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Wiradjuri artist and disability advocate Uncle Paul Constable Calcott has depicted the
Disability Royal Commission story in a specially designed work of art titled ‘Respectful
Listening’.

‘Respectful Listening’ depicts the story of seven Commissioners who, carrying their
message stick, travel across many language groups and communities, depicted as
multiple circles connected across many areas of the country. As they gather stories
of violence, abuse, neglect, and exploitation from people with disability, these seven
Elders will take these stories that have been entrusted to them and present them to a
group of government representatives. These representatives will use the information
from all these stories to suggest changes, to make sure people with disability and
Elders are cared for, supported and respected in the future.

You can read the full story and what the colours and shapes in this artwork depict on
our website.
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http://www.disability.royalcommission.gov.au/share-your-story/first-nations-people/resources-first-nations-people

30 October 2020

His Excellency General the Honourable David Hurley AC DSC (Retd)
Governor-General of the Commonwealth of Australia

Government House

CANBERRAACT 2600

Your Excellency,
In accordance with the letters patent issued on 4 April 2019 and amended on 13 September
2019, we have made inquiries and now submit to you the Interim Report of the Royal

Commission into Violence, Abuse, Neglect and Exploitation of People with Disability.

We are also submitting this report to their Excellencies the Governors of New South Wales,
Queensland, South Australia, Tasmania, Victoria and Western Australia.

Yours sincerely,

/-
The Honourable Ronald Sackville AO QC
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Acknowledgement of Country

The Royal Commission into Violence, Abuse, Neglect and Exploitation of People with
Disability (the Royal Commission) acknowledges Australia’s First Nations peoples as the
Traditional Custodians of the lands, seas and waters of Australia, and pays respect to First
Nations Elders past, present and emerging. We recognise their care for people and country,
including First Nations men and women whose words and voices led to the establishing of
this Royal Commission.

In particular, the Royal Commission acknowledges the Traditional Custodians of the lands
on which our offices are based in Brisbane, Canberra and Sydney.

Content warnings

This report contains information that may be distressing to readers.

It includes accounts of violence against, and abuse, neglect and exploitation of, people with
disability and references to suicide and self-harming behaviour.

In some first-hand accounts of violence, abuse, neglect and exploitation, people have told us
of abusive or offensive language they have experienced or witnessed. As a result, some direct
quotes in the report contain language that may be offensive to some people.

First Nations readers should be aware that some information in this report has been provided
by or refers to First Nations people who have passed away.

If you need support to deal with difficult feelings after reading this report, there are free services
available to help you. These are listed below and in Chapter 6, ‘Support for people engaging
with the Royal Commission’.

Support services

People who engage with or are affected by the Royal Commission can get free support from
a number of services. Some of these are listed here.

More information about organisations at the state and territory level that provide counselling
support to people affected by the Royal Commission is available in Chapter 6 or on the
Australian Government Department of Social Services website."

1 ‘Disability Royal Commission support services’, Australian Government Department of Social Services, 25 June
2020. <https://www.dss.gov.au/disability-and-carers-disability-royal-commission-support-services/find-disability-
royal-commission-support-services-in-your-area>
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Blue Knot Foundation

Blue Knot offers a free and independent counselling and referral service for anyone
affected by the Royal Commission, including people with disability, their families and
support people. People can connect with Blue Knot by:

+ telephone

» video conference
* webchat

+ SMS.

Blue Knot operates a national telephone line (1800 421 468) between 9 am and 6 pm
Australian Eastern Standard Time (AEST) from Monday to Friday and 9 am to 5 pm AEST
on weekends and public holidays.

If you are deaf or have a hearing or speech impairment, telephone the National Relay
Service on 133 677 and give 02 6146 1468 as the number you want to call.

If you need support in another language you can:
« call Blue Knot’s national telephone line (1800 421 468) and ask for an interpreter, or

» use the free Translating and Interpreting Service (TIS) by calling 131 450 and ask to
be connected to Blue Knot’s national telephone line (1800 421 468).

For information: www.blueknot.org.au/

Beyond Blue Support Service

Telephone 1300 224 636 (24 hours/7 days), chat online (3 pm to 12 am AEST/7 days)
or email for free, short-term counselling, advice and referral services.
For information: www.beyondblue.org.au/get-support/get-immediate-support

Lifeline Crisis Support

Speak to a crisis support worker by telephone on 13 11 14 (24 hours/7 days) or chat
online (7 pm — midnight/7 nights). This confidential service provides support when
you are feeling overwhelmed, having difficulty coping or thinking about suicide.

For information: www.lifeline.org.au/get-help/get-help-home

1800RESPECT

Telephone 1800 737 732 or chat online (both 24 hours/7 days) for support if you are
affected by sexual assault or domestic and family violence or abuse.
For information: www.1800respect.org.au/

Support services vii
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Foreword by the Chair

The interim report of the Royal
Commission into Violence, Abuse,
Neglect and Exploitation of People
with Disability (the Royal Commission)
complies with the direction in our terms
of reference to submit to the Governor-
General an interim report not later than
30 October 2020.

The interim report has been written in
circumstances that were not, and could
not have been, anticipated when the
Royal Commission was established in
April 2019. The COVID-19 pandemic has
affected, in one way or another, every
person in this country. With the exception
of people in aged care facilities, no group
has been more profoundly affected than
people with disability.

The Royal Commission itself has not
been immune from the lockdowns and
other consequences of the pandemic.
We have experienced substantial
interruptions to our scheduled program of
public hearings and to our engagement
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with people with disability, their families,
advocates and supporters. Even so, as
the interim report shows, we have made
considerable progress in discharging our
heavy responsibilities.

| particularly wish to pay tribute on behalf
of the Royal Commission to all people with
disability and their families and supporters
who have shared their experiences with
us and offered their insights into the
issues we are required to investigate. The
experiences and insights of people with
disability and their families and supporters
are the foundations on which the work of
the Royal Commission is built. The interim
report is an important milestone

towards the completion of that work.

Our task

The Chair’s opening statement at

the Royal Commission’s ceremonial
public hearing, held in Brisbane on

16 September 2019, identified four
particularly significant aspects of the
terms of reference. These four matters
have been, and remain, central to the
scope of our inquiries and how we
undertake those inquiries.

First, the voices of people with disability
are at the forefront of our work. People
with disability are the ones who have
experienced violence, abuse, neglect

and exploitation and who can recount
those experiences. They understand only
too well the barriers to a more inclusive
society. As we have heard in public
hearings, submissions, community forums
and in other ways, people with disability



have strong views — often informed by
their personal experiences — as to the

measures needed to achieve the goals
stated in the terms of reference.

People with disability and their families
and supporters have contributed greatly
to our inquiries through submissions
and responses to our issues papers,
community forums, private sessions and
other forms of engagement. We have
heard the voices of people with disability
at public hearings and benefited from
powerful and often moving first-hand
evidence of the violence, abuse, neglect
and exploitation they have experienced.

The 36 individual narratives included in
the interim report provide a small sample
of what we have heard in the course of
our work so far." These accounts bring
home that people with disability can
experience violence, abuse, neglect or
exploitation in almost every aspect of
their lives. The experiences also bring
home the profound consequences that
can flow from these experiences, for
both people with disability themselves
and their families.

The accounts in the interim report
include children being subjected to cruel
bullying and humiliating restraints in
education settings; serious neglect and
misdiagnoses of people with cognitive
disability within the health care system,
sometimes as the result of ‘diagnostic
overshadowing’ (where symptoms of
disease or injury are wrongly attributed
to a person’s disability); physical and
sexual abuse of people living in supported
accommodation perpetrated by staff
who are meant to provide care for

residents; and discrimination and abuse
of people with disability at their place of
employment.

The voices of people with disability are
reflected in the policy themes and issues
that the Royal Commission has identified
for further inquiry and also influence the
subject matter of hearings. For example,
the first hearing held in August 2020 after
our public activities resumed inquired into
the impact of the COVID-19 pandemic

on people with disability and the
adequacy of the actions of governments
to protect them. The decision to choose
COVID-19 as the theme for that hearing
was based on the numerous accounts
given by people with disability to the
Royal Commission on social media and
elsewhere of the trauma and neglect they
experienced during the pandemic. People
with disability will remain at the centre

of our work during the life of the Royal
Commission.

Second, the Royal Commission’s
functions and responsibilities are
extremely broad. Among other things,
we are required to inquire into violence
against, and abuse, neglect and
exploitation of, people with disability

in all settings and contexts. The interim
report demonstrates that people with
disability experience violence, abuse,
neglect and exploitation in a range of
settings and contexts and at various
stages of their lives.

The interim report records the difficulties
of reaching all people with disability
who have experienced violence, abuse,
neglect or exploitation. For example,
people with disability living in closed

X Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability: Interim Report



or segregated environments and First
Nations people with disability living in
remote communities are not likely to
respond to conventional techniques
for eliciting submissions or accounts
of personal experiences.

We must therefore make strenuous and
innovative efforts to engage with as many
people with disability as possible and to
ensure they receive appropriate support
to do so safely and comfortably. The
measures that have been put in place
have been devised and implemented

by the Royal Commission’s Community
Engagement team under the guidance
particularly of Commissioners Galbally
and McEwin. The interim report records
measures taken so far to engage with
people with disability. These efforts have
been maintained during the pandemic
and will continue throughout the life of
the Royal Commission.

Third, the terms of reference direct

us to have regard to the multi-layered
experiences of people with disability,
particularly those from First Nations

and culturally and linguistically diverse
communities. The interim report explains
the steps we have taken to expose the
nature and extent of violence, abuse,
neglect and exploitation experienced by
these particular groups and to encourage
their engagement with the Royal
Commission.

It is unfortunate that the extraordinary and
fruitful efforts made under the leadership
of Commissioner Mason to reach out

to First Nations people with disability
have been hampered by COVID-19

travel restrictions and delays in holding
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planned public hearings on First Nations
issues in the Northern Territory. It is also
unfortunate that the Royal Commission’s
program of engagements with people
and representative organisations from
culturally and linguistically diverse
communities has to some extent been
affected by the pandemic. Nonetheless,
in each case important connections have
been firmly established and we have
continued our engagements online.

In due course we shall have to consider
the effect of the pandemic on the

timing for the completion of the Royal
Commission’s work. One way or another
we will make up for any lost ground in
our engagements with First Nations and
culturally and linguistically diverse people
with disability.

Fourth, we have adopted an approach
that is informed by human rights,
especially the rights recognised by the
United Nations Convention on the Rights
of Persons with Disabilities (CRPD) to
which Australia is a party.? As stated in
Chapter 16, ‘Our theoretical approaches’,
we seek to translate the human rights
recognised in the CRPD into practicable
and sustainable policies and practices
that will promote the right of people with
disability to live free from violence, abuse,
neglect and exploitation.

Chapter 16 also draws on the work

of disability theorists to explain the
theoretical models that guide our work.
This chapter recognises that a sound
theoretical framework is the necessary
foundation for an effective reform agenda.
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Our aim

The interim report records what we
have done in the first 15 months of
the Royal Commission’s existence
and outlines what we intend to do
over the remainder of the Royal
Commission’s life. By its nature,
the interim report does not attempt
to comprehensively analyse all the

issues raised by the terms of reference.

Even so, our ultimate aim is nothing

if not ambitious. We seek to transform
community attitudes and bring about
changes to policies and practices that
have exposed people with disability
to violence, abuse, neglect and
exploitation and that denied them

‘full and effective participation and
inclusion in society’.® Only then will
Australia fully achieve the goal of a
more inclusive society that supports
the independence of people with
disability and their right to live free
from violence, abuse, neglect and
exploitation.

A tribute

The research for and the writing of

the interim report have taken place in
uniquely difficult circumstances. On behalf
of all Commissioners | wish to pay tribute
to the dedication, skill and thoroughness
demonstrated by the many staff of the
Royal Commission who have contributed
to the drafting of the interim report. Their
enthusiasm and commitment to the work
and objectives of the Royal Commission
have overcome obstacles that had the
potential to be insurmountable.

The Commissioners are deeply
indebted to all who have been involved
in or supported the preparation of the
interim report.

The Hon Ronald Sackville AO QC
Chair
Royal Commission into Violence,

Abuse, Neglect and Exploitation
of People with Disability

1 As explained in the interim report, the narratives have been de-identified and do not represent findings
by the Royal Commission. They are summaries of experiences people have shared with us in

submissions and private sessions.

2 Convention on the Rights of Persons with Disabilities, opened for signature 30 March 2007,

999 UNTS 3 (entered into force 3 May 2008).

3 Convention on the Rights of Persons with Disabilities, opened for signature 30 March 2007,

999 UNTS 3 (entered into force 3 May 2008), art 3(c).
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About this report

The letters patent for the Royal
Commission into Violence, Abuse,
Neglect and Exploitation of People with
Disability (the Royal Commission) require
the Royal Commission to submit an
interim report to the Governor-General
by 30 October 2020 and a final report

by 29 April 2022.

This report is based on the Royal
Commission’s work from 5 April 2019 to
31 July 2020. It draws on what we have
heard so far from people with disability
and their families and supporters, as well
as many organisations, our First Nations
Peoples Strategic Advisory Group and
other experts who have provided their
insights.

On 16 March 2020, the Royal
Commission suspended all activities
involving gatherings of people or close
contact between individuals due to the
COVID-19 pandemic and concerns for
the health and safety of people with
disability, the broader community and
members of staff.

Despite this, the Royal Commission’s
work continued during the pandemic. We
received submissions, published issues
papers, progressed our research and
policy work and prepared for future public
hearings. We also continued to engage
with people with disability, their supporters
and stakeholders online and by telephone
and mail. The Royal Commission
resumed public activities in August 2020
and carefully adheres to all official advice
regarding physical distancing and other
public health measures.

About this report

In addition to this interim report, the

Royal Commission has committed to
publishing progress reports at intervals

of approximately six months. The

reports provide a brief account of the
Royal Commission’s activities over the
preceding half-year period. The First
Progress Report of the Royal Commission
was published in December 2019 and
covered the Royal Commission’s program
from its formal establishment in April 2019
until 30 November 2019." The Second
Progress Report summarised the work
carried out by the Royal Commission
during the period 1 January 2020 and

30 June 2020.2

Our gratitude to those
who have shared their
personal experiences

The Royal Commission is grateful to

the many people who have shared their
personal experiences of violence, abuse,
neglect and exploitation with our inquiry
to date. We recognise the strength shown
by people with disability, their families and
supporters who have shared experiences
that have often caused significant pain

or trauma. Hearing these experiences is
critical for us to understand the nature
and extent of violence against, and
abuse, neglect and exploitation of,
people with disability in Australia,

and how it can be prevented.

We encourage anyone who has
information relevant to our inquiry to
engage with the Royal Commission.
For information on ways to do this,
see Chapter 19, ‘Our future direction’.

XiX



Conveying personal
experiences

The voices of people with disability

and others who have shared their
experiences with us are included
throughout this report. With the consent
of those providing the information, we
have used quotes from submissions we
have received, and from accounts given
by participants at community forums,
meetings and workshops. We have also
used evidence from witnesses who gave
evidence at our public hearings. Some
witnesses at our public hearings were
given pseudonyms, which we use when
quoting their evidence. When we have
included quotes, we have not amended
the words or spelling used.

As stated earlier in this report, in some
first-hand accounts of violence, abuse,
neglect and exploitation, people have
told us of abusive or offensive language
they have experienced or witnessed.
As a result, some quotes in this report
contain language that may be offensive
to some people.

We also use de-identified narratives
throughout this report to reflect some of
the accounts people have shared with

us. ‘Narratives’ are summaries of the
experiences people have shared with

our inquiry through submissions or private
sessions and given consent for us to

use. We have tried to faithfully represent
people’s accounts of their experiences.
Due to the length of some submissions,
some narratives may only be a ‘snapshot’
of the full submission.

‘De-identified’ means that real names
have been replaced with pseudonyms
and some details have been left

out to protect people’s identities.
De-identification of narratives enables
the Royal Commission to protect both
those who have shared their accounts
but may not want their identity disclosed,
and people and organisations referred
to in these accounts who have not

had an opportunity to respond to any
allegations made against them. In this
way, de-identified narratives enable the
Royal Commission to inform the public
of the often terrible personal experiences
of violence against, and abuse, neglect
and exploitation of, people with disability,
without breaching its legal obligations to
afford procedural fairness to all.

In contrast to statements tendered at or
oral evidence given at public hearings,
the information a person provides in a
submission or during a private session
is not evidence and the person providing
the account is not a witness. The
narratives included in this report are not
representative of any factual findings of
the Royal Commission and any views
expressed are those of the person who
shared the information with us, not the
Commissioners.

Language used
in this report

The way language is used can be
powerful. The Royal Commission

aims to use current and respectful
terminology. The use of inappropriate
words and language to describe people

XX Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability: Interim Report



with disability and the violence, abuse,
neglect and exploitation experienced

by people with disability can harm them
and silence their voices. Conversely,
respectful language choices can promote
awareness, inclusion and empowerment.

People with disability are the experts
when it comes to language in this area.
In deciding on the language we use,
we have been guided by the definitions
and principles in the United Nations
Convention on the Rights of Persons
with Disabilities®* and have consulted
with disability experts. We recognise
that people with disability have varying
preferences about language and that
language is constantly evolving. We will
continue to listen to what people with
disability tell us about language as the
Royal Commission progresses. How we
define terms may change between this
interim report and our final report.

In this report, we use the phrases ‘we
have heard’ and ‘we have been told’ when
discussing information we have received
through public hearings, submissions,
community forums and meetings, private
sessions and responses to issues papers.
This language does not indicate that the
Royal Commission has made findings of
fact about this information.

Person-first language

The Royal Commission generally uses
person-first language in this report. This
means we refer to individuals as people
first, rather than putting a disability,
impairment, condition or diagnosis first.
For example, we refer to ‘people with
disability’, not ‘the disabled’ or ‘disabled

About this report

people’. This approach seeks to avoid
labelling people by identifying them
primarily by their disability.

However, we recognise that some people
with disability and their representative
groups may have different preferences
about how they describe themselves

and their disability. Some individuals

and groups prefer identity-first language,
which reflects the belief that disability

is a core part of a person’s identity. For
example, a person may prefer to be
referred to as a ‘Deaf person’ rather than
a ‘person who is Deaf’ or an ‘autistic
person’ rather than a ‘person with autism’.
Some individuals and groups may also
prefer to use ‘disabled person’ rather than
‘person with disability’, reflecting their
understanding of disability as arising from
social barriers. When people have told us
how they prefer to describe themselves,
we have used the description they prefer.

Key terms and definitions

Key terms used in this report are defined
in the Glossary. A list of acronyms and
other abbreviations used appears before
the Glossary.

The Royal Commission has adopted the
following definitions for key terms used
in this report. As noted above, how we
define terms may change between this
report and our final report.

Disability
Disability is an evolving concept that
results from the interaction between a

person with impairment(s) and attitudinal
and environmental barriers that hinder
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their full and effective participation in
society on an equal basis with others.*

For more on this, see Chapter 16, ‘Our
theoretical approaches’, which includes
discussion of theories of disability and
how concepts and models of disability
have changed over time.

People with disability

Based on the terms of reference in the
Royal Commission’s letters patent, the
term ‘people with disability’ is defined
as people with any kind of impairment,
whether existing at birth or acquired
through iliness, accident or the ageing
process, including cognitive impairment
and physical, sensory, intellectual and
psychosocial disability.®

Some people prefer to identify
as ‘disabled people’.

Violence, abuse,
neglect and exploitation

For the purposes of this Royal
Commission, violence and abuse are best
understood together. Violence and abuse
include assault, sexual assault, constraints,
restrictive practices (physical, mechanical
and chemical), forced treatments, forced
interventions, humiliation and harassment,
financial and economic abuse and
significant violations of privacy and dignity
on a systemic or individual basis.

Neglect includes physical and emotional
neglect, passive neglect and wilful
deprivation. Neglect can be a single
significant incident or a systemic issue
that involves depriving a person with
disability of the basic necessities of life

such as food, drink, shelter, access,
mobility, clothing, education, medical
care and treatment.

Exploitation is the improper use of
another person or the improper use

of or withholding of another person’s
assets, labour, employment or resources,
including taking physical, sexual, financial
or economic advantage.

Other versions
of this report

This interim report is available on the
Royal Commission website in the
following formats:

+ Easy Read summary
* Auslan video summary.

Braille versions of the report are available
on request. To request a braille version,
please contact the Royal Commission:

+ email — DRCenquiries@
royalcommission.gov.au

+ telephone — 1800 517 199 or
+617 3734 1900, 9 am to 5 pm AEST
from Monday to Friday, excluding
national public holidays

* post— GPO Box 1422,
Brisbane QIld 4001.

