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FASD is a person-
first disability ...

as in, learn about
the person first,
and then how the
disability affects
them second. If

we don’t take time
to learn about the
individual, we won't
come up with the
right interventions.

Jeff Noble

Of all the substances
of abuse, including
cocaine, heroin and
marijuana, alcohol
produces, by far,

the most serious
neurobehavioral
effects in the fetus.

Stratton, Howe & Battaglia®

.ﬂ.-]
[‘A Alcohol is a teratogen, a toxic

substance that can potentially
cause a baby in the womb to develop
abnormally. There is no known safe
amount of alcohol or safe time to drink
alcohol during pregnancy.
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What is fetal alcohol spectrum disorder?

FASD is the result of the harmful effects of prenatal alcohol
exposure on the developing fetus. Alcohol is a teratogen, a toxic
substance that can potentially cause a baby in the womb to
develop abnormally. The National Health and Medical Research
Council (NHMRC) of Australia advises that the safest option for
women who are pregnant or planning a pregnancy is to avoid
drinking alcohol. There is no known safe amount of alcohol or
safe time to drink alcohol during pregnancy.*®

The Australian guide to the diagnosis of fetal alcohol spectrum
disorder (FASD) was published in 2016.%° The guide addresses
the under-recognition of FASD in Australia and provides health
professionals with access to internationally validated diagnostic
criteria as well as information about where to refer for
diagnosis or treatment. FASD is an umbrella term for a range of
neurodevelopmental and physical abnormalities and may occur
with or without facial abnormalities. There are ten domains of
neurodevelopment related to different brain functions known to
be affected by prenatal alcohol exposure. These domains are:

brain structure/neurology
motor skills

cognition

language

academic achievement

memory

B attention

B executive function, including impulse control and
hyperactivity

B affect regulation

B adaptive behaviour, social skills or social communication.

A FASD diagnosis requires objective evidence of severe
impairment of brain function in at least three of these ten
speci ed neurodevelopmental domains.

FASD occurs in all parts of Australian society where alcohol

is consumed. It has lifelong consequences and is extremely
costly to our health, education, disability and justice systems.
The personal costs to families living with FASD are enormous.
Early recognition and early therapy can minimise the adverse
outcomes often seen.

Many of the common physical characteristics associated with
FASD occur during the six-week period in early pregnancy when
a woman may not yet know she is pregnant. However, a
spectrum of disorders can occur depending on the frequency,
guantity and timing of alcohol exposure, genetic in uences,
maternal age and health and the use of other teratogens during
the pregnancy. FASD is thought to be the most common cause
of intellectual disability and birth defects in the Western world,
and it results in lifelong challenges for children and young
people with FASD and their families.



How does fetal alcohol spectrum disorder a ect learning?

There is an established research and knowledge base about
the effects of prenatal alcohol exposure on brain structure and
function, including memory, cognition, executive functioning
(forming, planning and carrying out complex or goal-directed
activities), gross and ne motor control, sensory processing,
language, and behaviour.

While there are many barriers and challenges to learning for
children and young people with FASD, it is important to frame
these challenges in a strengths-based educational context. Many
children with FASD have learning strengths around literacy and
practical subjects, such as visual arts, performing arts, sport and
technologies.?

It is important that educators cater to the speci ¢ needs of

each individual child and build personalised learning plans for
this diverse group of students. Children and young people with
FASD, who may or may not have a diagnosis, require supportive
practices, such as personalised learning and care plans and close
monitoring and evaluation of behaviours. The best starting point
is to ascertain their individual strengths and build from there.

Best practice teaching for children and young people with FASD
focuses on engagement and social and emotional learning. It is
important to provide learning opportunities that allow students
to experience success. It has been shown that success and
strengths-based approaches build emotional resilience, which is
especially vital to enable children and young people with FASD

to grow and better understand the boundaries of their abilities
and disabilities.

Some of the challenges children and young people with FASD
experience are listed in Table 2 (on page 16).

We need to acknowledge that there are people in our
community living with unique and complex needs, and
that it is upon us to become informed and educated
about the appropriate and respectful responses we can
provide to those children.

June Oscar AO, Aboriginal and Torres Strait Islander Social
Justice Commissioner

Children and young people with FASD experience a range of
developmental, learning, behavioural, social, emotional and
sensory dif culties, which create barriers to learning. These
have effects not only within the educational context, but also
on the acquisition of crucial social and other life skills. Although
they may have working/short-term memory dif culties, rote
learning and long-term memory can be strengths. It is thus
important to identify personal strengths, as these will become
the foundations on which to develop personalised curricula,
to encourage and develop further strengths, and to build
emotional resilience.

FLLT [ Ny

In Australia, FASD is
under-recognised
and often goes
undiagnosed. It is
often referred to as
a ‘hidden harm’.

Professor Elizabeth Elliott




Table 2: Challenges experienced by children and young people with FASD

Challenge Effects
Developmental FASD can cause signi cant delays in achieving developmental milestones such as toileting and hygiene skills, in some cases beyond
challenges the primary years.

Medical challenges Medical and health-related challenges include organ damage, sleep problems, eating and dietary dif culties, small stature, and
vision and hearing impairments.

Learning It may be dif cult to understand cause and effect, which affects social interactions and the ability to build strong social
challenges relationships, and increases the incidence of risk-taking behaviours.

There may be speech, language and communication delays or disorders, including verbosity, dif culty comprehending or expressing
information, poor social cognition and communication skills, and dif culty using sophisticated language in social contexts.

Cognitive dif culties may arise, including poor short-term memory.
Poor concentration and inattention may interfere with learning.
Understanding abstract mathematical concepts, such as time and money, may be dif cult.

Frontal lobe damage to the brain, associated with FASD, results in impaired executive functioning, including issues with the ability
to organise, plan, understand consequences, maintain and shift attention, and process and memorise data. Executive functioning
affects all aspects of daily life (see below).

