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Overview of Guide

This resource has been developed as part of the work of a Systemic Advocacy Project funded by the
Department of Communities (WA). This resource aims to promote awareness of Autism in health services, by
providing key information about Autism, as well as suggested support strategies and practice adaptations.

People with Autism have difficulty in accessing services. Improving knowledge and understanding of Autism,
and a commitment to providing support and care to Autistic people can make a very powerful difference

A note on language: This resource uses both person first (‘person with Autism’) and identity first (‘Autistic
person’) language, to respect the different preferences within the Autism community

Additional information and resources about Autism can be found at the Autism Association of Western
Australia’s website: www.autism.org.au

This guide sets out to provide key information about the following areas:
e What is Autism?

e Autism and Mental Health

Practice Guidance: Characteristics of Autism and Suggested Support Strategies
Practice Accommodations

Additional appendix documents:

e Supporting People with Autism Poster

e Communication Cards

¢ Signs of Autism in Teenagers and Adults
e Autism in Womens and Girls Poster

e Know My Spectrum

e Preparing for an Appointment

e My Medication Review Guide

e Accessing Mental Health Supports
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What is Autism?

Autism, also known as Autism Spectrum Disorder (ASD),
is a complex and lifelong neurodevelopmental condition Restricted

[ [ i i Interest
It is estimated that about 1 in every 100 Australians nlerests

has Autism

Autism is a very heterogeneous condition. No 2 people
experience Autism in exactly the same way. However,
Autistic people will experience the following traits in some
form: difficulty with social communication and interaction,
and restricted, repetitive patterns of behaviour.

Difficulty in social communication affects social
interactions, using and understanding nonverbal
communication, social imagination, and the ease of
making and maintaining friendships

Rigid and repetitive patterns of thinking and behaviour may
present as difficulties with coping with change, intense
interests and sensory processing differences Communication

ASD as defined by the Diagnostic and Statistical Manual of Mental Health Disorders-Fifth Edition
(DSM-5) has replaced other diagnostic labels (e.g. Asperger’s Syndrome, Childhood Autism, Pervasive
Developmental Disorder)

The term ‘spectrum’ is used to describe the diverse range of characteristics and abilities of autistic people

e Level 1 ASD denotes an individual requires support, Level 2 denotes a substantial support need, and
Level Three denotes a very substantial support need

¢ People with Autism may have a co-occurring intellectual disability, language impairment, or other
neurodevelopmental conditions, e.g. ADHD. However, most individuals with Autism have normal or
above average 1Q, and a number are in the very superior range of intelligence, or are gifted.

e ‘High’ and ‘low’ functioning labels should be avoided. It is established that individuals traditionally called
‘high functioning’ in the context of normal 1Q/language still experience a significant functional disability.
Similarly, the label of ‘low’ functioning fails to promote awareness and consideration of an individual’s
capabilities and strengths.

¢ Many individuals in our community with Autism are undiagnosed. Females with Autism are particularly
vulnerable to being overlooked or misdiagnosed, especially those without intellectual disability or
language impairment

e Finally, and importantly, Autism is not just about challenges. The Autism community is vibrant, inclusive,
innovative, eclectic, passionate, and celebrates strength in diversity.

“If you’ve met one person with Autism, you’ve met one person with Autism”
Dr Stephen Shore

Autism

association of WESTERN AUSTRALIA




Autism and Mental Health

Research conducted by Amaze in 2018 found that 52% of Autistic people surveyed reported feeling socially
isolated. They also reported high levels of negative day-to-day interactions: 81% have experienced being
stared at; 61% have experienced negative responses like people ‘tutting’ at them or shaking their heads;
and 48% have experienced social rejection.

