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Abbreviations

ABV alcohol by volume

ACM Australian College of Midwives

ACT Australian Capital Territory

AIHW Australian Institute of Health and Welfare
AUDIT-C Alcohol use disorder identification test — consumption
Bl Brief intervention

DoH Australian Government Department of Health
FARE Foundation for Alcohol Research and Education
FAS Fetal Alcohol Syndrome

FASD Fetal Alcohol Spectrum Disorder

FSANZ Food Standards Australia New Zealand

GP general practitioner

HED heavy episodic drinking

LBW Low birth weight

MDAF Ministerial Drug and Alcohol Forum

MUP Minimum unit price

NACCHO National Aboriginal Community Controlled Health Organisation
NCDs noncommunicable diseases

NDSHS National Drug Strategy Household Survey
NHMRC National Health and Medical Research Council
NDSC National Drug Strategy Committee

NPDC National Perinatal Data Collection

NSW New South Wales

PTB Pre-term birth

RACGP Royal Australian College of General Practitioners
RANZCOG  Royal Australian and New Zealand College of Obstetricians and Gynaecologists
SA South Australia

SBI Screening and brief interventions

SGA Small for gestational age

WA Western Australia

WHO World Health Organization
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Introduction

The Foundation for Alcohol Research and Education (FARE) welcomes the opportunity to provide a
submission to the Senate Community Affairs Reference Committee inquiry into Effective approaches to
prevention, diagnosis and support for Fetal Alcohol Spectrum Disorder (the Inquiry). This Inquiry provides
an opportunity to investigate the progress made on addressing the issue of Fetal Alcohol Spectrum
Disorder (FASD) since the previous inquiry by the House of Representatives Standing Committee on
Social Policy and Legal Affairs, undertaken from September 2011 to November 2012. It also provides
an opportunity to identify gaps in the current response and make recommendations for the future. This
submission focuses on the aspects of prevention of harm caused by alcohol exposure during pregnancy,
particularly, but not exclusively, FASD.

The need for a comprehensive prevention program forms the core of FARE’s submission. Effective
prevention efforts need to incorporate awareness raising, and the submission considers the essential
aspects for such a program to be successful. FARE has been a lead organisation in awareness raising
and prevention efforts centred on alcohol consumption during pregnancy. Since the 2011 inquiry, FARE
has developed and implemented the public awareness campaign Pregnant Pause and the educational
program aimed at health professionals Women Want to Know.

Submitted with this substantive submission are three appendices and three attachments of highly relevant
material that align with and expand on key points. These include FARE’s submission to the House of
Representatives inquiry,' FARE’s Australian Fetal Alcohol Spectrum Disorder Action Plan 2013-2016,2
and a review by the Deeble Institute published in 2018,2 in which approaches and recommendations to
prevention are set out.

The problem

FASD is a potential consequence of the exposure of a fetus to alcohol in utero, through the consumption
of alcohol during pregnancy.* Alcohol is a teratogen; a substance known to cause birth defects. Alcohol
passes freely across the placenta and the fetus has minimal ability to metabolise the substance due to its
size and development. There is no safe time, no safe amount, and no safe type of alcohol a woman can
consume during pregnancy. Other adverse pregnancy and infant outcomes include miscarriage, stillbirth,
low birth weight (LBW), small for gestational age (SGA), and pre-term birth.567

FASD is the leading cause of preventable developmental disability in Australia. FASD is a diagnostic
term that describes a range of neurodevelopmental impairments caused by alcohol exposure before
birth, when alcohol is consumed during pregnancy.® Estimates show that FASD affects five per cent of
the Australian population, with a potential range between two to nine per cent of babies born each year.
Aboriginal and Torres Strait Islander communities are disproportionately affected by FASD, with a rate of
up to 12 per cent of births in some remote communities.® Furthermore, a recent study screened juveniles
in detention in Western Australia and found that 36 per cent had FASD.° However, the impact of alcohol
consumption on the fetus is indiscriminate; FASD occurs in all parts of Australian society where alcohol
is consumed.

Without diagnosis and appropriate intervention, people with FASD have a higher likelihood of secondary
disabilities such as requiring greater education, health and mental health support, problems with
parenting, problems gaining employment, homelessness, and alcohol and other drug misuse.'" With the
many comorbid conditions people with FASD experience,' the medical and social costs to society are
great. In Australia, the annual cost of the condition in 2018 was estimated to $1.18 billion.™

By international standards Australia has high rates of alcohol consumption during pregnancy.’# In 2018, the
Deeble Institute for Health Policy Research released an issues brief: Reducing harms related to alcohol use
in pregnancy: Policy and practice recommendations. The brief outlined three key factors contributing to
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high rates of prenatal alcohol use: lack of awareness of the National Health and Medical Research Council
(NHMRC) Alcohol Guidelines and awareness of risk; limited use of screening and brief interventions (SBI)
in antenatal care; and lack of standardised data collection and monitoring. '* However, wider sociocultural
factors play a part and the social environment around the pregnant woman is important, as are her
own attitudes and beliefs.’® Research has also shown that levels of alcohol consumption prior to the
pregnancy and experience of intimate partner violence increase the likelihood of women using alcohol
during pregnancy.'”

The causes of FASD, therefore, are complex and prevention initiatives require a range of efforts to inform
and support pregnant women to stop or reduce their alcohol intake. This includes:

* universal prevention through wide-reaching awareness raising
+ primary prevention addressing alcohol with women of childbearing age

+ secondary prevention in providing support to women identified as being at risk of consuming
alcohol during pregnancy or subsequent pregnancies

« tertiary prevention to support new mothers staying healthy and support to those women who were
unable to modify their alcohol consumption during pregnancy.'®

It is important to acknowledge the wider sociocultural context in which alcohol consumption and creation
of families occurs. Prevention efforts need to include interventions specific to the time of pregnancy, and
also efforts which focus on the alcohol consumption of those around the woman, such as partners, family,
and the wider community. Efforts focused on a woman’s community, through population-wide awareness
campaigns, are therefore needed to create an environment where women are supported to abstain from
alcohol or reduce their consumption during pregnancy.

The World Health Organization (WHO) Global Strategy to reduce the harmful use of alcohol acknowledges
that whole-of-population approaches to alcohol policy, targeting the price, promotion and availability of
alcohol, are the best policy buys to reduce overall population consumption and alcohol harm, including
FASD." A greater commitment to these policies is critical to reducing FASD throughout Australia.
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Terms of reference covered in this submission

The focus of FARE’s submission to the Senate Community Affairs Reference Committee is on preventing
harm caused by alcohol exposure during pregnancy. This submission therefore focuses on the following
terms of reference only. Each term of reference is outlined in Table 1, cross-referenced with the
corresponding section of the submission.

Table 1. Terms of reference covered in the submission

TERM OF DEFINITION SECTION OF SUBMISSION
REFERENCE

A

The level of community awareness of risks of alcohol consumption during pregnancy

The adequacy of the health advice provided to women planning a pregnancy, pregnant women
and women who are breastfeeding, about the risks of alcohol consumption

Barriers that may prevent women receiving accurate, timely and culturally/ethnically appropriate
information and advice on alcohol and pregnancy

International best practice in preventing, diagnosing and managing FASD (addressed in relation
to prevention only)

Progress on outstanding recommendations of the House of Representatives Standing
Committee on Social Policy and Legal Affairs report, FASD: The Hidden Harm, tabled on 29
November 2012

The effectiveness of the National FASD Action Plan 2018-2028, including gaps in ensuring a
nationally coordinated response and adequacy of funding

The need for improved perinatal data collection and statistical reporting on FASD and maternal
drinking

4.1

5.1-56.2
6.2-6.3

4.3
5.2
6.2-6.3

1 and Appendix A

6.6.2
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Recommendations

The submission has been broken into sections, which present: a background to the issue, an outline of
key achievements in Australia’s policy response to FASD, and an outline of issues and solutions to these.
FARE makes the following recommendations to the Community Affairs Reference Committee:

1. Implement a national and comprehensive prevention program to reduce the overall level of
alcohol consumption during pregnancy. This program should include interventions that target
both pre-pregnancy contraception and alcohol consumption before and during pregnancy and
incorporate best practice elements from international examples.

2. That a national awareness campaign focused on public education is implemented that:

a. educates the general public, and women in particular, to improve societal-level awareness
about the need for zero alcohol consumption during pregnancy and reduce pressure on
women to drink in social settings

b. educates the general public, and women in particular, on the range of adverse
consequences that can occur if a woman consumes alcohol during pregnancy

has co-designed resources for at risk Aboriginal and Torres Islander populations

includes resources targeted to women prior to pregnancy, as well as during and in future
pregnancies

e. highlights what those around the woman can do to support her during pregnancy and
beyond, particularly the pregnant woman’s partner if she has one.

3. That all health professionals are educated on alcohol harms during pregnancy and training is
incorporated into all General Practitioner (GP), midwifery, obstetrics and Aboriginal health worker
education.

4. All university medical education (such as midwifery and medical degrees) includes curriculum on
FASD and alcohol consumption during pregnancy.

5. Support and training to health professionals is provided, to increase skills in asking women
about alcohol consumption, providing advice that is consistent with the Alcohol Guidelines, and
recognising and responding to women at risk.

6. Continued funding for the Women Want to Know project, to ensure continuity in promotion to
train health professionals about the risks of alcohol consumption during pregnancy.

7. That approaches to prevention and care for pregnant women are trauma-informed and
conducted in a way aimed at reducing stigma.