Royal Commission
data in this report

The quantitative information in this
report about the Royal Commission’s
early work is current at 31 July 2020,
unless otherwise stated.
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Summary

Purpose of this report

What is happening to people is not okay

and the stories need to be told.’

The establishment of the Royal
Commission into Violence, Abuse,
Neglect and Exploitation of People
with Disability (Royal Commission)
was largely the result of determined
and persistent advocacy over many
years by people with disability and
their supporters. They urged successive
governments to take responsibility for
and investigate widespread violence
against, and abuse, neglect and
exploitation of, people with disability.

The letters patent establishing the

Royal Commission direct us to submit

an interim report to the Governor-General
by 30 October 2020.2 This report has
been prepared in accordance with that
direction. The letters patent direct that
the Royal Commission’s final report
should be presented by 29 April 2022.3

This Summary provides a brief overview
of the 19 chapters of the interim report.
It also recounts the principal issues
addressed in the interim report.

Summary

They are:

+ the reasons why the Royal
Commission is needed

+ the theoretical models influencing
the work of the Royal Commission

+ the activities undertaken by the
Royal Commission to date, including
public hearings, private sessions,
engagement with the disability
community, publication of issues
papers, and careful consideration
of submissions, responses to issues
papers and what we have been told
through community engagement
activities

» the areas the Royal Commission
has identified as warranting further
inquiry, including those highlighted
by evidence given at the first three
public hearings

+ the cumulative disadvantages
experienced by particular groups
of people with disability, especially
First Nations people and members
of culturally and linguistically diverse
communities.



The interim report incorporates the
voices of people with disability and

their supporters who have shared their
experiences with the Royal Commission.
It includes narratives drawn from accounts
in submissions and at private sessions.
The narratives have been anonymised

to protect the privacy of the people

who have told us their experiences. We
have also drawn on the contributions of
experts, researchers and representatives
of governments and other agencies.

Our seven Commissioners have

diverse backgrounds and expertise.

We acknowledge the expertise of

the Commissioners with disability:
Commissioner Rhonda Galbally AC and
Commissioner Alastair McEwin AM, who
are both long-term disability advocates.
We also acknowledge the expertise of the
Royal Commission’s Disability Strategic

Engagement Group and all Royal
Commission staff with disability.

We acknowledge the courage required
for people with disability, their families
and supporters to share their experiences
with us at a private session, public
hearing or community forum.

The Royal Commission acknowledges
the ongoing custodianship of Australia’s
First Nations peoples of our lands, seas
and waters. We pay our respects to all
First Nations people with disability and
recognise the distinct contributions they
make to Australian life and this inquiry.
We are guided by the leadership of
Ngaanyatjarra and Karonie woman,
Commissioner Andrea Mason OAM, the
expertise of the First Nations Peoples
Strategic Advisory Group, and all First
Nations staff at the Royal Commission.
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Establishment of the
Royal Commission

The Prime Minister, the Hon Scott
Morrison MP, announced the
establishment of the Royal Commission
on 18 February 2019. The letters patent
containing the Royal Commission’s terms
of reference were issued on 4 April 2019
after extensive consultation with people
with disability and the disability sector.*

The letters patent appoint the

Hon Ronald Sackville AO QC as

the Chair of the Royal Commission.
He is supported by six Commissioners:

+ the Hon Roslyn Atkinson AO
* Ms Barbara Bennett PSM

* Dr Rhonda Galbally AC

* Ms Andrea Mason OAM

* Mr Alastair McEwin AM

* the Hon John Ryan AM.

The terms of reference direct the
Royal Commission to inquire into
what governments, institutions and

the community should do to report,
investigate, respond to, prevent and
better protect people with disability
from experiencing violence, abuse,
neglect and exploitation.® They also
direct the Royal Commission to inquire
into what should be done to promote a

Summary

more inclusive society that supports the
independence of people with disability
and their right to live free from violence,
abuse, neglect and exploitation.® In
addition, the terms of reference direct
us to have regard to the multi-layered
experiences of people with disability,
and the particular situation of First
Nations people with disability and
culturally and linguistically diverse
people with disability.”

The terms of reference of this

Royal Commission are distinctive

in two major respects. The first is
that they are extraordinarily broad.
We are required to examine all
forms of violence against, and
abuse, neglect and exploitation of,
people with disability in ‘all settings
and contexts’.® The second is the
express recognition that people with
disability should be central to the
processes that inform best practice
decision-making on what Australian
governments and others should do
to prevent and respond to violence
against, and abuse, neglect and
exploitation of, people with disability.®
This underpins our commitment to
ensuring that people with disability
are central to our work.

We are conscious that people with
disability who have been exposed

to violence, abuse, neglect and
exploitation have often experienced
trauma. Our approach aims to minimise,
to the greatest extent possible, the risk
of re-traumatising people engaging with
this inquiry.



Overview of this report

This interim report consists of 19 chapters
in four parts.

Part A: About the
Royal Commission

Chapter 1, ‘Why this Royal Commission
is needed’ provides an overview of the
history of discrimination, disadvantage
and maltreatment experienced by
people with disability. It traces key policy
and social changes achieved through
the advocacy of the disability rights
movement. The chapter outlines the
events that led to this Royal Commission
and the consultations that informed

our terms of reference. The chapter
concludes with one person’s experience
to illustrate the importance of our task.

Chapter 2, ‘Our Chair and
Commissioners’ outlines the backgrounds
of our Chair and Commissioners.

Chapter 3, ‘Our terms of reference’
describes the scope of the Royal
Commission.

Chapter 4, ‘Nature and powers of

the Royal Commission’ explains key
provisions of the Royal Commissions
Act 1902 (Cth), the powers of the Royal
Commission and how the Act regulates
the conduct of our inquiry.

Chapter 5, ‘Our organisation’ provides

an overview of our organisation and the
values that inform the work of the Royal
Commission. It describes our Accessibility
and Inclusion Strategy, which underpins

our work by guiding how we communicate
with the community, recruit and train

staff, and establish premises, hearing
rooms and other venues where we
engage with the disability community

and the general public.

Part B: How we do our work

Chapter 6, ‘Support for people

engaging with the Royal Commission’
describes the trauma-informed approach
we take to all aspects of our inquiry and
outlines the support provided to people
who contribute.

Chapter 7, ‘Public hearings’ describes
the formal proceedings through which
witnesses give evidence, under oath

or affirmation, about events and issues
relevant to the Royal Commission’s terms
of reference. It describes how public
hearings enable people with disability,
their families and supporters to share
experiences of violence, abuse, neglect
and exploitation. Experts, advocacy
groups, service providers, academics
and government agencies may also
give evidence.

Chapter 8, ‘Submissions’ outlines how
individuals and organisations are able

to share with the Royal Commission
their experiences, insights and proposals
for change. As the chapter explains,
submissions can be about any issues
that fall within our terms of reference
and can be made in a variety of ways,
including in writing, over the telephone,
as videos or as artwork.

Chapter 9, ‘Community engagement’
sets out our approach to how we engage
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with people with disability and the wider
community. It also records our approach

to targeted engagement with First Nations

communities, culturally and linguistically
diverse people with disability, people
with cognitive disability and people with
disability who live or work in closed or
segregated environments.

Chapter 10, ‘Private sessions’ describes
how individuals can confidentially share
their experiences with a Commissioner
in a safe, supportive and accessible
environment. The chapter outlines

how private sessions help the Royal
Commission to better understand the
impact of violence against, and abuse,
neglect and exploitation of, people with
disability, and to explore ideas as to how
these experiences can be prevented.

Chapter 11, ‘Research and policy’
provides an overview of our research
agenda, which explores (among other
topics) the history, nature and extent
of violence, abuse, neglect and
exploitation experienced by people
with disability. Chapter 11 also outlines
our policy work, which is directed to
the systemic factors that contribute

to violence against, and abuse,
neglect and exploitation of, people
with disability and to the development
of recommendations that will lead to
lasting change.

Part C: Our work to date

The Royal Commission’s ceremonial
opening sitting was held in Brisbane
on 16 September 2019 and is referred
to as ‘Public hearing 1'.

Summary

Chapters 12 to 14 provide an overview
of the first three public hearings held
by the Royal Commission.

» Chapter 12 outlines Public hearing 2:
Inclusive education in Queensland
— preliminary inquiry

» Chapter 13 outlines Public hearing 3:
The experience of living in a group
home for people with disability

» Chapter 14 outlines Public hearing 4:
Health care and services for people
with cognitive disability.

These chapters summarise the key
themes that emerged from the evidence
presented at the hearings and outline the
areas for future inquiry that have arisen
from each hearing. A detailed report of
each public hearing is available on the
Royal Commission website.

Chapter 15, ‘Nature and extent of
violence against, and abuse, neglect
and exploitation of, people with disability’
describes the importance of high-quality
data. There is good data on the number
of people with disability in Australia but
little on the violence, abuse, neglect

and exploitation experienced by people
with disability, particularly for certain
groups such as First Nations people
with disability, people with disability

from culturally and linguistically

diverse communities, and people

with disability living in closed or
segregated environments. The chapter
outlines the Royal Commission’s strategy
to address these gaps.



Part D: Emerging themes
and our future direction

Chapter 16, ‘Our theoretical approaches’
outlines four approaches that come from
our terms of reference and guide our
work: human rights, disability theory,
intersectionality'® and life course.

Chapter 17, ‘Emerging themes and key
issues’ discusses the themes and key
issues that have emerged in the first
phase of our inquiry. Some themes and
issues have been the subject of detailed
evidence at the public hearings. Others
have been identified in submissions,
responses to issues papers and from
what we have heard through our
community engagement activities.

Chapter 18, ‘First Nations people with
disability’ outlines what we have heard
about what it means to live as a First
Nations person with disability in Australia.
Chapter 18 identifies key issues that

we had planned to examine in hearings
during the first half of 2020 but which
have had to be postponed due to the
COVID-19 pandemic. The issues will now
be considered as soon as we are able to
resume these hearings safely.

Chapter 19, ‘Our future direction’
describes how the Royal Commission

will build on our work to date. It details
how we will draw on what we learn
through public hearings, submissions,
community engagement, private sessions,
research and policy work to deepen

our understanding of the emerging
themes and key issues and develop
recommendations to prevent violence

against, and abuse, neglect
and exploitation of, people with disability
for publication in our final report.

Four appendices provide information
concerning:

* A: Letters patent
« B: Past reports and inquiries

» C: Key activities and publications
to date

« D: Abrief overview of the National
Disability Insurance Scheme (NDIS).

They are followed by a list of the
acronyms and abbreviations used
in this report, and the Glossary.

Why this Royal
Commission is needed

The activism and advocacy of the disability
rights movement since the 1970s and
1980s has led to substantial changes in
Australian legislation, policy and practice.
The achievements include the enactment
of the Disability Discrimination Act 1992
(Cth) and Australia’s ratification of the
United Nations Convention on the Rights
of Persons with Disabilities (CRPD) on

17 July 2008.

Despite this progress, the high-profile
cases of sexual abuse of people living in
Yooralla group homes in Victoria between
2011 and 2014" brought to the public’s
attention what people with disability

and their advocates have long known:
violence against, and abuse, neglect

and exploitation of, people with disability
persist in Australia.
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The number of people with
disability in Australia

The Australian Bureau of Statistics defines
disability as ‘any limitation, restriction

or impairment which restricts everyday
activities and has lasted, or is likely to
last, for at least six months’.'? A series of
questions about whether a person needs
assistance or has difficulty with, or uses
aids or equipment to perform, different
types of activities are used to determine
disability. The Australian Bureau of
Statistics Survey of Disability, Ageing and

Carers, which is the best available source
of information on the number of people
with disability in the Australian population,
states that there were around 4.4 million
people with disability in Australia in 2018."

The older a person is, the more likely it is
they will have a disability. Table 1 shows
that in 2018, 8.2 per cent of children aged
under 18 had disability, while around

13 per cent of adults aged 18-64 had
disability and nearly 50 per cent of adults
aged 65 and over had disability.'* More
than two in five people with disability were
aged over 65 years.

Table 1: Number and percentage of people with disability by age group, 2018

Number of people

with disability (‘000’)

Percentage of age | Percentage of
group that has population with

Age group

Children aged under 18 453.7
Adults aged 1864 1969.7
Older adults aged 65+ 1941.5
Total 4367.2

disability disability
8.2% 10.4%
12.9% 45.1%
49.6% 44.5%
17.7% 100.0%

Note: The numbers of people with disability in each age group do not add up to 4367.2 because the Australian
Bureau of Statistics changes some numbers to protect the confidentiality of people completing the survey.

Source: Australian Bureau of Statistics (2019).

The percentage of the Australian
population with disability has decreased
over time, although the actual number of
people with disability has increased as the
population has grown.™

The Australian Bureau of Statistics
National Aboriginal and Torres Strait
Islander Health Survey suggests that
around 306,100 First Nations people had a
disability in 2018-19, representing 38 per
cent of the First Nations population (see
Table 2).'® The proportion of First Nations
people with disability is considerably higher
than the proportion of people with disability

Summary

in the general population. More than one
in five First Nations children (aged under
18) are children with disability, and children
accounted for almost one-quarter of all
First Nations people with disability.'”

The Australian Bureau of Statistics

does not provide data to break down
First Nations adults with disability into
separate age categories. In Table 2, we
have separated statistics for First Nations
people with disability into two groups
(children and adults) rather than three
groups (children, adults and older adults)
as we did for the general population.



Table 2: Number and percentage of First Nations people with disability by age group, 2018-19

Number of First

Percentage of First
Nations population

Percentage of First

Nations population

Age group Nations people with
disability (‘000’)

Children (aged under 18) 73.0

Adults (aged 18+) 233.6

Total 306.1

with disability

22.3% 23.9%
48.1% 76.4%
37.6% 100.0%

Note: The numbers for each age group of First Nations people with disability do not add up to 306.1 in the ‘Total’
row because the Australian Bureau of Statistics changes some numbers to protect the confidentiality of people

completing the survey.

Source: Australian Bureau of Statistics (2019).

‘Cultural and linguistic diversity’ is an
expression that is difficult to define.
Researchers tend to use the expression to
describe communities for whom English is
not the main language or whose cultural
norms differ from the wider community.
The breadth of this description makes it
difficult to measure how many people with
disability also identify as culturally and
linguistically diverse. Data suggests there
are around 136,000 people with disability
who were born in a country where English
was not the main language and who speak
a language other than English at home
and who do not speak English well or at
all.”® This is around 0.6 per cent of the
Australian population and around 3 per
cent of people with disability. However,
the number of people with disability who
identify as culturally and linguistically
diverse is likely to be considerably higher.

Data on violence, abuse, neglect
and exploitation

In Australia, almost two-thirds of people
with disability have experienced violence
in their lifetime, and people with disability

are twice as likely as people without
disability to experience violence in

a 12-month period." Of women with
disability aged 18-64, 32 per cent
experience sexual violence in a 12-month
period, which is twice the rate of women
without disability in the same age bracket.
This pattern is repeated across different
groups of people with disability.

The 2018-19 Australian Bureau of
Statistics National Aboriginal and Torres
Strait Island Health Survey suggests
that First Nations adults with disability
experience high rates of violence.?°

While Australia has improved its
collection and reporting of data on
violence and abuse experienced by
people with disability, critical data gaps
remain. In 2016, the Australian Bureau
of Statistics Personal Safety Survey
included questions to identify people with
disability and the type of impairment they
have. However, this survey excludes
children, people in custody, people who
live in institutional settings such as aged
care homes, and people who do not
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speak English or who cannot respond
confidentially to questions. This means
people with disability are more likely

to be excluded from the survey than
people without disability. People with
communication disability, culturally and
linguistically diverse people with disability
and people with intellectual disability are
particularly likely to be excluded.

There is no nationally consistent data on
neglect or exploitation experienced by
people with disability.

There is also no reliable publicly available
data on the violence, abuse, neglect or
exploitation experienced by:

» culturally and linguistically diverse
people with disability, including people
granted protection visas as refugees
and humanitarian migrants

* lesbian, gay, bisexual, trans and
gender diverse, intersex, queer or
questioning people with disability

+ children and young people with
disability

» First Nations children with disability

* people with disability experiencing
homelessness.

We commissioned researchers at

the Centre of Research Excellence

in Disability and Health to review the
available data on the extent of violence,
abuse, neglect and exploitation
experienced by people with disability.
The researchers concluded that:

the historical omission of people

with disability from national data
collections, and the lack of up-to-date

Summary

analyses where data on violence and
disability are available, means there
is limited empirical evidence to inform
governments, institutions and the
community about best practices in
prevention and response.?'

This absence of data means that nobody
can estimate with confidence the levels of
violence, abuse, neglect and exploitation
experienced by people with disability.
This makes it difficult for governments
and other agencies with policy-making
responsibilities to design and implement
effective policies and programs. Data is
needed to:

* setgoals
* measure progress

* enable others to hold governments
and organisations accountable for
delivering those goals

» track progress on action plans such
as the National Disability Strategy

« determine whether the Australian
Government is meeting its obligations
under the CRPD.

Without detailed data, it is not possible
to assess whether a particular policy or
program achieves its intended outcome,
whether for people with disability as a
whole or for particular groups within the
disability community. The lack of useful
data has emerged as a major theme in
our work so far.

The Royal Commission will examine
these data gaps through our ongoing
work. Our areas of further inquiry are
outlined at the end of this Summary.



Our theoretical approaches

It's okay to talk about violence, abuse and neglect ... but a
lot of people don’t even realise they are victims. Education is

key. We all need a standard of rights that we all must abide
by. PWD [people with disability] have no idea what their
rights even are the majority of the time.??

The Royal Commission is informed by
four main theoretical approaches. These
approaches, which come from our terms
of reference, are human rights, disability
theory, intersectionality — which describes
the unique discrimination that arises from
the interaction of ableism with other forms
of oppression such as racism, sexism,
ageism or homophobia — and life course.??
The Royal Commission draws on existing
knowledge in these areas to help us
understand the forces that shape the
lives of people with disability and make
recommendations for lasting change.

We are guided by the human rights
frameworks developed in a series of
United Nations conventions, most
notably, the CRPD.?* The CRPD sets out
obligations for the Australian Government
to undertake to ensure and promote the
full realisation of all human rights and
fundamental freedoms for all persons with
disability, without discrimination of any
kind on the basis of disability.

Human rights play an important role
beyond just imposing legal obligations on
government. They reflect a set of values,
such as the dignity, autonomy, freedom
and equality of all people. The CRPD
articulates values and standards by which
people with disability should be treated
and informs community values and
standards. The human rights framework
assists in understanding why people with
disability experience violence, abuse,
neglect and exploitation and will inform
the recommendations we make.

In its preamble, the CRPD says that:

disability is an evolving concept
and that disability results from the
interaction between persons with
impairments and attitudinal and
environmental barriers that hinders
their full and effective participation
in society on an equal basis with
others.?
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This definition is informed by theories
and models of disability developed by
advocates and scholars. In particular,
the social model of disability challenges
prevailing assumptions that disability

is an individual medical problem or a
tragedy to be eliminated, cured or hidden
away. The social model shifts the focus
from a person’s impairment to the social
structures, barriers and attitudes that
exclude and disempower people. Some
disability theorists have argued that the
social model may not always be of great
assistance in formulating proposals for
change. But its profound influence in
reshaping attitudes and the understanding
of disability is undeniable.

People with disability face barriers to their
full and equal participation in society.
However, individual people’s experiences
vary and are influenced not only by the
nature of their disability but also other
factors like their age, sex, gender, gender
identity, sexual orientation, intersex
status, ethnic origin, socio-economic
status and race. Our terms of reference
require us to give attention to these muilti-
layered experiences.?® To do this, we use
an intersectional approach to help us
understand how prejudice and oppression
based on ableism interacts with other
forms of oppression — such as racism,
sexism, ageism or homophobia — to
create unique forms of disadvantage

and discrimination.

Finally, the life course approach is taken
from the social sciences. It helps us to
understand individual pathways and
trajectories in the context of larger
social changes and trends.

Summary

What we have
done so far

The Royal Commission gathers
information on and evidence about
individual experiences and systemic
issues to understand the nature

and extent of violence against, and
abuse, neglect and exploitation of,
people with disability and inform our
recommendations. Our work so far has
included public hearings, submissions,
community engagement, private sessions,
research and policy work.

Impact of the COVID-19
pandemic

On 16 March 2020, the Royal
Commission suspended all activities
involving gatherings of people or close
contact between individuals due to

the COVID-19 pandemic. This was
unavoidable in view of the risks to health,
especially for people with disability

but also to staff and members of the
Royal Commission. Notwithstanding the
suspension of public activities, the work
of the Royal Commission has continued
during the COVID-19 pandemic. That
work has included preparing the interim
report and reports on the first three public
hearings, publishing issues papers,
processing submissions and responses
to issues papers, finalising the research
agenda and continuing to engage with
people with disability, their supporters
and advocates through technology.