Individuals with ASD are at increased risk of developing a broad range of mental health conditions. It

is estimated that up to 8 in 10 people with ASD have a comorbid mental health condition. Up to 40%
experience 2 or more mental health conditions. Co-occurring depression and anxiety disorders are
particularly common. Of particular concern, suicide has been established as a leading cause of premature
mortality in the Autism population, with rates of completed suicide estimated at nine times that of the
general population. Autistic people have thus been recognised by The National Institute for Health Care
Excellence (NICE) guidelines on Suicide Prevention as a particularly high risk group

Other clinical populations with elevated rates of co-occurring ASD are found in Eating Disorders; Anorexia
and Avoidant Restrictive Food Intake (ARFID) and Gender Dysphoria (particularly female to male trans
people). Autistic people also experience higher rates of psychotic symptoms and psychotic disorders

However individuals with Autism may experience particular challenges in accessing treatment for their
mental health conditions, particularly for those with additional intellectual or communication impairments.
These individuals are vulnerable to diagnostic overshadowing; ie a misattribution of symptoms or
behaviours to challenging behaviours associated with their disability, rather than considering emergence of
a co-occurring mental health or medical condition.

Even in the absence of an intellectual disability or language impairment, Autistic people may find it hard to
identify and describe emotions or express their needs

Characteristics of Autism may also affect the way that mental health conditions present, adding
complexity to assessment. Individuals may also present through mental health services in adolescence
or adulthood due to emergent co-occurring mental health conditions where underlying ASD has not been
previously diagnosed.

Lack of earlier recognition is likely to contribute to their distress via lack of education and understanding
about their individual needs and challenges, and associated delayed access to tailored support and
interventions. NICE guidance outlines that anyone in contact with mental health services with signs

of Autism, another neurodevelopmental condition like ADHD, or significant longstanding difficulties in
education, work or establishing relationships, should be screened for ASD. This indicates a need for
increased education for healthcare professionals, to ensure clinicians are knowledgeable about Autism and
mental health difficulties, and understanding of the unique challenges associated with being an Autistic
person with a co-occurring mental health condition

©Autism Association of Western Australia

Autism

association of WESTERN AUSTRALIA

U
o




CHARACTERISTICS AND IMPACT

STRATEGIES

Communication and Social Interaction

Communication differences have always been considered a core feature of Autism and are often
broken down into 2 categories:

e Receptive communication involves the ability to make sense of what others mean through
their verbal language, facial expression, body language and other non-verbal cues

e Expressive communication refers to how we express our needs, wants, thoughts, ideas, and
feelings to others

e Communication involves a sender and a receiver of information — making it inherently social. In
social situations there are many nuances that guide our interactions with others, and unspoken
rules that change based on the situation and people involved. People with Autism often find it
difficult to recognise and understand social cues and may not instinctively know how to adjust
their response to suit different social contexts.

Trouble joining in social situations (e.g. difficulty initiating interactions or responding to the social overtures of others)
Conversational difficulties

Misreading social cues or the unwritten rules of social interaction

Vulnerable to being misinterpreted aloof or rude, due to difficulties with social approach, or omitting social conventions like
greeting and farewell

Difficulty with social imagination

Difficulty understanding other people’s perspectives, intentions and feelings

Difficulty understanding abstract language or sarcasm

Difficulty making and keeping friends

Reduced range or intensity of facial expressions may result in the person appearing ‘hard to read’ and therefore vulnerable to
others not noticing when they are upset or stressed, or underappreciating the degree of distress

Missing nonverbal cues in others (e.g. misinterpreting cues, or missing opportunities to observe nonverbal communication in
others due to reduced eye contact), contributing to social misunderstandings

Practice Tip:

In a clinical context be aware that the social interactions attached to attending an appointment, particularly in a mental health setting
where the bulk of interaction is conversational, is likely to be challenging. It is likely to significantly impact the ease of tasks like
conversing, asking and answering questions, making a requests for help, and practical aspects like making or receiving telephone
calls to schedule appointments or as part of case management activities.

Allow support people to attend with the person if desired
Clearly explain the purpose of the interaction and what they can expect to happen in the appointment

Be aware of the possibility of delayed processing speed and that spoken language ability may be more advanced than receptive
language/understanding

Take time. Allow extra time for the individual to process what you are saying
Allow extra time to respond to questions

Simplify, reinforce key messages and be specific

Avoid multiple part questions

Avoid lengthy, complicated explanations

Avoid proposing hypothetical or imagined scenarios

If observing difficulty answering questions, try offering choice “Is it ‘X’ or *Y'?”