8. The Australian Government (the Government) cease involvement with any DrinkWise programs
and materials.

9. The Government commit to not funding the alcohol industry, including DrinkWise, to produce
health education materials.

10. That Government-funded materials provided in health care are evidence-based and developed by
public health and/or medical bodies and are free from alcohol industry influence.

11. A guide is created for media on how to accurately report on alcohol use during pregnancy without
the use of stigmatising language, so as to not blame women or victimise individuals with FASD.

12. That mandatory pregnancy warning labels on packaged alcohol products are introduced into
Australia without delay. These labels should include both pictogram and warning text situated
within a box with the words HEALTH WARNING in bold, the label should also appear in red and
black on a white background.
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13. That immediately prior to the mandatory application of the pregnancy warning label, a
comprehensive public education campaign be undertaken to inform consumers about the
changes. This should be funded and implemented by the Government.

14. That all pregnant women are asked about their alcohol consumption and pregnant women with
alcohol use disorders are provided with specialist support services and have access to treatment
services. This should be tied in with wider maternity care frameworks ensuring continuity of care.

15. That the Government support the Australian Institute of Health and Welfare (AIHW) in
implementing mandatory recording of alcohol use during pregnancy and invest in research to
assess the feasibility, appropriateness and response from women. Evaluating the use of AUDIT-C
should be included, especially with the lens of that many women may under-report.

16. That mandatory recording is regularly monitored and reported on, along with research into the
implications of implementation and potential unintended consequences.

17. That the Government makes further commitment to reduce harm by implementing effective
alcohol policy measures in line with global frameworks.

1. Australian responses to FASD prevention

1.1 Hidden Harm - the turning point for FASD

The year 2011 should be seen as a turning point in Australia’s response to the issue of FASD. The 2011
inquiry served as a catalyst for the work that has taken place since, which has greatly increased the
awareness of FASD among the general public, health professionals and decision-makers. In this section
FARE has outlined a condensed timeline of significant policy announcements and achievements to
provide background to the issue.

In January 2011, the final review of food labelling laws, known as Labelling Logic, was released. This
made a specific recommendation that pregnancy warning labels be mandated to be applied to all alcohol
products to inform consumers about the risks of consuming alcohol during pregnancy.

In September 2011, the Australian Federal Parliament, through the House of Representatives Standing
Committee on Social Policy and Legal Affairs, commenced an inquiry into the prevention, diagnosis
and management of FASD. The inquiry tabled its final report FASD: The Hidden Harm — Inquiry into the
prevention, diagnosis and management of Fetal Alcohol Spectrum Disorders (the Hidden Harm) on 29
November 2012.2°

The Hidden Harm inquiry made 19 recommendations, most with clear timeframes. An outline of the
progress made against all of the recommendations is outlined in Appendix A. Of the recommendations:
+ three have been met (one since discontinued)
« four partially met
+ twelve have not been met or implemented at all.
The three recommendations that have been met are recommendation 1 (release of a National Plan of

Action), recommendation 2 (establishment of FASD Reference Group — note this has now been disbanded)
and recommendation 15 (publications of Australian FASD Diagnostic tool).

The Hidden Harm inquiry was followed by a West Australian Parliamentary inquiry into FASD (FASD:
the invisibility disability)?’ in 2012 and a Northern Territory Parliamentary inquiry (FASD: the preventable
disability)’® commenced in 2014 and was completed by February 2015.
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FARE’s submission to The Hidden Harm inquiry provided the impetus for the development of the first
Australian FASD Action Plan 2013 to 2016, published by FARE. This plan was developed in consultation
with parents and carers, FASD researchers, and clinicians, and was launched at Parliament House in
Canberra in September 2012. This plan is available at http://fare.org.au/wp-content/uploads/FARE-
FASD-Plan.pdf.

On the ground there has been array of work across Australia over the last decade that should be
recognised. This has included (but is not limited to): the first prevalence study that took place in Fitzroy
Crossing, Western Australia, known as the Lililwan study; the Marulu strategy which followed from that;
the launch of Women Want to Know and Pregnant Pause by FARE (education campaigns for health
professionals and the general public); and the publication of the Australian Guide to the Diagnosis of Fetal
Alcohol Spectrum Disorder (FASD).

There has been a vast increase in diagnostic capacity across Australia, commencing with the first clinic
at the Children’s Hospital at Westmead in New South Wales (NSW). There has been research into the
needs of families and into the knowledge and attitudes towards FASD by criminal justice professionals in
Western Australia (WA) and Queensland. This work has been followed by research into FASD among those
in juvenile detention. Numerous journal articles, television programs, media articles and video resources
have been created, from Tristan’s Story to an investigation by SBS’s Insight program into FASD in 2013.

Australia released its second National FASD Strategic Action Plan in November 2018 and the Australian
Government has made a strong commitment over that time to addressing FASD. However, as outlined in
this submission there is substantial work that still needs to take place to make a real impact on the level
of alcohol consumption during pregnancy and increase people’s awareness of the harms.

Other events of strategic importance to FASD policy from 2011 to 2019 are outlined in Appendix B and
FARE’s submissions relating to FASD are outlined in Appendix C.

1.2 Australian Government funding commitments

The Australian Government released A Commonwealth Action Plan: Responding to the Impact of FASD
in Australia in 2013. This plan committed $20 million in funding, commencing 2013-14, and covered
five priority areas: prevention, secondary preventions for alcohol dependent women, diagnosis and
management, prevention of FASD within Indigenous communities, and coordination and workforce
support. Unfortunately, this version of the plan is no longer publicly available.?

However, before the National Action Plan could be implemented, Australia had a general election in
September 2013, and when the National Strategy to tackle FASD 2013-14 to 2015-16 was re-released
in August 2014 the funding had been reduced to $9.2 million.?*?* The differences in funding allocations
between the two versions of National Action Plans is outlined in Table 2.

a FARE is able to provide a copy to the Committee if relevant.
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Table 2: Funding differences between versions of the National FASD Action Plans released in 2013 and
released again in 2014

1. Enhancing efforts to prevent FASD $5.0 million $0.6 million
2. Secondary prevention targeting women with alcohol dependency $4.8 million $3.1 million
3. Diagnosis and management $0.5 million $0.5 million
4. Targeted measures supporting prevention and management of FASD within $5.9 million $4.0 million

Indigenous communities and families in areas of social disadvantage
5. National coordination, research and workforce support $4.0 million $0.1 million

Total $20.2 million $9.2 million

Since the initial funding of $9.2 million, the Australian Government has released two further funding
rounds. These include the Taking more action to prevent FASD announcement 2017 with $10.5 million in
funding and the National FASD Strategic Action Plan 2018-2028 with $7.2 million in funding.

The most recent funding, under the National FASD Strategic Action Plan 2018-2028 has been allocated to:

+ $1.47 million for prevention-related activities, including new consumer resources and general
awareness activities, and support for National FASD Awareness Day, translation and promotion of
alcohol consumption guidelines and point of sale promotion activities.

+ $1.2 million for new screening and diagnosis activities, which will include reviewing existing tools and
guides and developing new tools and referral pathways to assist professionals in non-health settings.

+ $1.2 million for management and support activities including tailored resources for people working
in educational, justice and policing sectors.

+ $1.27 million for priority group activities including cultural adaptation of best practice resources
that meet local needs.

+ $1.55 million to continue some of the existing activities which have been demonstrated as
effective.?®

Overall, across these funding rounds the Australian Government has committed close to $27 million towards
FASD since 2014. This funding has created momentum for the great work that occurred over those years
and has changed lives, showing the potential for funding in this area to be transformational. Considering
the successes of the funding, and the unmet need in areas of prevention, diagnosis and support, there is a
strong case for additional funding, proportionate to the scale of the need and its impacts.

As a comparison, the most recent allocation of $7.2 million for FASD is smaller than the amount allocated
to the Australian Government Wine Tourism Cellar Door Grants. The grants are capped at $10 million
each financial year and aim to support wine producers to attract visitors to wine regions.?® This highlights
the uneven funding allocations made to address the harms caused by alcohol, including the prevention,
diagnosis and management of FASD, in comparison with funding to support the alcohol industry.

It should also be noted that significant investment by state and territory governments is virtually non-
existent. The only jurisdiction with a dedicated FASD Action Plan is the Northern Territory, released in
2018.2” WA launched a Model of Care in 2010, followed by an implementation framework in 2013. FASD
is also referenced within the WA Alcohol and Drug Interagency Strategy 2018-2022.26 Some local areas
have commenced their own FASD action plans, these include the Marulu strategy in Fitzroy Crossing
as well as the Hedland and Pilbara FASD research projects. Other areas such as Newcastle and Alice
Springs are part of the Making FASD history: multi-site prevention program.?
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2. International best practice in preventing FASD

Internationally, the prevention of FASD has become an increasing priority. In 2014, the first conference
on the prevention of FASD took place in Canada. The conference had representatives from 35 countries
and was attended by 700 participants. The International Charter on Prevention of Fetal Alcohol Spectrum
Disorders was published following the conference. This Charter noted that key obstacles for prevention
have been:

+ the lack of recognition of FASD
+ lack of knowledge by the general public on the risks associated with alcohol use during pregnancy

+ the conflicting advice and misinformation that women receive about alcohol and pregnancy.

