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30 November 2016

Maree Edwards
Chair, Family and Community Development Committee
Parliament of Victoria
Parliament House
Spring Street
East Melbourne Vic 3002
By email: fcdc@parliament.vic.gov.au

Dear Ms Edwards
Parliamentary Inquiry into services for people with Autism Spectrum Disorder
Family and Community Development Committee (Committee)

Thank you for your correspondence dated 1 September 2016.
The Royal Children's Hospital (RCH) appreciates the opportunity to respond to the submission from
Ms Anne Mallia to the Parliamentary Inquiry into services for people with autism spectrum disorder
(Inquiry).
While I do not address the details of Ms Mallia's submission in this public response, I would like to
assure the Committee that the care provided to Matthew Mallia has been thoroughly reviewed by the
RCH . A number of matters have been actioned as a consequence of this review in accordance with
the RCH's commitment to improve the way we care for children and young people with Autism
Spectrum Disorder (ASD) and their families.
In this response, I outline the:
• contexts in which the RCH provides services to children and young people with ASD ;
• challenges faced by the RCH in addressing presentations by children and young people with
ASD;
• RCH response to these challenges; and
• system-wide service improvements for children and young people with ASD.
This response is by no means exhaustive. It aims to highlight some of the key issues that the RCH
has confronted and the systems that have been implemented to assist with improving the outcomes
for this group of consumers with special needs.
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The RCH would be pleased to contribute to ongoing discussion and consideration of these complex
and challenging issues wherever appropriate. Of note, the RCH has provided a submission to the
Inquiry (Submission S143) which summaries key initiatives undertaken by RCH. The submission also
outlines what an ideal service in Victoria might look like.
Contexts in which the RCH provides services to children and young people with ASD
Routine presentations
Children and young people with ASD attend RCH for routine clinic reviews and procedures. In these
settings, the child or young person's special needs are taken into consideration. Since May this year,
900 children and young people with ASD have been treated through our specialist clinics. There are a
variety of arrangements that departments within RCH employ, depending on the issues experienced
by the child or young person with ASD. Some of these arrangements include:
• developing a pre-admission history where ASD specific issues are identified, documented and
plans of care arranged;
• providing flexibility of appointment times, allowing for a streamlined admission process and
reduced wait times;
• increasing awareness of the need to manage environmental sensory issues, such as noise and
lighting;
• including distraction techniques during therapy, treatment or review, which may include the
involvement of educational play therapists; and
• coordinating appointments to reduce the number of episodes that families are requi red to visit the
RCH.

There are a number of RCH departments with specialty knowledge in relation to diagnosing and
managing ASD. Over the last five years , the complexity of children and young people with ASD
presenting to the RCH has increased, which has required strong collaboration between clinical and
non-clinical staff and, at times, the allocation of increased resources to safely and appropriately care
for these consumers.
·
Presentations with an acute medical problem
Children and young people with ASD present to the Emergency Department (ED) with physical
problems that require acute medical intervention. The ED is a busy and highly stimulating
environment and this often leads to an escalation of aggressive, destructive or impulsive behaviours
for children and young people with ASD. Every effort is taken to minimise waiting times and other
environmental stressors when the ASD diagnosis is known to clinical staff.