The Royal Commission resumed public
activities in August 2020 and carefully

1



adheres to all official advice regarding
physical distancing and other public
health measures. We will continue to use
technology to enable people to participate
in the Royal Commission’s activities and
engagements while COVID-19 restrictions
remain in place.

Our work so far

As at 31 July 2020, the Royal
Commission has held our ceremonial
opening sitting and three public
hearings.?” A public hearing on the
‘Experiences of people with disability
during the ongoing COVID-19
Pandemic as at August 2020’ is
planned for 18-21 August 2020,

with a number more planned for

the remainder of 2020. The Royal
Commission has held eight community
forums, where Commissioners and
more than 560 registered participants
listened to 87 people share their
experiences of violence, abuse,
neglect and exploitation.

We have received 1237 submissions,
including from people with disability,

their family members, advocates and
organisations. We have held nine
workshops, published nine issues papers
and received 295 responses to those
papers. We have a number of research
projects underway as part of our research
agenda and will publish reports on our
website as the projects are completed.

The Royal Commission opened
registrations for private sessions

in January 2020 and the first five were
held in February 2020. From March 2020

to July 2020, we suspended face-to-face
private sessions due to the COVID-19
pandemic. However, 12 private sessions
were conducted by telephone and
videoconference during this time.

The Royal Commission’s community
engagement strategy sets out the aims
of our community engagement, as

well as who we engage with and how
we do so. We have established the
Disability Strategic Engagement Group
to strengthen our engagement with the
disability sector.

Emerging themes
and key issues

We have heard about the violence,
abuse, neglect and exploitation
experienced by people with disability
in many different systems including
education, homes and living
arrangements, health, the justice
system and the NDIS.

Like everyone, people with disability
live complex and multi-faceted lives
that go beyond their interaction with
systems and services. We have also
heard about the experiences of people
with disability in the context of their
relationships and participation in the
community and the economy, including
at work. People with disability have also
told us how they have been affected by
the COVID-19 pandemic and government
responses to it.
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Emerging themes

A number of themes have emerged as
particularly pertinent to the independence
of people with disability and their right to
live free from violence, abuse, neglect
and exploitation. The themes include:

+ choice and control

» attitudes towards disability

» segregation and exclusion

» restrictive practices

* access to services and supports
* advocacy and representation

+ oversight and complaints

+ funding.

Choice and control

People with disability have the right to
control their own lives, to make their own
decisions and to exercise choice. This

can be described as the right to autonomy
or independence.

People have described to the Royal
Commission how their ability to make
choices can be limited in large and small
ways, affecting where or with whom they
live, their intimate relationships, their
health care, their education, their work
and how they manage their finances.
We have also heard about limits to

their autonomy in the context of how
they participate in the community, their
experiences with the justice system and
developing plans under the NDIS.

Exercising choice and control and being
independent is sometimes confused with
being self-reliant and needing no external
support. Yet every person, with or without
disability, depends on the support of other
people and broader social networks.

The provision of appropriate support can
enable people with disability to maximise
their autonomy and independence.

| hope that this Royal Commission can help people with a
disability to have choice and control ... People with disability

should have a choice ... they should feel free.?

Summary
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Attitudes towards disability

Ableism is the foundation of our oppression and consequent

suffering ... The deadly bigotry of low expectations and the
consequences over a lifetime are killers.?®

People with disability have told us about
the negative or harmful attitudes they
often face, as well as assumptions other
people make about their quality of life and
value to society. They have described
how these attitudes can influence their
experiences across many areas of life.

Attitudes can contribute to violence
against, and abuse, neglect and
exploitation of, people with disability.
Negative attitudes and unconscious bias
can directly or indirectly affect behaviour,
and may play a significant role in how
people with disability are treated. These
attitudes can manifest as unwarranted
assumptions about a person’s decision-
making capacity, low expectations and
discrimination. People with disability and

their family members have reflected

on their experiences of being devalued
and stereotyped, as well as of a broad
lack of understanding and acceptance

of them as equal members of society.
This can send a message that people
with disability have less value than other
members of the community and therefore
do not have the same rights as others.

Negative attitudes and beliefs towards
disability can intersect with attitudes
towards age, gender, gender identity,
sexual orientation, ethnicity or race.
For example, First Nations people
with disability are almost twice as
likely to experience discrimination

as non-Indigenous people with
disability.*
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Segregation and exclusion

Negative perceptions, negative judgements and negative
expectations are reinforced and become woven into the

fabric of our community when the ‘other’ places for the
‘other’ people exist.®'

Segregation is when people with
disability are separated from the rest

of the community or from settings where
people without disability can access
supports and services and participate

in community and economic life.
Historically in Australia, people with
disability were segregated in institutions
that provided housing, recreation,
employment and education — a practice
supported by some laws and policies.
Although many larger institutions have
now closed, some people with disability
— particularly people with cognitive
disability — remain separated from the
wider community in segregated settings.

The Royal Commission has heard
about violence against, and abuse,
neglect and exploitation of, people
with disability across a range of
segregated settings, including
education, homes and living
arrangements, employment and

Summary

day programs. We have also heard
about the negative effect this can
have on opportunities to build
meaningful and trusted relationships
with friends and family.

Exclusion occurs when people are
denied access to the social, economic,
political and cultural systems that enable
a person to be part of the community.
The segregation and social exclusion

of people with disability produces stigma
and discrimination, which may lead to
violence, abuse, neglect and exploitation.

First Nations people with disability

and culturally and linguistically diverse
people with disability may experience
intersecting disability discrimination

and racism, resulting in segregation,
exclusion and isolation. For First
Nations people with disability, ongoing
intergenerational trauma may contribute
to these experiences.
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Restrictive practices

| was forced to take medications not directly tethered to the

treatment of my diagnosis but as a tranquilising sedative.®?

Restrictive practices are interventions
or actions that limit the rights or freedom
of movement of a person. In Australia,
restrictive practices can be used in
certain circumstances to prevent or
protect people from harm, including
perceived harm. They may be used

to prevent an individual from expressing
what are characterised as ‘behaviours
of concern’ for the protection of
themselves or others. Restrictive
practices include seclusion and the

use of restraints, such as physical,
chemical, environmental and
mechanical restraints.

All states and territories have laws,
policies and standards for the use

of restrictive practices but there is

no uniform regulatory framework
across all jurisdictions and settings.
We have received information about
the use of restrictive practices in
educational, residential, health and
detention settings, including the use of:

* seclusion and physical and
chemical restraints in schools

+ physical and environmental
restraints in group homes

» physical, chemical and mechanical
restraints in health facilities

« seclusion and chemical restraints
in detention settings.
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Access to services and supports

Having a good team of support workers who have spent time

with me every day and come to understand my disability has
been highly beneficial.®

Services and supports range

from everyday essentials, such

as supermarkets, public transport,
education and health care, to those
that are disability-specific. We have
heard how the people who provide

or facilitate access to these services
and supports, including family members
and support workers, can be a source
of support and safety and can help
prevent and protect people with disability
from experiencing violence, abuse,
neglect and exploitation. However,

we have also heard that sometimes
these people can minimise or ignore
experiences of violence, abuse,

neglect and exploitation when they
occur, or be the source of harm.

Summary

The Royal Commission has heard

about the barriers that people with
disability can face when accessing
services and supports. These include
attitudinal, institutional, environmental
and communication barriers. We have
also heard about the lack of appropriate
services and supports in many places, a
problem that can particularly affect First
Nations people with disability in remote
communities. We have been told about
the barriers created by institutional racism
towards First Nations people, and that this
intersects with disability discrimination.
Culturally and linguistically diverse people
with disability can encounter particular
barriers based on attitudes towards
disability and ethnicity, as well as being
unable to access information.
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Advocacy and representation

The only strategy I've ever seen capable of making a

difference is advocacy and self-advocacy, particularly self-
advocacy, empowering people to stick up for themselves.3*

Advocacy and representation enable
people with disability to have their
voices heard at all levels of society

and to influence issues of deep concern
to them. Disability advocacy is acting,
speaking or writing to promote, protect
and defend the rights of people with
disability. Independent advocacy by
people with disability plays an important
role in implementing and monitoring

the CRPD.

We have heard from many advocacy
and representative organisations that
increased advocacy is a key measure

to address violence, abuse, neglect and
exploitation and would lead to a more
inclusive society. We have also heard
that there is a lack of advocacy services,
including for First Nations people with
disability and people with complex needs,
and that existing advocacy services are
under-funded.
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Oversight and complaints

Put simply, people with a disability who

disclose abuse are often not believed.3®

Oversight and complaints mechanisms
help prevent violence against, and abuse,
neglect and exploitation of, people with
disability, and help ensure appropriate
responses when they occur. Each state
and territory has primary responsibility
for oversight and complaints mechanisms

for systems and services in its jurisdiction.

Nationally, the NDIS Quality and
Safeguards Commission is responsible
for the regulation and oversight of
services and supports provided for
people with disability under the NDIS.

We have been told about difficulties

in reporting and complaining in a range
of contexts, and that incidents are
sometimes minimised, ignored or go
unreported. We have also heard that

Summary

some people with disability have been
punished for making complaints about
the care or services they receive. Some
people with disability described fearing
retribution or not being able to access
confidential complaints procedures.

We have also heard about complaint
procedures that are inappropriate for
people who are non-verbal or deaf.

We have heard that complaints made
by people with disability, particularly
those with psychosocial or intellectual
disabilities, are not always taken seriously
or are considered minor. We have been
told that reporting and investigation
processes are often insufficiently
independent and are inaccessible

or re-traumatising for the complainant.
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Funding

The Royal Commission has heard

about the impact of funding on access

to support and services for people with
disability. Inappropriate funding structures
can create disincentives, conflicts of
interest and potentially poorer outcomes
for people with disability. We have been
told that changes to funding models and
how funds can be used for supports could
lead to more effective protection of people
with disability from violence, abuse,
neglect and exploitation. Changes of

this kind may also encourage reporting
and responses to violence, abuse, neglect
and exploitation experienced by people
with disability.

The Royal Commission will examine
these emerging themes through our
ongoing work. Our areas of further inquiry
are outlined at the end of this Summary.

Key issues

We have heard about key issues across
systems and services, including:

* education and learning
* homes and living

* health care

* relationships

* community participation
* economic participation
+ the NDIS

» the justice system.

We have also heard about the
experiences of people with disability
during the COVID-19 pandemic.

The key issues are often connected to
the emerging themes we have identified,
suggesting that the violence, abuse,
neglect and exploitation experienced

by people with disability is not limited

to discrete settings or contexts. Rather,
violence against, and abuse, neglect
and exploitation of, people with disability
may be the result of systemic failures
across multiple areas. We shall explore
the association between these failures
and the wider exclusion of people with
disability from society.
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Education and learning

School was supposed to be a place

of feeling safe and supported.3®

While the Royal Commission has
received information about experiences
of violence, abuse and neglect across all
stages of education, many contributions
so far have focused on primary and
secondary education. The emerging
picture is that not all students with
disability in Australia receive the same
quality of education as students without
disability or have the opportunity to
realise their full potential. People have
described the long-term impacts of poor
education on their employment, health,
independence and relationships. What
is clear from the information provided

to us is the desire for real and lasting
improvements to the quality of education
for students with disability.

We have heard about the lack of access
people with disability have to education
and its opportunities and benefits. Many
people with disability, their families

and advocacy groups describe this as
neglect. We have heard about barriers to
enrolling in school, limited development
opportunities and a lack of reasonable
adjustments, supports and planning in
the education system. We have also
heard about the exclusions experienced
by students with disability, including the
disproportionate use of suspensions
and expulsions. We have been told how
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restrictions related to COVID-19
have exacerbated existing barriers
to education or created new ones
for students with disability.

We have heard about physical, verbal
and emotional violence and abuse in
educational settings, including restrictive
practices being used on students with
disability and schools asking parents

to medicate their children to address
behaviours of concern.

People and organisations have also
described what they see as the key

factors for safe, inclusive and quality
education, including:

» strong leadership
* inclusive culture
+ effective workforce training

« collaboration between students,
parents and educators

* accessibility

» provision of adjustments and supports

* increased disability awareness and
acceptance.

We have heard different perspectives
about the best way to structure Australia’s
education system for students with
disability.
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Some students with disability are
educated in ‘separate environments
designed or used to respond to a
particular or various impairments,

in isolation from students without
disabilities’.®” The United Nations
Committee on the Rights of Persons with
Disabilities refers to this as ‘segregation’.
In Australia, schools, classes or units for
students with disability are often called
‘special’ schools, classes or units. All state
and territory education systems include
special/segregated education settings
as a parallel or dual system. We have
heard from some parents of students
with disability, educators and associations
representing special education that
special/segregated education settings
can differentiate education, adapt
curriculum, provide specialist support
and cater to diverse needs.

We have also heard different views from
those who endorse inclusive education,
including some people with disability,
parents of students with disability,
educators, peak organisations, and
academics. Many have told us they
believe there is a link between special/
segregated education settings and
higher rates of violence, abuse and
neglect in these settings and in later
life. Some organisations and academics
describe these settings as based on an
understanding of disability as deficit.
Organisations have also told us this
perpetuates the exclusion of people
with disability and that once a student

is placed in a special/segregated school,
class or unit, they rarely transition

into ‘mainstream’ education or into
mainstream work.

Public hearing 2: Inclusive education
in Queensland — preliminary inquiry

Public hearing 2 was the first of

our hearings to examine violence
against, and abuse, neglect and
exploitation of, people with disability
in educational settings.

Its main purpose was to undertake

an initial examination of some of the
systemic issues, challenges and barriers
that can prevent students with disability
from obtaining a safe, inclusive

and high quality education.

The Royal Commission heard evidence
about the education system in
Queensland, as well as interstate,

at public and private schools. It explored
the experiences of students with disability
and related policies and procedures.

The Royal Commission heard evidence
from 14 witnesses, including parents of
students with disability, representatives
from advocacy organisations, academic
experts, the president of the Queensland
Teachers’ Union, and staff of the
Queensland Department of Education.

Education is important to the life
journey of people with disability and
adverse experiences at school can have
significant pervasive effects on a person’s
life. The right to education belongs

to everyone as a human right under
international law. The CRPD provides
that States Parties recognise the right
of people with disability to education
‘without discrimination and on the basis
of equal opportunity’.®
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The evidence from the public hearing
indicates that there are several key
drivers and forms of violence, abuse,
neglect and exploitation in the context
of the education of children with
disability. These include:

+ ‘gatekeeping’ practices (where
people and organisations put
barriers in place to stop students
with disability engaging in
mainstream services)

* mistreatment of students with
disability by school staff and other
students, including bullying and
harassment

» the use of restrictive practices against
students with disability, including
physical restraint, chemical restraint
and seclusion, such as when students
are left alone and without educational
materials as a method of occupying
time or in response to behaviours
of concern

* alack of adjustments, supports and
individualised planning that students
with disability need to have proper
access to education and participate
in school life

* low expectations of students with
disability and student outcomes,
and how school staff exclude
students with disability from
activities as they expect they
would not be able to participate

Summary

+ the misuse of disciplinary measures,
including suspensions and exclusions,
in response to behaviours of concern,
which can occur where school staff
struggle to understand the nature and
manifestations of the student’s disability

*  poor communication and collaboration
between school staff and students with
disability and their parents, which may
lead to neglect, compared to the role of
positive relationships in providing safe,
inclusive and quality education

* poor complaint processes and
responses to complaints about a
student’s educational experience,
which can place the continued
enrolment of the student with
disability at risk or potentially
damage the relationship between
parent and teacher

» the impact of joint funding arrangements
between the Australian Government
and state governments and the different
data collection requirements of each,
which can be time consuming, onerous
and inconsistent

» workforce capability, including
inadequate initial and continuing
teacher training and education.

Chapter 12 provides an overview of the
evidence gathered during Public hearing
2 and outlines the areas for further inquiry
arising from that evidence (which are also
summarised in ‘Areas of further inquiry’

at the end of this Summary). A detailed
report of Public hearing 2 is available

on the Royal Commission website.
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Homes and living

She was hit, pushed, spat upon and had her property

constantly stolen both by workers and other co-tenants.®®

Everyone has the right to feel safe

at home. A person’s home is central

to their independence and wellbeing.
Yet people with disability are more

likely to feel unsafe in their homes than
people without disability. In Australia,
most people with disability live in private
homes, with a relatively small proportion
residing in supported accommodation,
including group homes, boarding
houses and residential institutions.
Some people with disability live in short-
term accommodation or experience
unstable housing or homelessness.

Our early work has focused on

group homes, but we have heard

about violence, abuse, neglect and
exploitation occurring across the range
of residential settings.

We have heard about people with
disability being subjected to violence,
abuse, neglect and exploitation in
private homes. We have been told about
some people with disability having
unexplained injuries and experiencing
neglect in supported accommodation.
We have also heard about the barriers
to independent living that people with

disability can face, including attitudinal
barriers and a lack of affordable and
accessible housing options, which
particularly affect First Nations people
and people from rural and remote
communities.

Despite the trend towards
deinstitutionalisation, which began

in the 1960s and resulted in many
larger institutions closing by the 1980s,
we have heard that newer facilities
such as group homes can emulate

the institutional cultures and practices
typical in larger institutions.

Public hearing 3: The experience
of living in a group home for people
with disability

Public hearing 3 inquired into the
experiences of people with disability
living in group homes. We were
particularly concerned to examine
whether living in a group home
heightens the risk of violence,
abuse, neglect or exploitation

for people with disability.
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The Royal Commission decided to
undertake this inquiry in an early public
hearing because a person’s home is
the place where they should feel and
be safe and secure. Ahome is central
to a person’s life, dignity, independence
and wellbeing.

The Royal Commission heard evidence
from 28 witnesses, including people

with disability who had direct experience
of living in group homes or other forms
of supported accommodation. They
described being deprived of choice

in shared supported accommodation,
leading to a loss of control and autonomy
and exclusion from social, economic

and cultural life.

We heard evidence that lack of
choice can also lead to residents
of group homes or other supported
accommodation being exposed

to violence, abuse, neglect and
exploitation.

The key themes emerging from the
hearing include:

+ the consequences of
deinstitutionalisation, including
the emergence of the group
homes model and the unintended
consequences flowing from
that model

» autonomy for people with disability,
including having choice and control
over where and with whom they
live, choice of service provider,
and individualised service delivery
within their group home
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+ safety in group homes being
undermined by the ‘casualisation’
of staff, poor training of disability
support workers and a punitive
culture among staff

» safety strategies, such as developing
networks and trusted relationships
with a range of people outside of
the closed environment as well
as independent advocacy and
self-advocacy

» the critical importance of reporting
violence, abuse, neglect and
exploitation to ensure effective
responses and the limits of
compliance-based approaches
to assessing the quality and safety
of a service

» the importance of support for
transitioning to alternatives to
living in a group home

« redress for survivors of violence,
abuse, neglect and exploitation in
connection with the provision of
disability services.

Chapter 13 provides an overview
of the evidence gathered during
Public hearing 3 and outlines the
areas for further inquiry arising
from that evidence (which are
also summarised in ‘Areas of
further inquiry’ at the end of this
Summary). A detailed report of
Public hearing 3 is available on
the Royal Commission website.

25



Health

People with disability experience poorer
health than people without disability.
People with disability and their families
have told us about their experiences
accessing health care and the challenges
they can face getting the care they need.
We have also heard about violence

and abuse in health care settings and

of people with disability experiencing
involuntary treatment and diagnostic
overshadowing (when symptoms of
physical or mental health conditions are
misattributed to a person’s disability).

We have heard about the range of
barriers that people with disability face
when accessing health care. While high
quality health care is provided to some
people with disability, we have also been
told about health staff who appeared
reluctant to provide people with disability
with appropriate care. This was attributed
to perceptions about the value of people
with disability, people with disability being
regarded as difficult and time-consuming,
or financial disincentives to devoting

the time necessary to treat people with
disability. We have also heard about
health staff not listening to patients with
disability, or talking about them rather
than to them.

We have been told that people with
disability have faced difficulties accessing
health care during the COVID-19
pandemic. Many people and services
rely on face-to-face contact. As a result,
we have heard that many people with
disability have not been able to access

health care, despite increased provision
of telehealth services. There have also
been challenges accessing COVID-19
testing facilities and personal protective
equipment.

We have heard that diagnostic
overshadowing can result in delayed or
incorrect diagnoses of medical issues.
The intersection of disability discrimination
and racism can result in serious medical
issues being ignored for First Nations
people with disability.

Some people with disability have told

us about receiving involuntary medical
treatment and the effect this has had on
them. For example, we have heard about:

» electroconvulsive therapy
used against a person’s will

* medication used without
consultation or informed consent

* police being used to enforce
involuntary treatment

« chemical sedation without
therapeutic benefit

» seclusion and physical restraint being
used to manage mental health

+ threats of involuntary treatment
orders if people question medical
professionals.