Behavioural Hyperactivity, inattention, aggression, obsessions with people and objects, and agitation can cause anxiety and frustration for
challenges children and young people as well as parents and educators. These dif culties, although often seen as behavioural issues, can also
be related to sensory processing disorders (SPDs, see below), requiring occupational therapy input.

Social challenges Dif culties acquiring appropriate social and emotional skills affect the development of friendships, and any activity that requires an
understanding of the state of mind of others, and the ability to predict how this might affect their actions and responses. Reading
emotions and other non-verbal cues can also be dif cult.

Children and young people may not understand boundaries and can be frustrated by their own behaviour, seemingly unable to
control it, leading to poor self-esteem.

Emotional FASD may cause mood swings, which are common and dif cult to control.

challenges The need to rely on external prompts from adults can result in ongoing frustration.

Children and young people begin to identify the differences between themselves and peers (and vice versa), resulting in low self-
esteem. They are often bullied.
Secondary challenges, such as mental health problems, disrupted school experience, trouble with the law, inappropriate sexual

behaviours, and problems with independent living can result from lack of an early identi cation of needs, and lack of support and
intervention when children are in primary school.









Case study 1

An early childhood teacher expressed her frustration
at a pattern of behaviour in a pre-primary student
who refused to respond to directions when an activity
commenced and continuously swept objects off the
table in frustration.

The teacher repeated her directions, often raising her
voice with each attempt. This seemed to exacerbate
the situation, resulting in the child totally shutting
down and the teacher feeling lost and frustrated.

She was unaware that the child had an auditory
processing disorder on a background of hyperactivity
and that the repeated directions heightened the
frustration and made the situation worse for both of
them. Once the child was known to have an auditory
processing delay, the teacher responded by giving her
time to process directions, using fewer words along
with hand gestures to communicate the instruction.

She also began to implement consistent routines with
visual cues so that the child could predict classroom
processes. Once the child understood the activity she
could respond appropriately and participate fully.

The increased empathy and understanding from the
teacher improved communication and made it much
easier to build a positive relationship.

Table 3 (on page 20) lists common behaviours,
misinterpretations and characteristics of children with FASD,
which might be useful for teachers to use as a re ection tool
when planning for students in their classrooms.

When teachers better understand the behavioural implications
of the range of medical conditions that comprise FASD and
complex trauma, these understandings lead to a paradigm
shift in both teacher expectations and teaching and learning
strategies and environments. Teachers have a responsibility to
adapt and change what they do in order to respond to and
meet the needs of these children and young people with FASD
and complex trauma.

Learning cannot occur if we do not accommodate these needs.

When teachers
better understand
the behavioural
implications of the
range of medical
conditions that
comprise FASD
and complex
trauma, these
understandings
lead to a paradigm
shift in both teacher
expectations and
teaching and
learning strategies
and environments.
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Table 3: Common behaviours, misinterpretations and characteristics of children and young people with FASD

Behaviour observed

Could be misinterpreted as:

Should be interpreted as possibly:

Being non-compliant

Repeatedly making the
same mistakes

Not sitting still
Fidgeting
Being restless

Not working independently

Not completing
required tasks

e gosage® ..-—-‘
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Wilful misconduct
Attention seeking
Stubbornness

Wilful misconduct
Being manipulative

Attention seeking
Bothering others
Wilful misconduct

Wilful misconduct
Having poor parenting

’-----...----

Having dif culty translating verbal directions into action

Not understanding

Having had limited exposure to Standard Australian English (SAE)

Needing to have words/processes explicitly taught more than once

Needing to become familiar with ways of operating within the school environment to
understand expectations

Being unable to link cause to effect

Being unable to see similarities

Having dif culty generalising

Requiring medical screening for conditions such as uctuating hearing loss (otitis media)
Being multilingual (Kriol and other Indigenous languages) and requiring additional
support with SAE

Having neurologically based need to move while learning

Experiencing sensory overload

Not understanding personal space, and needing barriers and visual cues to de ne
appropriate distance

Needing explicit teaching of expected behaviours
Needing alternative strategies that help to calm them while they are concentrating
Being hyperactive

Having chronic memory problems

Being unable to translate multiple verbal directions into action
Not fully understanding what is expected

Needing additional scaffolding of instructions

—~osc®ugda ...'



Table 3: Common behaviours, misinterpretations and characteristics of children and young people with FASD (cont.)

Behaviour observed Could be misinterpreted as:  Should be interpreted as possibly:
Not completing homework Being irresponsible, lazy Having memory de cits
Not participating in class Having unsupportive Being unable to transfer what is learned in class to a homework assignment or a
activities parents/carers different context
Having an unsuitable home Being unable to link today’s decisions with future opportunities
environment Fearing failure, being unsure what is required, being unable to understand expectations
Requiring a supportive environment that can accommodate requirements and/
or coaching

Having cognitive dif culties

Often being late Being lazy, slow Not understanding the abstract concept of time
Having poor parenting Needing assistance to organise
Wilful misconduct Having limited resources, such as clocks, phones and other time-keeping devices
Displaying poor Having poor role models Being unable to interpret social cues from peers
social judgement Wilful misconduct Being unsure what social conventions are appropriate in different contexts
Being an abused child Not understanding the implications of actions
Being unable to feel or Not being able to read social cues
show empathy
Being overly physical Wilful misconduct Being hyper- or hypo-sensitive to touch
Deviancy Not understanding social cues regarding boundaries

Mimicking violent behaviours seen on television or home environment
Demonstrating immature egocentric thinking

Stealing Deliberate dishonesty Not understanding the concept of ownership over time and space
Lacking a conscience Being unable to generalise what’s wrong from one setting to another setting
Lacking respect
Sel shness



Table 3: Common behaviours, misinterpretations and characteristics of children and young people with FASD (cont.)