Be precise and specific in communication about recommendations and plans e.g. when to return, do not use vague terms like
“when you feel ready” or “if things do not improve”

Appreciate that sarcasm or use of non-literal language may be misunderstood (taken at face value). Avoid idioms and metaphors

Supplement follow up phone calls with text, or ask if the person would prefer involvement of a support person to assist in
organising appointments or facilitate follow up

Be aware that group interactions with unfamiliar people are likely to be more stressful, and more structure may be required to
facilitate groups

Facilitate alternative methods of communication (e.g. writing things down, visual supports, communication cards)

Do not insist on eye contact

Do not assume your nonverbal communication cues are being perceived and understood.

Do not rely on your nonverbal communication to convey a point, instead verbalise the message

Do not make assumptions about the feelings of the person with Autism based on their expressions or body language - clarify by asking
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Repetitive Behaviours and Restrictive Interests

Strong interests are also often associated with Autism. Sometimes people talk about ‘intense’ or
‘restricted’ interests. Everyone has interests and things they are passionate about - items we are fond
of, activities we enjoy and topics we love to talk and learn more about. This is important for making
us feel good and adding to our sense of purpose.

Many people with Autism often have interests and passions that are a lot more intense and focused
than others experience, often from a young age. Some people with Autism also become attached to
objects, or parts of objects, and an interest in collecting is also quite common. Interests can change
over time or be lifelong.

Repetitive actions involve doing or saying something over and over again. Depending on the person,
these repetitive behaviours may be very obvious or quite subtle and can include movements,
sounds, routines and rituals

There may be an intense need for familiarity or routine, and marked distress when the environment
changes or routines are disrupted. There may be marked difficulties with coping with change or
managing transitions.

e Trouble with transitions or switching between environments or tasks
e Strong need for predictability
e Strong preference for familiarity and sameness, and distress with change

e |Insistence on sameness (e.g. eating the same food every day, sitting in the same spot, wearing the same
clothes or taking the same route)

e Trouble with flexibility or adjusting plan (e.g. distressed by things not occurring at specified time)
e Need for information and plans to be precise and specific

e Routines that can’t be deviated from

e Rituals (need to do thing in specific order in a specific way)

e Repetitive language (e.g. echolalia or formal speech)

e Repetitive movements (e.g. hand or finger mannerisms)

e Enjoyment of repetitive motions (e.g. clicking pens, opening and shutting things)
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e |Interests that may appear unusual (e.g. atypical for age, very specific or narrow) or unusually intense
e Enjoyment of systems (categorising, arranging and collecting)

e Provide structure and predictability

e Avoid unnecessary change and be consistent (e.g. regular clinician, use same appointment room, schedule regular
appointment times and duration of appointments)

e Provide advance warning when change is expected

e Allow time and assist in preparing for change

e More gradual and supported transitions between or from services

e (Celebrate and harness areas of interest to promote engagement and seek to build and expand on these

e Use interests to foster relationships, study and work goals

e Be aware that an increase in repetitive behavior (e.g. echolalia, pacing, mannerisms) may signify increased stress
e Understand some repetitive behaviours may be self soothing behaviours and need not be discouraged

e Do not discourage ‘fidgeting’ (e.g. fidget cubes, playing with items in hands; it may be relaxing or promoting
concentration)
e |f there are issues with following instructions, for example taking recommended medication, consider if there is an

issue around routine disruption or a change in the look of the medication that is causing a problem (e.g. disrupting
‘insistence on sameness’)
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Learning Style

Learning style refers to how we interpret information from others and our environment, and how
we apply this information to different situations. Many people with Autism may have exceptional
cognitive skills, however struggle with flexible thinking, shifting attention, or filtering out irrelevant
information.

