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Acknowledgment of Country

We acknowledge that we are hosting this
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Traditional Custodians of the lands on
which you are all joining us from today.
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and present and extend that respect to
other First Nations peoples across
Australia.
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Assessment and collaboration
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All Behaviour is Communication
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What are Behaviours of Concern?

‘Behaviours that:
 Create barriers to children’s participation in the community
« Undermine children’s rights, dignity or quality of life
« Pose a risk to the child’s safety or the safety of people are around them.’

Australian Institute of Family Studies, 2024

(‘Behaviours of such intensity, frequency or duration that the physical safety A
or emotional wellbeing of the child, or others around them, is at significant
risk (beyond what is usually expected for the child’'s developmental stage).’

NSW Department of Communities and Justice
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Hierarchical Assessment

Medical

Psychiatric

Functional

Photo by Patty Brito Photo by Nik Photo by Volodymyr Hryshchenko on Unsplash



https://unsplash.com/@pattybphoto?utm_content=creditCopyText&utm_medium=referral&utm_source=unsplash
https://unsplash.com/@helloimnik?utm_content=creditCopyText&utm_medium=referral&utm_source=unsplash
https://unsplash.com/@lunarts?utm_content=creditCopyText&utm_medium=referral&utm_source=unsplash
https://unsplash.com/photos/three-crumpled-yellow-papers-on-green-surface-surrounded-by-yellow-lined-papers-V5vqWC9gyEU?utm_content=creditCopyText&utm_medium=referral&utm_source=unsplash

Contributing Factors and Underlying Causes
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Functional Behaviour Assessment

Why is the behaviour occurring?
e Setting conditions
* Triggers
* Maintaining factors

Behaviour is communication
—How are they feeling?
—What need is not being met?
—What do they want to get/ get away from?
—How do we know?
—Who can we ask to find out more?
—How can we validate their experience?

Step 3
Develop a
Behaviour

Response Plan

Step 2

Develop an
Individual

Behaviour Plan

Step 1

Set up an Autism Friendly

Environment and put in place

individualised supports

Source: Autism Spectrum Australia




Positive Behaviour Support Framework

* Human Rights
* Improving quality of life
* Strengths-based, person-centered and family-centered

Collaborative — child, parent and others that know them well

Data-driven, including functional behaviour assessment

Pro-active, environmental strategies, skill building

Response plan

Implemented and reviewed across the lifespan



Positive Behaviour Support Process and Plans

P v e

tl’rumptl additional guidance and instructions for use are offered throughout the template.

Delete these prompts prior to finalising the Comprehensive Behaviour Support Plan.

Comprehensive Behaviour Support Plan
CONFIDENTIAL

Person details

Person’s name: MDIS Participant #:

Date of Birth [age): Gender:

Address: State or Territory:
Plan dates

Comprehensive BSP B5P Review date:

date:

Practitioner and provider details

NDIS Behaviour Contact details:
Support Practitioner:

Specialist Behaviour Registration 1D:
Support Provider:

_

Contents

Consultation .

Other Sources of Information..

About the PErson. ...

Risks of REFM (e

Why the BEREVIOUN GCOUTS Lo

GO ettt s e

Proactive STrateEies . oo e

Skill development

Response strategies..

Regulated Restrictive Practices ...

Practices to be ceased immediately .o

Implementation sSUppert, MONItOMNE SN FEVIEW e s e s e sm e e
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Purpose

The purpose of this Comprehensive Behaviour Support Plan s to:

# Respect and uphold the person’s rights and dignity.

# Improve quality of life and support progress towards pasitive change.

# Provide detailed and holistic information about the person with diszbility and their needs.

# Provide person-centred, progctive and evidence-informed strategies such as environmental

R

changes and skill development to improve overall quality of life, seif-determination and address

the underlying function(s) of the person’s behaviour,
# Provide response strategies to keep the perzon and athers safe.