Behaviour observed Could be misinterpreted as:  Should be interpreted as possibly:
Lying Deliberate dishonesty Having problems with memory/sequencing

Displaying Being unable to accurately recall events

sociopathic behaviour Trying to please by telling you what they think you want to hear

Lacking a conscience Experiencing confabulation or disturbance of memory without the intention to deceive
Being egocentric Sel shness Only seeing the super cial or concrete level of social behaviour

Only caring about self Not linking cause and effect

Being unable to read social cues

Being volatile Having poor parenting Being exhausted from the stress of trying to keep up
Being easily triggered Having an aggressive nature Responding to trauma
Being short-tempered Feeling overwhelmed

Being extremely over-stimulated

Performing inconsistently Not trying hard enough Having chronic short-term memory problems
Being unable to generalise learning from one situation to another
Feeling overloaded
Experiencing sensory processing issues

Source: Adapted from C Blackburn, Foetal alcohol spectrum disorders: Focus on strategies. Building Bridges With Understanding Project, Sun eld Research Institute/Worcestershire County Council,
Worcester, 2009, p. 22; and Yukon Department of Education, Canada, Making a difference: Working with students who have fetal alcohol spectrum disorders, Government of Yukon, 2006.




The importance of respectful language

It is important that educators frame their understanding
about FASD in a ‘no blame and no shame’ context. We now
know that complex trauma is a powerful determinant of
alcohol use in many communities. In this sense, alcohol is a
form of self-medication, and women should not be judged,
shamed or stigmatised about alcohol use during pregnancy.
Alcohol causes the harm, not mothers. That said, FASD is a
neurodevelopmental and physical disability, as alcohol causes
structural, developmental and even cellular damage to the
brain in utero. Typically, the most common symptoms of this
brain damage seen by educators are behavioural challenges
and learning dif culties. Only 10% of children — those exposed
in the rst trimester of pregnancy — will have identi able facial

Table 4: Respectful language when talking about FASD

People with FASD

feature changes or birth defects associated with FASD. Children
with FASD may be slow to respond to stimuli, have dif culty
making decisions and have trouble doing tasks independently.

The language we use when talking about those affected
by FASD should be respectful, and promote dignity and
understanding of those with FASD and their families.

The Manitoba FASD Coalition comprises a group of Canadians
concerned about the relationship between stigma and FASD.
They have developed a guide to respectful language to provide
alternative words or phrases for those commonly used in society,
and this has been adapted in Table 4 for the Australian context.

Please use: Instead of: Why?
Person/ Suffering with FASD Many people who have FASD nd these words offensive because they imply that they are
individual with FASD not living happy, productive lives. People with disabilities prefer others to focus on their

Damaged by FASD

strengths and positive attributes. People with FASD don’t perceive themselves in negative

ways and aren’t looking for people to feel sorry for them.

Living with FASD The FASD community has removed ‘living with’ to re ect the language used to describe
other disabilities/conditions.

FASD kids FASD is not limited to children, and is not necessarily a lifelong problem. The FASD
community prefers to use ‘person- rst’ language. This means that you talk about a person
who has a disability (as well as many other traits) rather than presenting the disability as
the whole of who they are. Another example would be ‘a person with an addiction’ rather

than an ‘addict’.

(Innocent) victims or injured These words imply that there has been a perpetrator and are very negative towards
mothers. Many people with FASD do not blame their mothers, and they don’t want others
to. Birth mothers do not seek to harm their children. This language may jeopardise both a
woman'’s willingness to seek help and a child’s future relationships with their mother.
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Table 4: Respectful language when talking about FASD (cont.)
People with FASD (cont.)

Please use: Instead of: Why?

Affected/impacted by Af icted by The term ‘af icted’ presumes that the person does not lead a happy, productive life.
‘Affected by’ presents a more neutral tone to this disability.

Support person/circle/ External brain The term ‘external brain’ was created many years ago to give people an understanding

network/coach that someone with FASD may require coaching from others at times to help with certain

brain functions, like memory, problem solving, managing money or everyday living.
However, it has since been rejected by some as being offensive because it implies that
they need a whole new brain to be ‘normal’. A ‘support person’ is a more accurate and
neutral term.

Cognitive or Mentally disabled ‘Cognitive disability’ is a more respectful terminology to describe people who may have
neurodevelopmental cognitive challenges or a low IQ.
disability

Women who use alcohol during pregnancy
Please use: Instead of: Why?

Con rmed alcohol use Admitted to alcohol use The term ‘admitted’ implies that this is a confession of wrongdoing, and has a moral
judgement overtone. The term ‘con rmed’ is neutral.

Women who use Alcoholics/addicts

alcohol or drugs . . . . :
g Women who choose to drink Research tells us that women do not intentionally seek to drink to harm their unborn

children. Some women may be unaware of their pregnancy when drinking heavily. Some
women have addictions and mental health challenges and nd quitting extremely dif cult,
Bad parents despite pregnancy. Some women have abusive partners who pressure them to drink

while pregnant.

Parents/caregivers Don’t care about their children

Do not use these Poor choices , . .
T Shaming women with these words does not promote prevention efforts, but rather makes
replacements. Irresponsible women afraid to seek services that may help them.

Child abuser

-_— e —— BoOaoe S & -----‘

g -—-e



Table 4: Respectful language when talking about FASD (cont.)

FASD in general
Please use:

Preventable

Use with caution: Think
carefully about the context
and audience in which

the term ‘preventable’ is
being used as it can have
negative effects

It is safest not to drink
during pregnancy

A balanced approach/
focus on how supports/
adaptations have made
good things possible

Focus on
neurodevelopmental
disability

FASD with three
sentinel facial features

FASD with fewer
than three sentinel
facial features

Instead of:

100% preventable

Just one drink can cause FASD

Focusing mostly on challenges

Focus on facial differences

Fetal alcohol syndrome

(FAS), partial fetal alcohol
syndrome (pFAS), alcohol-
related neurodelopmental
disorder (ARND), alcohol-
related birth defect (ARBD),
fetal alcohol effects (FAE),
neurodevelopmental disorder-
alcohol exposed (ND-AE)

Why?