The Charter also called for recognition of the reasons why women may drink while pregnant and the
importance of support from partners, families and health professionals to assist women during pregnancy.®°

The WHO has also undertaken a number of activities over the last decade specifically focused on alcohol
use during pregnancy. The World Health Assembly Resolution WHA 58.26, under which the Global strategy
to reduce the harmful use of alcohol was adopted, specifically emphasised certain contexts where the
risks of alcohol consumption are greater, including during pregnancy.®' In Europe, the European Action
Plan to reduce the harmful use of alcohol 2012-2020 outlines specific actions to reduce alcohol harm,
including within maternity care. This Action Plan noted that all women should be offered information
about alcohol use during pregnancy.®

The WHO also released in 2014 Guidelines for the identification and management of substance use and
substance use disorders in pregnancy. The guidelines reviewed the evidence for interventions, and outline
the clinical management of women who are pregnant and using substances (including alcohol) alongside
recommendations for care.®® These guidelines make a ‘strong’ recommendation that all pregnant women
be asked about their alcohol use in early pregnancy and at subsequent appointments.

The guidelines recommend that women who report using alcohol should be provided with a brief
intervention (BI) to support the cessation or reduction of their alcohol consumption in order to minimise
harm both to themselves and the fetus. The guidelines also note that women who are unable to stop or
cut down their alcohol consumption should be offered a comprehensive assessment and have a tailored
care plan, which may include referral to a specialist service if necessary.

In 2016, the WHO European Region released Prevention of harm caused by alcohol exposure during
pregnancy, which was a rapid review of interventions to prevent harm caused by alcohol use during
pregnancy. This report summarised interventions for pregnant and non-pregnant women and highlighted
that interventions that target both contraception and alcohol consumption have shown to be effective in
reducing the risk that a woman may consume alcohol during pregnancy. It recommended that these be
considered when establishing comprehensive prevention programs.

The report also summarised case studies from European Member States, where examples of national
awareness campaigns, clinical care, and screening for FASD prevalence were demonstrated. For
example, in 2007 Norway undertook a comprehensive national awareness campaign which was
evaluated in 2013. The evaluation showed that between 2009 and 2013 there was a 20 per cent
reduction (from 40 per cent at baseline) in the number of people in the general public who believed
pregnant women could consume “some alcohol with dinner”. The Norwegian campaign is an example
of how multifaceted, consumer-tested campaigns that focus on empowering women to not consume
alcohol during pregnancy, can have a positive impact on attitudes towards alcohol use in pregnancy.®
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3. Population awareness of Alcohol Guidelines and risks of
alcohol consumption during pregnancy

3.1 Awareness of the NHMRC Alcohol Guidelines

Australia’s national Alcohol Guidelines were published in 2009 by the NHMRC. These were a significant
departure from the previous version published 2001. There are currently four Guidelines, covering short-
term risk, long-term risk, pregnant women and children under 18 years.

The current Alcohol Guidelines are being reviewed with the expected draft available for public comment
and consultation in December 2019. This review includes an examination of the evidence on alcohol
harms for both the general population and sub-populations such as pregnant women, and contains four
guidelines, for general population on risk of short-term and long-term harm, and for sub-populations of
those under 18 and pregnant women.%

Despite the Alcohol Guidelines being in place for ten years, awareness of their content is low in the
general population in Australia. This is in large part due to the lack of promotion. Since publication, there
has been no national campaign to bring the Guidelines and their content to the public’s attention. A study
conducted before and after their implementation (in 2007 and 2010, respectively) found that less than
five per cent of respondents could accurately state the correct low-risk limits for short- and long-term
effects on health. Only 21.1 per cent of men and 14.9 per cent of women were able to accurately report
the correct limit for low-risk limits for long-term harm (<2 drinks per day). Even fewer (only 2.5 per cent
of men and 2.6 per cent of women) were able to state the accurate limits for single occasion drinking (>4
drinks per occasion).%¢

Similarly, an analysis of six waves of data from the NDSHS showed that accurate knowledge of the low-
risk limits declined between 2007 and 2010. Prior to 2010, around 50 per cent of respondents accurately
stated the low-risk limit. In the most recent three waves (2010, 2013 and 2016), including 2010, accurate
knowledge was 32.6 per cent, 35.5 per cent, and 39.6 per cent, respectively.®”

3.2 Awareness of the alcohol pregnancy guideline

Guideline four of the Alcohol Guidelines recommends that the safest option for women who are pregnant,
planning pregnancy or breastfeeding is to abstain completely from alcohol.2®

This abstinence message has been in place for ten years now and it would be expected that community
awareness of the advice to avoid alcohol would be high. However, the data demonstrates that this not
the case. Community-wide polling conducted by Galaxy YouGov, commissioned by FARE, shows that
awareness of the ‘zero alcohol’ guidelines has slowly increased over time (Figure 1). In 2019, 78 per cent
of both men and women were aware of the recommendation for pregnant women, which was higher
among women than among men (84 per cent and 72 per cent, respectively). The awareness of this
guideline has increased over time from 67 per cent in 2012, as demonstrated in Figure 1.
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Figure 1. Awareness of ‘zero alcohol’ advice for pregnant women in the FARE Annual Poll 2012-2019, by
gender. Source: FARE Community Polls 2012-2019.

4. Maternal alcohol consumption

In order to prevent alcohol-exposed pregnancies it is important to understand which women drink during
pregnancy and their reasons for this. Understanding this can give insight into prevention strategies that
may work for different women and their families.

4.1 Women'’s awareness of the risks of alcohol consumption during pregnancy

It is often presumed that Australian women are aware of the potential consequences of consuming alcohol
during pregnancy. This assumption is seen in media articles on the issue, surveys of health professionals
and in submissions by members of the alcohol industry most recently made to the public consultation on
the mandatory application of pregnancy warning labels on packaged alcohol. An example is a submission
by Alcohol Beverages Australia which states:

The reasons we advocate for adopting the voluntary labelling scheme are there old (sic): 1)
to minimise excessive costs to industry (and thus potentially to consumers or farmers) and 2)
because awareness of the potential harm of alcohol for pregnant women is already at very high
levels in the community (p.4).%°

Contrast this to views by women themselves, who in focus groups undertaken by Hall and Partners Open
Mind (commissioned by FARE) in 2018 said that alcohol consumption in pregnancy was seen as being at
least somewhat acceptable. This perception was influenced by:

+ the belief that alcohol consumption in pregnancy is a common practice (what others around them
are doing)

+ medical advice by health professionals seen as condoning and allowing for the consumption of
some alcohol
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+ the feeling that there are no clear guidelines on alcohol for pregnant women, or that the evidence is
conflicting

+ the acceptability by older female family members and friends that some alcohol during pregnancy
is without harm because they did it themselves with no apparent consequences

+ having consumed alcohol during a previous pregnancy (or they had observed other pregnant
women doing so) at low or high amounts prior to realising they were pregnant without apparent
consequences for the baby or themselves.*

People’s knowledge and understanding of the adverse consequences and reasons for not consuming
alcohol during pregnancy are low. A nationwide survey, undertaken in 2010, examining women’s
knowledge, attitudes and practices of alcohol use during pregnancy in 2010 (N=1,103) showed that 38.5
per cent of women had not heard of any effects from alcohol on the developing fetus or the pregnancy
itself. The most common effect listed among those aware of effects of alcohol was Fetal Alcohol Syndrome
(FAS) (31.7 per cent), followed by low birth rate (LBW) (28.5 per cent) and brain damage (15.6 per cent). It
is noteworthy that only 1.5 per cent of women reported miscarriage as a risk from alcohol consumption
and only 0.3 per cent mentioned stillbirth.*!

FARE’s Annual Alcohol Poll has asked respondents about their awareness of FASD.? In 2015, half of
the respondents reported being aware of FASD, which a higher proportion of women than men being
aware of the condition (58 per cent and 42 per cent, respectively).*? This has not increased significantly
from 47 per cent of adults being aware of FAS in 2012. Those least likely to be aware were men (34 per
cent), Gen Y (40 per cent), and regular drinkers (40 per cent).*®

4.2 Who consumes alcohol during pregnancy in Australia?

By international standards, the consumption of alcohol during pregnancy in Australia is high. For example,
a systematic review and meta-analysis, published in 2017, found that 35.6 per cent of women in Australia
consume alcohol at some point during pregnancy (95% CI: 27.7per cent to 43.9 per cent), compared to
a global prevalence of 9.8 per cent.*

However, Australia should be buoyed by the fact that alcohol consumption during pregnancy does appear
to be on the decrease since the early 2000s. 4 Data from NDSHS shows that of all pregnant women, 34.7
per cent consumed alcohol either before or after they found out about the pregnancy. This is a decrease
from 41.8 per cent in 2013. However, while there has been a decrease in women drinking before they knew
they were pregnant (from 56.0 per cent in 2013 to 48.7 per cent in 2016), there has been no real change in
women drinking after they found out they were pregnantc (26.1 per cent in 2013 to 25.2 per cent in 2016).4¢

Analysis of who drinks during pregnancy in the same study, analysing NDSHS data, shows that women of
higher education were more likely to drink during pregnancy than all other women. However, women from
lower socioeconomic groups were more likely to maintain pre-pregnancy levels or increase consumption.*”
This demonstrates the challenges of implementing ‘one-size fits all’ policies for all women during pregnancy.