We have also heard that some women
with disability in group homes are
subjected to forced contraception.
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Public hearing 4: Health care
and services for people with
cognitive disability

Public hearing 4 was the first of our
hearings to inquire into health issues
for people with disability.

The purpose of the hearing was to
examine the health care and services
provided to people with cognitive disability
in Australia and to determine whether
this group of people is subjected to
systemic neglect. The Royal Commission
acknowledges that the quality of health
care provided varies and there are
examples of excellent care. However,

the evidence warrants finding that there
has been, and continues to be, systemic
neglect of people with cognitive disability
in the Australian health system.

The Royal Commission heard evidence
from 38 witnesses, including people

with cognitive disability, their parents,
siblings and supporters, as well as
advocates, experts, medical professionals
and representatives of government
departments and agencies.

The evidence at the hearing included
first-hand accounts from people with
cognitive disability and their families
about their experiences in the health
system, what quality health care looks
like for them, and the barriers to quality
health care that they have faced.
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Key themes from the hearing include the:

» critical role that a person-centred
approach, trusting relationships with
health professionals, and collaborative
planning of care and treatment play
in ensuring quality health care for
people with cognitive disability

» influence of pervasive societal
attitudes towards people with
cognitive disability on decision-making
concerning health care and treatment

* importance of communication and
information sharing, including health
professionals communicating directly
with people with cognitive disability
and their parents or supporters,
as well as between health services
and health professionals

* importance of strong advocacy
in ensuring people with cognitive
disability are provided with quality
health care

+ systemic challenges that exist
in the health system, particularly:

o providing health care over
a person’s lifetime, including
preventative health care, dental
health care, the transition from
paediatric to adult health care,
mental health care and
end-of-life care

o for First Nations people
with disability

o for people in non-metropolitan
areas
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* need to better integrate the health
and disability service sectors

* trauma and distress that can be
associated with health procedures and
treatment for people with cognitive
disability, which can accumulate and
have implications for all aspects of a
person’s life

» need for better education and training
to improve knowledge and attitudes
of health professionals and their skills
in communicating with people with
cognitive disability and their families

» importance of data collection and
research into the health of people
with cognitive disability.

The hearing also examined Australian
Government and New South Wales
Government initiatives to improve
health care for people with disability,
including the National Roundtable and
draft National Roadmap for improving
the health of Australians with intellectual
disability.

Chapter 14 provides an overview of the
evidence gathered during Public hearing
4 and outlines the areas for further inquiry
arising from that evidence (which are also
summarised in ‘Areas of further inquiry’
at the end of this Summary). A detailed
report of Public hearing 4 is available

on the Royal Commission website.

Relationships

Everyone has a right to family and a right
to be free from violence, abuse, neglect
and exploitation in their relationships.
The Royal Commission has received

information about people with disability
being subjected to domestic and family
violence, sexual violence, child removal
and child relinquishment. Many people
who have shared their stories with us
have told us of experiencing multiple
forms of violence and abuse in their
relationships.

People with disability experience higher
rates of domestic and family violence
than people without disability. People
with disability can experience particular
forms of domestic and family violence,
including the withholding of food, water,
medication or support services, the use
of restraints, reproductive control and
forced isolation. We are also hearing
about violence or abuse by other family
or kinship network members and
support workers.

Women with disability experience much
higher rates of violence by a current or
previous partner than women without
disability, as do men with disability
compared with men without disability.
The same pattern exists for sexual
violence experienced by women with
disability compared with women without
disability, and men with disability
compared with men without disability.

We have heard that during the COVID-19
pandemic, people with disability
experienced increased isolation because
of restrictions on movement and close
physical contact. This may mean that
people with disability have had less
access to support networks and been less
able to report and escape domestic and
family violence.
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The Royal Commission has also received
information about circumstances where
children have been removed from a
parent or parents with disability. We

have heard from adults with disability
about being removed from their families
when they were children. We have heard
about these experiences for First Nations
families in the context of historical and
current practices of child removal. We
have been told that these experiences
are, in part, responsible for widespread
mistrust of mainstream systems by First
Nations families, resulting in families
being less likely to access mainstream
supports and services.

Community participation

Participating in the community is

about the relationships we form, our
engagement in civic life and our sense

of belonging. People with disability
continue to confront barriers that prevent
their full and equal participation in the
community. These barriers are attitudinal,
institutional, environmental

and communicative.

Accessibility is essential for people

with disability to live independently

and fully participate in society on an
equal basis with others. People with
disability are excluded when buildings,
public and private spaces and information
are not accessible to them. Some people
with cognitive disability discuss their
experiences of safety in terms of the
physical environment, such as using
public transport or negotiating hazards in
public areas. Some Deaf people associate
safety with access to information. People
with disability have also told us they often
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encounter physical barriers to accessing
building and environments, and that these
barriers are only the ‘tip of the iceberg’ for
how they are excluded from society.*

We have heard how access to information
was unreliable and confusing during

the COVID-19 pandemic and that many
people with disability feel that they have
been overlooked or left behind during

the crisis. For some people, it has not
been possible to follow social distancing
restrictions and they fear increasing social
isolation after the pandemic.

Economic participation

People with disability experience high
levels of socio-economic disadvantage
and are more likely than people without
disability to experience poverty, financial
hardship and unemployment, with lower
incomes and higher costs associated with
living with disability.

People with disability have told us

about their experiences of violence

and abuse in open and in segregated
employment. They have described being
physically, verbally and sexually abused
by colleagues and managers in the
workplace. This includes experiences of
violence and abuse in some Australian
Disability Enterprises (ADEs), or
‘sheltered workshops’. We have heard
that in some instances, when these
issues have been raised with ADE service
providers, they have been ignored or not
addressed. We have also heard about
the lack of meaningful work in ADEs and
of poor workplace conditions, as well

as of difficulties in transitioning to open
employment.
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We keep talking about how different these people
are, we laugh at them, we mock them, we continually
talk about what they can’t do. We put them in low paid,

hard factory jobs and we pay them in coins. For the
whole of their life they have been put down
and kept in sheltered workshops.*!

Australian governments have many
policies and programs related to the
economic participation and employment
of people with disability. Despite
government investment in rehabilitation
and employment-related services,
labour force participation rates for
people with disability have remained
largely unchanged over the past

two decades. A number of people

with disability have described not

being able to find work, experiencing
discrimination in the workplace or
lacking access to opportunities for
career progression.

We have also been told about
productivity-based wages resulting
in wage inequity for some people
with disability.

We have also heard about the
socio-economic effects of the
COVID-19 pandemic on people

with disability. The Australian
Government introduced two
coronavirus supplement payments

for eligible households and individuals

to manage the economic impact

of the pandemic. The exclusion of
people receiving the Disability Support
Pension from the supplement payments
adversely affected some people

with disability.

National Disability
Insurance Scheme (NDIS)

Our terms of reference direct us

to consider the quality and safety

of services, including those provided
by the NDIS under the NDIS Quality
and Safeguarding Framework.*> The
NDIS is a major reform of social policy
in Australia, replacing nine Australian,
state and territory systems for funding
supports and services for people

with disability.

What we have heard so far includes
acknowledgement of some improvements
under the NDIS, but also frustration,
dissatisfaction and anger that many

of the intended benefits are yet to

be realised.
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Justice

The Royal Commission has heard

that people with disability are over-
represented in the criminal justice system
and they often face a range of barriers to
accessing services and supports needed
to protect their rights and interests. The
barriers include:

» alack of awareness of legal rights

» the failure of those working in the
system to recognise that people
have a disability and to respond
appropriately

+ the difficulty faced by people with
disability in negotiating an unfamiliar
and often hostile system.

Many people with disability regularly
come into contact with the justice system
throughout their lives, whether as a
victim of crime, as a person accused of
committing an offence or as a witness.

We have been told about a range of
experiences that people with disability
have had with police. These include being
disbelieved when they have tried to report
violence and abuse and being treated as
the offender, rather than the complainant.
We have also been told about instances
where people with disability have

been approached by police or formally
questioned when they believe they
should not have been.

People with cognitive or psychosocial
disability are at higher risk of moving in
and out of the justice system through
repeated short-term prison sentences.
We have also heard that people with
cognitive or psychosocial disability

Summary

are disproportionately subject to
indefinite detention orders, which

can mean they are held for a longer
period than if they had been convicted.
We have been told that repeated
incarceration and indefinite detention
are linked to inadequate support for
people with complex needs when they
are outside custodial settings.

People with disability may be at
heightened risk of violence, abuse,
neglect and exploitation in closed
environments. Some people have
raised concerns about the use of
restrictive practices on people with
cognitive disability and the use of
solitary confinement to ‘manage’
people with disability.

People with disability also come in
contact with the civil justice system.

For example, we have been told

that guardianship and administration
orders — which authorise a person to
make decisions on another person’s
behalf — can limit people’s choice and
control. These orders can have the
unintended consequence of leading to
violence against, and abuse, neglect
and exploitation of, people with disability,
particularly financial exploitation. On

the other hand we have been told that
guardianship orders may be put in place
in response to violence, abuse, neglect
and exploitation and that they can act
as a mechanism to prevent abuses,
such as forced medical treatment.

The Royal Commission will examine
these key issues through our ongoing
work. Our areas of further inquiry are
outlined at the end of this Summary.
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First Nations people
with disability

Disability in Australia can be traced back
20,000 years to the footprint of a one-
legged Aboriginal man who used a walking
aid to participate in a group hunt near
Lake Mungo in New South Wales. His
footprint shows that First Nations people
with disability were active participants in
community life.*® It is also symbolic of the
inclusion that people with disability seek to
achieve in Australia today.

Our terms of reference direct us to have
regard to the particular situation of First
Nations people with disability.** As a
population made up of distinct Aboriginal
and Torres Strait Islander groups, there is
significant diversity among First Nations
people, including those with disability.

Our work is informed by the human

rights standards relevant to First Nations
peoples as a distinct cultural group,

as well as their rights as people with
disability. Along with the CRPD, the Royal
Commission is guided by the United
Nations Declaration on the Rights of
Indigenous Peoples (UNDRIP), which
Australia formally endorsed in 2009.4

Summary

As First Nations people with disability
start to share their experiences of
violence, abuse, neglect and exploitation
with us, we are seeing the human stories
behind the numbers. What is emerging
is a complex picture that suggests

First Nations people with disability face
multiple barriers to their safety, wellbeing
and inclusion in Australian society and
experience many different forms of
violence, abuse, neglect and exploitation.

The Royal Commission has targeted
engagement with First Nations people
with disability, guided by our First Nations
engagement principles. These principles
recognise that First Nations people are
the experts in their own experiences and
have particular ways of working based
on cultural protocols and governance
systems. The First Nations Peoples
Strategic Advisory Group provides advice
and leadership on matters relating to
First Nations people with disability.
Throughout these engagements we
heard of experiences that highlight the
disproportionate challenges faced by
First Nations people with disability.
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Concepts of disability in First Nations communities

The vast majority of Aboriginal and Torres Strait
Islander people with disabilities do not identify as a
person with disability. This is because in traditional

language there was no comparable word for ‘disability’.

Aboriginal and Torres Strait Islanders with disabilities
are reluctant to take on a further negative label
- particularly if they already experience
discrimination based on their Aboriginality.*

First Nations people with disability
have told us that their understanding
and experiences of disability differ to
those of the general population. While

there is no comparable term for ‘disability’

in many traditional languages, there are
words that describe what people see,
and these words describe different
types of conditions, such as blindness
and hearing loss.

We have been told that there may

be a reluctance among some First
Nations people to identify with the

label of ‘disability’. This can be due

to a lack of awareness, shame, stigma
or issues with accessing supports.
Organisations such as the First Peoples
Disability Network Australia (FPDN)

suggest that the number of First Nations
people with disability is likely to be
substantially higher than the figures
reported in official data.

First Nations people with disability have
identified the importance of understanding
health as more than just the absence

of disease or pain, and that health
encompasses mental, cultural, spiritual
and physical health and wellbeing. These
sentiments inform thinking on disability,
which is a relatively new conversation
within some First Nations communities.
The approach to disability is often
expressed in a way that acknowledges
the individual and what they are capable
of, as opposed to their limitations, labels
or medical diagnosis.
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‘Double discrimination’ of First Nations people with disability

... | was laid up in the bed and | was left there and they knew
that | was a quadriplegic, but, then again, the nursing staff

just presumed that | was just a drunk Aboriginal.*’

First Nations people with disability face
‘double discrimination’ owing to their dual
status of being Indigenous and a person
with disability. This is compounded by
the ongoing effects of factors such as
colonisation, intergenerational trauma,
poverty and chronic health issues. We
know that First Nations people with
disability are more likely to experience
harm than the general population. They
are more likely to have:

» experienced threats of physical
violence

* been removed or had relatives
removed from their family

» experienced high or very high
levels of psychological distress

» been detained due to behaviours
associated with a cognitive disability,
fetal alcohol syndrome or other
disability.

Despite the heightened risk of harm and
the number of people with disability in the
First Nations population, the experiences
of First Nations people with disability have
a relatively low profile in national policy
discussions. There is, for example, no
First Nations community-controlled

Summary

disability sector. The lack of culturally
appropriate services and supports
available for First Nations people with
disability has emerged as an important
theme in our work. It is in this context
the Royal Commission acknowledges
persistent calls by the FPDN and others
to elevate discussions about disability,
including through a First Nations
disability sector.

We recognise the role of self-
determination in addressing the barriers
facing First Nations people with disability.
First Nations people with disability

have told us that to achieve real and
lasting change they must be involved

in decision-making that affects them.
We have encouraged and continue to
encourage First Nations people to share
their experiences with us by making
submissions, responding to our issues
papers, participating in private sessions
and giving evidence at public hearings.

We look forward to continuing to engage
and work with First Nations people with
disability, their families and support
organisations to tell a more complete story
of what it means to be a First Nations
person with disability in this country.
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It is the unwritten chapter in our history of Australia and
also in the First Nations rights movement history. We don’t
have that chapter written ... We know it must be written and
this is an opportunity for First Nations peoples to have their

voice, and voice their truth about what has
been happening today.*®

Andrea Mason OAM,
Ngaanyatjarra and Karonie woman and Commissioner

Culturally and
linguistically diverse
people with disability

Our terms of reference direct us to

have regard to the particular situation

of culturally and linguistically diverse
people with disability.*® As discussed
earlier, there is no agreed definition of
‘culturally and linguistically diverse’.
There is also no reliable data available on
violence against, and abuse, neglect and

exploitation of, culturally and linguistically
diverse people with disability in Australia.

The Australian community includes
people with disability from many different
cultural backgrounds and who speak
many different languages. Australian
Bureau of Statistics data shows that the
most commonly spoken languages for
people with disability who do not speak
English at home are Italian, Greek and
Arabic, followed by Vietnamese, Mandarin
and Cantonese.*®
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Some culturally and linguistically

diverse people with disability are from
communities that have been established
in Australia for generations. Other people
with disability are from new and emerging
communities, including migrants and
refugees who have recently arrived in
Australia.’’ The barriers and challenges
faced by people with disability in those
communities are likely to be different
from those faced by people with disability
in other communities.

The Royal Commission has developed
culturally and linguistically diverse
engagement principles to help ensure
our engagement with culturally and
linguistically diverse people with disability
is inclusive and culturally appropriate.

We are in the early stages of our work
with people with disability from culturally
and linguistically diverse communities.
Nonetheless, we have engaged with

culturally and linguistically diverse people,

community leaders, advocates and
organisations in all states and territories
and have started to hear about the
barriers and challenges they face.

Our understanding of the critical issues
for these communities is still developing
and will be developed further as the
Royal Commission proceeds.

Our future direction

.. the most important
part of the Royal
Commission’s work is our
engagement with people
with disability, their
families and supporters.
Your contributions will

be the heart and soul of
this Royal Commission.
You are the key to its
success.*

The Hon Ronald Sackville AO QC,
Chair

The Royal Commission is well
progressed in examining the issues
set out in our terms of reference.

Many people and organisations have
shared their experiences and expertise
and provided thoughtful and useful
information during the first 15 months
of our inquiry. However, there is still
much to do.

f—v. Mz Andrea Mason OAM | Commissioner

Summary
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The Royal Commission will continue
its inquiry through public hearings,
our research program, and policy
work. We will continue to listen to the
experiences of people with disability,
their families and supporters through
private sessions, submissions and
community engagement.

We will continue our efforts to engage
with the groups of people identified in
our terms of reference, including First
Nations people with disability and
people with disability from culturally

and linguistically diverse communities.
We will also investigate the multi-layered
experiences of people with disability
based on their age, sex, gender, gender
identity, sexual orientation and intersex
status, including by engaging with
people with disability from the LGBTIQ+
community.

The Royal Commission will also explore
what needs to be done to create a more
inclusive society, where people with
disability are accepted and valued, and
where their independence and right to live
free from violence, abuse, neglect and
exploitation are upheld.

The information and evidence we gather
will inform the recommendations we
make for reform. The Royal Commission
is committed to identifying opportunities
to support all people with disability to live
fuller, safer, more inclusive lives, now and
in the future.

However, this Royal Commission alone
cannot bring about transformational
changes. It will be up to governments,
institutions and the community to embrace
the call for change and implement our
recommendations.

My hope for future is that people

with disabilities are valued in the
community & genuinely treated equally.®®
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Areas of further inquiry

Through our work so far, the Royal
Commission has identified a number of
areas that warrant further inquiry. These
include those arising from evidence at
our first three public hearings, proposed
measures to address gaps in data and
the themes and issues emerging through
submissions, responses to issues papers
and engagement with the disability
community.

Our inquiry will include a particular focus
on the experiences of First Nations
people with disability and culturally and
linguistically diverse people with disability.

The Royal Commission will examine the
areas for further inquiry outlined below
through our ongoing work.

Public hearings

Public hearing 2: Inclusive
education in Queensland —
preliminary inquiry

Areas for further inquiry related to Public
hearing 2 include:

» gatekeeping practices and the
denial or informal discouragement of
students with disability from attending
the schools or educational settings of
their or their families’ choice, factors
that contribute to gatekeeping and
the connection this may have to
educational neglect

» the causes of mistreatment of students
with disability in schools by school staff

Why this Royal Commission is needed

and students, as well as factors that
protect against and measures that
can prevent such conduct

the use of restrictive practices in
Australian schools, and the means

by which the improper use of such
practices can be prevented, including
through clear policy and practice
guidance, training, record keeping and
improved data collection, and effective
and efficient complaints processes

factors that lead to adjustments,
supports and individualised planning
not being identified or implemented,
and the resourcing needed to provide
proper adjustments, supports and
individualised planning

why some educators and educational
environments may have or create
low expectations of students with
disability, and measures that can

be taken to counter this culture

the misuse of disciplinary measures
in response to behaviours of concern,
including data on suspensions

and expulsions, and factors that
contribute to the use of suspension
and expulsion rather than other,
appropriate measures for dealing
with behaviours of concern

relationships, communication and
collaboration between school staff,
students with disability and their
parents, and links to violence against,
and abuse, neglect and exploitation
of, students with disability

the operation of oversight and
complaints mechanisms in
educational settings
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+ funding arrangements and what + existing data collection models and
measures can be taken to streamline how to address gaps
access to funding and resources,
and best practice funding models
for schools to support students with
disability, including co-teaching
models and those that use para-
professionals alongside teachers « inclusive education, including
measures to encourage more effective
programs of inclusive education in
mainstream schools.

» the experiences of First Nations
students with disability and culturally
and linguistically diverse students
with disability

» teacher education and training, both
pre- and post-qualification, and the
extent to which it adequately prepares
teachers to educate and support
students with disability

These are discussed further in Chapter 12.
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Public hearing 3: The experience
of living in a group home for
people with disability

Areas for further inquiry related to Public
hearing 3 include:

» potential reform of laws, policies
and practices that will enable people
with disability who reside in group
homes or other forms of supported
accommodation to exercise and
enjoy their right to autonomy

* measures that could improve the
culture of providers of accommodation
and disability services with the aim
of eliminating, so far as possible,
violence against, or abuse, neglect
and exploitation of, people with
disability residing in group homes
or other supported accommodation

* how disability support workers in
group homes and other forms of
supported accommodation can better

meet the needs and wishes of the

people with disability they support,
including considering qualifications
and experience of support staff

how the safety of people with disability
living in group homes or other
supported accommodation can

be enhanced

alternatives to group homes for people
with disability

the forms of redress available

to people with disability who are
subjected to violence, abuse,
neglect or exploitation while residing
in group homes or supported
accommodation, and measures

that should be taken to ensure that
people in those circumstances receive
independent advice and support to
enable them to pursue the remedies
available to them.

These are discussed further in Chapter 13.