# Where relevant, identify any regulated restrictive practices us=d and haw they will be reduced
and eliminated. Note restrictive practices should only be used as a last resort and may not be
necessary to minimiss the risk of harm.

Source: https://www.ndiscommission.gov.au/providers/
understanding-behaviour-support-and-restrictive-practices-providers
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Behaviour Support Process

Everyday environments
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safeguards ,g‘Zi: R relationships

| CHILD/YOUNG &
) PERSON AND A
FAMILY

Inclusive
environments

'‘We can't comae In with a magic wand and quick fix to Instantly fix the
porceived problem, It's bullding those relationships with the families
we're working with and understanding what their daily lives are like,
but also establishing good relationships and partnerships with the
centres we're working with, It's a long term process that we need
to work collaboratively on, and It's about knowing the child.'

Understanding behaviour support practice

n



Services and Supports

Current pathways are difficult to navigate and often do not meet the needs of the family.
Community services in this space need more training to feel confident in better
understanding and supporting children and young people with intellectual disability that
present with behaviours of concern (Pillai et al, 2022).

Teams can include:
e Schools

* Child and Adolescent Mental Health Services
« Community-based services

* NDIS - Behaviour Support

* Allied Health

* Informal supports (family, friends, community)
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Aggression and self-harm



Mental Health and Behaviours of Concern

The relationship between behaviours of
concern and mental health conditions is
complex.

In the context of young people with
intellectual disability, behaviors and
manifestations of mentalillness can easily be
misinterpreted.

Behaviours of concern and mental ill health
are both common in younger people with
intellectual disability.

They may co-exist and interact. We need to
have a clear understanding of how they relate
to one another.




Mental Health and Behaviours of Concern

Behaviours of concern may be present or absent at baseline in a young person with
Intellectual disability

In the context of new onset or relapse of mentalillness, behaviors can appear for the
first time or be worsened.

If they are associated with a mental illness they can have various relationships to the
illness:

* a core feature of mentalillness
(e.g., aggression and self-injury may be a feature of depression)

* as an atypical feature of a mentalillness

(e.g., repetitive skin picking may be part of an underlying obsessive-compulsive
disorder)

* a hon-specific manifestation in the context of distress/activation associated with a
mental illness.



Mental Health and Behaviours of Concern

In the context of behaviours of concern, a mental health condition
may be overlooked.

This is called ‘diagnostic overshadowing’

This is more likely in a person with additional communication
needs, severe disability or when clinicians are inexperienced or
don’t know all the information about the person.

Less commonly, behaviours of concern can be mistaken for a
mental health condition.



Mental Health and Behaviours of Concern

The relationship between behaviours of concern and
mental health conditions is under-researched, with
insufficient evidence to make a definitive statement about

whether any particular behaviours relate to particular .,
conditions.; C=

However, behavioural difficulties in people with
intellectual disability have been associated with:

* depression [2]

* anxiety [3] g
* psychosis [3]

» affective disorder [4] 00

* post-traumatic stress disorder [5-7]

* attachment disorder.[s,9] B




- =
Aggression \

P Aggression is a behaviour of concern which can take '
=~ many forms:

* verbal aggression

| &7
4 X2/ " * physical aggression
\l« \ / \/ » self-harm or injury

N * other destructive or disturbing behaviour
™ Aggressive behaviour carries the risk of:
* physical and emotional harm to self, family

members, carers and community

* disruption of important relationships with family,
peers, and important carers

* repeated aggression creates an increasing risk
for isolation and restriction




Self-Injurious Behaviour (SIB)

Severe, recurrent and chronic form of behaviour where a person causes
physical injury to one’s own body. (10

Young people engaging in SIB may not be intending to cause physical
Injury to themselves.

Types of SIB include:
* head banging or hitting

* biting
* skin picking, pinching, or scratching
* hair pulling

* eye gouging

It is common for people with intellectual disability who engage in SIB to
engage in multiple forms of SIB.