There are also differences in alcohol consumption relative to age. A review undertaken in 2012 of NDSHS
data showed that of women who drank before knowledge of their pregnancy, 91.3 per cent of women
under the age of 25 stopped drinking after they became aware of the pregnancy. Only 8.7 per cent of
this age group continued to drink after knowledge of the pregnancy. This compares to women aged over
36 years, of whom 51.3 per cent stopped drinking and 48.7 continued to drink after knowledge of the
pregnancy.

b Terminology used in the Annual Alcohol Poll changed from ‘Fetal Alcohol Syndrome’ to ‘Fetal Alcohol Spectrum Disorder’ in 2015

c It should be noted that survey questions have been modified over time, this has included separating out alcohol consumption to before and
after knowledge of the pregnancy, and more recently questions have asked about separate occasions of alcohol consumption.
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This issue of women who are older, and of higher socioeconomic status, continuing to drink during
pregnancy (even after awareness of pregnancy) is not unique to Australia. A systematic review of
published studies between 1999 and 2009 on predictors for alcohol use during pregnancy, found that of
the 14 included studies, associations were found for women who are older, from higher socioeconomic
status, screening positive for alcohol problems, and screening positive for psychiatric symptom. While
the proportion of studies that found an association varied, two predictors were found to have a positive
association in all studies that assessed them. These were exposure to intimate partner violence, and
higher pre-pregnancy alcohol consumption.*®

The available evidence for prevalence of FASD within Aboriginal and Torres Strait Islander communities
show that the condition is significantly more common in these communities than the general population.s°
The higher rates in these communities suggest alcohol use during pregnancy is higher than in other
populations. A study of a small sample of mothers (N=127) in a remote community in WA, of whom 95
per cent were Aboriginal women, found that 55 per cent consumed any alcohol during pregnancy. For
women who had a valid AUDIT-C score and who reported drinking during their pregnancy (n=60), 95 per
cent consumed alcohol at risky or at high-risk levels (as defined in the study as being an AUDIT-C score
of 4-5 and =6 respectively). These findings also indicated that women consumed large quantities of
alcohol and drank relatively frequently.' It should be acknowledged that any alcohol consumption during
pregnancy carries some level of risk of harm to the fetus, not just higher or more frequent consumption. It
is also important to note that the data collected on women’s alcohol consumption was collected in 2010
but related to children who were born in 2002-03. This data was therefore retrospective and may not have
been an accurate recollection of alcohol consumption during pregnancy.

4.3 Barriers women face in stopping or reducing their alcohol consumption
during pregnancy

It is critical to understand and appreciate women’s attitudes, intentions and behaviours towards alcohol
consumption during pregnancy. Women'’s intention and actions to consume alcohol during pregnancy
are influenced by their knowledge of the risks, their attitudes and beliefs about these risks, their life
circumstances, previous pregnancies and those around her (partners, family, friends and wider community).
A range of factors influence alcohol consumption during pregnancy, including:

+ being unaware of the pregnancy
+ being unaware of the extent and consequences of alcohol exposure on the fetus
+ finding it difficult to abstain as alcohol consumption is normal within their social group

+ using alcohol a way to cope with difficult life situations such as violence, depression, poverty and
isolation

*+ having an alcohol use disorder

+ having a partner who is drinking or not discouraging a women from drinking.525®

Qualitative research, conducted through focus groups with women in Canberra in 2014, found that
awareness of the Alcohol Guidelines was lacking. When made aware of the guidelines, women generally
support their content. Some women were critical of the existence of the guidelines, suggesting it was a
way to control women’s bodily autonomy. However, most women believed that the choice to drink during
pregnancy lies with the individual, and that this decision is informed and influenced by those around her,
their experiences and the information available to them.%*

Knowledge about risks appears important in relation to experience of having consumed alcohol in a
previous pregnancy as well as intention to consume alcohol in a future pregnancy. A study of 1,103
Australian women found that disagreeing with the statement “Drinking alcohol during pregnancy can lead
to life-long disabilities in a child” was associated with increased likelihood of having consumed alcohol
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in a previous pregnancy and intending to consume alcohol in a future pregnancy. Women who disagreed
with a statement “Drinking alcohol in pregnancy can affect the unborn child” also had higher likelihood of
having consumed alcohol during a previous pregnancy. These women were also more likely to intend to
consume alcohol in a future pregnancy. The highest likelihood for consuming alcohol during pregnancy
was having consumed alcohol in a previous pregnancy.®

Life circumstances also impact on women’s use of alcohol during pregnancy. These include, but are not
limited to poor mental health, high life stress, poverty, housing and legal issues, concurrent drug use and
exposure to violence such as domestic and family violence and trauma.®® A study of 80 birth mothers
of children with FASD by the University of Washington, found that all women had histories of alcohol
use disorder, and 63 had a parent with an alcohol problem. The study also found that 96 per cent of the
mothers had mental health disorders, 95 per cent had been physically or sexually abused in their life, and
80 per cent lived with men who did not want them to stop drinking during pregnancy.®”

Therefore, prevention activities need to ensure that women are supported during pregnancy and that
responses are trauma-informed. This means that an empathic approach is taken, moving from straight
education (outlining the risks of alcohol consumption during pregnancy) to one that acknowledges a
woman’s life circumstances (she may or may not know the risks, but may need strategies to assist her).
The Centre for Excellence for Women’s Health and the CanFASD Research Network have done work in
this area and Australia can learn from this experience.*®

5. Health advice provided to women

5.1 Advice in antenatal care

The recommended advice by the WHO is that women are routinely screened for their alcohol consumption
during pregnancy (using a standard screening tool), and provided a Bl where necessary.5°

All women, regardless of whether or not they drink alcohol should be advised that:

* no alcohol is the safest choice when pregnant or trying to get pregnant

+ no safe level of alcohol consumption during pregnancy has been determined.

This advice was developed as part of the Women Want to Know project. This project has developed clear
advice for health professionals in Australia to provide to women who are pregnant or planning pregnancy.
The advice is based on an assessment of a woman’s alcohol consumption (using AUDIT-C) both prior
and during pregnancy. This advice should be tailored to the individual woman and acknowledge other
information known about her, such as previous pregnancies, nutritional and smoking status, levels of
stress and pregnancy support as well as experiences (current or past) of trauma, abuse, violence and
alcohol and drug issues.

However, data on the advice women are provided with during pregnancy is mixed. Data from the
FARE Annual Alcohol Poll 2018 indicates that among women who had ever been pregnant, only 46
per cent had been advised by a health professional that there is no safe limit of alcohol use during
pregnancy.®® Qualitative research from NSW and Queensland highlights that while most women received
abstinence messages, some received advice that it was best to reduce their consumption rather than
abstain from alcohol completely.®' Further, women’s interpretations of the messages were tempered by
their understanding of risks associated with consuming smaller amounts of alcohol, particularly if they
perceived that some alcohol was acceptable in moderate or limited occasions.®?

These views were corroborated by qualitative research from South Australia (SA), where women reported
having received information form a variety of sources, and that often was in conflict. In terms of antenatal
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care, some women received information that did not clearly suggest complete abstinence and several
had not received any information about alcohol. Some had experience of their midwife approving of
the occasional glass of wine and many regarded the amount of information provided by the healthcare
professional on the issue as limited. Some women reflected that the limited information could have been
as a result of the health professional assuming that the woman was already not drinking.5?

However, the acceptability among women about being asked about alcohol consumption is high.54 Priority
should be given to identify the best way to ensure that all women are being asked about their alcohol use
and the most effective way for recording reported consumption (see further in section 6.6).

5.2 Barriers to health professionals providing appropriate advice

5.2.1 Systematic and individual barriers

The Australian Clinical Practice Guidelines — Pregnancy Care recommend that all women be asked about
alcohol consumption during their first antenatal appointment and that a validated screening tool (AUDIT-C)
is used to assess levels of alcohol consumption.®®

However, while these guidelines were published in 2018, the chapter on Alcohol has not been updated
since 2009. This was a significant failing and meant the information published in 2018 was significantly out
of date, referring to the 2001 Alcohol Guidelines. Following the publication of the guidelines, academics and
clinicians wrote to the Australian Government Department of Health to raise concerns about this issue. The
chapter was amended to include information about use of AUDIT-C and links to resources. However, a full
evidence review of this chapter is not scheduled until 2020. This omission in updating the Alcohol chapter
suggests that alcohol harm is not forefront of mind and that, despite significant achievements, the issue of
alcohol and pregnancy is still under-prioritised by Australian governments and health officials.

Despite clear recommendations from the evidence and Government that women be asked about alcohol
consumption, health professionals face a range of structural barriers in discussing alcohol consumption
with women. This issue was examined during the development of the Women Want to Know project (see
section 6.2). The Audit and Literature Review undertaken by IPSOS Social Research Institute at the start
of the project highlighted that health professionals face: a lack a of knowledge of risk and consequences
of alcohol consumption during pregnancy; a lack of skills and tools to intervene; fear of negative reaction;
perceived lack of self-efficacy; preconceived ideas about who is at risk; and competing priorities.?”

An evaluation undertaken of the Women Want to Know project found that alongside these, health
professionals also mentioned other barriers such as:

+ it was difficult to discuss alcohol if there were pregnancy complications

+ an assumption that alcohol would be discussed by another health professional if the woman saw
multiple health providers (such as between a GP and midwife)

+ adesire to provide reassurance if a woman has consumed alcohol before pregnancy.®®

Similarly, a focus group study with health professionals in WA showed that barriers to discussing alcohol
included perceptions from midwives that women in general do not drink much or any alcohol, that women
are already aware of recommendations to abstain, and that alcohol is not the main priority for women
with other complex needs. Midwives’ workloads and other public health issues taking priority, along
with concerns for maintaining a good relationship with the woman and finding it difficult to ask about
alcohol in a non-judgemental way were also barriers to discussing alcohol with women.®® A literature
review, published in 2013, recommended that: health professionals should be informed about FASD
along with evidence for SBils; structural practice barriers to discuss alcohol with pregnant women should
be removed; and work done to ensure health professionals feel comfortable raising the topic.”
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Wider approaches in antenatal care are also of importance in alcohol harm prevention. Continuity within
maternity care services ensures that women are cared for by the same service provider throughout their
pregnancy and supported by interventions to improve health.”! Prevention of harm cause by alcohol
exposure during pregnancy can be effective under this model due to the opportunity for the health care
professional to build a trusting relationship with the woman over time.”