Saying ‘100% preventable’ oversimpli es a complex issue. While theoretically possible,
totally eradicating alcohol use during pregnancy, like all other alcohol-related harms,

such as addiction, is not a likely reality. This oversimpli cation removes all context in a
woman’s life and de nes the issue as a single, easy choice. In turn, this erodes society’s
understanding and compassion for an issue with multiple causal factors for many women.

There is no clinical evidence that having one drink during an entire pregnancy causes
signi cant harm. Conversely, there is also no clinical evidence proving lower levels of
alcohol use during pregnancy to be safe. This is why Australia supports the message that
‘it is safest not to drink during pregnancy’.

The public understands that people with FASD have challenges. A continual focus on this
creates a belief that these challenges are the main attributes of people with FASD. It is
optimal to take a strengths-based approach, focusing on positive attributes.

Everyone diagnosed with FASD has a neurodevelopmental disability, the effects of which
can vary from person to person. Only 10% of individuals with FASD have any physical
signs, such as facial differences. Focusing on those with physical differences implies that
they have a more severe form of FASD, which is not true.

As of 2016, only two diagnostic categories are recognised in Australia: FASD with three
sentinel facial features, and FASD with fewer than three sentinel facial features. The
diagnosis of FASD is understood to encompass any term used to describe alcohol-related
diagnoses in the past. The other acronyms are no longer used for diagnostic purposes.
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Table 4: Respectful language when talking about FASD (cont.)
FASD in general (cont.)

Please use: Instead of: Why?
Secondary challenges/ Secondary disabilities ‘Secondary disabilities” was created in the US several decades ago to describe the
effects/risks adverse life experiences that were documented to occur in individuals with FASD at

a disproportionate rate (mental health issues, addictions, criminality, unemployment,
poor school engagement etc.). New science suggests that mental health concerns and
addictions may be a primary part of FASD, but challenges that are not biologically driven
(e.g. homelessness) should not be termed a disability, nor are they speci ¢ to FASD.
Concerns like dropping out of school and criminality are more likely to occur in any
individual who has not been provided with adequate supports and understanding or has
not been diagnosed and provided with help early in life.

FASD is caused by FASD is caused by maternal When describing or de ning FASD, the least stigmatising approach is to move the
prenatal alcohol alcohol use/maternal emphasis away from the behaviour of the birth mother and shift the emphasis towards the
exposure/when an alcohol exposure substance of alcohol.

embryo or fetus is
exposed to alcohol in
utero/before birth

Adapted from Manitoba FASD Coalition, Language guide: Promoting dignity for those impacted by FASD, Manitoba FASD Coalition, Manitoba, 2017, www.fasdcoalition.ca/looking-after-each-other-

©

project/fasd-language-guide.



http://www.fasdcoalition.ca/looking-after-each-other-project/fasd-language-guide
http://www.fasdcoalition.ca/looking-after-each-other-project/fasd-language-guide
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Taking action

It is important to realise that educators are not alone in dealing
with students with FASD. To take action, seek the assistance

of school support and psychology services in the rst instance,
and involve other educators and school leaders in  nding out
more about the information and services available. These key
supports can also provide ongoing advice and input to meet
the needs of individual students and ensure quality teaching
and integrated care.

The brain injuries caused by alcohol are
incurable and have lifelong effects. However,
with appropriate early interventions, supports
and accommodations, positive outcomes can
be achieved.

Children and young people with FASD can learn, and teachers
must be very careful to use the knowledge and increased
understanding around FASD and complex trauma to inform
their practice and ensure they are delivering quality education
that meets the diverse needs of all students. Great gains can
be achieved when educators learn about FASD and complex
trauma, network effectively with the available range of support
services and adjust both the learning environment and their
teaching practice to meet the needs of this cohort of students.




The importance of early diagnosis

| just learned that I’'m not the problem. I have a problem.
| can deal with that.
15-year-old with FASD?

This heartfelt statement of self-understanding about his
condition is from a 15-year-old boy with FASD. It reveals a lot
about the effect that increased understandings can have and
also signals one important aspect of early diagnosis. Instead

of seeing himself as ‘the problem’, this boy has come to
understand he has a medical condition, which explains why he is
not like others his own age. Importantly, his self-understanding
brought him some relief from the constant frustration of not
being able to keep up with his peers. His observation that

‘I can deal with that’ is the bridge upon which more self-aware
and purposeful steps into his future can be planned. Without
early referral, assessment and diagnosis, a lack of awareness
by education professionals and families of a child’s dif culties
can lead to consistently unrealistic expectations, and the child
can become frustrated. The lack of a diagnosis can signi cantly
affect a child’s self-esteem. Inappropriate interventions can also
add to feelings of despair for the children and young people,
and their parents/carers and teachers.

The brain injuries caused by alcohol are incurable and have
lifelong effects. However, with appropriate early interventions,
supports and accommodations, positive outcomes can be
achieved. The diagnosis of FASD is complex, and ideally requires
a multidisciplinary team of clinicians to evaluate individuals

for prenatal alcohol exposure, neurodevelopmental problems,
and facial and other physical abnormalities, in the context of

a general physical and developmental assessment. Alternative
diagnoses must be considered, including genetic diagnoses and
exposure to other teratogens, such as lead or anticonvulsants,
which can also adversely affect the developing fetus. FASD

may co-exist with these and other conditions. The effects on
neurodevelopment of both physical and psychosocial postnatal
exposures, such as early life trauma, must also be considered.

A diagnosis of FASD requires evidence of prenatal alcohol
exposure and severe impairment in three or more of the ten

domains of central nervous system structure or function. A
diagnosis of FASD can be made in one of two sub-categories:

B FASD with three sentinel facial features, namely a thin
upper lip, smooth philtrum (the vertical grooves in the area
between the nose and upper lip) and decreased width of the
eye opening

B FASD with fewer than three sentinel facial features

FASD with three sentinel features replaces the previous
diagnostic term of fetal alcohol syndrome, but without a
requirement for growth impairment. FASD with fewer than
three sentinel facial features encompasses the previous
diagnostic categories of partial fetal alcohol syndrome (pFAS)
and neurodevelopmental disorder-alcohol exposed (ND-AE).2*

Early diagnosis of children and young people with FASD is vital
to their development, education and long-term life chances.
Thorough assessment enables identi cation of a child’s strengths
and needs.

