia-wide. However,
the survey only asks questions about the reduction or cessation of
alcohol consumption during pregnancy and not about how much
alcohol is being consumed or at what point in the pregnancy.

In 2011, following a review of maternity data in Australia by
the Australian Institute of Health and Welfare (AIHW)™ it was
recommended that items on maternal alcohol consumption be
added to the Perinatal National Minimum Dataset (Perinatal
NMDS)." The Perinatal NMDS currently consists of 23 mandatory
questions with data supplied by state and territory governments.
It includes items on the demographics of the mother and the baby
and contains two items relating to tobacco use but no questions
about alcohol consumption during pregnancy.

The feasibility of adding additional questions to the Perinatal NMDS
is currently being examined by the AIHW as part of a scoping study
focused on improving the data collection on FASD in Australia.
This study commenced in 2010 and the initial indications highlight

inherent difficulties in adding new questions to the Perinatal NMDS.
This is due to concerns about the privacy of data collected and
reticence by staff to ask pregnant women about their alcohol
consumption. The study is due to be published at the end of 2012
and has received $212,082 in funding over two years fromm DoHA.™

Some states and territories, as part of their perinatal data sets,
do collect information on alcohol consumption during pregnancy,
although not all data collected is published. For example:

¢ In Tasmania the most recent data (2009) shows that 11 per
cent of women consumed alcohol during pregnancy. Maternal
alcohol consumption was more prevalent among older women,
especially those aged between 35-39 years (16 per cent).
Additionally 9.3 per cent of babies born to mothers who
consumed alcohol during pregnancy had lower birth weights,
compared to 6.5 per cent for women who did not consume
alcohol during pregnancy.

* Northern Territory data from 2006 showed that alcohol
was consumed by 10.9 per cent of the women during their
pregnancy. The prevalence of alcohol consumption during
pregnancy was higher for Indigenous women (14 per cent at
the first visit and 8 per cent at 36 weeks’ gestation) than non-
Indigenous mothers (8 per cent and 4 per cent).™

¢ In both Queensland and the Australian Capital Territory women
are asked about their alcohol consumption during pregnancy
however, this data has not been published. The Australian
Capital Territory added questions to the Midwives Data
Collection Form in 2002, and

* In Victoria data collection on maternal alcohol consumption will
commence in 2012 and form part of the Victoria Perinatal Data
Collection.™®
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Further information about women’s alcohol consumption during
pregnancy has come from ‘Growing up in Australia: The Longitudinal
Study on Australian Children’ (LSAC) and the first wave of the
‘Footprints in time. Longitudinal Study on Indigenous Children’
(LSIC).

As part of the LSAC, mothers from two cohorts (known as cohorts
B and K) were asked about their alcohol consumption during
pregnancy. For those born between 1999 and 2000 (K cohort), 27.6
per cent of mothers reported drinking alcohol at some stage of their
pregnancy. While for those born between 2003 and 2004 (B cohort),
37.6 per of women reporting consuming alcohol while pregnant.”
The timing of these questions corresponds with changes to the
NHMRC Guidelines on maternal alcohol consumption and suggests
that consumption levels were higher when the NHMRC Australian
Alcohol Guidelines.: Health Risks and Benefits,” were released in 2001,
which allowed for small amounts of alcohol consumption during
pregnancy.

The first wave of data from LSIC in 2009 showed that 22 per cent
of Aboriginal and Torres Strait Islander women consumed alcohol
while pregnant. However the majority (79 per cent) drank less
when pregnant than prior to pregnancy.”® In order to improve our
understanding of alcohol consumption during pregnancy it s critical
that these studies continue to ask questions about maternal alcohol
consumption patterns.

It is crucial that the Perinatal NMDS includes mandatory questions
about alcohol consumption during pregnancy. In 2011 the National
Perinatal Epidemiology and Statistics Unit (NPESU) of AIHW stated
that considerable work is needed to develop consistent definitions
and standardisations on alcohol consumption. It also recommended
that the national maternity data collection should align with existing
data capture arrangements as part of the Maternity Information
Matrix, which is a depository of data collected from across Australia
on maternity care.”

The addition of nationally agreed questions on smoking status
to the Perinatal NMDS took four years. This commenced in 2006
with a national data development program. Adding these items to
the Perinatal NMDS required strong Commonwealth Government

leadership. That same leadership is now required to develop
consistent and standardised questions on alcohol consumption
during pregnancy. These questions should be included as mandatory
items in the Perinatal NMDS and reported on nationally.

The development of standardised data for monitoring alcohol
consumption during pregnancy should be overseen by the National
Perinatal Data Development Committee (NPDDC). This committee
reviews and recommends data items for inclusion on the Perinatal
NMDS. The NPDDC is an advisory committee to the NPESU, of
AIHW. This action does not require additional funding as it is part
of the responsibilities of the AIHW National Perinatal Epidemiology
and Statistics Unit to design and implement.

Action: Introduce standardised questions about alcohol
consumption during pregnancy as part of the Perinatal
National Minimum Data Set.

Funding already committed by Government: As part of the
AIHW National Perinatal Epidemiology and Statistics Unit.
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4.2 Standardise data collection on FASD

Currently when a child or adult receives a diagnosis of FASD there
are no recording or reporting mechanisms for that diagnosis.
The AIHW is currently undertaking a scoping study on improving
data collection and reporting of FASD in Australia. Unfortunately
no information is currently available and the study is due to be
published at the end of 2012

However, surveillance systems do exist across Australia for other
birth defects and congenital anomalies.™ Congenital anomalies are
present from birth, are diagnosed either prenatally, at birth, or within
the first few years of life. FASD is considered to be a congenital
anomaly as the baby is born with the condition and the harm is
caused prenatally.

