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“Preventing FASD and supporting those affected by it is everyone’s business. […] We want
every child to have the best possible start – not to start their lives on the back foot”.1
- Peter Dunne
Introduction
Fetal alcohol spectrum disorder (FASD) is an umbrella term for four disorders linked to
alcohol use during pregnancy: fetal alcohol syndrome (FAS), partial fetal alcohol syndrome,
alcohol-related neurodevelopmental disorder, and alcohol-related birth defects.2 Rates of
FASD vary throughout the world and can be influenced by ethnic, cultural, geographical, and
socio-economic factors as well as the methods by which FASD is surveilled.2 In New
Zealand, the rate of FASD has been purported to be approximately 1% or 1 per 100 live
births, though this has not been confirmed.3 Its been described as an ‘invisible disability’, in
part due to the significant range of the manifestations of FASD. These include growth
restriction, developmental delay, difficulties with speech and language acquisition, issues
with hearing and vision, social and behavioural difficulties, poor academic achievement,
mental health concerns, problematic alcohol and substance use, and increased rates of contact
with the justice system and incarceration.2
Concerns are being heightened around FASD as new research conveys evidence around the
significant personal and societal harms of alcohol use during pregnancy. One of the features
of concern is that FASD is a life-long diagnosis; one that can have an increased burden of
disease and societal consequences if proper supports are not introduced early in the disorder’s
trajectory.3 A research article published earlier this year estimates the loss of productivity in
2013 in New Zealand related to FASD-attributable morbidity and premature mortality to be
$49 million NZD to $200 million NZD.3
FASD is a multifactorial disorder with deeply engrained social and cultural aspects. It has
been described as a ‘wicked problem’; a problem for which the solution is very difficult or
seemingly impossible to achieve. Problems such as this are often evolving and thus difficult
to define, include interconnected issues (eg. the problem is linked with other problems), are
socially complex and do not fall under the jurisdiction of a single organization, have a
pronounced economic burden, and require sustained changes in human behaviour.4 Taranaki
District Health Board (TDHB) has created a ‘Wicked Problem Toolkit’ (see below and
appendix A) which lays out a method for addressing wicked problems.5

Analyse

Engage

Plan

Deliver

Learn &
Improve

Improve
Population
Health
&
Eliminate
Disparities

The first step in the toolkit is to analyze the problem; this includes defining the problem in
the local area, mapping out to causal pathway to try and grasp the big picture, and then
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identifying stakeholders, the current strategy in place, high risk populations, and up-to-date
evidence about about effective interventions.5
The New Zealand Ministry of Health published an action plan earlier this year in which they
outline a plan to address FASD over the next three years.6 The aim of this report is to lay out
an analysis of the problem using the TDHB toolkit with research to support the
implementation of a local plan in Taranaki aligned with the Ministry of Health (MOH) plan.
There are two key areas of focus: preventing FASD and reducing the health inequities
associated with FASD.
Information Gathering
Literature
A review of current literature was conducted to gain an up-to-date understanding of the
background of FASD and new directions that research was taking. Articles were selected for
review to identify trends and evolving evidence around prevention of FASD, supportive
interventions, and reduction of associated inequities.
Māori Community Members
A presentation was created based on some of the above research and delivered at a monthly
hui held at maraes in Parihaka, Taranaki on October 18th and 19th, 2016. The aim of the
presentation was to present information and, more importantly, to gain an appreciation for the
perceptions held by community members and to draw on the wisdom that they may have to
offer.
The gathered members for the hui offered several questions and comments which are
paraphrased below. There was limited time for discussion though this still allowed for a
variety of responses:
•

•
•
•
•
•
•
•

What is the evidence for continued maternal alcohol use in the child’s first 1000 days
of life, specifically regarding attachment, emotional regulation, and brain
development?
Do we know if there is a difference in the rates of FASD in adopted versus nonadopted children? Is this an impetus to place a child for adoption?
How do we qualify harmful drinking? How does the government measure such things
as alcohol use during pregnancy?
How does the impact of colonisation fit in? Are we taking this enough into account?
The impetus needs to be placed within the education system – we need to put this
into the curriculum so young girls are aware, so everyone is aware.
[rebuttal] Using the education system would be ineffective, don’t trust it.
What can we do in Parihaka specifically as a community? What supports are
available to us around alcohol and substance use?
I’m so glad to hear you talking about this, this is an issue that has affected many of
my descendants and continues today. Alcohol historically was so socially accepted, it
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•