5.2.2 Knowledge barriers

The personal views and attitudes of health professionals about the consumption of alcohol and
consumption during pregnancy can be prevailing factors as to whether women receive clear abstinence
and harm reduction advice or not. These personal views can override any Government recommendation
and unfortunately, too often health professional views are not informed by up-to-date evidence.

A survey of midwives in WA found that 91.4 per cent of midwives believed pregnant women should abstain
from alcohol and 84.6 per cent believed women trying to get pregnant should abstain. However, despite
the high proportion that agreed that pregnant women should abstain, 32.1 per cent believed that infrequent
intake of one standard drink during pregnancy would not be harmful to the woman or the baby. The vast
majority knew that alcohol use during pregnancy can result in FAS (93.9 per cent) or FASD (90.3 per cent), but
knowledge of more specific conditions or effects had a lower proportion of midwives reporting awareness.”

Within the Women Want to Know project, a survey was undertaken with GPs, midwives and specialists
to assess, among other things, awareness of risks associated with alcohol use during pregnancy. The
most commonly reported outcome reported before the project was FAS/FASD (72 per cent), followed by
intrauterine growth restriction (21 per cent), general harm to baby (20 per cent), and premature labour (12
per cent). Ten per cent reported that alcohol exposure can result in developmental delays or low 1Q, ten
per cent that it can cause miscarriage or stillbirth, ten per cent that it increases the risk of LBW/SGA, and
another ten that it can cause congenital abnormalities.’

When open text fields to the Women Want to Know pre- and post-intervention surveys were investigated,
myths about alcohol consumption and pregnancy were exposed. The advice provided by health
professionals fit within three myths about alcohol use during pregnancy.” These myths and verbatim
responses from health professionals are demonstrated in Table 3.

Table 3: Myths about alcohol consumption during pregnancy that persist and are perpetuated by some health
professionals

MYTH RESPONSES*

A ‘safe time’ — that a particular time in pregnancy in which alcohol “No alcohol in first trimester”

can be consumed
“Keep third trimester alcohol to absolute minimum”

A ‘safe amount’ —that there is a level of alcohol consumption that “No more than two drinks per day”
might be safe

“One drink a day or five a week is acceptable, moderation is the key”
“Should be safe with less than nine drinks per week”
“Avoid excessive use”

“Never be unable to legally drive”

A ‘safe type’ of alcohol - that different types of alcohol have worse “Avoid spirits”

impact on the fetus
> “Permitted to have one glass of wine with main meal, usually with

dinner once per day as a maximum”

d As demonstrated by answers to ‘What advice do you generally give to women about alcohol consumption during pregnancy?’ (open-ended response)
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These results are substantiated by qualitative research from SA, in 2015 which has also shown that
midwives are aware that alcohol is associated with risk of negative outcomes, but there appears to be a
gap in knowledge of specific effects.”®’” One study found that midwives were aware of the effects that
alcohol can have on development in relation to physical as well as neurodevelopmental abnormalities.
Knowledge of FASD as an outcome of alcohol use during pregnancy was widespread yet the specific
knowledge of what the condition entails was limited. However, when it came to attitudes towards alcohol
consumption during pregnancy several midwives expressed views divergent from the Alcohol Guidelines.
They felt that small amounts of alcohol were unlikely to be harmful and some advised women that if they
wanted an occasional drink, that would be acceptable.”

6. Solutions

6.1 Developing a comprehensive prevention program

Australia needs an overarching prevention program, developed in conjunction with experts. This should
be informed by international examples of best practice, such as the four-tier prevention model developed
in Canada™. This model is already being implemented in parts of Australia (Figure 2) by clinicians and
researchers but has not been embraced by the Government as a strategic prevention program to reduce
the harm caused by alcohol exposure during pregnancy under the National FASD Strategic Action Plan.
For a national prevention program to be effective, clear responsibilities are required between federal, state
and regional level governments to be implemented within specified timeframes. Adequate funding needs
to be provided for such a program, for which principles already exist.

LEVEL 1

Brood awareness building and
health promotion efforts

LEVEL 4 LEVEL 2

Postpartum support for Discussion of FASD/alcohol with
new mums and support for all women of childbearing age
child assessment and and their families
development

LEVEL 3

Support of pregnant women
with alcohol and other
social/health issues

Figure 2. Australian FASD prevention model, adapted from the Canadian four-part prevention model. Source:
Telethon Kids.®

As outlined in section 1, numerous inquiries have been undertaken, but the action in response has been
limited. Activities that have been funded have been small scale, piecemeal and inconsistent. With such
restrained commitment, these activities are not able to achieve their full potential. The report by the Deeble
Institute released in September 2018 outlines that while some of the current funded activities (FASD Clinical
Network and FASD Hub) have increase diagnostic capacity and improved clinical management of FASD,
whole of population reductions in maternal alcohol consumption during pregnancy have not occurred.®!
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The report highlights that:

Australian policymakers are therefore faced with both the challenge and the opportunity to reduce
the burden associated with antenatal alcohol use in pregnancy through comprehensive and
coordinated prevention approaches.

This report has done the work to outline the policy and practice recommendations to reduce harms
caused by alcohol exposure during pregnancy. When developing a comprehensive prevention program,
these comprehensive recommendations should be incorporated and should become the blueprint.

Recommendation

1. Implement a national and comprehensive prevention program to reduce the overall level of alcohol
consumption during pregnancy. This program should include interventions that target both pre-
pregnancy contraception and alcohol consumption before and during pregnancy and incorporate
best practice elements from international examples.

6.2 Public education campaign

Despite low levels of knowledge around alcohol and pregnancy guidelines and, among pregnant women,
limited knowledge on the risks to the developing baby from alcohol, to date, there has been no national
public education awareness campaign on the issue.

Public awareness campaigns can challenge and change social norms.t2 The WHO explains that social
norms are unspoken rules or expectations within societies about appropriate and inappropriate behaviour.
These norms persist because of individuals’ desire to conform, as well as expectations by others that
people will conform.8® Public education has been most successful in the tobacco control field, where
social norms about the acceptability of smoking have changed dramatically. Research from the tobacco
control field has found that public education campaigns are most successful when they are well-funded,
repetitive, and ongoing.3+8°

For public education to be effective, it must be multifaceted, free from alcohol industry influence and
use a range of media to promote its key messages.® This includes broadcast media, digital media,
and signage in and around licensed venues. An ideal campaign should be reinforced with more formal
messaging in other settings, such as school-based education programs. The campaign rationale must
clearly identify the target audience, and the behaviour change sought. Understanding the target audience
includes securing information about their knowledge, attitudes and current behaviours relevant to the
objective of the campaign.®’

FARE first ran education campaigns on drinking during pregnancy in the Australian Capital Territory (ACT)
through the Pregnant Pause campaign. This campaign was originally funded through an innovation grant
from the ACT Government in 2014.8 Pregnant Pause has a focus on the drinking of those around the
woman, recognising that pregnancy and parenthood presents an opportunity for behaviour change.
Research shows that while bearing and raising a child has an impact on women'’s alcohol use, at least until
their child reaches five years old, becoming a parent does not greatly impact men’s alcohol consumption.#
We also know that the support of a partner is an important factor for alcohol cessation during pregnancy.
A WA study of pregnant women reported that of those women who drank during pregnancy, 75 per
cent did so with their partner, and that 40 per cent of the drinking occasions were initiated by their male
partner.?® This study found that women are more likely to abstain if supported by those around them.

Findings from evaluation of Pregnant Pause in the ACT showed that in its last year (2018), over 50 per cent
of the adult population were aware of the campaign, and importantly, 61 per cent of women were aware of
the campaign. In addition, the campaign outcomes indicated that awareness of the alcohol and pregnancy
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guideline increased from 77 per cent (baseline) to 83 per cent. Over the three years of the campaign 436
individuals signed up, with the majority being parents-to-be. Large parts of the ACT population were reached
through television commercials (3.6 million cumulative reach), radio advertising and a range of other strategies.

In 2017-18, FARE received further funding from the Australian Government Department of Health to
promote Pregnant Pause at a national level. This grant allowed the campaign to be promoted through a
broad range of strategies including:

+ aradio campaign on leading Brisbane, Sydney and Melbourne radio stations (with a combined
cumulative audience of 2.3 million listeners)

» consistent communication to 8,000 Facebook and Twitter followers

+ sample resources to GP surgeries with information packs to 11,720 GPs and a television
commercial that aired in over 2,500 GP surgeries

+ mail-out to over 200 maternity services nationally.

The communication efforts resulted in 294 registrations, with 188 made in the first year of national
promotion. Unfortunately, the impact of Pregnant Pause at a national level has been limited. Funding only
provided for targeting of three eastern-state cities, and the campaign relied on social media.