Learning style takes into account theory of mind, central coherence, and execitive function skills,
which are skills that many people with Autism may struggle with

Theory of Mind: a term used to refer to the awareness that other peoples’ minds are different from
our own, or the ability to see things from another person’s point of view

e Central Coherence: pulling information together and making sense of it based on the situation
or circumstance, and being able to look for the ‘big picture’ and overall meaning, rather than
getting side-tracked by the ‘nitty gritty’ or tiny details

e Executive Function Skills: help us to organise, focus, remember and respond appropriately
to multiple internal and external messages, and use this set of mental skills to manage our
thoughts, actions, and emotions so that we can get things done. Problems with executive
functioning can underpin significant functional difficulties in activities of daily living.

e |iteral or black and white thinking style

e Excellent factual memory for interests

e Attentive to small details and patterns

e Trouble seeing the “big picture”

e Problems with initiation, planning, organisation and problem solving

e Gets “stuck” on tasks

e Difficulties with initiation, planning, sequencing, organisation, transitions, self monitoring and emotion regulation

e Difficulty processing verbal information, particularly under stress or too much at once

e Break down information

e One instruction at a time

e Use visual supports to harness visual information processing strengths
e Use organisational systems e.g. planners, lists or timetables

e Provide written reminders and prompts e.g. SMS reminders

e Assist with transitions and what to expect e.g. “first” and “then”

e Assist with problem solving; do not assume they “can work it out”

e Coach in emotion recognition and regulation techniques
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Sensory processing

Sensory processing refers to the way the nervous system gathers, understands, organises, and
uses information from our senses (e.g. sight, hearing, touch, taste, smell, balance and body
awareness), and turns it into a response

It is now widely accepted that people with Autism process the information provided by their
senses differently to others. These sensory differences may result in unusual or unexpected
behavioural responses and can be affected by a person’s sensory sensitivities and preferences,
environment, overall health and stress levels at any given time. Some people may quickly respond
to just a tiny amount of sensory information (over-responsive), while others may be slower to
respond because they need more sensory information (underresponsive).

Unusual sensory responses

All sensory systems may be affected i.e. auditory, visual, tactile, olfactory, gustatory, proprioceptive, vestibular,
interoceptive

Senses may seem heightened (e.g. loud noise is painful) or dulled (e.g. reduced pain perception)

There may be both sensory aversions and sensory preferences

Sensitivity to touch, bright light or colours, noise or odours in environment

Experiencing sensory ‘overload’ in stimulating environments and becoming dysregulated or needing to withdraw

Seeking sensory input e.g. big body movements like bouncing or rocking, bumping against things, seeking deep
pressure (e.g. weighted blanket), feeling materials

Reduced pain perception or ‘high pain threshold’

Fussy eating

Difficulty with interoception leading to difficulty interpreting bodily sensations (e.g. recognising hunger, tiredness)
Difficulty with interoceptive awareness resulting in difficulty recognising and labelling emotions.

Find a quiet space

Encourage use of preferred sensory items (e.g. headphones, sunglasses, tactile items)

Consider if the room is overly bright or overstimulating with colour or patterns that can be removed
Consider whether dimming lighting may assist

Avoid strong odours in environment (e.g. cigarette smoke, perfume)

Avoid unnecessary physical touch

Show and model physical assessments with a sensory aspect e.g. show what will happen with a blood pressure cuff,
invite person to hold it to feel inflation first before applying it to the person

Consider if there are sensory issues that may impact on taking medication (e.g. the intraoral feel, taste, requirement to
take with certain foods if food aversions are present)
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Adaptions to Environment and Routine Practice

The following strategies are recommended for supporting people with Autism:

Anticipate individuals with ASD are likely to have difficulty initiating and maintaining contact with a
clinician or service, and need proactive follow up

Consider if email or text messaging is preferable over phone communication

Facilitate and encourage the involvement of support people, such as family

Offer appointments at the less busy time of day

Suggest a quiet place to wait, and try to minimise wait time

If running late in the clinic ask someone to let the individual know

Find out about and accommodate sensory needs (e.g. consider noise, lighting, odours in environment)

Consider using the ‘Know My Spectrum’ resource to develop an individualised profile of your
clients specific needs

Provide written information that has been adapted for people with ASD (for resources like adapted
psychoeducational materials or medication information visit the Autism Association’s Mental Health
webpage: www.autism.org.au).
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e Supporting People with Autism Poster

e Communication Cards

e Signs of Autism in Teenagers and Adults
e Autism in Womens and Girls Checklist

e Know My Spectrum

¢ Preparing for an Appointment

e My Medication Review Guide

e Autism: The Positives Poster (from University of Leeds)
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