Why this Royal Commission is needed
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Public hearing 4: Health care
and services for people with
cognitive disability

Areas for further inquiry related to Public
hearing 4 include:

42

measures needed to enable people
with cognitive disability, where
possible, to make informed decisions
about their care and treatment and to
exercise choice and control in their
interactions with the health system

the ways in which negative attitudes
towards people with cognitive
disability within the health system
reflect outcomes and inflict distress

means of improving communication
between both health professionals
and the person with cognitive
disability, their parents or supporters,
and between health professionals
and health services — including

by requesting health departments
review their policies, practices and
information to identify actions that will
make these more readily accessible
and understood

the particular barriers limiting the
access of people with cognitive
disability living in regional, rural or
remote areas to adequate health care,
and measures to overcome those
barriers

the multiple forms of disadvantage
experienced by First Nations people
with cognitive disability and the
barriers to adequate health care

they face, and culturally appropriate
measures to improve access to health
services for First Nations people with
cognitive disability

the means by which people with
cognitive disability, their families,
carers and supporters can be
supported in advocating for health
care and treatment, including support
for independent advocacy and
self-advocacy

measures to improve preventative
health, oral health, transition to
adult health care, mental health
and palliative care for people with
cognitive disability

integration of health and disability
services, including the practices and
systems adopted in closed settings
such as group homes that may limit
people with cognitive disability from
accessing appropriate health care

adjustments that should be made to
the hospital and clinical environment
and to clinical procedures to minimise
distress for people with cognitive
disability when consulting health
professionals, undergoing tests,
receiving treatment or being admitted
to hospitals

how training and education of health
professionals can result in better
quality health care and outcomes for
people with cognitive disability

measures to improve the collection,
analysis and publication of data,
including for use in research into the
health of people with cognitive disability

other initiatives to improve health care
for people with cognitive disability.

These are discussed further in Chapter 14.
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Data

The nature and extent of violence against,
and abuse, neglect and exploitation of,
people with disability is discussed in
Chapter 15, which also outlines the

areas that the Royal Commission will
examine further to overcome data gaps.
These include:

* examining the adequacy of the
NDIS Quality and Safeguards
Commission’s data collection,
monitoring and reporting systems
for upholding the rights and promoting
the health, safety and wellbeing of
people with disability

* obtaining information about the
barriers to widespread implementation
of standard questions to identify
people with disability in governments’
and organisations’ databases

» obtaining information about how the
National Disability Data Asset can be
used to effectively monitor violence
against, and abuse, neglect and
exploitation of, people with disability

* inquiring into the plans of governments,
service providers and others for
publishing data in a way that shows
results separately for people with and
without disability and, where possible,
separately for First Nations people with
disability and non-Indigenous people
with disability

» exploring how to collect data on
experiences of violence, abuse,
neglect and exploitation from groups
of people who are currently not
included in existing surveys

Why this Royal Commission is needed

* obtaining information about why
previous recommendations to
improve data collection have not been
implemented to better understand the
barriers to implementation.

Emerging themes
and key issues

Emerging themes and key issues are
discussed in Chapter 17, which also
provides an overview of the areas that the
Royal Commission will examine further.
These include:

* the links between limits on choice
and control across all settings and
contexts, and the violence, abuse,
neglect and exploitation experienced
by people with disability

* how attitudes towards disability may
influence violence against, and abuse,
neglect and exploitation of, people
with disability

» the impact of segregation and
exclusion on the lives of people
with disability

» the impact of restrictive practices on
people with disability and the rules
and safeguards that should apply
to prevent their unwarranted use

» the role of families, supporters and
advocates in preventing violence
against, and abuse, neglect and
exploitation of, people with disability

« oversight and complaint mechanisms

« funding structures and the impacts
these can have on access to services
and supports
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the nature and extent of violence
against, and abuse, neglect and
exploitation of, people with disability
in all settings and contexts throughout
their lives

measures required to ensure students
with disability receive a safe, inclusive
and quality education, in addition to
the areas for further inquiry arising out
of Public hearing 2

how homes and living arrangements
can support the independence of
people with disability and their right to
live free from violence, abuse, neglect
and exploitation, in addition to the
areas for further inquiry arising out

of Public hearing 3

changes necessary to achieve access
to quality health care for people with
disability, in addition to the areas for
further inquiry arising out of Public
hearing 4

how to prevent people with disability
from experiencing violence, abuse,
neglect and exploitation in the context
of relationships

how to address barriers to parenting
experienced by people with disability

* how community participation can
contribute to a more inclusive society
and support the independence of
people with disability

» the connection between poverty,
unemployment and underemployment
and violence against, and abuse,
neglect, and exploitation of, people
with disability, as well as the
effectiveness of employment policies
and programs for people with disability

» the experiences of people with
disability in the justice system,
including access to justice and
guardianship and administration
orders.

During the course of this Royal
Commission, we may identify additional
areas for inquiry as we gather further
evidence and information.

The information and evidence we

gather will inform the recommendations
we will make in order to promote a more
inclusive society that supports the right
of people with disability to live free from
violence, abuse, neglect and exploitation.
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Part A: About the Royal Commission

Part A of the interim report describes the
background to the Royal Commission and
its nature and scope.

Chapter 1, ‘Why this Royal Commission

is needed’ gives a brief history of the
discrimination, disadvantage and
maltreatment experienced by people with
disability and describes the events leading
up to the establishment of the Royal
Commission. The chapter concludes with
one person’s experience, which illustrates
the importance of our task.

Chapter 2, ‘Our Chair and
Commissioners’ introduces the Chair of
the Royal Commission, the Hon Ronald
Sackville AO QC, and Commissioners.

Chapter 3, ‘Our terms of reference’

describes the scope of the inquiry,
as set out in the terms of reference.

Part A: About the Royal Commission

It discusses how the Royal Commission’s
work is informed by human rights. It

also highlights what makes this inquiry
distinctive.

Chapter 4, ‘Nature and powers of the
Royal Commission’ looks at how the
Royal Commission collects, compels,
protects and shares information. It
explains key provisions of the Royal
Commissions Act 1902 (Cth), the powers
of the Royal Commission and how the Act
regulates the conduct of this inquiry.

Chapter 5, ‘Our organisation’ provides
an overview of our organisation and the
values that guide our work. It describes
our Accessibility and Inclusion Strategy,
which guides how we recruit and train
staff and select and set up venues for
our public hearings and engagement
activities.
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Content warnings

Please be aware that this report contains information that may be distressing to readers.

It includes accounts of violence against, and abuse, neglect and exploitation of, people
with disability and references to suicide and self-harming behaviours.

In some first-hand accounts of violence, abuse, neglect and exploitation, people have
told us of abusive or offensive language they have experienced or witnessed. As a result,
some direct quotes in the report contain language that may be offensive to some people.

First Nations readers should be aware that some information in this report has been
provided by or refers to First Nations people who have passed away.

If you need support to deal with difficult feelings after reading this report, there are free
services available to help you. Information about these services can be found at the
beginning of this report (see page vi) and in Chapter 6, ‘Support for people engaging
with the Royal Commission’.
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1. Why this Royal Commission is needed

Key points

» Throughout Australia’s postcolonial history, people with disability have experienced
discrimination, segregation and violence.

* People with disability represent 18 per cent of the Australian population. They are
more than twice as likely as people without disability to have experienced violence
in the last 12 months.

« Thirty-eight per cent of First Nations people have disability. Six per cent of First
Nations adults with disability experienced physical violence in the past 12 months.

+ The trauma arising from violence, abuse, neglect and exploitation can have long
term physical and psychological effects.

« The disability rights movement has led the way in pushing for social change to
improve the lives of people with disability.

* People with disability have been strong and determined advocates for themselves
and others.

* Revelations of sexual abuse in Victoria and a federal Senate inquiry into violence,
abuse and neglect against people with disability in institutional and residential
settings were two of the key factors that led to the establishment of this Royal
Commission into Violence, Abuse, Neglect and Exploitation of People with Disability.
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Introduction

Disability advocates and their supporters
argued strongly and persistently over
many years for a royal commission into
violence against, and abuse, neglect
and exploitation of, people with disability.
The result of their efforts was the issue
of the Commonwealth Letters Patent

on 4 April 2019 establishing this Royal
Commission.’

The Royal Commission’s terms of
reference direct us to inquire into:

[w]hat governments, institutions
and the community should do to
prevent, and better protect, people
with disability from experiencing
violence, abuse, neglect and
exploitation, having regard to the
extent of violence, abuse, neglect
and exploitation experienced by
people with disability in all settings
and contexts.?

People with disability are a diverse
group, and the experience of individuals
varies. People with physical, sensory and
cognitive impairments may experience
different forms of disadvantage.® The
experience of discrimination may also
be affected by age, sex, gender, gender
identity, sexual or gender orientation,
intersex status, ethnic origin or race.*
First Nations and culturally and
linguistically diverse people with
disability can experience multi-layered
discrimination and disadvantage.®

There is, however, a shared experience
of disadvantage and exclusion that arises

because society is not yet structured
to fully include people with disability.®

Overall, people with disability experience
certain kinds of disadvantage much more
frequently than other members of the
Australian community. These include:’

* lack of access to buildings,
facilities and services

* reduced opportunities for employment
* increased levels of poverty
» discrimination in many sectors of life

* segregation and social exclusion.

Most importantly for this Royal
Commission, people with disability

also experience much higher levels of
violence, abuse, neglect and exploitation
than other members of the Australian
community.®

Just as the forms of disadvantage
experienced by people with disability vary,
so do the nature and extent of violence,
abuse, neglect and exploitation that
individuals with disability experience.

The seriousness of the problem is beyond
dispute. It has been explicitly recognised
in many official reports over many years.®

Australian governments have not entirely
ignored the problem. Largely as a result
of advocacy by people in the disability
rights movement, some important

steps have been taken to address the
maltreatment of people with disability.
Even so, as this interim report shows, the
levels of violence, abuse and other forms
of maltreatment experienced by people
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with disability continue to be
unacceptable and often shocking
(see Chapter 15, ‘Nature and extent
of violence against, and abuse,
neglect and exploitation of, people
with disability’).

It is — or should be — self-evident

that the impact of violence, abuse,
neglect and exploitation can be and

often is devastating to the lives of

people with disability. Trauma, physical
injuries, psychological damage and
financial exploitation have profound
consequences." The denial of
opportunities for education, employment
and social inclusion prevents people with
disability from fulfilling their potential. As
we heard in Public hearing 4: Health care
and services for people with cognitive
disability, people with intellectual disability
and those on the autism spectrum
experience a range of multiple health
conditions which are either not known

or poorly managed. The result is poor
health and, in some cases, potentially
avoidable deaths.™

This chapter provides a brief overview
of the history of discrimination,
disadvantage and maltreatment

of people with disability and traces
some of the policy and social changes
achieved through the efforts of the
disability rights movement. It also
outlines the events leading to the
establishment of the Royal Commission
and the consultations that determined
our terms of reference. The chapter
concludes with one person’s experience,
which illustrates the importance of the
Royal Commission’s task.

Why this Royal Commission is needed

A brief history of violence
against, and abuse,
neglect and exploitation
of, people with disability

For much of history in the Western
world, people with disability have lived
on the margins of society, subjected to
discrimination, segregation, exclusion
and violence.™ While there are indications
that First Nations peoples had more
inclusive practices,' many 19th and
early 20th century leaders in Australia
joined others globally in attempting to
remove ‘defective’ humans from society
(that is, the practice of eugenics).” This
occurred largely by segregating people
with disability from the wider population
and sometimes by sterilising girls with
disability.'® Although the experiences

of people with disability should not be
conflated with the horrific impact of
colonisation on First Nations peoples,
there are notable parallels, as both
groups were considered inferior and
were targets of dehumanising
discrimination and segregation."’

During the 19th and much of the 20th
centuries in Australia, many children
born with disability were taken from

their parents and locked away for life in
large residential institutions.'® Adults with
disability were sometimes reduced to
begging to stay alive.'® Adults considered
‘lunatics’ (a category that included
people with mental health conditions
and intellectual disability) were sent to
asylums.?® While the philosophy behind
the creation of these institutions was
that they would protect people from a

51



life of poverty and exploitation on the
streets, in reality they were oppressive
and people with intellectual, physical

and psychosocial disability had little or
no control over their own lives.?' They
typically suffered poor medical and health
treatment and poor diets, and received
minimal education.?? They were subjected
to violence and sexual assault, and had
no way to report the abuse and seek
redress through the justice system.??

Women and girls with disability were
sometimes sterilised without consent.?

Through to the 1960s and in some cases
beyond, people with disability living in the
community were also kept out of sight,
unable to access many public spaces.?®
Those who were visible were pitied and
often mocked, and sometimes paraded
in circuses and ‘freak shows’.?8
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Lena*

When Lena arrived for her first
shift as a disability support worker
in a day centre, she expected it to
be as advertised.

‘On paper the roster of programs
looked fantastic,” she told us.
Participants, some with high needs,
could choose different activities - for
example, cooking, sewing, woodwork
and drama. They should have been
enjoying their life, but they weren't.’

Instead she was confronted with

32 people, some restrained, some
wearing face guard masks and some
lying on the floor. There were only two
staff and Lena was told to ‘get

on with it the best you can'.

The restraints were ‘the old fashioned
chairs with belts on them ... and
people that were ambulant ... would

be strapped in". The masks were
forced on people to stop them spitting.
Lena was shocked because ‘the newer
restraint laws would definitely have
beenin’.

One man was lying on the floor eating
chips. Lena was worried he might
choke and tried to sit him up but

was told, just leave him alone,
there is nothing you can do".

The participants also had set bathroom
times. One man had already used his
bowels and Lena told her supervisor
he needed to go to the toilet. The
supervisor replied ‘we can't take him
now, it's not his time’.

Why this Royal Commission is needed

Lena’s second shift wasn't

much better and she put this
down to the culture. The staff
were old, institutionally trained

or untrained; ‘'you don’t even need
a certificate anymore for casual
staff’. Two shifts were enough.

It was revolting,” she said.

The next place she worked was
run by the same company and
she did one-on-one support.

All the residents had complex
behaviours including physical
violence, compulsive eating and
absconding. All doors, windows
and the kitchen roller door were
locked.

The man Lena supported was a
compulsive eater. Food soothed
him, and he knew the staff kept
their chocolates in the office.
One day the supervisor found
him there and yelled ‘what the
fuck are you doing” and told him
to get out. When the man hesitated,
the supervisor grabbed him and
physically removed him. Lena
reported the supervisor to her
manager but was told it wasn't
her place to say anything. ‘I was
casual and | didn't want to lose
my job.’

She supported the same man

at a community centre during

the day where the kitchen was
open and lunch boxes were left
out. With Lena’s help he learned
not to touch food that didn't belong
to him.
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Lena also recounted supporting a
woman living in a residential facility
for 30 men and women. Half the
residents had a disability and half
had been recently released from
prison. Doors weren't locked. For
people with no support it was a place
of last resort, ‘before homelessness'.

The home kept 85 per cent of the
residents’ support pension for food,
toiletries, and health expenses.
Residents were supposed to be given
the remaining 15 per cent but this
woman was lucky to get $10 a week.
Food was served at strict times and
toiletries were restricted. Lena says,

‘I had to go every week and ask for
soap ... tampons ... shampoo’. Laundry
was done only twice a week, so clean
clothes were an issue. Rooms weren't
cleaned. The residents’ cigarettes were
taken and kept in reception which was
only open during the day.

The woman Lena supported had

an acquired brain injury and was
terrified of the dark. There was

an issue with the electricity in her
room and ‘there was never a proper
electrician called in to fix [it]". She
had no lights and no television. She
was terrified, alone and unable to

lock her door. A colleague told Lena
multiple rapes had been reported.

When Lena left the woman ran away.
The police found her and brought

her back. Lena returned and did a

few shifts with her and the woman
talked about feeling suicidal. Lena
immediately told her supervisor who
said Lena was ‘just a support worker
and it wasn't my business and it wasn't
their job to look after her'.

Lena says she tried to put clients in
touch with disability advocates but
found herself in a ‘feedback session’
and was told if she ever gave a
disability advocate’s number to a client
again, ' would lose my job ... they don't
need advocacy’. She tried to report

her employer but couldn’t find an
appropriate avenue.

Lena now also works as a disability
advocate and is determined to support
people who have no-one to speak up
for them.

* Name changed and some details removed
to protect people’s identities. Narrative
based on a private session with the Royal
Commission.
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Achievements of the disability
rights movement

The disability rights movement formed
globally in the 1970s and 1980s.?” Led

by people with disability, the movement
campaigned to change the attitudes and
practices that contributed to discrimination
and disadvantage. People with disability
and other advocates fought to close
residential institutions.?®

In Australia, the first documented direct
action occurred in 1971. John Roarty, a
50-year-old man with cerebral palsy who
had lived in Weemala Nursing Home

in Sydney, New South Wales, since he
was 16 years old, formed a residents
committee to protest their maltreatment.?®
Weemala, previously named the Home
for Incurables, ‘was run like a prison with
strict rules for behaviour management,
outings, fraternisation with fellow
residents and staff’.3® The committee’s
list of demands was ignored at first by
Weemala management, which threatened
to throw the campaigners out if they did
not desist. Undeterred, the committee
took its concerns to the media, and
management subsequently relented.?'

In the decades that followed, the disability
rights movement in Australia led powerful
protests against the exclusion of people
with disability from public spaces,
blockading inaccessible public transport
and squatting in parliamentary offices.??
The movement was empowered by

what has become known as the social
model of disability. The social model
changes the focus from the functional
limitations of individuals with impairments

Why this Royal Commission is needed

to the problems caused by disabling
environments, barriers, attitudes and
cultures (see Chapter 16, ‘Our theoretical
approaches’).®

The social model has been the subject
of much discussion during the past three
decades. It has been used by disability
advocates in Australia and globally to
press for legal and policy reforms and to
agitate for increased public awareness of
disability issues.** The changes brought
about by this advocacy have included
improved access to transport, public
buildings and communications, and, for
children, to mainstream schooling.3®

The campaigns led to a series of law
reforms, including the development

of anti-discrimination laws in all
Australian states and territories,%®

and the introduction of the Disability
Discrimination Act 1992 (Cth) (DDA).*
The objects of the DDA seek to eliminate
discrimination against people on the
grounds of disability and ‘ensure, as

far as practicable, that persons with
disabilities have the same rights to
equality before the law as the rest of
the community’.*® The introduction of
anti-discrimination legislation provides
people with disability a framework for
protecting their rights, including through
the making of complaints about unlawful
discrimination.®

In 2008, Australia ratified the Convention
on the Rights of Persons with Disabilities
(CRPD).*® The CRPD is the culmination
of decades of work by the disability
rights movement globally, including
significant contributions by the Australian
disability community.*' It has been
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hailed as a ‘landmark in the struggle

to reframe the needs and concerns of
persons with disability in terms of human
rights’.*2 The purpose of the CRPD is

to promote, protect and ensure the full
and equal enjoyment of the human
rights of all people with disability,** and
imposes obligations on States Parties
(that is, countries who have accepted
obligations and duties under the CRPD at
international law) to protect, ensure and
promote these rights.*

The CRPD has helped to advance the
rights of people with disability around the
world, including in Australia.** The human
rights of people with disability and the
CRPD are explicitly referenced in our
terms of reference,*® specifically Article
16 of the CRPD, which requires States
Parties to ‘take all appropriate measures
to prevent all forms of exploitation,
violence and abuse’ against

people with disability.*”

The introduction in Australia of the
National Disability Insurance Scheme
(NDIS) (refer to Appendix D for an
overview of the NDIS) in 2013 is another
example of the achievements of the
disability rights movement, together with
governments and the wider public.®

Discrimination and
disadvantage continue

Despite these important advances, people
with disability in Australia still experience
discrimination and disadvantage. The
process of closing large residential
institutions is not yet complete.*® In 2018,
there were around 5,300 people aged

under 65 living in the cared component
of a residential aged care facility®® (a
situation that the Royal Commission
into Aged Care Quality and Safety has
recommended be corrected, which the
Australian Government has committed
to doing).%" For people moved out of
institutions into group homes and other
settings, their situation did not always
improve.®? As stated in the 2009 Shut out
report to the Australian Government by
the National People with Disabilities and
Carer Council:

Many people with intellectual disability
live in group homes, and while

some would argue that this is an
improvement on the previous large
institutional arrangements, these
environments still congregate and
segregate people in a way which
inhibits community inclusion. Further,
people living in these arrangements
have very little choice about who
they live with, whereas non-disabled
community members who choose to
share accommodation with others
generally do have this choice.