Research shows that with early diagnosis, preferably before

the age of six, the required network of professional and social
supports can be put in place, and can produce signi cant
improvements to the quality of life of a child or young person
with FASD. Schools play a vital role in connecting families and
health services in ways that enable families to navigate the
referral and diagnosis processes. When working effectively with
families, educators can draw on knowledge of a child and focus
on accessing a range of therapeutic services.

The stigma associated with a label of FASD may be seen by
some as negative. However, without a diagnosis, children

and young people with FASD might be judged as being
noncompliant, uncooperative or unmotivated, when those
behaviours are in fact symptoms of a serious underlying medical
condition. An inaccurate diagnosis may also be harmful.

For example, stimulant medications for attention de cit
hyperactivity disorder (ADHD) may not help a person whose
attention de cits stem from prenatal alcohol exposure and
subsequent brain injury.
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Screening and
referral

Parental and/or teacher
concern is usually
followed by referral

to school support and
leadership teams and
health-based services
for screening and
assessments.

Diagnosis and referral

The particular steps and processes required to diagnose children
and young people with FASD will vary from school to school,
depending on the resources available and local arrangements.
Typically, paediatric and allied health services work together in
multidisciplinary teams to establish or refute the diagnosis and
to develop ongoing care plans (see Figure 4). This team will
usually assess children and include a paediatrician, occupational
therapist, speech pathologist and psychologist trained to work
with children. A range of other health professionals could be
consulted for their expertise; for example a geneticist, radiologist
or psychiatrist.

Figure 4: Three-step approach to diagnosis

Therapeutic
supports and
strengthening
family capacity

Multidisciplinary
assessment and
diagnosis

A multidisciplinary team
conducts an intake
meeting and makes a
series of assessments
prior to a diagnosis.

This encompasses
feedback to and from
families and schools,
and planning informs
ongoing therapies.
Ongoing observation
tailors adjustments for
individual needs.

Teachers, parents
and carers inform
this assessment and
diagnosis stage.

It is vital to obtain a careful and comprehensive medical
assessment and de nitive diagnosis to ensure that educators can
make appropriate adjustments based on accurate information.

As we have seen, diagnosis can also help the child understand
their own strengths and challenges, give parents/carers and
educators insights into why a child responds in certain ways,
and provide an evidence base from which to plan interventions.

1. Screening and referral

Concerns raised by parents and/or educators usually lead
to a referral to school and health services for screening and
assessment about neurodevelopmental problems.

An educator’s role is not to make the diagnosis, but rather to
raise concerns and work with the family, school psychologists
and other health professionals to inform a diagnosis.
Teachers describe behaviours rather than interpret why these
behaviours occur.

Educators play an important role in identifying behaviours

that may indicate triggered responses and other challenging
behaviours, and provide important information to increase
understandings of children’s behavioural and learning

dif culties. Allied health professionals and support services can
be informed by the student’s pro le, documented evidence and
observations that educators provide. This important process
leads to co-designed learning and care plans.



2. Multidisciplinary assessment and diagnosis

Once a referral is made, a multidisciplinary team conducts an
intake meeting and makes a series of assessments prior to
diagnosis.

This assessment and diagnosis stage is informed by educators,
parents and carers, and the quality of the evidence can greatly
assist the assessment process. Information from these meetings
is shared with the school when the parents and carers give
consent. It is vital to build relationships with families to ensure
there is no shame or judgement, but rather a shared willingness
to work together to nd the best early interventions possible.

An Aboriginal educator and grandmother cautioned educators
to get to know the parents/carers before coming to them

with concerns or recommending referral. Her advice was that
they see their children as normal and accept them without
judgement. Educators need to build relationships and trust
with parents and carers and ensure we are understood to be

seeking solutions and being supportive rather than judgemental.

We should take the time to make sure parents and carers
understand the assessment process and are fully informed.

A diagnosis emerges from the combined knowledge and
understandings of parents/carers and teachers, along with the
professional knowledge of the multidisciplinary team.

3. Therapeutic supports and strengthening family capacity

Once a diagnosis is made, individualised learning and care
plans are developed. Based on these plans, educators make
adjustments to their programs in ways that are appropriate for
individual student’s needs.

Many of these strategies are described in the folloiwng pages.

Educators play an important role in building on the knowledge
of what works with individual students and making sure these
understandings inform parents, and other health and education
professionals. This information is especially important as
children transition from pre-primary to primary to secondary
school settings.

The importance of an early diagnosis for a child with FASD
cannot be overstated. Parents and carers speak of the relief
when a diagnosis is achieved, as it provides an explanation for
a range of behaviours and learning challenges. It is the starting
point for a plan to meet the child’s needs in a coordinated,
compassionate and understanding manner.

Studies have shown that early detection and early
intervention ... can reduce the consequences of FASD
two to fourfold.

Dr James Fitzpatrick, Telethon Kids Institute

Teachers describe
behaviours rather
than interpret why
these behaviours
occur.




The most important
element of this
shared meta-
language is that

it allows teachers
to discuss
individualised
learning programs
from the strengths-
based perspective
of what children and
young people with
FASD can achieve,
rather than a deficit
model of what they
cannot achieve.
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Classroom strategies for educators

The last 15 years have seen an explosion in the international
research and literature around how educators can adjust

both the physical environment/classrooms and their teaching
programs and strategies to best meet the needs of children and
young people with FASD. Australian educators can now draw on
the lessons learned from colleagues in other parts of the world.
The United Kingdom, Canada and the United States have all
produced extensive support materials that draw on recent FASD
research and effective teaching and learning practices. Links to a
selection of these resources appears in Section 4.