Currently congenital anomalies are reported through the Australian
Congenital Anomalies Monitoring System (ACAMS). The ACAMS is
used to detect changes in the frequency of birth defects and can
help families and carers access support services. Unfortunately a
National Minimum Data Set for congenital anomalies does not exist
and notification periods of birth defects to ACAMS vary across the
country. This ranges from prenatal diagnosis up to 15 years of age
in one state."™k!

The committee responsible for the development of the National
Minimum Data Set for Congenital Anomalies is comprised of
representatives from the states and territory governments,
Commonwealth Government and key medical bodies.™ This
committee provides technical advice on the standardisation of:
data definitions; classifications; and scope (including periods of
notification) of ACAMS.

While ACAMS may offer a method to capture notifications of FASD
intime, this is dependent on the development of a National Minimum
Data Set for Congenital Anomalies”® Once the Australian FASD
diagnostic instrument and clinical guidelines have been completed
and published, then data on FASD should be included in ACAMS.
There should be clear definitions and reporting mechanisms to be
followed by all jurisdictions and national reporting by the AIHW.

Another option is to establish separate birth defects registers on
FASD in each state. Similar registers already exist for cerebral palsy
across Australia including the Queensland Cerebral Palsy Register
(QCPR). The QCPR was established in-2005 with the Queensland
Government providing $90,000 in that year!? Since 2005 detailed
data on cerebral palsy has been collected through the register,
allowing for a better understanding of the prevalence of the
condition over time. A similar register could be progressed for FASD
with a pilot study in one jurisdiction to establish a FASD Register.
This could then be rolled out across Australia.

The total cost of establishing a FASD Register in one stateis estimated
at $321,000 over three years. This is based on the funding provided
to establish the QCPR with inflation. This estimate of $107,000
per year to be predominantly spent on salaries and management
($98,000). Salaries include one Clinical Epidemiologist and two
senior research assistants.”> Some funds would also be needed to
promote and develop the register, estimated at $9,000.

Action: Pilot the establishment of a FASD diagnosis register
in one state.

Funding required: $321,000 over three years.

K For Tasmania, Queensland and Australian Capital Territory diagnosis can be done prenatally, New South Wales notification period is at one year of age and for Victoria up to 15,
Western Australia up to 6 and South Australian notifications can be made up to 5 years of age.

' The Northern Territory data does not currently align with the format required by ACAMS and this is not reported on.

™ National Congenital Anomalies Steering Committee is comprised of representatives from state and territory governments, DoHA, AIHW, the National Centre for Classification
in Health, the Human Genetics Society of Australasia/Royal Australian College of Physicians joint committee on newborn screening, the Australian Association of Paediatric

Surgeons, the Royal College of Physicians and the Australian Paediatric Surveillance Unit
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4.3 Monitor FASD prevalence through the Australian
Paediatric Surveillance Unit

As outlined throughout this document Australia lacks accurate data
on the prevalence of FASD in the community. Once the Australian
FASD diagnostic instrument is published and data is being collected
and collated nationally, it should be possible to monitor the
prevalence of FASD through existing surveillance units.

Two studies are currently taking place that will help provide
information about the prevalence of FASD in Australia. These include
the Marulu: the Lililwan Project in the Fitzroy Valley of Western
Australia, and a longitudinal birth cohort study called the ‘Triple
B Study: Bumps, babies and beyond’. This study is coordinated
by National Drug and Alcohol Research Centre (NDARC) and
is collecting information on 1,800 to 2,000 Australian families
to examine a wide range of factors that affect the health and
development of children and families. The project has a key focus
on examining the impact of substance use by pregnant women and
their partners during the prenatal period of infant development and
future family functioning.

‘Once the Australian FASD
diagnostic instrument is published
and data is being collected and
collated nationally, it should be
pOossible to monitor the prevalence
of FASD through existing
surveillance units.’

The first national surveillance study for FAS in Australia took place
between 2001 and 2004 using the Australian Paediatric Surveillance
Unit (APSU) to record cases of FAS identified during that time

period.®* The APSU provides active surveillance for prospective,
national identification and study of children (under 15 years of age)
with uncommon conditions of childhood, including rare infectious
and vaccine preventable diseases, genetic disorders, child mental
health problems, and rare injuries. Report cards are sent each month
to 1,330 paediatricians and other child health clinicians. Clinicians
thenindicateif they have seen a child with any of the conditions listed.
Clinicians report details on demographics, diagnosis, treatments
and short-term outcomes for their patients back to APSU.??

The APSU national surveillance study found a limited number of
cases of FAS, though it was hypothesised that this was due in part
to only 19 per cent of paediatricians being able to correctly identify
the diagnostic features of FAS. With systematic training of medical
and health professionals to raise awareness of FASD (outlined in
sections 1.3 and 2.3) it is likely that reporting rates of FASD would
increase over time.

Using the APSU, the systematic surveillance of FASD should be
able to be achieved. This system would appear to be the most
appropriate mechanism to ascertain the prevalence of FASD within
the population over time. It is recommended that the APSU national
surveillance study be repeated.” This would allow for comparison
of data and to ascertain any improvements in awareness of the
condition since that time.

The total cost to repeat a National Surveillance study of FASD is
estimated at $60,000 and would run over three years. The study
would need to develop a new protocol to cover more conditions
within the FASD spectrum, as the previous study only covered FAS.
The study would be run by APSU and would cover staff costs in
undertaking the study.”®

Action: Repeat the National Surveillance study of FASD using
the Australian Paediatric Surveillance Unit.