The Shut out report identified problems

in the provision of support services

and in part led to the establishment of
the NDIS.% It also highlighted abuse of
children with disability, violence against
people with intellectual disability in group
homes, and sexual assault of women and
men with disability.>® It reported on human
rights violations and the neglect of basic
survival related needs.* It highlighted the
multi-layered disadvantage of culturally
and linguistically diverse people with
disability and First Nations people

with disability, whose experiences of
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discrimination are often compounded by
racism.%” The report gave voice to the
assertion of people with disability that
they still face violence, abuse, neglect
and exploitation. It also paid tribute to
the resolve of the disability community to
bring about change, stating: ‘People with
disabilities are determined and strong.
They fought hard to achieve their goals.
They refused to take no for an answer.’®

The campaign to establish the NDIS
further united and encouraged the
disability rights movement. After that
success, the movement focused its
attention on other issues that had long
been of concern. Advocates fought
against the exploitation of people working
in Australian Disability Enterprises
(previously known as ‘sheltered
workshops’) who receive far less than
the minimum wage.*® They spoke out
about abuses of people with disability

in the criminal justice system, including
indefinite detention and violence against
First Nations people with disability.®°
They raised concerns about people

with cognitive and psychosocial disability
being held against their will in psychiatric
centres.®' They pressed for an end to the
use of physical and chemical restraints
to control the ‘behaviour’ of people with
disability.®? They have raised concerns
about Australian laws that have allowed
for the sterilisation of women and girls
with disability.®

In her statement to the Royal
Commission, Sally Robinson, Professor
in Disability and Community Inclusion
at Flinders University, summarised
ongoing issues:

Why this Royal Commission is needed

People with disability are subject

to stigmatising and discriminatory
social, cultural, and structural ‘rules’
about their place in society. These are
about being damaged, ‘other’, less
than human, and needing to be in
‘their place’. This leads to oppression,
isolation, and dehumanising of people
with disability — all conditions which
substantially increase the likelihood
of abuse occurring and recurring.5

Disability support in Australia has
improved since the 1970s. However in
submissions to the Royal Commission,
people with disability said they are still
concerned about the fear, ignorance
and prejudice that is common in our
society.?® Mr Cameron Algie AM, who
has been vision-impaired for over 50
years, told us:

There is a fear of blindness deeply
seated in our human psyche, that
loss of sight means lack of capability,
even an end to a life worth living.%®

Several witnesses at Public hearing

4 described how negative attitudes

or assumptions affected them or their
children from the moment disability was
observed, and also when their children
were seriously ill. Dr Rebecca Kelly is
the mother of eight-year-old Ryan Kelly,
whom she describes as a ‘wonderful,
kind, happy and very cheeky human
being’.®® She told us:

Women are often given the diagnoses
in negative terms, so first of all talking
about a ‘risk’. We don’t talk about the
risks of winning Lotto, we talk about
the risk of people dying of cancer.
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Risk is inherently associated with

bad outcomes. Risk sends a message
that Down syndrome itself — and
intellectual disability more generally

— is a negative thing and it reinforces
these outdated concepts around
disability.®®

In submissions we have been told

there are common assumptions that
disability is a tragedy and people with a
disability would be better off dead or not
having lived.” Disability advocates and
researchers say that such assumptions
contribute to the violence, abuse, neglect
and exploitation that is still the common
experience of Australians with disability.”’

Disability in Australia

The need for the Royal Commission
arises not only from the history of
discrimination and disadvantage in

Australia, but from the large number of
people with disability in the population.
Any one of us could incur an injury-
related impairment, especially as we
age. (As noted in Chapter 3, ‘Our terms
of reference’, there is some overlap
between our terms of reference and those
of the Royal Commission into Aged Care
Quality and Safety, and arrangements
are in place to facilitate cooperation and
clarify responsibilities between the two
inquiries.)

The nature of disability
and the number of people
with disability

In 2018, there were around 4.4 million
people with a disability in Australia,
representing 18 per cent of the
population.” The distribution of people
with disability by age group in 2018 is
represented in Table 1.1.73
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Table 1.1: Number and percentage of people with disability by age group, 2018

Age group bty (0001 with disabty
Children, aged under 18 4537 8.2%
Adults aged 18-64 1969.7 12.9%
Adults aged 65+ 1941.5 49.6%
Total 4367.2 17.7%

Note: The numbers for each age group of people with disability do not add up to 4367.2 because the Australian
Bureau of Statistics changes some numbers to protect the confidentiality of people completing the survey.

Source: Australian Bureau of Statistics (2019).

Around 1.4 million people (or nearly 6 per cent of the population) experience what the Australian
Bureau of Statistics defines as a ‘profound or severe’ disability.”* According to the Bureau,
profound or severe disability means a person is unable to do, or always needs help with, tasks
related to self-care, mobility or communication; or that they sometimes need help with self-care or
mobility but have difficulty understanding or communicating with others.” People with intellectual
disability, psychosocial disability and those who have experienced a head injury, stroke or
acquired brain injury tend to experience higher rates of profound or severe disability than people
with other disability types.™

The percentage of First Nations people with disability is substantially higher than the percentage
of people with disability in the non-Indigenous population. In 2018-19, around 306,100 First
Nations people had disability, representing 38 per cent of the First Nations population.”” There
were around 66,100 First Nations people with a profound or severe disability, representing
around 8 per cent of First Nations people.” The distribution of First Nations people with
disability by age group is shown in Table 1.2.7°

Table 1.2: Number and percentage of First Nations people with disability by
age group, 2018-19

Age group Number of First Nations people Percentage of First
with disability (‘000°) Nations population

Children, aged under 18 73.0 22.3%
Adults aged 18+ 233.6 48.1%
Total 306.1 37.6%

Note: The numbers for each age group of First Nations people with disability do not add up to 306.1 because
the Australian Bureau of Statistics changes some numbers to protect the confidentiality of people completing
the survey.

Source: Australian Bureau of Statistics (2019).
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The nature and extent of
violence, abuse, neglect and
exploitation against people
with disability

While many people have spoken out
about violence against, and abuse,
neglect and exploitation of, people with
disability, there is not a lot of publicly
available data on its extent in Australia.

The best available data from the Australian
Bureau of Statistics suggests that in 2016,
almost 2.4 million people with disability
aged 18-64 years (almost two in three)
had experienced physical or sexual
violence, emotional abuse, stalking or
harassment in their lifetime.& People with
disability were twice as likely as people
without disability to have experienced
violence in the previous 12 months.®

Sexual violence towards people with
disability is gendered, as it is for people
without disability. While all women are at
higher risk of sexual violence than men,
women aged 18-64 years with disability
are twice as likely to have experienced
sexual violence in the past 12 months as
women without disability.®? Young people
are also at higher risk than other age
groups. In a 12-month period, one in four
people aged 18 to 29 years with disability
(around 166,000 people) are estimated
to experience violence, compared with
around one in 10 people with disability
aged 45 to 64 years.?®

First Nations people with disability
experience high rates of violence. In
2018-19, around 15,100 First Nations
adults with disability (6 per cent) had

experienced physical violence in the past
12 months.8* In Chapter 18, ‘First Nations
people with disability’ we provide more
detail on the multi-faceted discrimination
and disadvantage that come from ethnicity
or race as well as disability. First Nations
people with disability are at substantial
risk of harm, including poor physical

and psychological health outcomes,

low educational attainment, low levels

of employment and a high likelihood of
having been removed from their family
and detained against their will.

In Chapter 15, we provide further data on
the nature and extent of violence against,
and abuse, neglect and exploitation of,
people with disability in Australia.

In addition to the ordeal of specific events,
violence, abuse, neglect and exploitation
have negative long term impacts on the
health and wellbeing of victims of abuse
as well as their families, communities and
society as a whole.8® At Public hearing

3: The experience of living in a group
home for people with disability, we heard
evidence that:

A series of individual incidents of
emotional abuse or neglect, together
with inappropriate and inadequate
system responses over time, may
comprise psychological abuse or
neglect and cause lasting damage
to the person.®”

Further, in Public hearing 4, we heard
that over a 6.5 year period in New South
Wales, 38 per cent of all deaths of people
with intellectual disability were potentially
avoidable.® This rate is more than twice
that of people without disability.®
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Jane and Maree*

Ten years on from the initial sexual abuse, our daughter ...
still suffers from PTSD [post-traumatic stress disorder],
distrust issues, life threatening psychogenic
seizures, anxiety and depression requiring
medication and many fears.

Jane, Maree's daughter, is autistic.
She began having seizures as a baby,
resulting in development delays and
challenging behaviours. Maree told us
in her submission that Jane's autism
wasn't properly diagnosed until her
early teens.

By the time Jane was in her late
teens, Maree was ‘worn out’ because
of lack of support. So she and her
husband made the decision for Jane
to live in a care home supported by

a large agency. She describes it as

a ‘traumatic option” but the only

one possible at the time.

Maree told us that Jane was excited
at the idea of living independently.
But although Jane was very happy
with the night and weekend staff, she
had many issues with the day staff.
Her behaviour management plan was
never followed and instead she was
subjected to humiliation, intimidation
and bullying. Maree complained to the
day service staff and eventually to the
general manager. Her emails went

Why this Royal Commission is needed

unanswered and she felt that staff
avoided her.

In her submission Maree describes
ringing one night to speak with Jane.
The staff member who answered
asked if the agency had been in touch
regarding the ‘critical incident’. Maree
hadn't heard about it. Then Jane told
her she had been sexually abused by
a staff member. Maree told us that
when she called the agency the next
morning they asked, ‘Oh you think that
happened? Do you want us to get the
police involved?” Maree was adamant
that she did. Two weeks later Jane was
interviewed by the police.

Maree told us that in the 20 months
it took for the case to go to trial, Jane
was in a constant state of anxiety and
the agency offered her no support.
Jane developed a fear of new people
supporting her. When new support
people were introduced, she was
scared of them and told Maree they
were hurting her. Jane's behavior
escalated and police were called.
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Maree recounts in her submission that
the staff member was found guilty and
sentenced to prison. The prosecutor
was surprised because it is ‘quite

rare for a person with a disability

to win a case of abuse’, as they are
not considered reliable witnesses.
However, the conviction was
overturned on appeal. Maree told us
she felt that a factor in this outcome
was that Jane had to engage with

a series of prosecutors who lacked
understanding of autistic people, while
the defendant had one lawyer for

the entire process.

Maree says that Jane was left angry,
fearful, anxious and distrusting, and
behaved accordingly. She says the
service provider suggested Jane would
benefit from a stay in their lockdown
facility to "help people with challenging
behaviours’. Maree wanted to see the
facility and a behaviour management
plan, but says this never happened.
Instead, she says, they placed Jane
there one weekend when they were
short-staffed and suggested Jane
have no contact with Maree or her
favourite people.

Maree states that when, after 10 days,
she was allowed to see Jane, she was
appalled at the conditions - there
was nothing to do and Jane had been
denied her personal possessions.
Maree believes 'this place, and how

she was treated, has become a
trigger to the fears and nightmares’
Jane still experiences.

Maree and her husband brought Jane
home. Maree told us Jane was severely
damaged by the experience and
blamed Maree for sending her there.
She said Jane was fearful of home
support staff and reacted aggressively.

Maree’s submission describes Jane
having post-traumatic anxiety attacks.
During these attacks, which are like
seizures and can last for hours, she
requires incontinence pads, rails on
the bed, a helmet and a wheelchair.
‘This is a young woman who is
normally very physically able and is
continent,” says Maree.

Jane is living out of home again and
things seem better, but what happened
to her ‘continues to have an impact

on her daily life ... on our family and
her carers’.

Maree told us she would like to

see more comprehensive training
for people working in the disability
system and the legal system so they
understand autism and associated
behaviours.

* Names changed and some details removed
to protect people’s identities. Narrative based
on a submission to the Royal Commission.
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Events leading to the
establishment of the
Royal Commission

Ratification of the CRPD

The 2008 ratification of the CRPD by
Australia and most nation states was
a turning point for disability rights
worldwide.® It set in motion processes
that held nations to account for their
record of realising the human rights

of people with disability.*!

The CRPD recognises the rights of
people with disability in many areas.
Article 16 of the convention is about
freedom from exploitation, violence and
abuse. It requires Member States to:

take all appropriate legislative,
administrative, social, educational and
other measures to protect persons with
disabilities, both within and outside the
home, from all forms of exploitation,
violence and abuse, including their
gender-based aspects.®

Australia’s national response
to the ratification of the CRPD

In response to the CRPD and the findings
of the Shut out report, the Council of
Australian Governments (the peak
inter-governmental forum in Australia)
developed the National Disability
Strategy 2010-2020.% The strategy sets
out national commitments and plans

to improve the lives of Australians with
disability, their families and support
people. It includes a commitment to rights
protection, justice and legislation that

Why this Royal Commission is needed

ensures people with disability are ‘safe
from violence, exploitation and neglect’.**
It undertakes to ensure that people with
disability will receive ‘more effective
responses from the criminal justice
system’.% It sets out plans for economic
security, personal and community support,
education and the health and wellbeing of
all Australians with disability. The strategy
seeks to focus on improving the outcomes
for First Nations people with disability.%

Ratifying the CRPD and publishing the
National Disability Strategy showed that
the Australian and state and territory
governments were open to hearing the
voices of people with disability.®” This
openness became apparent with the
success of the drive for the NDIS. In
2011, the National Disability and Carer
Alliance launched a campaign for the
implementation of the NDIS.% The
campaign, Every Australian Counts,
became a grassroots movement that
lobbied all members of the Australian
Parliament and achieved widespread
media coverage.® It showed people with
disability not as victims but as active
campaigners for change.'® The agreement
of all major political parties to enact the
NDIS was an important reminder of the
power of the collective voices of people
with disability.’®" It encouraged united
action to address issues not covered by
the NDIS, especially injustice and violence.

Public respond to ongoing
abuse and violence

In late 2012, the Victorian Advocacy
League for Individuals with Disability
(VALID) and other disability advocates
began calling for a royal commission
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into institutional abuse against

people with disability.'* Two years

later, on 24 November 2014, a joint
media investigation by the Australian
Broadcasting Corporation (ABC) and
Fairfax Media aired on Four Corners,

the ABC’s leading investigative journalism
program.’® The ‘In our care’ report detailed
numerous instances of sexual assault,
harassment and inappropriate behaviour at
homes run by Yooralla, one of Australia’s
largest disability service providers. Among
these was the case of Vinod Kumar, a
disability support worker employed by
Yooralla on a casual basis."™ Mr Kumar
had been charged by Victoria Police in
March 2012 with multiple counts of

rape and other sexual offences against
people with disability in his care at
supported accommodation provided

by Yooralla.™®

Two days after the Four Corners report
aired, Australian Greens Senator Rachel
Siewert moved a motion in the Australian
Senate calling on the Australian
Government to hold a national inquiry
into abuse against people with
disability.’® She told the Senate:

[i]f we think that this abuse is only
limited to Victoria, we are very sadly
mistaken ... We have [a] ... national
obligation to investigate this and put
in place measures to ensure that
people with disability are safe and
protected and are not subjected to
violence or abuse."”’

In early 2015, a group of disabled
persons’ organisations, including Women
with Disabilities Australia, People with
Disability Australia, National Ethnic

Disability Alliance, First Peoples Disability
Network Australia, and United Voices

for People with Disabilities Inc, wrote to
then Prime Minister, the Hon Tony Abbott,
about the violence and abuse committed
against people with disability. They
requested that he ‘urgently establish

an independent National Inquiry’.1%8

Community Affairs References
Committee Inquiry

That same year, the Australian Senate
directed the Community Affairs References
Committee to inquire into and report on
‘violence, abuse and neglect against
people with disability in institutional and
residential settings’. The committee
received 160 submissions and held

six public hearings.'® Among those to
appear before it were disability advocates
the Bolshy Divas, who read out a list of
harrowing abuses against people with
disability."® Other submitters expressed
concern that lack of accommodation
options meant that people who were not
compatible were forced to live together.™
VALID stated that people are required ‘to
live in group accommodation with other
residents who make their lives unsafe,
miserable and intolerable’.'2

The committee’s November 2015

report concluded that ‘violence, abuse
and neglect of people with disability

is both widespread and takes many
forms’.’3 It identified the root cause of
violence as the devaluing of people with
disability: ‘“This devaluing permeates
the attitudes of individual disability
workers, service delivery organisations
and most disturbingly, government
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systems designed to protect the rights of
individuals.’"'* The committee concluded
that it was ‘convinced that violence,
abuse and neglect against people

with disability is widespread’ based

on the substantial witness testimony

it received.™s It also noted ‘with great
concern, the lack of reliable and
consistent data on violence, abuse and
neglect of people with disability, and the
complete lack of data on the outcomes
of reporting and investigations’."® It
made 30 recommendations, including the
establishment of a royal commission to
investigate violence, abuse and neglect
of people with disability."”

Victorian Parliamentary Inquiry

Also in 2015, the Victorian Parliament
held an Inquiry into Abuse in Disability
Services."® Its 2016 report stated that the
Inquiry had heard ‘undeniable evidence
of the widespread nature of abuse and
neglect of people with disability over a
long period of time’.""® The report said the
Inquiry received information about ‘criminal
physical and sexual assault, verbal and
emotional abuse, financial abuse, and
neglect endangering life’.'?° Among its
many recommendations was that the
Victorian Government support a federal
royal commission into violence against
people with disability. The report said:

A federal Royal Commission would
send a powerful message to the
broader community about the
seriousness of the abuse of people
with disability, and would serve as an
opportunity for governments across
Australia to work cooperatively on
developing strategies for prevention.?!

Why this Royal Commission is needed

Public calls for a
Royal Commission

Between 2016 and 2018, disability
advocates around the country continued
to call for a royal commission. On 5 April
2017 more than 100 academics signed
an open letter to the then Prime Minister,
the Hon Malcolm Turnbull. They described
significant research showing that ‘people
with disability experience higher rates

of violence, abuse and neglect than

the rest of the community, and that
women and children with disability

are disproportionately impacted by

this violence’.'??

In May 2017, then Opposition Leader,
the Hon Bill Shorten MP, pledged to
establish a ‘royal commission into
abuse of people with disabilities’ if the
Australian Labor Party won the next
federal election, saying:

A royal commission is needed

so that people with disability, their
families and carers can tell their
stories to the highest level of judicial
inquiry and seek justice. This will

be a vital part of a national healing
process.'?

Adding to the momentum for a royal
commission, in June 2018, under the
direction of then Disability Discrimination
Commissioner Mr Alastair McEwin AM,
the Australian Human Rights Commission
published A future without violence.'® It
analysed violence against people with
disability in institutional settings and
made several recommendations.
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The report noted:

Inquiries that have been undertaken
into this issue have called for
independent, external oversight of
institutional settings, more robust
reporting and complaints mechanisms,
and increased regulation of disability
service workers. This report has
reached similar conclusions.'?®

In November 2017, Western Australian
disability advocate Jordon Steele-John
was elected as an Australian Greens
Senator.'?® A person with disability

and a wheelchair user, his inability to
access the floor of the Senate chamber
highlighted the inaccessibility of key areas
of Parliament House.'?” While there have
been parliamentarians before Senator
Steele-John with disability, he took up

the role as a passionate advocate for
people with disability.'?® He is generally
credited as the man ‘who urged’ his fellow
parliamentarians into establishing the
Royal Commission.'®

On 14 February 2019, the Senate voted
in favour of a motion moved by Senator
Steele-John calling on the Australian
Government to establish a royal
commission into violence, abuse and
neglect of people with disability.'°

Announcement of the
Royal Commission

Four days later, on 18 February 2019, the
Government supported the motion when it
reached the House of Representatives.'"
The Prime Minister, the Hon Scott

Morrison MP, told Parliament he would
seek further advice from all states and
territories on establishing the Royal
Commission, and would consult ‘directly
and extensively’ with stakeholders on the
terms of reference.’*? He also pledged
$527.9 million to fund the inquiry.®

The Australian Government Department
of Social Services conducted a public
consultation on the draft terms of
reference. It consulted with people with
disability, their families and support
people, disability peak bodies, advocates
and state and territory governments. '3
The department received 65 written
submissions, and 3877 people completed
a public survey.™® It also consulted with
and received the support of all state

and territory governments.'%

The consultation showed overwhelming
support for the Royal Commission to
cover all settings and contexts in which
violence, abuse, neglect and exploitation
occur.”™® These settings include ‘in
disability services, health and hospital
settings, shared living arrangements,
educational settings, workplaces and
government organisations’.’3® As the
Bolshy Divas observed:

Disability abuse is complex,
multidimensional and is experienced
in a range of settings, including
service settings and the family home
... We believe that narrowly defining
the scope of this inquiry will hinder
an adequate investigation.'®

The consultation emphasised the
importance of ensuring that the
experiences and stories of people
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with disability are central to the Royal
Commission.™? There was strong
affirmation that people with disability
should be at the centre of the work of the
Royal Commission and future decision
making.™' As stated by Disabled People’s
Organisations Australia:

In keeping with Australia’s obligations
under the CRPD, the Royal
Commission must be driven by the
experiences of those of us who

have experienced violence, abuse,
exploitation and neglect. This should
be the first task of the Commission — to
hear from us about our experiences.
Doing so will enable the Commission
to undertake all other aspects of the
Commission through this lens.'%2

Several submissions called for particular
attention on First Nations people with
disability, who experience multiple layers
of discrimination.'? Others suggested that
the language in the terms of reference
should more closely align with the
CRPD."* Some did not like the references
in the CRPD to people with disability
needing protection, which they viewed as
paternalistic, and preferred to emphasise
more empowering language such as
agency and inclusion.'® These different
perspectives highlight the diverse views
within the disability community.