Self-Injurious Behaviour (SIB)

Risk factors:

* Severe/profound intellectual disability, co-occurring autism, and severity
of communication difficulties [11]

* Evidence of a relationship between age and aggression and/or SIB - more
common in childhood, adolescence and young adulthood, before
decreasing later in adulthood |12

Impact:
* SIB is a significant barrier to quality of life.
* Risk to self and others.

* For families and carers, SIB disrupts family life, lowers well-being, and
creates chronic stress at multiple levels of the family system [13,14]



Behavioural Risk Assessment

Behavioral assessment generally centers on observation and
measurement to develop a hypothesis of behavioural function to
guide treatment planning (Lloyd & Kennedy, 2014).

Assessment of function does not necessarily include an
assessment of risk to self or others resulting from behaviours of

concern.

In some instances, it may be important to conduct a risk
assessment prior to functional assessment.



Behavioural Risk Assessment

Behavioural risk assessment focuses on the form of aggression,
Impact on safety and predicting occurrence in various contexts.

It evaluates factors such as
* context for the behaviours
* the intensity and frequency of aggression
* the potential targets and location of occurrences
* unusual forms of aggression (topography)
* the presence of any complicating factors or features that increase risk.

Understanding these variables can help to develop more options
for risk prevention or mitigation than functional assessment
alone.



Behavioural Risk Assessment

Three-phase process:

* record review
* prioraggression

* interview with carers and young person
* identify range of aggressive behaviours (present and past)
* open-ended questions, checklist of high-risk behaviours

* rating scales (e.g., Behaviour Problems Inventory) to
estimate frequency and intensity of behaviours

* identify if objects are used as weapons and if access to
these can be limited

B | * direct observation




Service Protocols and Specialist Support

Where possible, locate local protocols and policies in
advance and familiarize yourself with these. This can
help to reduce ad hoc approaches.

How to proceed after a risk assessment:

* identify local intellectual disability health/mental

health specialists in your service that may be able to
provide advice

* identify appropriate behavioural support services and
assess access to funding/referrals

* considerimplementing an interim emergency plan
whilst mobilising resources



De-escalation and harm minimisation



Aim for a Pro-active A

The more we know ahead of time the
better we can support a child with
Intellectual disability.

Provide and take the extra time.
Planning and predictability.
Unique one page profile.

What might trigger a behaviour?
Can it be changed or avoided?

Visual supports and easy read formats.
Time, patience and compassion.

proach
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to understand him
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If his eyes are sticky clean them with sterile
salt water solution

Take him to the loo regularly. If he says
‘wee wee' drop what you are doing
and take him quickly.

Give Freddie extra time to make himself
understood

Freddie can be o selective eater, so keep
mealtimes social and happy and
don't moke a fuss aver him or the food

Support yoar "phcch with Mnka?on Gestures
are great if ~,W ' Wc signs.

Use visual nme?nbles where possible
as his ouditory memory is not as good__

as his visucl m‘/’\\:g/’ \/ j) x

A combination of pictures, symbols Jnd
hands on activities help Freddie to
learn new words and concepts more quickly.

Prepare Freddie for the day or new activites
by telling him whot's chead o few times

Freddie con understand much more than he
con express, Remember that if telking
about himor to him

Help Freddie to join in if he is unsure
or overwhelemed in a new situation

Source: Marianne Selby-Boothroyd



Responding

e Stay calm
* Co-regulation
* Maintain a safe and supportive rapport

e Attune to their level of communication
and physical space needs

* Self-reflection

* Respect

* Trust

* Equality and family expertise

-
o
A
)
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Response Planning

LEVEL What you might see: Regulation needs/level | What you can do
Calm Self-regulating
I Happy
Engaging with activities
Laig Il Interacting socially
Louder voice Co-regulation
2 Verbal resistance Prompt self-regulation
LOW LEVEL AGITATION/ Complaining Support and re-direction
LD Trritability
Pacing
Self-talk
3 Shouting Co-regulation
ESCALATED/ Swearing and threats Deescalate
AROUSED Refusal to comply Need for safety
(verbal and physical)
Hitting out
4 ' Physically lashing out & | Deescalate
HIGHLY ESCALATED Swearing/verball Prioritise safe
TR T ET IS e g y riotitise satety
Screaming
5 Refusing medication Prioritise safety
SUSTAINED Continued heightened
ESCALATION/ arousal — fight / flight
OVERARQUSAL
6 Quiet / withdrawn Co-regulation
Cryin Gentle support and
RECOVERY T;};dg comfort o