Funding required: $60,000 over three years.
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] Close the gap on the higher
prevalence of FASD among Aboriginal and

¥

Torres Strait Islander peoples

Aboriginal and Torres Strait Islander peoples are disproportionately
affected by FASD with the incidence of FAS being between 2.76 and
4.7 per 1,000 births, in contrast to only between 0.6 and 0.68 per
1,000 live births in the general population.® The National Indigenous
Drug and Alcohol Committee (NIDAC) outline in their 2012 report
Addressing fetal alcohol spectrum disorder in Australia’ that most
of our knowledge and research of FAS and FASD, to date, has been
through studies conducted on Indigenous communities that are
already known to have high levels of alcohol consumption.”?*

NIDAC outlines that FASD should not be seen as a problem unigque
to Indigenous Australians or Indigenous people but that higher
prevalence estimates of FAS in Indigenous communities are due
to factors such as socioeconomic status, disadvantage, drinking
patterns and diet.”?®

A key challenge in adequately managing FASD among Aboriginal
and Torres Strait Islander peoples is that approximately 26 per
cent of Aboriginal and Torres Strait Islander people live in remote
or very remote areas, making diagnosis and management of FASD
difficult” Aboriginal and Torres Strait Islander peoples require
culturally appropriate diagnostic and treatment services to assist
them in preventing new cases of FASD and to provide support to
those who are currently affected, their families and their carers.

Aboriginal and Torres Strait Islander
peoples need culturally specific
prevention, intervention and management
strategies that are supported and
controlled by local communities.”

5.1. Provide support to Aboriginal and Torres Strait
Islander peoples to develop community-driven
solutions to address alcohol misuse

The life expectancy of Aboriginal and Torres Strait Islander peoples
remains 12 years lower for men and ten years lower for women than
the non-Indigenous population!? Chronic diseases continue to
significantly contribute to morbidity and mortality and, unfortunately
alcohol and other drug use continues to be both a consequence
and a contributor to this gap in health and social equality between
Indigenous and non-Indigenous Australians.?®

Indigenous Australians are more likely to abstain from alcohol (23
per cent) compared to non-Indigenous Australians (17 per cent)
but those Aboriginal and Torres Strait Islander people who do
drink, drink at higher risk levels for both the short and long term.?¢
In certain communities where alcohol use is pervasive, anecdotal
reports suggest that as well as health and social harms caused by
alcohol, the prevalence of FASD is likely to be high. For example,
the Director of a Queensland preschool and kindergarten stated to
the House of Representative Standing Committee on Aboriginal and
Torres Strait Islander Affairs that around 80 per cent of the children
at the school were showing symptoms of FASD.?”

To begin to redress the inequality in Indigenous life expectancy,
COAG, in November 2008 agreed to a National Partnership
Agreement of $1.6 billion to close the life expectancy gap between
Indigenous and non-Indigenous Australians within a generation.
This has become known as the ‘Closing the Gap’ Strategy. The
Commonwealth Government also established a Closing the Gap
Clearinghouse within the AIHW, which in 2011 released a report
titled ‘What works to overcome Indigenous disadvantage.” This
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report reviewed available evidence and found that the key factors
for success in Indigenous community-based alcohol and substance-
abuse programs were strong leadership, strong community
engagement, appropriate infrastructure and use of a paid workforce
to ensure long-term sustainability. In addition adequate resourcing
and planning of interventions was important.?® To be effective,
research evidence suggests that interventions should:

* have the support and be controlled by local communities

¢ be designed specifically for the needs of particular communities
and subgroups within them

¢ be culturally sensitive

¢ have adequate resourcing and support

* be resourced to cater for clients with complex needs
e provide ongoing care

* achieve an appropriate balance between broad-based and
substance specific services, and

*  be part of a planned, integrated set of interventions.?®

The research also found that where Indigenous'communities lack
capacity partnering with non-Indigenous organisations can occur
and be successful if there are agreements for the local community
to take full control within an agreed timeframe.'?¢

A powerful example of this has been the Marulu strategy in the Fitzroy
Valley of Western Australia which began in 2008. This Strategy has
been recognised by Australia’s Social Justice Commissioner who
described Marulu and the Lililwan study in particular as “an example
of researchers reciprocating both the spirit and intent of the
community by working to address the challenges of FASD in genuine
partnership done where research is done with the community and
not just about the community.”'?°

The Marulu Strategy contains elements that AIHW has found
are necessary for alcohol strategies to be effective. These are a
comprehensive approach that:

¢ addresses the underlying social determinants
e prevents or minimises the uptake of harmful alcohol use

¢ provides safe acute care for those who are intoxicated

e provides treatment for those who are dependent, and

*  supports people who are affected by FASD or those whose
harmful alcohol and other drug use has left them disabled or
cognitively impaired.”?®

Aboriginal and Torres Strait Islander peoples need culturally
specific prevention, intervention and management strategies
that are supported and controlled by local communities. Funding
for communities to be able to implement alcohol and substance
abuse management plans should come from the Commonwealth
Government’s initiative called ‘Breaking the Cycle of Alcohol
and Drug Abuse in Indigenous Communities Activity’. A total of
$20 million over three years (from 2011-12 to 2013—14) has been
committed to this initiative which covers four regions in South
Australia, Queensland, New South Wales and Western Australia.*°

Notably the Breaking the Cycle initiative does not cover the Northern
Territory which is covered by the Stronger Futures in the Northern
Territory Act 2012 Cth which came into effect on 16 July 2012, replacing
the previous Northern Territory National Emergency Response Act
2007. This legislation is not without controversy, though it is focused
on strengthening the current alcohol management plans, continuing
current alcohol restrictions and strengthening penalties for illicit
sales of alcohol® The Commonwealth Government has committed
$3.4 billion to Stronger Futures. However this is not only for alcohol
measures.