•

was considered normal to have alcohol when pregnant. I wish they would do research
on the prison populations to find out how prevalent FASD is within the justice
system.
I don’t think this is a personal problem – this is a societal problem. Partners, friends,
and family members all need to support a pregnant woman by also modifying their
habits and providing social gatherings that she can safely participate in. There’s not a
lot to do if alcohol is always part of social situations. This was true for me when I
was pregnant; I felt outside, there was so much I couldn’t do.
How can we improve getting the information out there to our girls and young
women? There are still so many that don’t know not to have alcohol in pregnancy.

Treating Physician
A key informant interview was held with paediatrician Dr. Raimond Jacquemard about his
experience, insight, and opinions on the MOH’s action plan. He was a contributing member
of the committee that drafted the action plan.
•

Tends to see patients in 3 stages: infancy, childhood (ages 7-8), and late adolescence
o Infancy
 Babies referred by midwives, NICU nurses, and RMO’s due to
awareness of mother imbibing alcohol during pregnancy
 A single appointment is usually made, in his experience, the parents
may or may not know why they are being referred
 The three aims of the meeting are to gain an understanding of the
social situation, educate and create awareness of the harms of alcohol
in pregnancy, and, importantly, to try and prevent recurrent alcohol use
in the subsequent pregnancies
 Most women he sees are aware that alcohol can be harmful to their
baby but often do not realise how significant this harm is
 A letter is generated about the consultation and sent to the patient’s
GP, follow-up appointments are not usually made (in large part, due to
limits in the capacity of the paediatric department), the onus is on the
GP to re-refer if ongoing concerns
o Late preschool/primary school
 Usually referred due to social and/or behavioural issues, also if
concerns about learning
o Teenagers/older adolescents
 Usually referred due to involvement with youth justice programs
and/or mental health concerns

•

Diagnosis is made using the Canadian guidelines for FASD which is a fairly complex
process and requires a multidisciplinary team 7
Taranaki DHB is one of the few DHB’s that have the capabilities to offer this
diagnostic process

•
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•
•

•

•
•

•
•
•

•

Diagnosis is done in collaboration with the Ministry of Education
Currently, there is only capacity for approximately six diagnostic assessments per
year in Taranaki and only for those children who the Ministry of Education has
knowledge of due to severe behavioural issues
The process can only proceed with the consent of the family
o There have been occasions where family members deny the possibility or do
not wish to undergo the lengthy diagnostic process
Once the diagnosis has been arrived at, two formal feedback sessions are arranged
with the family and with the child’s school
The response from the family tends to be unique to each situation and a range of
reactions have been encountered including: shock, relief, apathetic, or sees this as a
way to a solution
Following (or prior to) diagnosis, pharmacological therapies may be initiated, such as
stimulant medications
From his experience, some families express that they do not see the diagnosis as
stigmatizing
A very important piece of information is that FASD does not meet disability criteria
unless there is documented evidence of intellectual disability (ID). Though many
manifestations of FASD are incredibly disabling, not all affected children will have
ID. This has significant implications for the amount of accessible funding and support
services.
Ideas for future:
o Repeat study published in 2009 that looked at alcohol use in mothers who
gave birth at Taranaki Base Hospital to see whether there has been
improvement 8
o Examine the current documentation process for midwives – how specific are
the sections around alcohol and substance use? Is there consistency in how this
is assessed and documented?
 May be useful to have midwives administer a standardized
questionnaire to their clients (eg. AUDIT)
o We need New Zealand prevalence data, ways to obtaining this include:
 Screening the cohort of ‘Growing up in New Zealand’ (GUiNZ)
 Screening all children in CYF’s care and/or that come through the
Gateway program
 Screen all adopted children (New Zealand born and internationally
born)
o Increase the diagnostic capacity
 Equip more DHB’s to be able to offer diagnostic services
 Increase the amount of places (through increased funding) for
diagnostic evaluation in Taranaki
o Increase education of police force
o Increase education of faculty and administrative staff in schools
4