Safe proximity

What helps

Example: Behaviour management guide from a Children’s Hospital.

Positive feedback —talk about
interest areas

Quiet location

Sit down, slow pace

Minimise distractions

Stay calm

Limit number of people talking
Who are they calmest with?
Safe boundaries

Listen and validate



NDIS example: Response strategies mapped against an escalation cycle

What this looks like What to do
Peak of Escalation O Baseline * Refer to the proactive strategies section.
Escalation * Describe what this looks
S sounds like.
Early Warning Signs . .
O Early Warning Signs * |nsert response strategies here to help people to respond
Baseline Recovery * Describe what this looks as quickly as possible to any early warning signs.

S sounds like.

Escalation * Insert response strategies here to help people to respond
* Describe what this locks de-escalate the situation.
S sounds like.

Peak of Escalation * Insert response strategies here to help keep people safe
* Describe what this looks and minimise the risk of harm.

De-escalation * Insert response strategies here to support de-escalation
* Describe what this looks and calm the situation.
S sounds like.

Recovery » |nsert strategies and supports here that are needed

. * Describe what this looks following the incident. E.g., debriefing, relational repair
Photo by Dustin Belt on Unsplash J sounds like. and support to re-engage in routine activities.

.
. / sounds like
o=
.
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Adapting Our Approach

Rapport and interests

Communication:
visuals, gestures, nod, key words, scripts

Structure and predictability
Maintain focus

Provide a meaningful and concrete
passage of time

Energy required of the child
Choice and control
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Prohibited Practices

* Aversive practices

* Overcorrection

* Denial of key needs

* Degradation or vilification
* Deny access to culture

* Response cost

%
b
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Restrictive Practices

‘Any practice or intervention that has the effect of restricting the rights or
freedom of movement of a person with disability.’
NDIS Quality and Safeguards Commission, 2020

Regulated Restrictive
Practices with Children

‘Restrictive practices should be used only in limited circumstances as a last

and Young People with

resort and not as a first response to behaviours of concern, or as a Disability

Practice Guide

substitute for adequate supervision. We are working towards the reduction

and elimination of the use of restrictive practices.” NSW DCJ

Restrictive Practices Include:

M » .“ /4
* SeClUS IoNn ﬁ\—‘s% Communities and Justice Q. @ Language v
* P h yS I Ca I- R e St ra I n t Legal and justice v  Housing and homelessness v  Children and families v  Community inclusion v  Service providers v  Aboutus v
L M e C h a n iC a l Rest ra i nt Home > Service provi iders > Deliver disability services > Restrictive Practices Authorisation Portal > Resources > Restrictive Practices Guidance Environmental Restraint
* Chemical Restraint Restrictive Practices Guidance

Good to Great e-learning (ELMO)

Environmental Restraint | Environmental Restraint



‘Restrictive practices are
highly distressing for the
person who is being
controlled or sedated.
People who have experienced
the use of force or coercion
during past trauma can be
re-traumatised when a worker
uses restrictive practices.’