The total amount of funding committed by the Commonwealth
Government to these initiatives is over $3.4 billion and this funding
should be used to support the implementation of community-driven
solutions to alcohol misuse across Australia.

Action: Continue to support the development of community-
driven solutions to alcohol misuse and support community-
led alcohol restrictions where appropriate.

Funding already committed by Government: $20 million for
Breaking the Cycle of Alcohol and Drug Abuse in Indigenous
Communities Activity and commitments to Stronger Futures.
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5.2. Publish resources on FASD that are culturally
appropriate and tailored to different cultural
groups within Aboriginal and Torres Strait Islander
communities

As part /of the 'Closing the Gap' Strategy, the Commonwealth
Government established an /ndigenous Chronic Disease Package
and through this package DoHA has undertaken developmental
market research to understand Indigenous peoples’ awareness and
knowledge of healthy lifestyles.® The market research undertaken
in 2010 found that there is a prevailing belief among Aboriginal
and Torres Strait Islander people that chronic diseases are an
unavoidable and expected part of life. This is often compounded
by the common and fatalistic view that negative health behaviours
are both inherited and socially learnt by Aboriginal and Torres
Strait Islander peoples. The research found that public education
campaigns should aim to increase awareness on the links between
risk factors and chronic disease by promoting the actions that can
be taken and by appealing to known motivators such as the desire
to look after one’s health for the sake of one’s family.'*?

The research also showed that people in remote and very remote
areas have a number of unigue needs related to communications
and physical distance. In particular the more isolated an Indigenous
community, the greater likelihood that English will be only a second
or third language. It was recommended that local campaigns need
to make greater use of visual communications and local languages.”*?
The research recommended that messages used in public education
campaigns:

e use simple clear language devoid of jargon

« use familiar and/or local Indigenous people

¢ apply Aboriginal English

e apply a narrative, storytelling approach, and

e use visual themes applying Indigenous imagery and art work.'?

There are already organisations and programs working to provide
education and awareness of FASD in Aboriginal and Torres Strait
Islander communities. This includes the National Indigenous

Australian  Foetal Alcohol Syndrome  Education Network
(NIAFASEN). NIAFASEN provides education and awareness
programs to Aboriginal and Torres Strait Islander communities on
alcohol, other drug use and FASD. NIAFASEN undertakes training
with parents, community members and health professionals on
FASD across Australia and facilitates FASD prevention programs.

Other examples include the ‘The Strong Spirit Strong Future -
Promoting Healthy Women and Pregnancies Project’ in Western
Australia that was established in July 2010. This project developed a
suite of culturally secure Aboriginal FASD initiatives and resources. A
forum was also held to gain input and guidance of senior Aboriginal
professionals and Aboriginal community members on the project.

In September 2011 the Anyinginyi FASD Project commenced, located
in Tennant Creek, Northern Territory. The initial focus of the project
has been to identify existing services and programs and develop a
library of resources to be used within the community. The project
has also developed Pregnancy Pamper Packs to be distributed by
health professionals to all pregnant women with information on
alcohol. Anyinginyi has worked with local young people to create a
hip hop song called “Strong Baby, Strong Lifel”*3
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[t is important that the knowledge gained through previous
campaigns and education projects are distributed across Australia
so that campaigns do not start from scratch. This could be done
through existing clearinghouses such as the AIHW Closing the Gap
Clearinghouse or Australian Indigenous Health/nfoNet Clearinghouse.

DoHA has also funded National Drug Research Institute (NDRI), to
undertake research on developing culturally appropriate resources
on alcohol use during pregnancy and FASD. This research aims to
develop resource templates on FASD and on the harms associated
with alcohol consumption during pregnancy. These templates will
then be used by Aboriginal and Torres Strait Islander communities
to develop their own culturally appropriate and locally relevant
resources on FASD!®* NDRI was awarded close to $700,000 over
two years to develop these templates and the project is due to be
completed by December 2012,

The research by NDRI should be seen as an initial phase in the
development of culturally appropriate and local relevant resources.
Once the project is completed it is critical that further funding is
committed so that communities can develop and adapt these
templates to local circumstances. A small grants funding scheme, to
be developed and administered by DoHA, will achieve this.

The total cost of implementing and adapting the resources from
the NDRI project into local communities is estimated at $1.5 million
over three years. This would be administered through a small grants
scheme for communities to develop FASD resources based on the
NDRI templates. Capping the small grants at $500,000 per year
and $20,000 per grant (spent on production and development
costs) could allow 25 organisations each year to develop culturally
appropriate FASD resources based on the NDRI templates.*®

Action: Fund the provision of a small grants scheme for
Aboriginal and Torres Strait Islander communities to adapt
the resources produced by the NDRI on FASD and alcohol
consumption during pregnancy.

Funding required: $1.5 million over three years.

5.3. Develop comprehensive community responses to
FASD in remote and isolated Aboriginal and Torres
Strait Islander communities

One of the key barriers to improving health care outcomes for
Aboriginal and Torres Strait Islander peoples is poor access to
primary health care services, due in part to location or transport
problems in accessing the service as well as a lack of culturally
sensitive services.

Close to 80 per cent of discrete Indigenous communities are located
more than 50 kilometres from a hospital and 50 per cent are located
more than 25 kilometres from a community health centre*® Some
areas of Australia also have acute shortages of health professionals
or accommodation to house locum health professionals!*® These
factors need to be taken into consideration in allocating resources
for the management of FASD in these communities.

‘The total cost of providing a grant
funding round to establish ‘whole
of community responses’ to FASD
is estimated at $6 million over three
years.

Two potential service models for FASD diagnosis that may be
applicable to Aboriginal and Torres Strait Islander peoples have
already been outlined in Priority Area 2. ‘Service model three:
Creating FASD diagnostic teams to target at-risk communities’ and
‘Service model four: A local remote/regional diagnostic team’ (see
pages 25-26).