However, at times, clinical staff are unaware of the consumer's background until behaviours rapidly
escalate to a degree where the safety of the child or young person, parents, other consumers or staff
is at risk. De-escalation of the child or young person's anxiety or agitation in this environment can be
difficult. There have been occasions when restrictive interventions, either physical or chemical
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restraint, have been implemented as a last resort means of providing safety and containment for the
child or young person.
Presentations by families in crisis
As previously noted, over the last five years, there have been increasing numbers of ED
presentations of families caring for children and young people with ASD who have reached a crisis
point in the home environment. Often, this crisis point relates to the safety of a family member when a
child or young person becomes violent and/or aggressive at home.
There have been circumstances when families have stated to staff that they are unable to return
home with the child or young person as the risk of violence and aggression is too high. Sometimes,
these families have had limited medical engagement before their attendance at the RCH and,
frequently , staff identify that these families have had limited involvement with support services in the
community. The RCH holds the view that early intervention, disability support and educational
services in the community would assist families to avoid reaching the crisis point that brings them into
hospital.
The RCH has provided crisis intervention for a number of complex cases where young people with
ASD experience behavioural changes during developmental milestones, such as progressing through
puberty. In these cases, these developmental stages have exacerbated aggressive, threaten ing and
impulsive behaviours. At times , this has presented an extreme safety risk to the child or young person
and their family, other consumers, staff and members of the public visiting the RCH. Situations like
this require urgent management and a resource-intensive response.
Challenges faced by the RCH in addressing presentations by children and young people with
ASD
Whether the child or young person with ASD presents at the RCH with a medical problem or presents
because care can no longer be managed at home, the child or young person may require admission
to the hospital.
Unfortunately, by its very nature, the RCH is a busy hospital with a highly stimulating environment
with limited low stimulus and sensory appropriate spaces. This is especially relevant in the context of
a child/young person with ASD who also experiences behavioural disturbances. These concerning
behaviours are often exacerbated in the foreign and overwhelming hospital environment.
When children and young people have required admission to the RCH, primarily due to challenging
behaviours, the RCH has responded by:
• providing a containing environment. It is challenging in the acute hospital setting to create low
stimulus spaces to safely contain and care for this complex group. At times , the hospital has
closed beds to facilitate a safe and quieter environment.
• ensuring the child I young person is safely cared for by two nursing staff at all times.
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conducting daily or twice-daily multi-disciplinary meetings to ensure that all aspects of care and
key behavioural management strategies are identified and incorporated into a comprehensive
care management plan.
providing sensory-specific treatment and where possible routine activities promoting consistency
with all aspects of care delivery.

An organisational response to address these challenges
Recognising that hospitals cannot provide a solution to all the issues faced by children/young people
with ASD and their families, the RCH has sought to address the challenges on a number of fronts.
This includes:
• conducting a review of spaces across the organisation, which identified areas that could be
modified to promote lower environmental stimulus. This review identified the highest priority area
is the ED. Work is underway to modify one cubicle in this department. This review included
consultation with a relevant community-based agency who has visited the RCH and provided
additional feedback regarding hospital spaces.
• collaborating with a number of external agencies in relation to improving strategies to assist in
care planning and managing children and young people with ASD. These agencies have shared
various management tools with the RCH.
• developing a clinical practice guideline to assist staff to better understand and manage the
consumer with ASD.
• developing an ASD screening tool to better assist in identifying and allocating key hospital
services. This trial tool is to be implemented in the ED in December 2016, with the aim of
implementation across the organisation in 2017.
• formulating consumer-specific behaviour management plans for children and young people who
may have behavioural disturbances with ASD.
• formulating an escalation procedure (inclusive of all clinical teams for children and young people
who demonstrate significant behaviours of concern and who also have a diagnosis of ASD) . The
escalation procedure has been tested a number of times over the last 12 months and will be
incorporated into the electronic medical record (EMR), which was implemented in April 2016.
• engaging with a number of families who have provided feedback regarding services and who have
been consulted regarding a number of ASD initiatives. A consumer (parent) recently presented to
members of the clinical leadership team on managing children and young people with ASD.
• providing a number of educational opportunities to staff at the RCH . As an example, the Banksia
(adolescent mental health ward) staff attend a regular program regarding the management of
young people with a diagnosis of ASD.
Potential system-wide improvements to services for children and families with ASD
Building a structure for better engagement and coordination between various services such as
disability support, respite care, Victoria Police and hospitals to develop care plans to guide the
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development of services based on each child and young person 's needs would be of great benefit in
supporting children and young people with ASD .
This approach would allow for optimisation of care and quality of life for children and young people
with ASD. It would aim to engage with the child and family wel l before a crisis point and, in doing so,
prevent an inadvertent exacerbation of behavioural challenges as a consequence of the manner in
which the services engage with the child or young person. It would aim to tailor guidance on deescalating challenging behaviours in the particular child or young person because the child or young
person is better known and understood by various services. It is anticipated that this approach would
result in:
• better quality of life for the children with ASD and their families; and
• better allocation of resources as a consequence of reduction in costs associated with problems
like the escalation of challeng ing behaviour, reduction in hospital attendance to deal with social
crises, reduction in self-harm, reduction in injury to other members of the community (support staff
and families), and reduction in security costs and responses.
The RCH is grateful for the opportunity to outline some of the work in this area and would welcome
the opportunity to discuss and support systemic changes to improve the lives of children and young
people with ASD and their fam ilies.
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