To be holistic, the target group of Pregnant Pause should be expanded to include the health professions
supporting women, such as professionals providing family planning and contraceptive advice, GPs,
pharmacists, obstetricians, and gynaecologists. It could also expand opportunities for the message about
alcohol-free pregnancies through universities, childcare groups and other places where women frequent.

It is important that a public education campaign on alcohol and pregnancy be extended to women of
childbearing age seeking contraceptive advice or family planning. Close of 50 per cent of pregnancies
are unplanned and many women are unaware of their pregnancy for a number of weeks. This presents
a key target group and time period in women’s lives to focus on. The Health Promotion Agency of New
Zealand has tried to address this through the ‘Pre-testie Bestie,” campaign. Still in its early development,
‘Pre-testie Bestie’ aims to empower women’s female peers to encourage women to stop drinking alcohol
if there is any chance they could be pregnant (prior to pregnancy test).®' The campaign is achieving cut-
through and engagement with the desired target audience; each video has gathered over 100,000 views,
over 500 comments on the issue.

Recommendation

2. That a national awareness campaign focused on public education is implemented that:

a. educates the general public, and women in particular, to improve societal-level awareness
about the need for zero alcohol consumption during pregnancy and reduce pressure on
women to drink in social settings

b. educates the general public, and women in particular, on the range of adverse
consequences that can occur if a woman consumes alcohol during pregnancy

has co-designed resources for at-risk Aboriginal and Torres Islander populations

d. includes resources targeted to women prior to pregnancy, as well as during and in future
pregnancies

e. highlights what those around the woman can do to support her during pregnancy and
beyond, particularly the pregnant woman’s partner if she has one.
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6.3 Increasing knowledge and awareness among health professionals

Aside from public education, programs have also been undertaken to improve knowledge and awareness
among health professionals about the risks of alcohol consumption during pregnancy. In 2014, FARE
launched the Women Want to Know campaign with funding support from the Australian Government.
The campaign aims to encourage health professionals to discuss alcohol and pregnancy with women
routinely and to provide advice that aligns with the Alcohol Guidelines.

The project involves two main components:

+ Accredited online training available through Australian College of Midwives (ACM), Royal Australian
College of General Practitioners (RACGP) and the Royal Australian and New Zealand College of
Obstetricians and Gynaecologists (RANZCOG).

+ Resources to support health professionals to discuss alcohol and pregnancy with women. This
comprises of three leaflets for health professionals and one for patients, plus eight videos which
were made available as part of the online training course, through the Department of Health (DoH)
YouTube playlists.

An evaluation of the campaign was carried out in 2016 which showed that the project had successfully
reached a reasonable proportion of health professionals in Australia on a small budget. The evaluation
noted, in particular, the challenges in achieving any knowledge of the campaign or ‘cut-through’ to a group
that is inundated with different health information and different campaigns each day. The training courses
had positively impacted the attitudes and behaviour of participating professionals and encouragingly
fewer midwives and obstetricians/gynaecologists reported not being aware of the Alcohol Guidelines.
However, receiving accreditation for training completion was not sufficiently motivating on its own to
prompt health professionals to take up the course.®

Since the evaluationin 2016, the training courses have been reviewed and incentive strategies to encourage
training course completion have been implemented. Data supplied to FARE by the colleges demonstrates
that the incentive promotions (such as competitions to win annual membership by completing the training)
resulted in positive spikes in course completions.®

In 2017, further Australian Government funding allowed for revision of the online training courses updating
terminology and in the case of the RACGP course, a major revision updated the course materials. This
substantially reduced the time required to complete the training, which can now be completed in 30
minutes while still retaining Continuing Professional Development accreditation. In addition, a revision
of a women’s leaflet was undertaken to ensure it was suitable as a standalone resource. A range of
measures were used to promote the training to health professionals - the most effective being offering
of incentives. This resulted in increased numbers of course enrolments and completions. A survey of
GPs as part of the evaluation of these measures indicated that finding time was the biggest barrier to
undertaking training. GPs also expressed that they would be more likely to discuss the impact of low
levels of alcohol consumption during pregnancy with women if there was new evidence about this. Few
of the doctors surveyed had heard of the Women Want to Know project and none had completed this or
similar training.%*

The Women Want to Know project has provided quality evidence-based information and training to health
professionals and women who are pregnant, planning pregnancy or breastfeeding, since its inception.
Growth of the project would be supported by continued funding that allows consistent growth in training
completions, not ones interrupted by pauses in the funding.

Other efforts to provide education to health professionals has been undertaken in WA, under the Alcohol
and Pregnancy Project which aimed to change practice among health professionals around alcohol
and pregnancy and FASD. Following distribution of educational resources, there was no increase in
health professionals who routinely asked about alcohol, but 31 per cent more health professionals were
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discussing risks associated with prenatal alcohol use in 2007 compared to 2002. Along with a change
in practice, the project had a high reach and there were high levels of engagement with the developed
resources.*®

Comprehensive work to develop a practice change intervention is also being undertaken in NSW that
will aim to improve leadership and management, guidelines and other resources to support practice, and
systems for collecting information from pregnant women which will be monitored along with performance.
This work can support future endeavours to improve the way maternity services address alcohol but may
also be applicable to other settings.*®

Recommendations

3. That all health professionals are educated on alcohol harms during pregnancy and training is
incorporated into all GP, midwifery, obstetrics and Aboriginal health worker education.

4. All university medical education (such as midwifery and medical degrees) includes curriculum on
FASD and alcohol consumption during pregnancy.

5. Support and training to health professionals is provided, to increase skills in asking women
about alcohol consumption, providing advice that is consistent with the Alcohol Guidelines, and
recognising and responding to women at risk.

6. Continued funding for the Women Want to Know project, to ensure continuity in promotion to
train health professionals about the risks of alcohol consumption during pregnancy.

7. That approaches to prevention and care for pregnant women are trauma-informed and
conducted in a way aimed at reducing stigma.

6.4 Health communication in the media and by industry

The media is an important source of information for a large number of people, with digital media increasing
the possibility of sharing research or other newsworthy information at rapid speed. A media framing
analysis conducted on Australian media found that commonly used frames around FASD and alcohol use
during pregnancy included ‘contested evidence and advice’, ‘FASD crisis’, ‘blame risk-taking mothers’,
and ‘women’s rights’. In interview, women expressed that alarmist or stigmatising messages did not
resonate with them to have an influence on their behaviour. A recommendation from this study, therefore,
was that public health information around alcohol and pregnancy should focus on ‘women’s rights’ frames
rather than negatively framed messages.*’

A study undertaken in 2012 of Australian media showed that media framing on FASD focused on
narratives that stigmatise both individuals living with FASD as well as mothers. Many articles included
in the analysis cast blame on birth mothers for the harm their children experience, but offer little by way
of solutions, though the Government was at times presented as not doing enough.®® Stigmatising and
blaming news media stories may impact on women who are consuming alcohol, hindering them from
discussing their alcohol use with their health professional. Investing in a comprehensive and clear public
awareness campaign, along with influencing media reporting to be informed by current guidelines and
practices and not use stigmatising language, is therefore important.

Another important aspect of health communication that is important to consider is that produced by
the alcohol industry. Research has shown that the industry has engaged in misrepresenting or omitting
evidence on the alcohol-cancer link in their information around the association between alcohol
consumption and cancer.*® Such misrepresentation is not isolated to chronic harm but has also been
shown to occur for alcohol and pregnancy. A study of alcohol and pregnancy information on industry and
public health websites found that industry websites were significantly less likely to include information
about fertility, planning a pregnancy, breastfeeding, FAS, and other risks. Furthermore, the industry’s
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framing of the information emphasised uncertainty around a safe limit of alcohol use, implying it may be
safe as there is ‘debate’ or ‘confusion’ about the evidence.'®

In Australia, the industry-funded body DrinkWise in 2018 promoted messages around alcohol and
pregnancy in clinics around the country. These posters, however, included language which suggested
that it is ‘unknown’ if alcohol is safe during pregnancy. After complaints, DrinkWise revised the posters
but still failed to clearly inform about risks associated with alcohol use during pregnancy and did not
strongly inform that abstinence is the safest choice.'®" Information about alcohol and pregnancy should
be clearly laid out, risks should be made clear and recommendations within the Alcohol Guidelines should
be promoted.

It is clear from the abovementioned examples that the industry and industry-funded bodies do not have
health and prevention of harm in mind when designing their resources. Governments should therefore not
engage with these bodies in relation to health communication, or in policy development. The DrinkWise
materials still feature in clinics around Australia — a situation that needs to change in order to progress
this public health issue and ensure accurate information are communicated through all channels.' This
will also support those health professionals working with women who are pregnant or others who may
engage in conversations about alcohol.

Recommendations

8. The Government cease involvement with any DrinkWise programs and materials.

9. The Government commit to not funding the alcohol industry, including DrinkWise, to produce
health education materials.

10. That Government-funded materials provided in health care are evidence-based and developed by
public health and/or medical bodies and are free from alcohol industry influence.

11. A guide is created for media on how to accurately report on alcohol use during pregnancy without
the use of stigmatising language, so as to not blame women or victimise individuals with FASD.

6.5 Pregnancy warning labels

Consumers have a right to be informed about products that cause themselves or others, particularly their
unborn child, harm. This is particularly the case for alcohol consumption during pregnancy. In Australia
and New Zealand other teratogens (a substance known to cause birth defects), except for alcohol:

+ are completely banned from use in products designed to be consumed by people, or
+ areillegal, or
+ can only be used when there is no better alternative, under medical supervision, or

« carry a warning label on the packaging.'®

Despite this situation, consumer information messages about alcohol and pregnancy have only been
voluntarily placed onto alcohol products by alcohol producers since mid-2011.