Key to the success of either model is ensuring that it is culturally
appropriate to the specific community where itis being implemented.
The application and testing of different service models is now
needed. This could be part of separate feasibility studies or as part

PAGE 46 | The Australian Fetal Alcohol Spectrum Disorders Action Plan 2013-2016




of comprehensive community response, such as the Marulu Strategy,
in Fitzroy Valley, Western Australia.

An example of a comprehensive community response to FASD has
been the FASD prevention program by the Ord Valley Aboriginal
Health Service (OVAHS) in East Kimberley region of Western
Australia. Similar to Marulu this program was started in response
to the local Aboriginal community’s concerns about the risks of
maternal alcohol use®”

The OVAHS program has five target groups. The first being
women attending antenatal appointments. These women are given
information on FASD, advice on their alcohol consumption and one-
on-one counselling. These assessments are now an accepted part of
routine antenatal care by the community.

The second target group is women of child-bearing age who are
engaged through local services such as schools, crisis centres
and at weekly community stalls and events. These women receive
information on contraception, alcohol and FASD. The other target
groups include local Aboriginal men and the wider community.
Importantly a number of the nursing and medical staff at OVAHS
completed the FASD diagnostic training course at Washington
University in the USA, allowing them to undertake diagnostic
assessments.

Evaluation of the program has shown it to be effective in creating a
‘whole of community’ response to FASD.®” Similar programs could
take place in other areas.

The costs associated with funding comprehensive community
responses to FASD in remote communities is difficult to estimate.
The OVAHS program received $480,300 for one year from the
Commonwealth Government. Using this figure, a grant funding
round could be established for communities to develop a ‘whole of
community response’ to FASD. Similar to the Breaking the Cycle of
Alcohol and Drug Abuse in Indigenous Communities Activity grants,
participants could be invited to apply, capped at four regions'°

The total cost of providing a grant funding round to establish ‘whole
of community responses’ to FASD is estimated at $6 million over
three years. This would encompass four communities receiving

grants of $1.5 million over three years to establish and embed
community responses to FASD. Each community grant would be
expected to address the following five groups: pregnant women,
women of child bearing age, local men, health professionals and
other staff and engagement with the local community, including
services and councils to fully embed the program.

Action

Establish a grant funding round for four Aboriginal and Torres
Strait Islander communities to develop and embed a ‘whole of
community’ response to FASD, including diagnosis.

Funding required: $6 million over three years.
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Beyond the first three
years of the Australian
FASD Action Plan

Beyond the initial three years of this Australian FASD Action Plan
priorities should be determined by evaluating what has been
achieved and by using the following criteria:

* Impact: those strategies which demonstrate the best impact in
reducing harms; disability; mortality and economic costs. This
includes impacts on people with FASD as well as families and
communities.

* Improvability: those strategies which can close the gap between
current practice and evidence-based practice and through
improvements are likely to result in changes in numbers of
people affected.

¢ Inclusiveness: those strategies that have the greatest population
reach; this includes age groups, ethnicity and gender and is
focused on equality and equity.

It is also important that priorities and activities are reviewed and
evaluated to demonstrate if they have been effective. A strategy to
evaluate the success of the Australian FASD Action Plan should be
developed and timed to commence with the start of the Plan.
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Appendices

Appendix A: History of FASD in Australia

Across the world, the relationship between maternal alcohol
consumption and negative child outcomes has been recognised for
a considerable time, with Dr William Sullivan in 1899 suggesting that
alcohol was causally related to negative birth and life outcomes.”*®
IN 1973 the term ‘Fetal Alcohol Syndrome’ was coined by paediatric
dysmorphologists Dr Kenneth Jones and Dr David Smith from the
University of Washington.*® Since that time research and clinical
experience has expanded to describe a broader spectrum of
prenatal alcohol exposure effects”® The USA and Canada have led
the world on efforts to prevent new cases of FASD, to understand
its effects and to provide support and assistance to those affected.

Australian efforts to recognise and manage FASD issues have
lagged behind these countries. When FASD programs have been
developed, they have often been ad hoc and inconsistently applied
across states and territories. This has meant that new programs have
been established with few opportunities for extension or expansion
or learning from previous initiatives.

The profile raising of FASD in Australia is due to the passion and
concerted efforts of people who have been affected by FASD, as
well as key researchers and health professionals. Some of the key
milestones achieved as a result of their efforts are included below.

1978 -80s Four case studies on Fetal Alcohol Syndrome in
Australia were published#42143144

These studies substantiated international research
findings that heavy alcohol exposure in utero is
associated with FAS.

1999

2001

2002

National Organisation for Fetal Alcohol Syndrome and
Related Disorders established

The National Organisation for Fetal Alcohol Syndrome
and Related Disorders (NOFASARD) was established.
This was the first organisation in Australia with the aim
of raising awareness of FASD and providing assistance
to people living with FASD, their families, carers and
support workers.

Publication of Cape York Justice Study (Fitzgerald
Report)“®

The Queensland Government commissioned Justice
Fitzgerald to study the causes, nature and extent of
alcohol misuse in the Cape York region and relationship
with the law. In thereport Justice Fitzgerald found alcohol
to be the chief precursor to violence, crime, injury and ill
health to the people in the Cape York region and noted
the “alarming results...of maternal alcohol consumption
on the newborn.”™> Recommendations were made
for programs such as “Strong Mothers, Strong Babies,
Strong Culture” to be undertaken to improve early
childhood development and pregnancy outcomes.