Best practice in supporting children and young people identi ed
as having FASD is based on principles of:

consistency

simplicity

structure

repetition

routine

constant supervision
B valuing a child’s strengths.?®

In the following pages, some of the practical core elements

of successful school and educator practice have been drawn
together to assist educators with a signi cant cohort of children
and young people with FASD in their classrooms.

A range of teaching and learning strategies can assist teachers
meet the needs of this student cohort. Many of the successful
strategies addressing the needs of children with FASD and
trauma draw on the seven principles outlined above. The
strategies are grouped in terms of useful skills and development
domains, rather than learning areas. It is important that
educators use a shared professional meta-language when

describing both the symptoms of the condition and the
teaching adjustments required. By using this shared language,
educators share common understandings and become part
of a professional learning community focused on continuous
improvement and learning.

The most important element of this shared meta-language is
that it allows teachers to discuss individualised learning plans
from the strengths-based perspective of what children and
young people with FASD can achieve, rather than a de cit
model of what they cannot achieve.

The strategies are not arranged according to age or the
Australian Curriculum in order to ensure exibility and
appropriateness. There is a wide variation of developmental age
and ability among children and young people with FASD (see
Figure 5 on page 33). Personalising learning approaches to
individual needs is the best way to meet the needs of this group.
When some strategies are put in place to support individual
children and young people with FASD, often all students bene t
from the adjustments.

| nd that all students bene t from a classroom
environment that caters to individual student needs.

Educator

The advice that follows is relevant for:
B early childhood educators
Aboriginal educators

trainee teachers

newly quali ed teachers

special education teachers



B curriculum and leadership teams

B professionals responsible for supporting educators
or students.

The strategies should be seen as being interrelated and
holistic. They address cognitive, communication and emotional
development domains, as children and young people with
FASD need ongoing support in one or more of these domains
throughout their learning journeys.

A school needs to commit to collectively building capacity
and strengthening knowledge and understanding among its
staff. With such a whole-school approach, all are then better
equipped to respond.

Table 5 (on page 34) provides an overview of the range of
teaching and learning strategies that can assist teachers to meet
the needs of students with FASD. A more comprehensive list of
strategies can be found on pages 37 to 48.

Case study 2

An educator placed exercise bikes at the back of
the classroom. Children were taught that the bikes
were for their use when they felt anxious or needed
to self-regulate. At any time during the class, a child
could go to the back of the room, ride an exercise
bike and return to the class when they felt ready to
learn again. Some educators also spoke about using
a punching bag between classes to allow students
to decompress before moving into a new learning
environment or class.

Figure 5: The developmental age and ability of an 18-year-old with FASD

expressive
language

actual and 2 O

physical age years

reading
ability

16

years

living skills
11 years social skills
money & time . 7 years
concepts comprehension and
8 years emotional maturity
6 years

Source: Adapted from Jodee Kulp, www.betterendings.org.

33


http://www.betterendings.org

34

Table 5: Eight keys to working effectively with children and young people living with FASD

Principle Teaching and learning strategies

Concrete terms Children with FASD do well when parents/carers and educators talk in concrete terms, especially to children and young people
learning SAE as an additional language or dialect.

Refrain from using words with double meanings or idioms, e.g. ‘Jump on the computer’. The social-emotional understanding of
children with FASD is often below their chronological age; therefore it helps to ‘think younger’ when providing assistance, giving
instructions, etc. It is also important not to make de cit judgements.

Consistency Due to the dif culty that children with FASD experience in generalising learning from one situation to another, it is best to create an
environment with few changes. This includes consistency of language and routines. Educators and parents/carers should coordinate
with each other to use consistent language. Using communication books is an effective way of sharing what’s happening and
advising on language use and behaviours in classrooms and homes, and to guide everyone to focus on strengths rather than de cits.

Repetition Children with FASD have chronic, short-term memory problems. They forget things they want to remember, as well as information
that has been learned and retained for a period of time. In order for them to commit something to long-term memory, it often needs
to be repetitively re-taught. This can be frustrating for all involved, but sensitivity and positive reinforcement will create the best
learning environment.

Routine Stable routines and consistent visual cues that do not change from day to day make it easier for children with FASD to know what to
expect next, and decrease their anxiety, enabling them to learn.

Simplicity Remember to keep input short and sweet. Children with FASD are easily over-stimulated, leading to ‘shutdown’, at which point they
can take in no more information. When children are living with trauma, this tendency towards ‘shutdown’ is exacerbated. Break
down tasks, and always communicate the task in the positive: e.g. ‘We walk inside” instead of ‘Don’t run!’.

Speci c language  Say exactly what you mean. Remember that children with FASD have dif culty with abstractions, generalisations and * lling in the
blanks” when given an instruction. Tell them step-by-step what to do. This will help them develop appropriate habit-forming patterns.
Keep instructions concise and broken into achievable chunks.

Structure Structure is the ‘glue’ that enables a child with FASD to make sense of the world. If this glue is taken away, things fall apart. A
child with FASD achieves and is successful because his or her world provides appropriate structure as a permanent foundation
for learning. With these supports in place, a child with FASD can experience success, a vital element in developing self-worth and
self-con dence.

Supervision Due to their cognitive challenges, children with FASD bring a naivety to daily life situations. They need constant supervision, as with
much younger children, to help them develop habitual patterns of appropriate behaviours, and ensure their safety and wellbeing at
all times.

Source: Adapted from C Blackburn, Foetal alcohol spectrum disorders: Focus on strategies. Building Bridges With Understanding Project, Sun eld Research Institute/Worcestershire County Council,
Worcester, 2009, p. 3; and Yukon Department of Education, Canada, Making a difference: Working with students who have fetal alcohol spectrum disorders, Government of Yukon, 2006.



Case study 3

An experienced educator shared her strategies

for dealing with students who showed signs of
distress and frustration and who were often nding
themselves vulnerable in situations that escalated into
serious con ict or confusion.