An evaluation by Siggins Miller in 2017, commissioned by the Australian Government, found that fewer
than half (48 per cent) of all packaged alcoholic beverages available for sale in Australia had some type
of pregnancy message.'® This demonstrated that a significant proportion of the alcohol industry was
not prepared to voluntarily warn people of the risks associated with drinking alcohol while pregnant.
This failure to inform consumers was recognised by the MFFR which in October 2018 recommended: “a
mandatory labelling standard for pregnancy warning labels on packaged alcoholic beverages should be
developed and should include a pictogram and relevant warning statement”.1%
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Information on alcohol products regarding alcohol content, standard drinks and risks to health comprise
consumer information that, from a public health perspective, should be readily available.’® According
to data from the FARE 2019 Annual Alcohol Poll, 76 per cent of respondents supported health warning
labels, in general, on alcohol products. A higher proportion of women than men were in favour of health
warning labels (80 per cent and 71 per cent, respectively). Similarly, respondents were asked whether
they supported consumers’ right to know about risks to the unborn baby, to which 89 per cent responded
that they are in favour. A slightly higher proportion of women believed that they have a right to know about
risks to the unborn baby from alcohol use during pregnancy (91 per cent and 87 per cent, respectively).”

FARE’s 2011 policy position on alcohol product labelling outlines that warning labels should include
the text HEALTH WARNING, include both text and symbols, be consistent in size and font applied to
all products, be placed on the front of the package, be of a size corresponding to a proportion of the
container surface, be complemented with a comprehensive education campaign, and be evaluated.%1%®

In 2019, Food Standards Australia New Zealand (FSANZ) published their proposed changes (the Proposal)
to the Food Standards Code (the Code) regarding pregnancy warning labelling requirements.'™® This
Proposal features the application of both a pictogram and warning text in a box prescribed in red, white
and black, across most packaged alcohol products. FARE and other public health organisations have
raised concerns with some of the proposed details, particularly the recommendation that the alcohol
industry be given two years to implement.

A final proposal is expected to the FSANZ Board in December 2019 with Ministerial approval to follow
shortly afterwards. It is essential that alongside the mandatory label there is a campaign to inform
consumers about the changes to the Code. This should be done by health promotion experts and not
the alcohol industry. In addition, the mandatory labelling scheme requires comprehensive evaluation and
monitoring, including a clear enforcement and compliance plan.

Recommendations

12. That mandatory pregnancy warning labels on packaged alcohol products are introduced in
Australia without delay. These labels should include both pictogram and warning text situated
within a box with the words HEALTH WARNING in bold, the label should also appear in red and
black on a white background.

13. That immediately prior to the mandatory application of the pregnancy warning labels, a
comprehensive public education campaign be undertaken to inform consumers about the
changes. This should be funded and implemented by the Australian Government.

6.6 Routine practice by health professionals

6.6.1 Screening and brief intervention

As noted in section 2, international guidelines recommend that SBI are consistently implemented to
ensure all women are asked about their alcohol use and that women who are drinking are offered advice.!"
However, evidence suggests that implementation of these strategies can be variable and that this
variability leads to inconsistent advice to pregnant women. This has been evidenced in Scotland, where
implementation of a national SBI program led to a variety of approaches within regional health localities. A
common theme, however, was how to have the conversation, which local knowledge suggested affected
disclosure rates of alcohol use during pregnancy.'?
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Recent research from the Hunter New England Local Health District in NSW, which included a survey of
1,363 pregnhant women attending antenatal care, showed that 88.8 per cent of women had been asked
about alcohol at their first appointment and 64.3 per cent had been assessed according to AUDIT-C. At
subsequent visits, 14.3 per cent had been asked about alcohol, but only 7.8 per cent had been assessed in
line with AUDIT-C. The vast majority (98.7 per cent) felt that it was acceptable for their alcohol consumption
to be assessed and 88.3 per cent agreed that it is acceptable to be asked on several occasions.

Approaches to addressing alcohol with pregnant women need to take into consideration the potential
barriers for women to report whether they are drinking alcohol. Qualitative research from Victoria with
pregnant women on their past and present alcohol consumption found several reasons for potential under-
reporting. This included difficulty with remembering alcohol intake at certain points during pregnancy, or
earlier in life, and not being able to accurately categorise types and frequency of consumption. Further,
a detailed questionnaire, with many questions, appeared too complex for some participants and certain
terms were perceived to be open to subjective interpretation. Women'’s preferred way of reporting, which
they felt would encourage honest responses, was over anonymous questionnaire, including a wide range
of drinks options with clear examples to help accurately estimate consumption. Women also wanted to
know why questions were asked and what would be done with this information. For some women, fear
of involvement of child protection or social services following reporting alcohol or drug use may prevent
open discussion about substance use.'®

Currently, there is no consistent implementation of SBI in maternity care in Australia; however, the data
exists to support that there is a need for it. A comprehensive approach to addressing alcohol with
pregnant women overlaps with data collection and monitoring — a well-functioning SBI program underpins
subsequent collection of the most reliable data possible, which can be monitored over time to address
certain groups of women who may be in need of greater support (see further section 6.6.2).

Recommendation

14. That all pregnant women are asked about their alcohol consumption and pregnant women with
alcohol use disorders are provided with specialist support services and have access to treatment
services. This should be tied in with wider maternity care frameworks ensuring continuity of care.

6.6.2 Data collection and monitoring

A lack of comprehensive data collection prevents monitoring of trends in alcohol use among pregnant
women and identifying areas where the need for resources may be greater. Introduction of universal
screening in antenatal care in Australia has been promoted to reduce stigma and aid health professionals’
practice,'* and would also enable establishing data collection and monitoring levels of alcohol use during
pregnancy. This is particularly important given evidence that self-reported prenatal alcohol use may result
in under-reporting, for various reasons, and that alcohol use among pregnant women has changed over
time (see section 4.2).°

When collecting data on alcohol use during pregnancy it is important to capture not only use that may be
at high levels, but any use of alcohol. A Canadian study explored collection of data on alcohol use during
pregnancy across 12 pregnancy cohorts and found varying degree of details in questions regarding
alcohol intake. The study showed that the number of questions ranged from two to 32, making it difficult
to compare levels of consumption across cohorts.!'®
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For alcohol to be recorded comprehensively and systematically, it should be added as an item within
the National Perinatal Data Collection (NPDC). This has been discussed since 2010 and currently three
states (ACT, NT and Tasmania (TAS)) collect data which is fed into NPDC, but not in a consistent way."”
Systematic data collection for the NPDC has already been proposed by FARE in The Australian Fetal
Alcohol Spectrum Disorders Action Plan 2013-2016.""® Universal screening with mandatory reporting has
the possibility to:

+ make women aware of and reflect on their drinking
+ identify women who are drinking at high levels or who are alcohol dependent

* remove subjective judgements by health professionals of when or who to ask about alcohol use
during pregnancy, which can help health professionals as well as remove perceived stigma for
women. '

For comprehensive data collection to be informative and useful, timing of consumption and amount
consumed (including heavy episodic drinking (HED)) should be collected on more than one occasion
throughout the pregnancy. A validated screening tool should inform such a process and it has been
recommended that AUDIT-C should be used for this purpose.™® Following review of 12 pregnancy
cohorts in Canada, authors of the study recommended that systematic data collection should include a
standardised measure of frequency (such as within AUDIT-C), quantity to be measures using standardised
categories (such as AUDIT-C) with visual aids for what constitutes a standard drink, and questions for
number of drinks per occasion to be asked in relation to exceeding low-risk drinking guideline threshold for
HED. Furthermore, keeping questions and information consistent is important to make women aware of
general drinking guidelines. The authors also recommended asking about alcohol use before pregnancy,
that questions be sensitive to trauma and culture, and to ensure women feel safe to report alcohol use if
they are trying to reduce consumption rather than abstain.'*!

The Australian Fetal Alcohol Spectrum Disorders Action Plan 2013-2016 sets out that the lack of an
accurate and comprehensive recording of alcohol use during pregnancy along with recorded data on
diagnoses hinder prevention, management and service provision.'?? Introduction of standardised and
mandatory recording, using a validated screening tool, is therefore imperative for making progress on
FASD prevention. However, this needs evaluation and close monitoring as international evidence has
suggested that the way questions are asked may influence on reported levels of alcohol use before or
during pregnancy.'®

In line with international evidence, proposing the use of AUDIT-C as a feasible screening tool for antenatal
settings,'?* research from WA has shown acceptability of the use of AUDIT-C among women. However,
while many midwives were aware of the tool, few used it routinely. Need for training on how to use it
was noted and following the implementation of a capacity-building programme, there was an increase
in medical records where AUDIT-C scores were reported from 16 per cent to 48 per cent.'?® While
encouraging, evidence from the implementation of a universal SBI programme in Scotland found that
local adaptation appeared important for implementation to be successful.’?® It therefore needs to be
acknowledged that there may be adaptations needed locally, or regionally, to ensure implementation is
optimised.

Recommendations

15. That the Government support the AIHW in implementing mandatory recording of alcohol use
during pregnancy and invest in research to assess the feasibility, appropriateness and response
from women. Evaluating the use of AUDIT-C should be included, especially with the lens of that
many women may under-report.