Publication of ‘Fetal Alcohol Syndrome: A literature
review: National Alcohol Strategy 20017 to 2004

In 1999 the National Expert Advisory Committee on
Alcohol (NEACA) recognised the need for a scientific
literature review on FASD during the development
of the National Alcohol Strategy 2007-2003/04. The
occasional paper was developed through this and a
national workshop identified in a list of priorities in the
document.
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2002

2005

2006

2006

National Workshop on Fetal Alcohol Syndrome

This workshop was convened by the Australian National
Council on Drugs and NEACA and brought together
researchers, clinicians, service providers and individuals
with a particular interest and/or expertise in FASD.
It aimed to raise the national profile of FAS among
professionals and contribute to policy approaches to
address FAS“6

Publication of ‘Alcohol/ and pregnancy: a mother’s
responsible disturbance’

This book, written by Elizabeth Russell uncovers the
circumstances that lead to both her children being
diagnosed with FASD.%” This book was followed in 2007
with ‘Alcohol and pregnancy: no blame no shame’ and
‘Strategies for Employment Service Specialists’/also by
Elizabeth Russell,

Application to Food Standards Australia New Zealand
(FSANZ) for warning labels

The Alcohol Advisory Council of New Zealand (ALAC)
made a submission to FSANZ to make changes to
the existing food codes so that all alcohol products
would be required to have health and safety messages
warning about the dangers of consuming alcohol while
pregnant.“8

Intergovernmental Committee on Drugs Working Party
on FASD established

The Intergovernmental Committee on Drugs (IGCD)
established a Working Party on FASD. The Working Party
initiated and supported research into FASD, including
examination of the economic impact of FASD, including
services and treatment for FASD. A log of FASD-related
activities in Australia was compiled and a monograph
produced. The monograph was completed in 2009 and
released in 2011.

2007 Russell Family Fetal Alcohol Disorders Association
(RFFADA) established

The Russell Family Fetal Alcohol Disorders Association
(RFFADA) aims to support parents and carers of
children and adolescents with FASD. In 2010 RFFADA
established a partnership with Training Connections
Australia to develop and deliver training on FASD to a
variety of audiences around Australia.

20M National Indigenous Corporation for Fetal Alcohol
Syndrome Education Network (NICFASEN) established

Founded by Lorian Hayes, NICFASEN/ has provided
education on FASD to over 40 Aboriginal and Torres
Strait Islander communities across Australia.

201 Inquiry into FASD by the House of Representatives
Social Policy and Legal Affairs Standing Committee

In November 2011 the Minister for Families, Housing,
Community Services and Indigenous Affairs, The Hon
Jenny Macklin MP and the then Minister for Health and
Ageing, The Hon Nicola Roxon MP requested that the
Committee inquire into and report on the incidence and
prevention of FASD in Australia. The committee is due to
present its report to Parliament in 2012.

Since 2009 the Commonwealth Government has invested
$2.5 million into FASD specific programs and research!*® This
includes the development of the FASD Monograph, funding for the
initial phases of development of the Australian FASD diagnostic
instrument and investment into the first comprehensive assessment
of FASD prevalence in an Australian Community, known as Marulu:
The Lililwan Project.

State and territory governments have also funded some work on
FASD. In 2006 the Drug and Alcohol Service in South Australia
produced a guide for midwives on FASD.”" In 2010 the Western
Australian Government Child and Youth Health Networks developed
a Model of Care for FASD.*®
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Appendix B: Acronyms

ABI:
ACAMS:

AHMAC:
AIHW;

AlJA:

ALAC:

APSU:

AQUA Project:
CDC:

COAG:
DEEWR:

DES:
DoHA:

FaHCSIA:

FARE:

FAS:

FASD:
FASDRN:
FSANZ:
GP:

HTA:
ICD-9-BPA:

|CD-9:

Acquired Brain Injury

Australian Congenital Anomalies Monitoring
System

Australian Health Ministers Advisory Council
Australian Institute of Health and Welfare
Australasian Institute of Judicial Administration
Alcohol Advisory Council (of New Zealand)
Australian Paediatric Surveillance Unit

Asking QUestions about Alcohol in pregnancy

Centers for Disease Control and Prevention
(USA)

Council of Australian Governments

Australian Government Department of
Education, Employment and Workplace
Relations

Disability Employment Services

Australian Government Department of Health
and Ageing

Australian Government Department of Families,

Housing, Community Services and Indigenous
Affairs

Foundation for Alcohol Research and
Education

Fetal Alcohol Syndrome

Fetal Alcohol Spectrum Disorders
FASD Research Network

Food Standards Australia New Zealand
General Practitioner

Health Technology Analysts

British Paediatric Association Classification of
Diseases

International Classification of Diseases, 9th
Revision

LSAC:

LSIC:

NDARC:
NDIS:
NDRI:
NDSHS:
NICFASEN:

NIDAC:

NEACA:

NHMRC Guidelines:

NOFASARD:

NOFAS:

NPDCC:

NPESU:

OVAHS:
Perinatal NMDS:
QCPR:

RACGP:
RFFADA:

STO.P:

Growing up in Australia: The Longitudinal
Study on Australian Children

Footprints in time: Longitudinal Study on
Indigenous Children

National Drug and Alcohol Research Centre
National Disability Insurance Scheme
National Drug Research Institute

National Drug Strategy Household Survey

National Indigenous Australian Foetal Alcohol
Syndrome Education Network

National Indigenous Drug and Alcohol
Committee

National Expert Advisory Committee on
Alcohol

National Health and Medical Research Council
Australian Guidelines to Reduce Health Risks
from Drinking Alcohol

National Organisation for Fetal Alcohol
Syndrome and Related Disorders

National Organization for Fetal Alcohol
Syndrome (USA)

National Perinatal Data Development
Committee

National Perinatal Epidemiology and Statistics
Unit of AIHW

Ord Valley Aboriginal Health Service
Perinatal National Minimum Dataset
Queensland Cerebral Palsy Register
Royal Australian College of General Practitioners

Russell Family Fetal Alcohol Disorders
Association

Systematic Tell-tales of the Problems, used by
the Criminal Justice system in the USA as flags
for referral for FASD diagnosis
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Appendix C: Detailed breakdown of funding for each Priority Area

Priority Area 1: Increase community awareness of FASD and prevent prenatal exposure to alcohol

11 Conduct an ongoing national public education campaign about the harms resulting from alcohol consumption during pregnancy.