Submissions also identified the need

to provide appropriate, independent
advocacy support to people with
disability who wanted to engage

with the Royal Commission.® This
included providing culturally appropriate
supports, legal assistance and specific
supports for people with cognitive and

Why this Royal Commission is needed

psychosocial disabilities.'*” On the
importance of hearing the voices of
people with disability, Disabled People’s
Organisations Australia stated:

It is critical that the Royal Commission
is centred on and grounded in the
voices of those of us who have
experienced violence, abuse,
exploitation and neglect, including
those of us who have acquired our
disability as a result of violence.®

Accessibility and inclusion were central
themes of many submissions.'® Women
with Disabilities Victoria said:

The Royal Commission must also be
accessible: reasonable adjustments,
support and information must be
made available and information
provided in a range of community
languages and accessible formats.
People with disability must be
provided with support services

and community groups that have

an understanding of particular
intersectional disadvantages.'®°

Some submissions emphasised the
need to mirror the provision of redress

in the terms of reference of the Royal
Commission into Institutional Responses
to Child Sexual Abuse.' Some said
that the Royal Commission should have
powers to investigate and prosecute.'®
In addition, some submissions argued
that the Royal Commission needed a
solid information base about people with
disability and their experiences. They
called for improved data and research on
violence and abuse towards people with
disability to address knowledge gaps.'
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On 5 April 2019 Prime Minister Morrison
announced the establishment of the
Royal Commission, saying:

Violence, abuse, neglect and
exploitation of people with disability
is unacceptable and abhorrent and
it's critically important to make this
truly a national inquiry."%*

Full details on the terms of reference
are set out in Chapter 3.

Past inquiries and
reports

The Royal Commission was established
in the context of repeated calls from
people with disability, their advocates and
representative organisations about the
need to address violence against, and
abuse, neglect and exploitation of, people
with disability.’** We also know that there
have been a large number of inquiries
and reports conducted by various levels
of government that relate to our terms of
reference.

In Chapter 11, ‘Research and policy’,
we outline how we are examining the
findings and recommendations of
previous relevant reports and inquiries.
This includes a large research project
to identify relevant past reports and
inquiries and to analyse their findings
and recommendations. To date we have
identified more than 240 relevant past
reports and inquiries. We will analyse
each report as well as information
collected through our compulsory powers
(see Chapter 4, ‘Nature and powers of
the Royal Commission’, for more detail

on our compulsory powers). We will
also examine information we receive via
submissions, our research and public
hearings, and publicly available material
on the implementation of previous
recommendations.

This research project provides insight
into how previous inquiries and reports
have sought to address violence against,
and abuse, neglect and exploitation of,
people with disability. It will enable us to
determine which recommendations from
previous inquiries we might endorse as
being applicable. It will highlight factors
that facilitate or act as barriers to the
implementation of recommendations.
This will help us frame our
recommendations in our final report.

The impact of violence,
abuse, neglect and
exploitation

This chapter describes the long history
of discrimination, disadvantage and
violence against people with disability in
Australia. It also highlights the strength
of the disability community in resisting
that violence and advocating for change.
It sets out data showing that people with
disability experience violence and abuse
at much higher levels than people without
disability. It describes the events that

led to the announcement of the Royal
Commission and the consultations that
established the terms of reference.

Yet for all of this information, it is hard for
people with little experience of disability
to understand the significant impact of
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violence, abuse, neglect and exploitation
on the whole of a person’s life. It is the
experiences of people with disability and
their families that best show why the
Royal Commission is needed.

At our Public hearing 3, we heard from
Ms Jane Rosengrave.'® The experience
she described is one of segregation,
violence and abuse, but it is also one

of strength, hope and freedom. It is
representative of the many experiences
that sit behind the data and advocacy
described in this chapter.

Ms Rosengrave is a person with an
intellectual disability who is committed
to self-advocacy.'™ She has served
four years on the board of First Peoples
Disability Network Australia.'®® She

also works with several advocacy
organisations.'® She says of herself:

I am an Indigenous woman which

I’'m so proud of, and my tribe is Yorta
Yorta from Shepparton, and that, and
| do painting, crocheting, watching the
footy, cricket.'®?

In 1968, when she was five years old, Ms
Rosengrave moved to the Pleasant Creek
Training Centre in Stawell, Victoria.®

A former hospital, it housed up to 140
children and adults with intellectual
disability before it closed in 1999.762 At the
age of 16, Ms Rosengrave moved to a
hostel on the grounds of Pleasant Creek
with about 16 other residents where she
said she was trained in how to live in a
community residential unit (CRU)."®® One
year later, Ms Rosengrave moved to a
community residential unit operated by
Pleasant Creek Training Centre (which
today would be called a group home)."*

Why this Royal Commission is needed

It was a large house that accommodated
about seven residents, female and
male.'® Ms Rosengrave told us that she
was given no choice about where she
would live, and had little input into how
she would spend her days.'®® Some of her
time was employed at a ‘work education
centre’, and she said she and other
residents were not paid for their work.'®”
Ms Rosengrave told us:

| was feeling like our rights weren’t
there, our rights were taken away, and
they were like little mini-institutions;
they were ... [E]Jach morning the staff
used to come up and say — knock

on the doors and say, ‘Everybody up
ready for your breakfast and making
the bed!’'6¢

Asked whether she had a choice about
whether she lived in the CRU or stayed in
the institution, Ms Rosengrave said:

We never had a choice at all. The
staff were the ones with the thinking
caps for us ... Because they thought
we were stupid, you know what |
mean?'6®

When asked whether she felt heard
while living in these environments,
Ms Rosengrave said:

No. We were just ignored. We were
treated like a bunch of sheep from
one paddock to another paddock.
And I'm — I'm talking about the wards,
girls’ wards, from one paddock, senior
girls’ ward to another paddock,

the hostel to another paddock.'®

After having moved to the CRU, Ms
Rosengrave told us that she was
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sometimes returned to the larger Pleasant
Creek institution as punishment:

| used to go back there sometimes
for problems like epileptic fits or if |
was dobbed in for not doing my job
properly, and that, and the staff would
make me stay down at senior girls
for about two months. And that when
there was no privacy because it was
a very big ward. And there was some
staff watching us getting undressed,
having a shower, watch — you

know, cleaning our teeth, you know,
polishing the floors and all that."”"

Ms Rosengrave said that residents in
the home were separated from the wider
community and often verbally abused:

When | was living in the CRU
[community residential unit] | felt —
what’s that word — socially isolated
when we were abused in the street
by people from the local community
who used to call us nicknames, and
that when we were in the streets — like
— it's like when we used to go for our
walks in the institution. And if there’s
people on the outside called us like
mental case, spastic, retarded. And if
we said that back to them we would
get into trouble. It was like living in the
CRU, the same thing that we would
get into trouble for it.'2

Ms Rosengrave told us that she was
sexually abused by a bus driver who
used to take her from the CRU to
church. In her written statement she
notes that she did not report the abuse
at the time because, ‘I felt, from my
experiences living at institutions my
whole life, that no one would believe

me.”'”® In the hearing, she told us about
its ongoing impact on her life:

The man that continued to abuse me
for three years, the abuse is still — it
still affects me like today and it will
for the rest of my life, it will, because
when I'm talking about it I'm picturing
it, | am.17

Ms Rosengrave has some good
memories of her time at the home,
including preparing meals for firefighters
and attending occasional social events.'”®
But she said it was not until she moved
away from Pleasant Creek and was
supported to live independently in the
community that she felt free:

| am a person with an intellectual
disability. | currently live in a unit on
my own in Melbourne which is run by
Wintringham and | have been there
for six years. The staff help me go

to the doctors because they’ve been
speaking jargon and all that. They
even help me go to appointments and
all that as well. Yes. And | — since |
have lived in the city in the flat | am
free as a bird, | am, and that’s the way
it's going to be for the rest of my life.'7®

The Royal Commission into Violence,
Abuse, Neglect and Exploitation of People
with Disability exists for the sake of Ms
Rosengrave and the many other people
with disability whose experiences of
violence, abuse, neglect and exploitation
are, as Prime Minister Morrison noted,
‘unacceptable and abhorrent’.'”” Her story
needs to be heard, and we need to work
out how to ensure that she and others with
disability in our nation are included, safe
and given every opportunity to flourish.
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Dev and Jana*

Jana’s son Dev has Williams
syndrome, is autistic and has a

mild intellectual disability. She told

us that in 2014 Dev was admitted

to a children’s hospital, where he

was neglected by staff. She said, 'l

am concerned that people with an
intellectual disability or autism are not
treated with equal regard or care in
hospitals.’

In Jana’s submission, she told us

that Dev was seven years old when

he had a rectal prolapse. The first
time his parents took him to the
children’s hospital, the doctor on duty
pushed the mucosa back in. Some
days later, however, the mucosa
prolapsed again and he returned to the
hospital. Jana said the doctor pushed
it back in again. He told her that, with
children, prolapses usually resolve
spontaneously. He said that surgeons
only take action in serious cases and
that the results were not great. He
said there was very little they could
do. It was obvious they were trying to
discourage me taking this any further,’
said Jana.

Jana explained that Williams
syndrome means Dev's cells make
less elastin, which helps tissue within
the body maintain or resume its shape.
So when she was told that the issue
would resolve itself it made no sense
at all to her. However, she decided to
put her trust in the doctors and took
Dev home to ‘wait it out’.

Jana described the days and weeks that
followed as a nightmare. The prolapse
was out 24 hours a day and getting
bigger. Dev was constantly straining,
lying on the floor. He could not go to
school, as he was incontinent and
couldn’'t sit down. He couldn't go in the
car and his parents couldn’t leave the
house. There were faeces all over the
floor and they spent their days cleaning
the house. Jana and Dev's dad took
weeks off work to stay with him.

Jana contacted a private rectal
surgeon to see if they could help,

but they didn’t respond. They finally
returned to the children’s hospital,
where the doctor on duty said he would
speak to a surgeon. It was clear to her
that each doctor assumed her child
was non-verbal. But, Jana said:

My son knew exactly what was going
on each time but was withdrawn
due to distress. They did not always
ask Dev's permission to physically
examine his rectum and sometime
did it while he was asleep. He would
wake in extreme distress each time.

They finally met briefly with the rectal
surgeon, who said he could definitely
help. The doctor operated on Dev one
and a half weeks later.

The surgery was a fantastic result, but
Jana still wants to know why it took so
long for the doctors to help Dev.

* Names changed and some details removed
to protect people’s identities. Narrative based
on a submission to the Royal Commission.
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2. Our Chair and Commissioners

Key points

+ Seven Commissioners have been appointed to conduct the Royal Commission.
The Hon Ronald Sackville AO QC is the Chair.

+ The Commissioners have diverse backgrounds and expertise. This includes
judicial and policy experience, disability leadership, First Nations leadership, and
backgrounds in law reform, human rights, disability rights and support, and health.

* The Royal Commission has a range of mechanisms in place to ensure the Australian
public can have confidence it will discharge its responsibilities independently and
transparently.

Our Chair and Commissioners 83



Introduction

The Royal Commission into Violence,
Abuse, Neglect and Exploitation of
People with Disability was established
on 4 April 2019. On that date, the
Governor-General of the Commonwealth
of Australia issued letters patent under
the Royal Commissions Act 1902 (Cth)."

The letters patent are the official

documents that create a royal commission,

appoint the commissioners and, in the
terms of reference, define the nature

and scope of the inquiry. The terms of
reference for this Royal Commission are
very broad, and are discussed in detail in
Chapter 3, ‘Our terms of reference’.

The original letters patent appointed
the Chair of the Royal Commission,
the Hon Ronald Sackville AO QC,
and five Commissioners:?

* Ms Barbara Bennett PSM
* Dr Rhonda Galbally AC

* Ms Andrea Mason OAM

* Mr Alastair McEwin AM

* the Hon John Ryan AM.

The Commonwealth letters patent
were amended on 13 September 2019.
Among other things, the amendments
provided for the appointment of a
seventh Commissioner, the Hon
Roslyn Atkinson AO.3

Each state government has also
issued letters patent establishing

the Royal Commission under state
legislation.* These letters patent are

in substantially the same terms as
those issued by the Commonwealth.
This means that the Royal Commission
has the authority to conduct its enquiries
on a national basis, and investigate
the actions and practices of state,
territory and local governments and
their agencies. The letters patent
issued by the states have all been
amended to correspond with the
amendments to the Commonwealth
letters patent.®

The Commonwealth letters patent
are reproduced in Appendix A.
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The Chair and Commissioners

Chair, the Hon Ronald Sackville AO QC

Our Chair and Commissioners

The Hon Ronald Sackville AO QC was
a judge of the Federal Court of Australia
from 1994 to 2008 and an acting Judge
of Appeal of the Supreme Court of New
South Wales from 2008 to 2019. Before
his appointment to the Federal Court, Mr
Sackville practised as a barrister in New
South Wales and was appointed a
Queen’s Counsel in 1991. Earlier in his
career Mr Sackville was Professor and
Dean of the Faculty of Law at the
University of New South Wales.

Mr Sackville has chaired a number

of bodies conducting public inquiries,
including the Australian Government
Commission of Inquiry into Poverty, the
South Australian Royal Commission into
the Non-Medical Use of Drugs, the New
South Wales Law Reform Commission,
and the Commonwealth Access to
Justice Advisory Committee. Mr Sackville
has also chaired the Victorian Accident
Compensation Commission and has been
a member of the Schools Commission.
He was made an Officer of the Order

of Australia in 2009 for service to the
administration of the Australian judicial
system, reform of federal and state law
and legal education.
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The Hon Roslyn Atkinson AO

The Hon Roslyn Atkinson AO was a judge
of the Supreme Court of Queensland from
1998 to 2018. Ms Atkinson was the lead
author of the Court’s Equal Treatment
Benchbook, the first in Australia. She
served as Chair of the Queensland
Indigenous Justice Committee with
representatives from each of the state
and federal courts in Queensland and
was a member of the national Indigenous
Justice Committee of the National Judicial
College of Australia.

Ms Atkinson served as a member and
inaugural President of the Queensland
Anti-Discrimination Tribunal, was a Hearing
Commissioner of the Human Rights and
Equal Opportunity Commission (now the
Australian Human Rights Commission)
and was Chair of the Queensland Law
Reform Commission from 2002 to 2014.
In 2015, Ms Atkinson was appointed

an Officer of the Order of Australia for
distinguished service to the judiciary

and to law reform in Queensland, through
contributions to the legal profession and
to promoting awareness of issues of
injustice and inequality in Australia

and internationally.

Ms Barbara Bennett PSM

Ms Barbara Bennett PSM brings to the
Royal Commission 20 years’ experience
at senior levels in the federal public sector.
She has held senior positions at both the
Australian Government Department of
Social Services and Department of Human
Services, overseeing the development of
policy and programs to support families,
children, family safety, multicultural affairs
and settlement services. Ms Bennett
received a Public Service Medal in 2017
for outstanding public service in the area
of social services.

Ms Bennett has personal experience of
support and advocacy — for her mother,
who has been living with quadriplegia for
more than 20 years, and for her daughter,
who was diagnosed with multiple
sclerosis at age 12.
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Dr Rhonda Galbally AC

Ms Andrea Mason OAM

As a woman with a lifelong disability, Dr
Rhonda Galbally AC began working on
disability rights in the 1980s at the Victorian
Council for Social Services. Dr Galbally
was then the CEO of the Sidney Myer Fund
and the Myer Foundation. She was the
founding CEO of a number of organisations,
including the Australian Commission for the
Future, the Australian International Health
Institute, the Australian National Preventive
Health Agency and Our Community. She
also established the Victorian Health
Promotion Foundation (VicHealth).

Dr Galbally chaired the Royal Women’s
Hospital and the National People with
Disabilities and Carer Council and was

the Independent Chair of the Review of
Drugs, Poisons and Controlled Substances
Legislation. She was a board member of
the National Disability Insurance Agency
and a member of the expert panel that
developed the Victorian Charter of Human
Rights and Responsibilities. Dr Galbally
developed the National Disability and
Carer Alliance that brought together people
with disability, their families and support
people with services to campaign for the
National Disability Insurance Scheme
(NDIS) by developing the Every Australian
Counts campaign.

Our Chair and Commissioners

Ms Andrea Mason OAM is a Ngaanyatjarra
and Karonie woman from Western
Australia. She was the 2016 Telstra
Australian Business Woman of the Year,
2017 Northern Territory Australian of the
Year and 2017 Alice Springs Centralian
Citizen of the Year. From 2009 to 2019

Ms Mason was the CEO of Ngaanyatjarra
Pitjantjatjara Yankunytjatjara (NPY)
Women’s Council in central Australia.

The organisation is acknowledged as

one of the first Aboriginal organisations in
Australia to prioritise support for Aboriginal
people with disability, starting with a pilot
project in 1993. In central Australia she has
actively advocated for remote renal
services in the NPY region, alcohol reform,
women and family safety and innovative
governance approaches for Indigenous
leaders and organisations, including
through the Empowered Communities
model. She co-chaired the Prime Minister’s
Indigenous Advisory Council from 2017 to
2019, where she advised on key policy
areas including the Closing the Gap
Refresh. In 2018 Ms Mason received the
Medal of the Order of Australia for services
to the Indigenous community.

Ms Mason has built a reputation and
career grounded in deep respect for the
voices and collective determination of
Australian First Nations peoples.
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Mr Alastair McEwin AM

...‘ R
Born profoundly deaf, Mr Alastair McEwin
AM is a long term disability advocate.

For more than 25 years, Mr McEwin has
worked across the private, government
and non-government sectors, having

held roles including Associate to the

Hon Justice John von Doussa of the
Federal Court, management consultant
with Accenture, CEO of People with
Disability Australia, and Executive
Director of Community Legal Centres
New South Wales. Immediately before his
appointment to the Royal Commission, he
was Australia’s Disability Discrimination
Commissioner, a position he commenced
in July 2016. Addressing the issue of
violence against people with disability was
one of his six priority areas as Disability
Discrimination Commissioner.

Mr McEwin also worked with Australian
and international government and
non-government organisations on the
development of the text of the United
Nations Convention on the Rights of
Persons with Disabilities. Other roles Mr
McEwin has held include President of

the Deaf Society of New South Wales,
coordinator of the World Federation of the
Deaf Expert Group on Human Rights, and
Chairperson of the Disability Council NSW,
the official advisory body to the New South
Wales Government on disability issues.

The Hon John Ryan AM

‘}4 L

The Hon John Ryan AM experienced
significant violence, neglect and abuse
at home from a very young age. When
he was 15 years old, he was removed
from his family and placed in a boys’
home for three years.

Mr Ryan was a public school teacher

for a decade in Sydney’s western
suburbs. He was elected to the New
South Wales Parliament in 1991,
serving as Shadow Minister for Disability
Services from 2003 to 2007. He chaired
and participated in many parliamentary
committees investigating a wide range
of social justice issues.

After Parliament, Mr Ryan joined the
New South Wales public sector, where
he managed many reform projects aimed
at strengthening human rights for people
with disability. Mr Ryan was made a
Member of the Order of Australia in
2018 for significant service to the
Parliament of New South Wales

and to public administration, particularly
the development of accommodation
policy for people with disability.
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Conflicts of interest

The Australian public, and the disability
community in particular, must have
confidence that the Royal Commission will
discharge its responsibilities independently,
thoroughly and transparently.

There are well-established mechanisms
to enable royal commissions to handle
conflicts of interest or apprehensions

of bias. The measures adopted by this
Royal Commission include:

* The Chair will not authorise a
Commissioner to participate in an
aspect of the Royal Commission’s
work if that Commissioner has a
conflict of interest in relation to
that particular aspect of the Royal
Commission’s work, or if that
Commissioner’s involvement in that
aspect of the Royal Commission’s
work may give rise to a reasonable
apprehension of bias.

* The Chair will not authorise a
Commissioner to participate in any
aspect of a public hearing, or make
findings following a hearing, if that
Commissioner has a conflict of
interest in respect of matters under
consideration in that public hearing,
or if a Commissioner’s role in a public
hearing may give rise to a reasonable
apprehension of bias.

Our Chair and Commissioners

* Under no circumstances will a
Commissioner participate in a hearing
or in deliberations concerning matters
that might bear in any way on that
Commissioner’s past conduct or the
discharge of their responsibilities in
a previous role.