In the rst instance she used a thumb sign (thumbs
up for ‘yes’, thumbs down for ‘no’) to communicate
with the child around whether they were safe or
hungry. Her observation was that often children
confused feelings of anxiety as hunger. So they would
go to her of ce and she would put a timer on and
give them something to eat and a drink of water, and
provide a safe quiet space where the child could calm
down. This familiar routine defused the situation and
provided an opportunity to learn more from the child
about what triggered certain reactions or responses.

Once the timer went off she would ask again
whether the child felt safe or hungry, using the
thumbs up or down gesture, which gave them a
language that allowed them to express what was
happening for them.

Once the child had calmed down, they were ready
for learning and to return to the classroom. Together
with the classroom teacher, they re ected on what
happened with a new, calm mindset and new
understanding and trust between child and educator.

Having explicit behaviour management frameworks,
such as the WA Positive Behaviour Support program,
with consistent language across the school enabled
everyone engaging with the child to reinforce the
same messages.

Whole-school approaches

Successful 21st-century schools build their professional learning

and development around a functioning community of practice,
where teachers are constantly planning together, sharing
strategies and successes, re ecting on their practice through
planned interactions with other teachers and support staff, and
constantly innovating around the results of these activities.

In the context of addressing the needs of children and young
people with FASD, a vital component in a whole-school
approach is a successful team approach involving representatives

from all of the main agencies working with the children and
their families.

Case study 4

Fitzroy Valley District High School have implemented inquiry-based learning (IBL) across
the primary classrooms (K-6). The leadership team, along with key IBL experts, developed
a two-year curriculum map or learning framework that is drawn from the Australian
Curriculum. This incorporates the general capabilities and cross-curriculum priorities, and
guides teachers to implement the inquiry methodology in a sustainable way.

All staff have undergone extensive training and are working together to implement the
Australian Curriculum through IBL. One teacher talked about how, once her students
were a part of such learning, they became more engaged and made connections from
one learning cycle to the next. She has also observed a reduction of FASD behaviours in
her classroom.

The dynamic learning communities being created and the re ective practice taking
place is very impressive. See the YouTube video by upper primary school teacher Lauren
Grinter: www.youtube.com/watch?v=yASUATAgOOY.


http://www.youtube.com/watch?v=yASuATAgOOY
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Personalised learning

Education research supports the need for increased personalised
learning. This paradigm shift has been unfolding for some years,
and is becoming embedded in mainstream teacher training.
Personalising learning for children and young people with FASD
and complex trauma is at the core of improving the life chances
of this group of students with vulnerabilities. David Hargreaves
pointed to the vital role that educators play: ‘Personalised
learning requires teachers and schools to respond to the needs
of individual students in a very targeted manner’.?

Children and young people with FASD need specialised support
to personalise their learning. Two resources can assist with this:

B The Australian Curriculum, Assessment and Reporting
Authority (ACARA) national curriculum documentation
includes advice about meeting the needs of students with
disabilities. This advice includes the requirement that all
students with a disability are able to participate in the
Australian Curriculum on the same basis as their peers
through rigorous, meaningful and digni ed learning
programs. Principals and schools should give consideration
to reasonable adjustments to ensure that students with
disability are provided with opportunities to participate
in education and training on the same basis as students
without disability. Before any adjustments are made
consultation takes place between the school, student and
parents or carers.?’

B The Early Years Learning Framewaork describes the principles,
practices and outcomes that support and enhance young
children’s learning from birth to ve years of age, as well as
their transition to school.?®

The advice in both these documents is built around the

notion of adjustment within a differentiated curriculum. Many
educators have been adjusting their teaching and learning
approaches to meet the cultural and linguistic needs of a diverse
cohort of students for many years. The advice also echoes the
literature about how to best address the needs of children and

young people with FASD and complex trauma, with its focus on
engagement within a strengths-based pedagogy.

The key elements of personalised learning in the context of
children and young people with FASD are:

B identifying strengths and building from them

B setting realistic, ambitious and achievable objectives

challenging personal targets

using rapid intervention to keep students on track

ensuring constant and responsive assessment to monitor and
maintain progress.

Many schools across Australia are building school cultures and
creating learning environments with high expectations to best
meet their school and community needs. This means having
high expectations of all staff and supporting them to deliver
quality teaching and learning to all students. It means building
on a strengths base and striving for quality outcomes for all
children. It means working with community, including families,
and other support and health services to achieve the best
possible outcomes.

With signi cant numbers of students with FASD and complex
trauma in many classrooms, it is vital to ensure that inclusive
approaches are instituted for this cohort of students. De cit
thinking models automatically result in lowered expectations,
often unconsciously. It is important for educators to maintain
high expectations and ensure they deliver high-quality education
that meets the diverse needs of the students they teach.

The Stronger Smarter philosophy is highly recommended for
all schools considering whole-school change. This approach
focuses on four key elements: taking responsibility for change,
using a strengths-based approach, embracing a positive
Indigenous student identity, and building high-expectations
relationships.?®



Strategies to support cognitive and communication development

Children and young people with FASD and early life trauma
often experience developmental delays that affect the way

they are able to function in the classroom. Often, underlying
medical issues affect their ability to engage with mainstream

curriculum. Sensory processing disorders can lead to inattention,

hyperactivity and distractibility. Often these issues accelerate

in the secondary school setting as the delays become more
apparent. Students with FASD often prefer the company of
younger students due to these developmental delays. Again, it
is important that teachers are able to recognise and identify the
behaviours that point to SPDs, and provide appropriate support
to help children and young people with FASD progress through

A child may learn something one
day and not remember it the next
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the curriculum — addressing their needs while maintaining high
expectations.

The following teaching strategies support cognitive and
communication development, and are based around:

communication
literacy skills

abstract concepts
money and time
number sense
executive functioning

sensory processing challenges.
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Communication: Break it down \“ o=

Notes

Strategy

Provide opportunities for small group work. This will provide a secure environment in which children and young
people may feel more con dent to ask and respond to questions than they would in large-group situations.