Establish and deliver a three year public education campaign, using a range of media, about the harms from alcohol consumption during
pregnancy, including specific messages and resources for the general public, women and their partners: $10.2 million over three years.

Campaign development $2,000,000 $2,000,000
Printing, pamphlets and posters $700,000 $700,000
Development of television adverts $800,000 $800,000
Development of radio adverts $500,000 $500,000
Running the campaign $2,400,000 $2,900,000 $2,900,000 $8,200,000
Purchase of advertising time $2,000,000 $2,000,000 $2,000,000 $6,000,000
PR agency fees $400,000 $400,000 $400,000 $1,200,000
Update campaign ( 25% of total production costs) $500,000 $500,000 $1,000,000
Total $4,400,000 $2,900,000 $2,900,000 $10,200,000

1.2 Implement mandatory health warning labels on all alcohol products for sale in Australia.

Implement a mandatory, government regulated alcohol health warning label regime for all alcohol products available for sale in Australia:
$682,000 over three years.

Breakdown of funding required”

Implementation and enforcement $264,000 $264,000
Administration $42,000 $11,000 $11,000 $64,000
Auditing $88,000 $88,000 $176,000
Dealing with complaints and enquiries $44,000 $44,000 $88,000
Research $45,000 $45,000 $90,000
Total $306,000 $188,000 $188,000 $682,000

" All figures taken from Health Technology Analysts report™
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1.3 Provide specialist support services to pregnant women who have alcohol-related disorders.
Total funding required: $3.1 million over three years:

¢ Develop state and territory based models of care for women who have alcohol use disorders with clearly defined referral pathways into
treatment ($517,000).

¢ Provide funding to alcohol and drug treatment services to allow them to develop women-centred practices, with a particular focus on
women who are pregnant ($2.1 million).

Develop and evaluate an online intervention program to support women at risk of alcohol exposed pregnancies ($500,000).

National Model of Care $44,000° $58,000 $44,000 $146,000
Project Officer drafting (6 months) $44,000 $44,000
Project Officer analysis (6months) $44,000 $44,000
Consultation meetings ($6,000) in each state (eight) $48,000 $48,000
Promotion and resources $10,000 $10,000
Development of state-based implementation plans? $371,000 $371,000
Project officer drafting (6 months) $44,000 $44,000
State consultation meeting $6,000 $6,000
Promotion and resources $3000 $3,000
Total per State $53,000

Total for National Model of Care and state implementation plans $44,000 $58,000 $415,000 $517,000
Grants funding for specialist support $100,000 $1,000,000 $1,000,000 $2,100,000
Scoping study and small grants funding $100,000 $100,000
Project officer $65,000 $65,000
Qualitative and quantitative research $35,000 $35,000
Small grants funding 10 grants x $100,000 each $1,000,000 $1,000,000 $2,000,000
Online intervention program to support women at risk of alcohol exposed pregnancies $100,000 $300,000 $100,000 $500,000
Website development $100,000 $100,000
Counselling support $200,000 $200,000
Project management and promotion $100,000 $100,000
Evaluation $100,000 $ 100,000
Total $244,000 $1,358,000 $1,515,000 $3,117,000

° This figure excludes Western Australia which already has a Model of Care for FASD.
P Excludes Western Australia
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1.4 Educate health professionals on FASD and enable them to routinely ask and advise all women about their alcohol consumption.

Total funding already committed by Government: $6,150,450:

Publish and distribute the updated Pregnancy Lifescripts to GPs, to encourage discussions about alcohol consumption during
pregnancy ($5.5 million already committed by Government for the complete Lifescripts program).

Provide training to GPs and other relevant health professional bodies on how best to raise the issue of alcohol consumption with
consumers, particularly with pregnant women ($650,450 already committed by Government).
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Priority Area 2: Improve diagnostic capacity for FASD in Australia

2.1 Publish, implement and evaluate the Australian FASD diagnostic instrument.

Publish the Australian FASD diagnostic instrument and develop guidelines for its use: $852,000 over three years.

Breakdown of funding required

Diagnostic instrument evaluation $195,400 $225,400 $141,000 $562,000
Salary costs $170,400 $170,600 $111,000 $452,000
National consultation $25,000 $25,000
National trial and evaluation $55,000 $30,000 $85,000
Diagnostic training resources $290,000 $290,000
Salary costs $180,000 $180,000
Resource development $35,000 $35,000
Resource production costs $30,000 $30,000
Evaluation $45,000 $45,000
Total $195,400 $225,600 $431,000 $852,000

2.2 Establish FASD diagnostic services.

Total funding required: $7.3 million over three years:
e Establish FASD specific diagnostic clinics operating for one day per week, in three locations across Australia ($3.6 million).
e Undertake three research projects to establish and evaluate different FASD diagnostic service models in three locations ($3.7 million).