- A person with lived
experience of a MH

—

Irau

- S e—

> J
M a. Secs‘ z'o"f

Hooelessness

e L ——

ource: NSW Health https://www.health.nsw.gov.au/mentalhealth/psychosocial/principles/Pages/restrictive.aspx
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Resources

UNSW 3DN - Disability Professionals E-learning

NSW Department of Education Fact Sheet

Education Rights — Behaviours of Concern and PBS

Victorian Department of Health and Human Services- PBS Assessment tools and
templates

NDIS - PBS and Restrictive Practices

NSW Health: Managing Anger

Tas Health: De-escalation Techniques

https://www.nds.org.au/resources/all-resources/zero-tolerance

National Disability Service (NDS) — Behaviour Support Training Videos



https://www.3dn.unsw.edu.au/content/disability-professionals-elearning
https://education.nsw.gov.au/content/dam/main-education/student-wellbeing/whole-school-approach/media/inclusive-engaging-and-respectful/Student_Behaviour_fact_sheet.pdf
https://www.educationrights.com.au/information/challenging-behavioursrestrictive-practices/behaviours-of-concern
https://www.gcss.org.au/wp-content/uploads/2018/05/Positive-Practice-Framework-April-2018-.pdf%20(16
https://www.gcss.org.au/wp-content/uploads/2018/05/Positive-Practice-Framework-April-2018-.pdf%20(16
https://www.ndiscommission.gov.au/providers/understanding-behaviour-support-and-restrictive-practices-providers
https://www.health.nsw.gov.au/mentalhealth/psychosocial/strategies/Pages/managing-anger.aspx
https://www.health.tas.gov.au/hospitals/ambulance/ambulance-services-tasmanians/keeping-ambulance-officers-safe
https://www.nds.org.au/resources/all-resources/zero-tolerance
https://www.nds.org.au/index.php/resources/all-resources/behaviour-support-practitioner-recorded-webinars




Pharmacology and
Behaviours of Concern

* Use of psychotropic medication to manage behaviours of
concern is widespread, even in the absence of a mental

health condition.

* Evidence for the effectiveness and safety of medications
used in this context is limited and of poor quality.

* Medications may reduce behaviours in the short-term,
but risk of significant side-effects

* metabolic syndrome, movement disorders, cardiovascular
side-effects etc.

* can also exacerbate existing behaviours or precipitate new
behaviours

* Non-pharmacological interventions are the first-choice
treatment.



Pharmacotherapy Balancing Act

Inappropriate prescription of psychotropic medications is common.
* Excess use, dose and poorly targeted especially in behaviours of concern
* Prolonged treatment
* Poor monitoring for side effects
* Polypharmacy (concurrent use of two or more psychotropic medications)

Psychotropic polypharmacy is significantly higher in young people with intellectual
disability and is associated with:

e anincrease of adverse effects from medications and medication-related
hospitalisations

e adecrease of benefitfrom individual medication
* poorer health outcomes.




Chemical Restraint

Chemical restraint is the use of medication for
the primary purpose of influencing a person’s
behaviour and is considered to be a restrictive
practice.

* [tdoes notinclude the use of medication
prescribed by a medical practitioner for the
treatment of, or to enable treatment of, a
diagnosed psychiatric disorder, physical illness
or medical condition.

* |f sedation is required to contain a dangerous
situation, it should only be used as a temporary
measure and should not become part of routine
behavioural management.



When is it Appropriate to Prescribe?

* |If the behaviour poses a substantial risk to the young person or others
or is significantly reducing the person’s quality of life, and no specific
cause or contributor to the behaviour of concern can be identified or
managed.

* When nonpharmacological strategies have been
Implemented and proven to be ineffective.

* High risk of immediate harm (after attempting verbal
de-escalation and making environmental changes).

* To treat underlying mental health conditions e.g.,
depression, anxiety and schizophrenia.




TGA Approved Medications

Antipsychotics may reduce arousal and anxiety contributing to a behaviour of
concern in young autistic people.

Risperidone

*Some evidence for the effectiveness of risperidone in addressing behaviours of concernin
children with autism, including those with intellectual disability.

*Approved for children over 5 years old

Aripiprazole
*Similar clinical efficacy to risperidone, but less trial data to support

its use.
*Approved for young people with autism and behaviours of concern

Chlorpromazine
* Approved for children with behaviour of concern and developmental disability [15,16]

However, National Institute for Health and Care Excellence (NICE) guidelines
state that these medications should not be used to treat core symptoms of
autism.