With the typical behaviours that many FASD children manifest, they
are often repeatedly suspended which is of no benefit to their long term
educational or well-being needs
o Look at our screening and assessment methods, consider the evidence for
biomarker testing for alcohol use in pregancy


Māori Policy Analyst/Public Health Advisor
A second key informant interview was held with Keriata Stuart, who has worked as a senior
policy analyst at the Māori policy unit of the Ministry of Women’s Affairs, a Māori public
health advisor for the Ministry of Health, a senior policy analyst to the New Zealand Drug
Foundation, and now works for the Public Health Association of New Zealand as a Māori
strategic advisor.
•

•

•
•

•

•

•

•

There are a number of small projects being rolled out in primary care services,
maraes, and local health agencies
o There is a lack of connection and data sharing between these projects
No current best practice resources or centralized information database available to
New Zealand health care practitioners who have questions about FASD, prevention,
and evidence-based interventions
o Currently using overseas models or informal structures
It would be helpful to have support in the New Zealand legislation; such has been
done in countries like Canada
There are secondary prevention programs being rolled out in Canada that target
mothers who have a child with FASD and provide intensive support to try and prevent
a second pregnancy being affected by alcohol
We have some amazing strengths to draw from in Taranaki
o Māori health workers and health providers, may be useful to hold a roundtable
discussion
o Aunties who work in the smoking cessation program, great value in their nonjudgmental and knowledgeable approach
o Good intersecting relationships between the DHB and other agencies, has a
reputation for being a cohesive region
Have heard from midwives that adding a screening tool is unrealistic as the antenatal
screening requirements are already overwhelming
o Other midwives have said they make significant efforts to provide counseling
around alcohol beyond simple screening to the women they support
There are some midwives who deliver teaching in small groups of 3-4 women and this
may be a good avenue to hold a deeper discussion and address alcohol use in
pregnancy
It is a limitation to only screen for alcohol at the beginning of a pregnancy or at the
first antenatal visit
o Very little relationship/trust has been built
o There may be concerns that if truthful, the child will be taken from the mother
5

Pregnancy, to some women, is seen as an opportunity to change their lives and
unhealthy behaviours. This is difficult or impossible to maintain without
support and having someone ‘check in’ later in the pregnancy and institute
supports where needed is of tremendous value in maintaining behaviour shifts
like stopping drinking alcohol
o Smoking cessation studies have good evidence for long-term, ongoing support
Local communities and women need to be approached to help gather information for
designing an intervention
o Frame it as “what do you want for your baby?”, “how can we support you?”,
“where do you perceive the barriers to be?”
A Canadian project on Vancouver Island created an intervention using the traditional
Medicine Wheel from Aboriginal culture (an already validated tool) and found this
very helpful in appealing to a person’s culture and addressing limitations posed by
poor health literacy
Young mothers are a vulnerable population, an idea has been suggested that peer
support groups would be a helpful initiative
May also be useful to include information about alcohol and substance use in
pregnancy in the sexual education curriculum, the limitation being that for women
who don’t get pregnant until their adult years, this is a long time in which the
information can be forgotten
‘Quit counselors’ for alcohol may be very helpful in being able to provide continuous
support to women and whānau
o Perhaps coupled with a kit with relevant, understandable information
o Could possibly deliver pilot programs from local maraes
o