16. That mandatory recording is regularly monitored and reported on, along with research into the
implications of implementation and potential unintended consequences.
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6.7 Wider population-level alcohol policy

While alcohol use during pregnancy is a particular issue, it is part of a wider public health issue related to
the harm caused by alcohol in Australia. Each year, nearly 6,000 deaths and 144,000 hospital admissions
are the result of alcohol.'?” As the national rates of alcohol-attributable deaths and hospitalisations have
remained stable over time, and emergency department presentations have remained stable or increased
over time,'?8 there is a need for further action to reduce the harm caused by alcohol.

The Global strategy to reduce the harmful use of alcohol recommends: “establishing a system for specific
domestic taxation on alcohol accompanied by an effective enforcement system”.?® The Global Action
Plan for the Prevention and Control of NCDs 2013-2020 further sets the direction for governments to
respond to the increasing challenge of premature deaths and morbidity as a result of NCDs.'*

Within these global frameworks, the ‘Best buys’ are evidence-based, cost-effective population-level
interventions for alcohol control to reduce harm. As such, the ‘Best Buys’ are increasing excise taxes on
alcoholic beverages; enacting and enforcing bans or comprehensive restrictions on exposure to alcohol
advertising; and enacting and enforcing restrictions on the physical availability of retailed alcohol.™!

In the Northern Territory, a minimum unit price (MUP) has been successfully introduced with subsequent
reductions in alcohol-related violence, intimate partner violence (a predictor for alcohol use during
pregnancy), and emergency department presentations (see further in Appendix A).'2

The evidence shows that one of the strongest predictors for alcohol use during pregnancy is higher alcohol
use before pregnancy.','3* Population-level interventions, targeting the most effective measures, will have
great impact not just on harm related to alcohol exposure during pregnancy but to the whole population.

Recommendation

17. That the Government makes further commitment to reduce harm by implementing effective
alcohol policy measures in line with global frameworks.

7. Conclusion

Harm caused by alcohol exposure during pregnancy is part of a wider problem of alcohol-related harm
in Australia. Alcohol consumption in the wider population and particularly among pregnant women,
is an important modifiable risk factor. In order to prevent harm, prevention strategies need to adopt a
whole-population approach to raise awareness of risks associated with alcohol use during pregnancy.
Further, such efforts need to create a supportive environment for women who are pregnant or planning a
pregnancy to stop drinking. However, for some women abstinence is not possible and for those women
adequate support and access to specialist services need to be established.

Prevention strategies should be designed to address relevant social determinants of health that impact
on alcohol use during pregnancy. In particular, services that engage with women who are pregnant or who
may become pregnant should be trauma-informed and be developed with an understanding of why some
women continue to drink alcohol during pregnancy.

This Inquiry presents an opportunity for the Australian Government to collate and synthesise the existing
work and principles to create an Australian FASD prevention program informed by evidence. Australia
has never had a nationwide awareness campaign on drinking during pregnancy, which is reflected by the
low level of public awareness of FASD and other alcohol-related harm. Continued efforts to address the
lack of awareness and increase the capacity for medical and other professionals to talk to women about
the issue is also needed. Combined with positive reforms, such as mandatory pregnancy warning labels
and a whole-of-government prevention program, this will allow Australia to become a world-leader in
preventing FASD and other adverse consequences that arise from alcohol consumption during pregnancy.
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Appendix A: Review of progress of the recommendations
from Hidden Harm

FARE has undertaken a review of progress on the 19 recommendations made by the House of
Representatives inquiry into FASD in 2012, FASD: The Hidden Harm - Inquiry into the prevention, diagnosis
and management of Fetal Alcohol Spectrum Disorders (the Inquiry).

FARE has considered whether these recommendations have been met, partially met or not met at all. FARE
has also examined if the recommendations were achieved within the timeframe set by the Committee.

This review finds that only three recommendations from the Inquiry have been met. Most (12) have not
been met or implemented and eight have had no work undertaken on them at all.

It should be noted that the Australian Government has not yet formally responded to the Inquiry.
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Appendix B: Timeline of events of strategic importance for
FASD policy in Australia

YEAR EVENT OF STRATEGIC IMPORTANCE FOR FASD POLICY IN AUSTRALIA

2009- Fitzroy Valley in WA commenced the Liliiwan FASD Prevalence Study, Australia’s first FASD prevalence study. This study was

2012 conducted in partnership between Nindilingarri Cultural Health Services, Marinwarntikura Women’s Resource Centre, The George
Institute for Global Health and Sydney University. The work was featured in the 2010 Australian Social Justice Commissioner’s
Annual Report, presented at the United Nations Permanent Forum on Indigenous Peoples in 2011 and 2012, directly supported by
the former Governor General of Australia, Ms Quentin Bryce. Parents and carers of 108 children born in 2002 and 2003 took part in
the study.

2013 Launch of WA Model of Care implementation plan, which followed the release of the WA Model of Care in 2010. The Model of Care
outlined a whole-of-government response to FASD.'%?

2013~ Following the completion of the Lililwan FASD Prevalence Study a comprehensive strategy was established to address the finding.
2017 The Marulu strategy included comprehensive prevention, diagnosis and management strategies to be undertaken and evaluated
through the community partnerships and with the Telethon Institute for Kids. >

2014 Pregnant Pause commenced. This campaign was first created by FARE as a fund raising initiative in 2012 but received an ACT
Health Innovation grant in 2014.

2014 FARE launched Women Want to Know, the first education campaign to follow the release of the 2009 NHMRC Alcohol
Guidelines.154 This project provides health professionals with knowledge and skills to assist them to routinely ask pregnant
women about their alcohol consumption, provide advice consistent with the guidelines, and refer to appropriate services.

2011- FARE provided funding for six select tendered projects, including:
2014 development of the first FASD assessment and diagnostic clinic in Australia (Children’s Hospital at Westmead)
research on knowledge and attitudes towards FASD by criminal justice professionals in QLD and WA'55%6
improved services for families affected by FASD'"
research into services for women who are pregnant and alcohol-dependent's
completion and filming of Tristan’s Story and the Story of alcohol use in pregnancy — video resources describing FASD and
the impact of the condition on individuals.159,160

2014 Publication of Supporting Pregnant Women who use Alcohol or Other Drugs Resource.161 This resource was funded through
the Substance Misuse in Pregnancy Resource Development Project from the Australian Government. It aims to assist health
professionals to identify women struggling with alcohol and drug issues during pregnancy and respond to their needs. The
document also outlines tools for screening, assessment, brief intervention, guidelines, training and other resources.

2015 Pilbara FASD Strategy 2015-2019
2015 The FASD Clinical network commenced to oversee the implementation of National Strategy to tackle FASD 2013-14 to 2015-16.

2014- FARE assisted with achieving:
2016 + ongoing funding for the Children’s Hospital Westmead clinic (2015)
+ funding for the establishment of the Goulburn Valley clinic in Shepparton (2014-2016)

2016 Publication of the Australian Guide to the diagnosis of Fetal Alcohol Spectrum Disorder (FASD.)'®?
2017 Launch of the FASD Hub.
2017 Provision of $2.7 million funding from the Coalition Government to Patches for diagnostic services across five states.'®

2017 FASD prevention and health promotion resource published by the Menzies School of Health Research and including Ord Valley
Aboriginal Health Service, National Aboriginal Community Controlled Health Organisation and Telethon Kids Institute.®*

2018 The Forum on Food Regulation agreed on 11 October 2018 that based on the evidence, a mandatory labelling standard for
pregnancy warning labels on packaged alcoholic beverages should be developed and should include a pictogram and relevant
warning statement.

2018 Launch of National FASD Action Plan 2018-2028 in November 2018.

2019 Public consultation on the format of mandatory pregnancy warning labels (P1050) published on 4 October by the FSANZ.
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Appendix C: Submissions by FARE related to FASD

YEAR SUBMISSIONS ON FASD OR RELATED TO FASD

2011 House of Representatives Standing Committee on Social Policy and Legal Affairs inquiry into: Fetal Alcohol Spectrum

Disorders.

2012 West Australian Legislative Assembly Education and Health Committee inquiry: Fetal Alcohol Spectrum Disorder: the invisible
disability.

2012 American Psychiatric Association — Development of Diagnostic and Statistical Manual of Mental Disorders (DSM-5) and
recognition of FASD within Neurobehavioural disorder associated with prenatal alcohol exposure.

2013 SA Parliament Social Development Committee inquiry into the sale and consumption of alcohol.

2014 House of Representatives Standing Committee on Indigenous Affairs inquiry into the harmful use of alcohol in Aboriginal and
Torres Strait Islander communities.

2015 Northern Territory Select Committee on Action to Prevent Fetal Alcohol Spectrum Disorder.

2015 National Alcohol Strategy consultation and National Drug Strategy.

2017 National FASD Action Strategy 2018-2028.

2017 NHMRC Alcohol Guidelines.

2017 Northern Territory Review of alcohol policies and legislation: Alcohol harm reduction framework.

2018 National Alcohol Strategy.

2017 Targeted consultation by Food Regulation Standing Committee on policy options on pregnancy warning labels on packaged
alcoholic beverage.

2018 National Strategic Approach to Maternity Services.

2018 Breastfeeding Guidelines.

2018 National Women’s Health Strategy 2020-2030.

2019 Productivity Commission inquiry into mental health.

2019 Targeted consultation by FSANZ on P1050 mandatory pregnancy warning labels on packaged alcoholic beverages.

2019 Senate Community Affairs Reference Committee inquiry into FASD.
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