Treating Comorbid Conditions

Treating comorbid physical or mental health conditions in young

people with intellectual disability is essential for managing
behaviors of concern.

* [f a comorbid condition has been identified, this should be treated
first to see if it reduces the behaviours of concern.

* Appropriate use of ADHD medication in young people with
underlying ADHD has been shown to reduce psychotropic
polypharmacy and improve behavioural difficulties (17



Assess Before You Prescribe

O O

Assessment of Home medicines Nutrition, diet and Assessment of Assessment of
psychiatric review physical activity home and work comorbidities
symptoms assessment environment

)

83 &

Communication Pharmacological Psychological and Sensory and Full medical history
assessment history behavioral review functional profiles and review



Beginning Treatment

/\/|' Establish the person’s baseline before developing a treatment
plan

Start low and go slow

New medication or medication changes should be treated as a
time-limited trial with reviews at planned intervals (e.g., at 3
and 6 weeks)

Treatment should be managed by a clinician with expertise in
using psychotropic drugs in children




AR
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Take into account h
medical comorbidities “

Prescribe medication
that does not require
blood tests to
monitor safety

L_ﬁ
Prescribing and
"’ monitoring principles
Minimise

Monitor
09 polypharmacy

cardiometabolic risk

Start with the minimum
effective dose and
treatment length

W

Develop a plan to
monitor efficacy and
side effects
\




Monitoring Treatment

Collect objective data
* Clear targets for prescribing

* Metabolic side effects
monitored via weight charts and
blood tests

* Behavioural changes monitored
via sleep and behavioural
charts

* Other specific data based on
the risk profiles of the
medication and the young
person

Collect subjective data

* Young person and carer reports
on history, observations and
experiences

e Ask about side effects

o
i



Home Medicines Review

t; Provided by a credentialed community pharmacist upon referral from a doctor

ensure the most beneficial medication regimen is in place
° _ _ assess that medicines are taken correctly and that they are
cia Pharmacistwill: effective

check for potential medication interactions and side

effects

Qj Subsidised by Medicare for eligible patients once every 24 months

\/ Reviews can be scheduled more frequently in some situations




Guidelines & Resources

The Psychotropic Medicines in Cognitive Disability or Impairment Clinical
Care Standard (Australian Commission on Safety and Quality in Health Care)
provides guidance to clinicians, healthcare services and consumers on the
safe and appropriate use of psychotropic medicines.

The Medicine Cabinet from the Children’s Hospital at Westmead School-Link
has articles about prescribing and articles on different kinds of medication.

UNSW 3DN has a series of podcasts on responsible psychotropic prescribing
for adults and young people with intellectual disability.

The Council for Intellectual Disability has a template to assist prescribers in
creating an Easy Read Medicine Letter that explains medicine information to
people with intellectual disability and their supporters.

Careful monitoring of cardiometabolic risk is advisable. Resources to assist
Eractice in this area are available on 3DN’s Positive Cardiometabolic Health
or People With Intellectual Disability webpage.



https://www.safetyandquality.gov.au/standards/clinical-care-standards/psychotropic-medicines-cognitive-impairment-and-disability-clinical-care-standard
https://www.safetyandquality.gov.au/standards/clinical-care-standards/psychotropic-medicines-cognitive-impairment-and-disability-clinical-care-standard
http://www.schoollink.chw.edu.au/medicine-cabinet/
https://www.3dn.unsw.edu.au/resources/health-professionals/health-mental-health-professionals/responsible-psychotropic-prescribing-people-intellectual-disability-podcasts
https://cid.org.au/resource/easy-read-health-letters/
https://3dn.unsw.edu.au/positive-cardiometabolic-health-ID
https://3dn.unsw.edu.au/positive-cardiometabolic-health-ID
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