•

•

•
•

•

Midwives
On the booking form used at TDHB (see appendix B) for antenatal care, there is a small
section in which to record alcohol use. An area of friction, and possible limitation, was
identified when speaking to one of the community midwives about the possibility of
introducing a formal screening tool for alcohol use. There was concern voiced about the
already-overloaded screening requirements that midwives must complete with each woman.
It was felt that adding another form created a new job that may or may not be done correctly
and added pressure to an overwhelmed service. The informal screening already being
undertaken is taken seriously as there is awareness that alcohol in pregnancy is a significant
issue. In addition, the recommendation is followed that all women are advised not to drink
alcohol while pregnant.
Analysis – Define the Problem in your Local Area: FASD in New Zealand and Taranaki
The Royal Australian and New Zealand College of Obstetricians and Gynaecologists
(RANZCOG) published a statement in 2008 states that there is no recognized safe threshold
for alcohol use in pregnancy and complete abstinence is recommended.9 According to
6

2012/2013 data in the New Zealand Health Survey, approximately one in five women report
drinking alcohol during pregnancy and this increases to one in three for Māori women.10
Levels of hazardous drinking have been reported to be higher in Taranaki than in other parts
of New Zealand.11 An article published in the New Zealand Medical Journal in 2009
published the results of a survey of maternal alcohol use in Taranaki over a period of one
month in 2006. One hundred women completed the questionnaire for the study. Of the
hundred women, 80% of women reported drinking alcohol prior to pregnancy, 66% of which
described their pattern of alcohol use as ‘binge drinking’, and 28% continued to consume
alcohol during pregnancy in varying quantities.8 If the estimated incidence of one in a 100 is
applied to the Taranaki region, there are potentially over 1000 individuals affected.12
There is a perception of alcohol consumption being a normal part of life in New Zealand,
indeed for some Māori, alcohol use has reportedly been linked with identity.6,13 It’s been
shown that women in New Zealand who drink alcohol more frequently before becoming
pregnant are more likely to continue using alcohol during pregnancy.6 Regarding some of the
reasoning behind women using alcohol during pregnancy, a qualitative piece of research
published in New Zealand identified three main reasons why a woman used alcohol during
her pregnancy: she didn’t know she was pregnant, she didn’t know alcohol was harmful to
her baby, or she had alcoholic partners/husbands with whom the child was conceived with.14
In the New Zealand Health Survey, only 68% of New Zealand women (or 66% of Māori
women) reported receiving advice not to consume alcohol during pregnancy.10
Analysis – Map out the Causal Pathway: Drivers and Downstream Effects
As seen in the diagram on the following page, the causal pathway is multifaceted and
complex. The downstream effects are significant, accumulative, and often irreversible.
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Analysis – Map out the Causal Pathway: Drivers and Downstream Effects
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Analysis – Identify Stakeholders
•
•
•

•
•
•
•

•
•
•
•
•
•

Mothers and women of childbearing age in Taranaki
Whānau who have individuals affected by FASD
Taranaki DHB
o Taranaki Base Hospital
 Particularly obstetrics, paediatrics, psychiatry, and substance abuse
departments
o TDHB public health unit
Taranaki Midwives
o Particularly regional Māori midwives
Taranaki General practitioners
Taranaki Māori care providers
Regional Iwis
o Ngāti Tama
o Ngāti Mutunga
o Te Atiawa
o Ngāti Maru
o Taranaki Iwi
o Ngāruahine
o Ngāti Ruanui
o Ngaa Rauru Kiitahi
Taranaki Regional Council
Taranaki Maraes
CYF’s
Gateway Assessment contributors (eg. paediatrician)
New Zealand Ministry of Education – Taranaki branch
National and local FASD support network representative(s)

The above is not an exhaustive list of stakeholders and represents a starting point in thinking
about who it may be important to involve in information gathering, roundtable discussions,
and intervention planning.
Analysis – Current Strategy
The RANZCOG statement on alcohol use currently recommends that maternity care
providers screen for alcohol use (actively surveil) to enhance detection of undisclosed use
and advise that there is no safe level of alcohol intake during pregnancy.9,15 When there is
suspicion of use or a woman discloses use, a supportive multidisciplinary team should be
involved in her antenatal care.9
As stated above, on the TDHB Birth Booking Form, there is a small space to record selfreported alcohol use. The section to record information for smoking and tobacco use is much
larger and more detailed. According to local midwives, there are currently no formal
screening tools (eg. AUDIT, CAGE questionnaire) used in routine antenatal care to assess for