Provide a space for children to work alone without distractions.

Enlist the support of Aboriginal educators in the classroom to interpret and reinterpret Standard Australian English
instructions into the students’ rst language, such as Kriol or Aboriginal English.

Break down instructions into chunks. Keep instructions as short as possible, provide them one at a time, and
reinforce with visual cues.

Break down tasks into small achievable steps, starting with what the student can already do.

Provide concrete examples of what you are teaching. Allowing the student with FASD to touch, see and/or feel
something will help him/her to succeed in learning what you are teaching. However, appropriate safety precautions
must be taken. This is particularly so for practical subjects such as science, where the need to touch and feel
objects can lead to dangerous situations. Provide individualised instruction with the student before the class to
ensure that safety messages are understood, which can reduce impulsivity and reduce risks.

Use the student’s own life experiences and knowledge when teaching new ideas. This will give them a reference
point to support their learning and make connections with their prior learning.

Provide visual aids (such as pictures, symbols and timetables) to reinforce instructions and tasks (for both primary
and secondary students).

Make visual timetables concrete by including photographs of the children doing activities rather than symbols or
drawings (for both primary and secondary students). As a child’s pro ciency with reading progresses, you can rely
more on the written word.

Use consistent language throughout the school. For children with more complex communication needs, use hand
gestures or other communication supports.

Use positive language. Tell children what you would like them to do rather than what you would not like them to
do. For example, say ‘We walk inside’ rather than ‘Don’t run’.

Avoid confusion by being direct. Instead of saying ‘Do you know where your pencil is?’, say ‘Where is your pencil?’.
Give one instruction at a time. Check for understanding.

Scaffold key words/concepts for a topic and discuss separately before the topic is introduced to the whole class.

Ensure that language used in the classroom re ects the language used in tests and exams, to avoid confusion.

38



Literacy skills: Target teaching and be explicit

Strategy

Literacy blocks with consistent routines are effective ways to embed targeted teaching in everyday classrooms.
Build a repertoire of techniques that are predictable in order to provide scaffolding to all children, especially
children and young people with FASD and complex trauma.

If children have dif culty learning to read, encourage them to build up a sight vocabulary by using a multi-sensory
approach such as ‘Look, Cover, Write, Check’. Expect to repeat words frequently.

The ability to build a story by sequencing symbols and pictures is a simple way to build con dence. Use a range of
techniques to build social stories.

Encourage the enjoyment of books at a level that is developmentally appropriate to the child. Picture books and
graphic novels without too much text may be more appealing regardless of age.

Provide children with a journal where they can record their reading at school and home. Ensure that reading
targets are broken down into achievable steps (perhaps two to three pages at one sitting). Provide two or three
comprehension questions for them to answer about the text. Segment the testing — one item at a time.

If children have dif culty with the direction of the text, use coloured stickers to indicate the correct direction.
Explain that we start at ‘green’ and stop at ‘red’.

Allow opportunities to tell or record stories pictorially as the children may not be ready for lengthy writing. Story
boards are also a helpful tool.

Consider colour-coding words for sentence construction. For example, nouns could be red, verbs yellow and
adjectives green (taking into account the children’s own colour preferences and ensuring they are not colour-blind).
This works well when used with writing frames (a guided response template). Portable tablets such as iPads offer a
useful platform for this type of work.

Use pictorial dictionaries where possible to aid vocabulary development.

Provide audio recordings of a variety of texts, such as literature and social stories.

Provide a laptop or mobile device and/or scribe if necessary for written work. This can help to improve enjoyment
of a task and improve concentration and engagement. Headphones can be useful to assist with minimising
distraction.

Consider using mind maps to help children to organise thoughts and tasks and help embed understanding of
subjects and tasks.

Use writing frames or scaffolds for written homework to provide a clear structure and concise organisation
showing what to put on the page and where. This makes tasks more manageable.

Consider other methods of recording progress, such as drawings, photos, graphs and video for children who nd
lengthy writing tasks dif cult.
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Abstract concepts: Make it concrete

Strategy Notes
Demonstrate a concept (show rather than tell), and be prepared to repeat the demonstration/instruction constantly.

Provide concrete examples of abstract concepts, such as number lines, an abacus for understanding place value,
and real objects for counting in sequence.

Create a visual journal that documents learning.

Use art projects to make abstract concepts more concrete. Use coloured sand to teach students about volume.

Use ICT as a visual representation of number rules and mathematical concepts. Computer-based learning programs
may work well because they are repetitive and visual and provide immediate feedback, coupled with a hands-on
learning experience.

Teach cause and effect with the use of three-dimensional tactile resources, such as pop-up toys, scented bubbles,
jigsaws, and books with sound effects.

Use vertical number lines instead of horizontal number lines so children can visually identify that adding results in
numbers going up and subtracting results in numbers going down.

Plan games and activities involving right and left instructions.

Plan physical activities involving mathematical concepts such as number, positional language, colour and shape, as
movement can aid memory retention.

Use consistent language for all concepts and in all classrooms/lessons. For example, do not say ‘nought’ one day
and ‘zero’ the next.

Use one or two maths problems or questions on a page, with plenty of white space between. Too many problems/
questions on one page might look overwhelming.

Include children’s names in word problems.

Make mathematical process cards by highlighting examples of mathematical processes (e.g. multiplication, division
and subtraction) broken down in a step-hy-step process for the child to refer to as a reminder.

Avoid mixing addition and subtraction, multiplication and division problems on the same page. Ensure that the
operation symbol is in large and bold type so that it is clear what the child is expected to do.

Questions and problems involving a story that needs decoding is an extra task that may be overwhelming. Allow
extra time and provide additional scaffolding and guidance.

Provide graph or lined paper to help children to line up mathematical problems more easily.

Expect learning to take place at a slower pace, make teaching interactive, and allow children to talk through
mathematical processes and problems, as this may help with memory.
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