Costs of one FASD specific clinic

Staffing $308,000
Equipment $36,000
Educating health professionals $9,000
Promotion $8,000
Clinic room rental $30,000
Management costs $9,000
Total clinic operating cost $400,000
Three clinics ($400,000 x 3) $1,200,000
Three clinics over three years $3,600,000
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Staff costs (three staff) $467,000 $467,000 $467,000 $1,401,000
Vehicle for use by team (includes registration, maintenance, repairs) $70,000 $15,000 $15,000 $100,000
Administration $40,000 $40,000 $40,000 $120,000
Promotion and resources $5,000 $5,000 $5,000 $15,000
Research and evaluation $50,000 $50,000 $50,000 $150,000
Set up costs $73,000 $0 $0 $73,000
Total clinic cost $705,000 $577,000 $577,000 $1,859,000
Two research projects $1,410,000 $1,154,000 $1,154,000 $3,718,000

2.3 Implement training for health professionals on use of the Australian FASD diagnostic instrument.
Total funding required: $950,000 over two years:

e Train health professionals in the use of Australian FASD diagnostic instrument by funding a small grants round for training providers to
train health professionals, overseen by consortium of relevant health peak bodies ($650,000).

e Carry-out five practical FASD diagnostic training workshops across Australia, led by international FASD experts ($300,000).

Small grants round $325,000 $325,000 $650,000
Consortium establishment and program management $75,000 $75,000 $150,000
Training program (500 health professionals x $1000 each over two years) $250,000 $250,000 $500,000
Five FASD diagnostic training courses $300,000 $300,000
International and Domestic flights for experts $35,000

Venue and catering costs across the five courses (see below) $150,000

Development of couse materials, printing, management and administration $115,000

Total o $625,000 $325,000 $950,000
Venue costs $6,500 $19,500 $97,500
Catering $1,500 $4,500 $22,500
Audio visual $2,000 $6,000 $30,000
Total $10,000 $30,000 $150,000
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Priority Area 3: Enable people with FASD to achieve their full potential

3.1 Support people with FASD, their families and carers: Economic modelling required.

3.2 Improve early intervention options for people with FASD, their families and carers.

Extend funding support to parents and carers organisations that currently exist and expand these into other states and territories: $1.5 million
over three years.

Breakdown of funding required

Extend funding support to parents and carers organisations $500,000 $500,000 $500,000 $1,500,000
Total $500,000 $500,000 $500,000 $1,500,000

3.3 Treat people with FASD in a socially inclusive manner upon entry into education, employment and if in contact with the criminal
justice system.

Total funding required: $1,067,000 over three years:

» Develop teaching guidelines for educators on how to teach people with FASD ($800,000).

« Undertake research on the employment needs of people with FASD ($200,000).

* Pilot a training program for judges and magistrates on FASD in one state and develop a training model to be rolled out across Australia

($67,000).
Pilot the development of teaching guidelines in one state $100,000 $350,000 $350,000 $800,000
Project officer $78,000 $78,000
Consultation and printing $22,000 $22,000
Expand development of teaching guidelines into other states ($750,000 over two years) $350,000 $350,000 $700,000
Research into employment needs $100,000 $100,000 $200,000
Quantitative and qualitative research components (over two years) $35,000 $35,000 $70,000
Project implementation (full time research officer 18 months) $65,000 $65,000 $130,000
Pilot training for judges and magistrates $67,000 - $67,000
Four training courses (fees $2,000 per course) $8,000 $8,000
Travel and accommodation for trainer $5,000 $5,000
Venue hire and catering costs $4,000 $4,0000
Evaluation of training and development of training model to be rolled out $50,000 $50,000
Total $267,000 $450,000 $350,000 $1,067,000
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Priority Area 4: Improve data collection to understand the extent of FASD in Australia

4.1 Routinely record women’s alcohol consumption during pregnancy: Funding already committed by Government as part of the AIHW
National Perinatal Epidemiology and Statistics Unit.

4.2 Standardise data collection on FASD
Pilot the establishment of a FASD diagnosis register in one state: $321,000 over three years.

Staffing $90,000 $90,000 $90,000 $270,000
Promotion $9,000 $9,000 $9,000 $27,000
Management cost $8,000 $8,000 $8,000 $24,000
Total $107,000 $107,000 $107,000 $321,000

4.3 3 Monitor FASD prevalence through the Australian Paediatric Surveillance Unit.
Repeat the National Surveillance study of FASD using the Australian Paediatric Surveillance Unit: $60,000 over three years.

Development of study protocol and staffing costs within APSU $20,000 $20,000 $20,000 $60,000
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Priority Area 5: Close the gap on the higher prevalence of FASD among Aboriginal and Torres Strait Islander peoples

5.1. Provide support to Aboriginal and Torres Strait Islander communities to develop community-driven solutions to address alcohol
misuse: Funding already committed by Government.

5.2.Publish resources on FASD that are culturally appropriate and tailored to different cultural groups within Aboriginal and Torres Strait
Islander communities.

Fund the provision of a small grants scheme for Aboriginal and Torres Strait Islander communities to adapt the resources produced by the
NDRI on FASD and alcohol consumption during pregnancy: $1.5 million over three years.

Small grants funding scheme $500,000 $500,000 $500,000 $1,500,000

25 grants provided each year up to $20,000 each $20,000 x 25 grants

5.3 Develop comprehensive community responses to FASD in remote and isolated Aboriginal and Torres Strait Islander communities.

Establish a grant funding round for four Aboriginal and Torres Strait Islander communities to develop and embed a ‘whole of community’
response to FASD, including diagnosis: $6 million over three years.

Ist community $500,000 $500,000 $500,000 $1,500,000
2nd community $500,000 $500,000 $500,000 $1,500,000
3rd community $500,000 $500,000 $500,000 $1,500,000
4th community $500,000 $500,000 $500,000 $1,500,000
Total $2,000,000 $2,000,000 $2,000,00 $6,000,000
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