the presence and amount of substance use. There are concerns about adding yet another
screening assessment.
Infants, children, and youth believed to be at risk for FASD are referred to the paediatric
service at Base Hospital due to concerns from a range of sources including midwives, nurses,
doctors, general practitioners, teachers, and/or parents. At present, there is only capacity for
six diagnostic assessments to be conducted in Taranaki per year. To the writer’s knowledge,
there is no formal assessment process yet instituted for screening neonates at risk for FASD
during the mother’s post-partum recovery in hospital (for hospital births).
Analysis – Identify High Risk Population(s)
As identified above, women who drink prior to pregnancy, women who are not aware that
they’re pregnant, women who don’t receive advice about alcohol during pregnancy, and
women with close relationships in which alcohol is featured are at high risk for alcohol use
during pregnancy.6,10,14 Māori women are more likely than non- Māori women to use alcohol
during pregnancy.10 In a wider context outside of pregnancy, Māori individuals are more
likely to engage in a binge-type drinking pattern, experience harm from their own (or other
people’s) drinking, have twice the rate of severe alcohol-related problems, are four times
more likely to die of an alcohol-related condition and are twice more likely to have wanted
help around their alcohol use but not receive it.13 This increased pattern of risk has a
complicated causation stemming, in large part, due to colonisation and has also been seen in
the Indigenous peoples of Australia, the First Nations/Inuit/ Métis peoples of Canada, and the
Native Americans in the United States.16-18
Other high risk populations for FASD include children born to mothers with low
socioeconomic status, children under Children Youth and Family (CYF) care (up to 50%) and
adopted children.2,6,19 There is also evidence that suggests that many individuals who have
repeated contact with the justice system or are incarcerated may have been impacted by
maternal alcohol use.20, 21 Prevalence studies are being proposed, such as a study of youths in
detention facilities in Western Australia, to try and capture how significant this proportion
is.22
Analysis – Evidence for Effective Interventions
There is evidence for decreasing overall alcohol related harm in the pursuit of reducing
alcohol use in pregnancy, though the actual effect on incidence of FASD has not yet been
evaluated.23 Supply reduction (eg. decreasing number of outlets selling alcohol, increasing
the price of alcohol), demand reduction (eg. early intervention, reducing relapse), and harm
reduction strategies (eg. sobering up shelters) have all been shown to reduce harm in
Aboriginal communities in Australia.16 In New Zealand, Māori and Pacific women who give
birth are more likely to reside in socially deprived areas.24 The density of off-licence alcohol
outlets is also greater in areas of social deprivation.10 Hazardous drinkers living in the most
deprived (urban) areas are more likely to live within a two-minute driving distance to
multiple off-licence alcohol outlets than those living in less deprived areas.10 Though the
supply reduction strategies may not be as feasible outside of closed or isolated communities,
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this is an important arena to think about given the contribution to inequities inherent in the
distribution of alcohol outlets in New Zealand.
The World Health Organization (WHO) presented a set of governing principles when
introducing their recommendations for identification and management of substance use in
pregnancy. These include: prioritise prevention, ensure access to preventative and treatment
services, respect patient autonomy, provide comprehensive care, and safeguard against
discrimination and stigmatization.25 When the WHO guidelines were released, the quality of
evidence for advocated interventions was deemed to be low to very low. The guidelines did,
however, make some strong recommendations for asking all women about alcohol use at their
first prenatal visit and subsequent antenatal visits, instituting a brief intervention for those
who identify using alcohol or other substances, and referring for detoxification/addiction
support services where appropriate.25 In a report prepared for the Aboriginal Healing
Foundation in Canada, it was concluded that there was good evidence for cognitivebehavioural modeled brief interventions in prenatal assessment settings to reduce or stop
alcohol use during pregnancy.26 In a review published earlier this year, it was found that prenatal health screening with brief interventions and motivational interviewing focused around
empathy were effective for reduction and cessation of alcohol use in pregnancy.19
It is important to ensure that women don’t perceive being ‘targeted’ due to their high risk of
alcohol use, thus normalizing the use of screening questions and questionnaires is
important.19 In terms of screening instruments shown to be helpful, there is evidence to
support the use of the CAGE and AUDIT screening tools within the context of a supportive
environment.26 Two other instruments have been developed to screen for alcohol in use in
pregnancy specifically and there is moderate evidence for their use: T-ACE, a four question
tool, and TWEAK, a seven question tool.26 A systematic review conducted in New Zealand
in 2008 also found that these two tools were of value.27 All of these screening tools fit into a
wider approach for early identification and prevention of substance use associated harm:
SBIRT (screening, brief intervention, and referral to treatment).19 Essential to this process is
the therapeutic relationship between a woman and her health care providers in fostering the
trust can lead to honest self-reporting and acceptance of support and treatment.19
Additionally, screening for depression has also been shown to be important due to the
relationship between depression, alcohol use, and poor obstetric/fetal outcomes.19
In order for screening to occur, antenatal care needs to be in place. This is, unfortunately,
another area of disparity with Māori and Pacific women disproportionately represented in the
group that has received no, inadequate, or late antenatal care.28 Unintended pregnancy,
inadequate financial resources, a belief that antenatal care is not required, and substance use
have all been demonstrated to be barriers.28 Interventions to support improving knowledge,
sexual health, and reproductive planning are helpful in preventing unplanned or unrecognized
pregnancies. As a secondary effect, these interventions can decrease alcohol use during
pregnancy as many women cease or decrease their alcohol use when learning that they are
pregnant.10,19
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In combination with an approach such as SBIRT, there is research being done into the
development and refinement of biomarkers to help identify alcohol exposed pregnancies.19,29
Screening samples include those from the mother and developing baby as well as neonatal
samples for retroactive identification.29 They are can be stratified by feasibility in obtaining,
cost, sensitivity and specificity, reliability, and whether they can identify short-term,
intermittent, or low amounts of alcohol use.19,29 Current research is also exploring other
aspects of alcohol and pregnancy such as genetic and environmental factors, paternal factors,
and nutritional implications/use of nutritional supplements as a ‘rescue’ intervention.19
Interestingly, not only is the woman’s relationship with a male who consumes alcohol a risk
factor for alcohol use in pregnancy, but paternal alcohol consumption has been linked with
adverse outcomes in birth weight, chance of a live birth, and cognitive abilities of the child.19
Reducing inequities is not only of relevance in primary prevention but also in secondary
prevention aiming to alleviate some of the burden associated with FASD. This includes early
diagnosis, referral and access to appropriate support services, instituting timely and tailored
treatment, education delivery, mental health and substance use services, and increased
awareness in the justice system.
Current Research in New Zealand
Research is currently being conducted with the cohort of children involved in the GUiNZ
study. The Ministry of Health is using a representative group to gather information that can
be used to generate prevalence estimates of FASD in New Zealand.6 A study being carried
out by Superu/Families Commission is hoping to capture the patterns of maternal alcohol
consumption in New Zealand including identifying characteristics of mothers who consume
alcohol and factors associated with alcohol consumption.30 Another team of researchers, in a
joint project between the National Institute for Health Innovation (NIHI) and the University
of Auckland, is completing a feasibility assessment for the introduction of a FASD
prevalence study protocol created by the WHO.30
Conclusion
In New Zealand, people with FASD describe encountering challenges in their education,
employment, mental health, memory, cognitive abilities, social lives, and in their experience
with the justice system.31 FASD encompasses conditions that can affect every aspect of a
person’s life and represents a number of social and health inequities that have not been fully
explored or characterized. Available research is often limited by small sample sizes or
applicability to the unique population of New Zealand. While research is now being
conducted nationally, we need more information about the prevalence of FASD in Taranaki
to assist in identifying existing inequities and high risk groups. Regional data would then
allow for the creation and implementation of specific, efficient, supported interventions as
well as serve as a platform for advocacy, funding requests, and further research.
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