» Until the Royal Commission completes
its work, Commissioners will not

> engage in other work, activities
or advocacy, or

o have financial interests in
organisations including
service providers, charities,
non-government organisations
or advocacy organisations

without the prior approval of the Chair
where that engagement and/or those
financial interests may give rise to a
potential conflict of interest.

Conflict of interest declarations by
Commissioners can be found on the
Royal Commission website.®

As noted above, in September 2019
the Commonwealth letters patent were
amended’ and the state letters patent
were also subsequently amended.?

The amendments clarify that the Chair
has the power to give binding directions
to other Commissioners.® These may
include a direction that a Commissioner
not participate in discussions on

topics where they have an actual or
potential conflict of interest or where
their participation could give rise to

a reasonable apprehension of bias.
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Noah and Rosie*

Noah is almost a teenager and is
homeschooled by his mother, Rosie.
This isn't by choice; it's because Rosie
believes there is no other safe option.
In her submission, Rosie told us that
Noah's experiences of specialist and
mainstream schools have left him
with significant trauma. Rosie believes
the education system has let him
down. They were supposed to protect,
encourage and build self-esteem yet it
crushed him.’

Before the bullying started at school
Noah was a "happy, witty, energetic,
fun loving child,” said Rosie. Noah has
autism spectrum disorder, attention
deficit hyperactivity disorder and a
mild intellectual disability.

His first school was a specialist
school. When Noah complained

of bullying the school said it was
‘allin his head". They continued to
deny there was a problem even after
Rosie witnessed Noah ‘being held
up against a fence with another
child laying into him’,

Rosie moved Noah to a state school.
However, not long after he started, the
school complained that his behaviour
was ‘putting the class into lock down'.
‘When | was called to come and collect
him | found [Noah] locked in a small
room,” said Rosie.

Rosie knew there had to be a trigger
for Noah's behaviour because it wasn't
happening at home, but the school
blamed Noah and suspended him

Narrative

for two weeks. This would happen
regularly and became a 'vicious cycle’.

‘I know my child isn't perfect but [he]
doesn’t act out for attention or for the
fun of it.’

When a teacher told Noah 'he was a
horrible person and no wonder nobody
likes him and that even your mother
doesn't like you’, it was obvious to
Rosie that he was being bullied by

the teacher and students.

Rosie told us the school asked her

to medicate Noah, but she refused.
Instead she enrolled him back into the
specialist school, feeling she had no
other choice.

When the behaviours started again
Rosie decided to attend all excursions
and events 'to figure out what the
triggers were'. When students did
things Noah didn't like he would

say, stop it, | don’t like it" or 'you're
annoying me, leave me alone’. But
Rosie saw the children ‘ignore his
pleas and keep doing what they

were doing'.

When she brought this to the teacher’s
attention they suggested Noah be
‘medicated so he was more accepting
of other students” behavior'. Rosie
reluctantly agreed and ‘it was the
worst decision | ever made.” Her
happy, witty boy disappeared and Noah
became ‘a zombie". He put on 40 kg
and the behaviours didn’t stop.

Noah continued to complain to Rosie
that he was being bullied but that the
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teachers said he was the problem. He
was often restrained and banned from
attending outings and other events.

Rosie said that one day at a sporting
event she watched a student hit Noah
in the neck with a baseball bat. As she
watched Noah struggle to breathe, the
aide laughed and said Noah probably
deserved it.

Rosie said she couldn’t believe it -
everyone had witnessed the incident,
but still Noah was blamed. 'He was
standing there doing nothing and
[that child] just hit him in the neck
with the bat.’

Noah refused to go to school for a
while. When he did return, Rosie
organised a meeting with the teacher
so that Noah could tell her what he
needed to help his behaviour. He asked
for his desk to be moved to a corner
and for partitions to be used so ‘the
kids wouldn't bother him and sit on his
desk ... eating and dropping their food
over his desk or his stuff".

They refused to accommodate his
request and suggested they move his
desk to the utility closet or outside.
They also suggested he increase his
dose of medication.

Rosie was horrified and told them "he's
not returning ... it's illegal under the
human rights act. It's child abuse. I'll
homeschool him." They threatened

to report her if Noah didn't attend
school while there was no homeschool
registration in place.

‘Do as you like,” Rosie said.

Noah is now homeschooled. Rosie told
us he is off the medication and attends
numerous group excursions each week
without incident. He is also seeing a
psychologist who is treating him

for the trauma he suffers from the
bullying he experienced at both
primary schools.

* Names changed and some details removed
to protect people’s identities. Narrative based
on a submission to the Royal Commission.
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3. Our terms of reference

Key points

+ The Royal Commission’s terms of reference are broad, covering all forms of violence
against, and abuse, neglect and exploitation of, people with disability in all settings
and contexts in Australia.

* Our inquiry is framed by the human rights of people with disability, as outlined in
the United Nations Convention on the Rights of Persons with Disabilities (CRPD).

» Our terms of reference require that we set up accessible and appropriate
arrangements for people with disability, their families and support people
to engage with the Royal Commission.
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Introduction

This chapter outlines the scope of the
Royal Commission’s terms of reference.
It discusses how our work is informed
by human rights. It also highlights what
makes this inquiry distinctive.

As noted in the previous chapter, the
letters patent issued by the Governor-
General of the Commonwealth of
Australia on 4 April 2019 set out the
terms of reference for this inquiry.’

The scope of our inquiry

The Royal Commission’s terms of
reference are extremely broad. We are
directed to inquire into:

* what governments, institutions and the

community should do to prevent and
better protect people with disability
from experiencing violence, abuse,

neglect and exploitation in all settings

and contexts?

* what governments, institutions and the
community should do to achieve best

practice to encourage reporting and
investigation of, and responses to,
violence against, and abuse, neglect
and exploitation of, people with

disability, including addressing failures
in and impediments to such reporting,

investigation and responses?

* what should be done to promote a
more inclusive society that supports
the independence of people with
disability and their right to live free
from violence, abuse, neglect and
exploitation.*

While conducting our inquiry we
are also required to consider:

+ all aspects of quality and safety
of services, including informal
support, provided by governments,
institutions and the community to
people with disability, including the
National Disability Insurance Scheme
(NDIS) and the NDIS Quality and
Safeguarding Framework®

» that the experiences of people with
disability are multi-layered and
influenced by experiences associated
with their age, sex, gender, gender
identity, sexual orientation, intersex
status, ethnic origin or race®

» the particular experiences of
First Nations people and culturally
and linguistically diverse people
with disability”

» the critical role that families, support
people, advocates and the workforce
play in providing care and support to
people with disability®

» the findings and recommendations
of previous relevant reports and
inquiries®
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+ examples of best practice and
innovative models of preventing,
reporting, investigating and
responding to violence against,
and abuse, neglect and exploitation
of, people with disability.'°

We are not required to inquire into a
particular matter to the extent that we
are satisfied it has been, is being, or will
be sufficiently and appropriately dealt
with by the Royal Commission into Aged
Care Quality and Safety (Aged Care
Royal Commission), by another inquiry
or investigation, or by criminal or civil
proceedings."

There is some overlap between our terms
of reference and the terms of reference of
the Aged Care Royal Commission. Both
Royal Commissions have agreed on a
protocol to ensure this overlap is handled
appropriately. We review each submission
we receive against the terms of reference
of both Royal Commissions. Copies

of submissions discussing people with
disability aged over 65 and/or younger
people with disability living in aged care
facilities will be provided to the Aged Care
Royal Commission, with the consent of
the person who made the submission.

This Royal Commission is empowered
by our terms of reference to make

any recommendations we consider
appropriate, including recommendations
about necessary policy, legislative,
administrative or structural reforms.?

Our terms of reference

We are to focus our inquiry and make
recommendations on systemic issues,
while being informed by individual
experiences.’

We have started to examine the issues
set out in the terms of reference.
Emerging themes are discussed in
Chapter 17, ‘Emerging themes and
key issues’. Chapter 19, ‘Our future
direction’, outlines what we will focus
on during the time that remains.

The scope of our terms of reference
means that we must investigate
complex issues in many different
areas. The letters patent require the
inquiry to be completed within three
years. The Royal Commission is
directed to deliver an interim report
by 30 October 2020™ and a final
report, including recommendations,
by 29 April 2022.°

There has been a great number of

past reports and inquiries on matters
relevant to our terms of reference. It is
an important part of our work to consider
their findings and recommendations.
Chapter 11, ‘Research and policy’,
outlines the large research project under
way to do this. Appendix B sets out

the past reports and inquiries we have
identified as most relevant to our terms
of reference. References to, and some
analysis of, past inquiries are made
throughout this interim report.
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Human rights
inform our inquiry

The human rights of people with
disability are an integral part of
our inquiry. Our terms of reference
specifically recognise that:

people with disability are equal
citizens and have the right to the full
and equal enjoyment of all human
rights and fundamental freedoms,
including respect for their inherent
dignity and individual autonomy.®

This includes the right of people with
disability to live and participate in safe
environments free from violence, abuse,
neglect and exploitation.'”

Our terms of reference also recognise
that Australia has:

international obligations to take
appropriate legislative, administrative
and other measures to promote the
human rights of people with disability,
including to protect people with
disability from all forms of exploitation,
violence and abuse under the
Convention on the Rights of Persons
with Disabilities."®

In Chapter 11, we outline research
projects currently underway that will
examine in detail the international
human rights context in which the Royal
Commission operates, and Australia’s
level of compliance with its obligations
under the CRPD.

We explain our current thinking about
the meaning of a human rights approach
to the work of the Royal Commission in
Chapter 16, ‘Our theoretical approaches’.

What makes this
inquiry distinctive

This Royal Commission is often compared
to other royal commissions, but it has two
distinctive, if not unique, features.

The first is the extraordinary breadth

of the terms of reference. As noted,

we are required to look at all forms of
violence against, and abuse, neglect
and exploitation of, people with disability
‘in all settings and contexts’."® By
contrast, other recent royal commissions
have focused on issues arising in
specific settings. For example, the Royal
Commission into Institutional Responses
to Child Sexual Abuse, which took

five years to complete, focused on the
responses of institutions to child sexual
abuse. The Aged Care Royal Commission
is looking specifically at aged care
services and facilities.

The breadth of the terms of reference

is evident from the subject matter of the
public hearings that we have already
held and that we plan to hold over

the remainder of 2020, subject to any
significant change in circumstances.®
Other chapters in this interim report also
illustrate the range of issues that fall
within the terms of reference.
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The scope of our work presents very
significant challenges. Each setting

in which violence against, and abuse,
neglect and exploitation of, people with
disability occurs presents different,
although related, factual and policy
issues. The Royal Commission therefore
must draw on and conduct research

in a variety of disciplines and seek the
help of specialists, including people with
disability, with expertise and experience
in many different fields.

We are also conscious that the life
experiences of people with disability
cannot be neatly compartmentalised into
categories or domains. What we have
heard so far suggests that neglect

or discrimination against people with
disability in, for example, the health
or education systems, may have
consequences in other areas of their
lives. The Royal Commission must
explore these life-course issues.

The second distinctive feature of the
Royal Commission’s work arises from the
recognition in the terms of reference that
people with disability should be central to
the processes that inform best practice
decision making on what Australian
governments and others can do to

Our terms of reference

prevent and respond to violence against,
and abuse, neglect and exploitation of,
people with disability.?' This recognition
underpins our commitment to ensuring
that people with disability are central to
our work.

The terms of reference build on this
recognition by requiring the Royal
Commission to establish accessible and
appropriate arrangements for people with
disability, their families and support
people and others to engage with the
inquiry, provide evidence and share
information about their experiences.??

We are conscious that people with
disability who have experienced
violence, abuse, neglect or exploitation
may have been exposed to or
experienced trauma. Our approach
aims to minimise, to the greatest extent
possible, the risk of re-traumatising
people engaging with the inquiry.

We are committed to putting accessibility,
inclusion and trauma-informed
approaches at the centre of our work.

For details on how we are doing this, see
Chapter 5, ‘Our organisation’ and Chapter
6, ‘Support for people engaging with the
Royal Commission’.
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Jennifer*

Jennifer has a disability and is also
a support person for a friend with
disability.

In her submission to us she said
she has seen for herself, during
recent inpatient hospital treatment,
that health professionals ‘will lie
by omission of information at every
chance they get in order to comply
with their workplace policies and
treatment practices':

Doctors and nurses have shown
that they will leave out relevant
information when seeking patient
consent for treatment.

They have also shown that they
will neglect to inform the patient
of their health progress if they feel
it may reflect badly on medical
procedures they have used.

Narrative

Further doctors will threaten
patients with involuntary treatment
orders if the patient questions
their practices or tries to ask for
clarifying information about their
treatment.

Jennifer told us that in her experience
medical staff will often dismiss the
concerns or questions of patients with
disability in the belief that "they know
better’. She said they routinely fail to
provide clear information at a patient’s
communication level.

She also said that unless a patient
has someone aggressively advocating
for them, medical practitioners will
'simply railroad a disabled patient into
their own goals'.

* Name changed and some details removed

to protect people’s identities. Narrative based
on a submission to the Royal Commission.
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4. Nature and powers
of the Royal Commission

Key points

+ The Royal Commissions’ terms of reference, together with the Royal Commissions
Act 1902 (Cth), govern the conduct of its investigations and hearings.

» The Royal Commissions Act gives the Royal Commission a number of powers,
including ‘coercive powers’ that enable it to require individuals, organisations or
governments to provide documents or information to it.

* The Royal Commissions Act provides protections for the people the
Royal Commission compels to provide it with documents or information.

» Aperson can ask the Royal Commission to issue them with a compulsory notice
to produce their submission, so the protections in the Royal Commissions Act
will apply to them.

* During the life of its inquiry, the Royal Commission can ensure that the information
it receives is kept confidential.

* Except in limited circumstances, information provided to the Royal Commission
in private sessions will remain confidential even after the inquiry ends.

» The Royal Commission has asked the Australian Government to introduce legislation
to ensure that information the Royal Commission holds about a person’s experience of
violence, abuse, neglect and/or exploitation remains confidential after the inquiry ends.

* Inlimited circumstances, the Royal Commission may decide it is appropriate to pass on
information to the police or another authority, including if it is about a criminal offence.
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Introduction

This chapter provides an overview

of the nature and powers of a royal
commission, and in particular, of this
Royal Commission. It explains how the
information and documents we collect
can be protected from disclosure, and
how in certain circumstances the Royal
Commissions Act 1902 (Cth) can protect
people who want to engage with the
Royal Commission, including people with
disability, their families and supporters, or
people who identify as ‘whistleblowers’.

This chapter also describes the Royal

Commission’s obligations under its terms
of reference to communicate information
or evidence to other authorities, including

to the police or another royal commission.

The Royal
Commissions Act

As outlined in previous chapters, the
Royal Commission was established by
letters patent issued under the Royal
Commissions Act.! This legislation,
together with its state counterparts,?
confers important powers on the Royal
Commission and, combined with the
terms of reference, governs the conduct
of our investigations and hearings. For
example, the Royal Commissions Act:

+ empowers the Royal Commission
to compel persons?® to produce
documents and to give evidence
at a public hearing*

+ authorises the Royal Commission to
apply to a judge for a warrant enabling
police officers or other persons to
search premises and seize articles
connected with an investigation®

» provides for the Attorney-General to
appoint counsel to assist the Royal
Commission, including by presenting
evidence and examining witnesses
at hearings®

» authorises the Chair of the Royal
Commission to determine which
Commissioners will participate
in a particular hearing’

» largely removes the privilege against
self-incrimination, that is, the right
to refuse to answer questions on the
basis that to do so might incriminate
that person in the commission of
an offence?®

+ makes it a criminal offence to act
deliberately in certain ways that
adversely affect the work of the
Royal Commission, or have an
adverse effect on a person who
has given information or evidence
to the Royal Commission.®

At the request of this Royal Commission,
the Australian Parliament amended the
Royal Commissions Act in September
2019 to enable us to conduct private
sessions.'® This means that people

who want to share their experiences
with a Commissioner can do so in a
confidential and informal setting.

The Chair can now authorise
Commissioners to hold private sessions
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to obtain information about matters

into which the Royal Commission is
inquiring.” The Chair has stated that

in exercising this power, the overriding
consideration will be the safety, security
and comfort of the person wanting to
participate in a private session. Under no
circumstances will anyone be asked to
share their experiences with a particular
Commissioner if they do not feel
comfortable doing so. Chapter 10,
‘Private sessions’, contains further
information about private sessions

in this Royal Commission.

The nature of a
royal commission

Many people think of a royal commission
as a court that exercises judicial power.
This is understandable, because a royal
commission does have some of the
characteristics of a court. It is independent
of government, holds public hearings, can
compel the production of documents and
can require people to attend hearings and
give evidence.

However, a royal commission is not

a court. The critical difference is that,
unlike a court, a royal commission
cannot make binding decisions that
have the force of law. A royal commission
can publish reports that, for example,
include recommendations to prosecute,
or which propose reforms to provide
compensation for people who have
suffered harm. However, it is up to
others to decide whether or not to
accept the recommendations. It follows,

Nature and powers of the Royal Commission

for example, that a royal commission
cannot convict a person of a criminal
offence and cannot make an order
requiring someone to pay compensation
to a victim of misconduct.

A royal commissioner:

* is appointed on behalf of the
government to carry out an
investigation or inquiry

* is required to present a report to
government about the results of
their investigation or inquiry, and

* in their report makes findings
of fact and makes non-binding
recommendations to government
based on those findings.'

The principles that govern any royal
commission go beyond the limited
provisions of the Royal Commissions Act.
A royal commission has a wide discretion
as to how it carries out its inquiry, but

it must ensure that it does so within its
legitimate powers and role. It must act in
accordance with the general law, except
where that general law has been modified
by legislation.

Subiject to the terms of reference,
commissioners are bound to keep an
open mind as they conduct their inquiry
and consider evidence, submissions and
other material that can properly be taken
into account. This means that a royal
commission is required to consider all
views expressed in the information and
evidence it receives.
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A royal commission must also ensure that
it observes procedural fairness (sometimes
described as the rules of natural justice).
This means that a royal commission
should only make or publish findings

that someone has acted improperly

when that person has been given a fair
opportunity to understand and respond

to the allegations made against them.
One of the reasons for this requirement

is that although the publication of an
adverse finding will not usually have any
immediate legal consequences, it may,

at the least, seriously affect the reputation
and standing of the person or organisation
named in the report.

Power to compel
production of information
and documents

The Royal Commissions Act gives royal
commissions certain coercive powers.
State legislation confers similar powers.

The Royal Commission can require a
person to:

» provide it with documents or things
in response to a compulsory notice
to produce’

» give information or a statement in
writing in response to a compulsory
notice

» appear before the Royal Commission
to give evidence under oath or
affirmation.’

When a royal commission exercises
its coercive powers, such as by issuing
a compulsory notice, it enlivens certain
protections in the Royal Commissions
Act (see ‘Protections under the Royal
Commissions Act' below).

In certain circumstances, this Royal
Commission will use its coercive powers
to make these protections available to
people who wish to engage with us. This
could include, for example, when a person
with disability or a person who identifies
as a whistleblower wants to share their
experiences with us but has genuine
concerns about possible recriminations or
even legal consequences if they identify
individuals or organisations who have
acted improperly or inappropriately.

As at 31 July 2020, the Royal
Commission has, at the request of
people seeking those protections, issued
34 notices to produce for submissions.
(The Royal Commission’s submissions
process is described in detail in Chapter
8, ‘Submissions’.)

There are a number of external supports
available for people engaging with the
Royal Commission, including when they
are providing information in the ways
described in this chapter. Those supports
include access to a free legal advisory
service and legal financial assistance,
and are outlined in more detail in Chapter
6, ‘Support for people engaging with the
Royal Commission’.
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Protections under the
Royal Commissions Act

Senior Counsel Assisting the Royal
Commission have, during our public
hearings, repeatedly emphasised the
importance of protecting witnesses.
They have specifically recognised

the protections available under the
Royal Commissions Act for witnesses
and for individuals responding to
compulsory notices.®

Those protections take the form of
a number of offences in the Royal
Commissions Act.'” These include:

» several offences relating to
interference by bribery, fraud or
otherwise with people who are
responding to compulsory notices®

» the offence of causing injury (including
loss, damage or disadvantage) to a
person appearing as a witness before,
or producing documents or things to,
the Royal Commission in response to
a compulsory notice®

+ the offence of an employer dismissing
or causing prejudice to an employee
producing documents or things in
response to a compulsory notice.?

These are serious criminal offences,

carrying maximum penalties of between
one and five years in prison.

Nature and powers of the Royal Commission

The Royal Commission will assess

and, where appropriate, refer to the
Australian Federal Police, any allegation
of recriminations against a person who
has provided information or a statement
in response to a compulsory notice, or
who has been called to or given evidence
before the Royal Commission. This
includes where a person, for example:

* has been pressured not to speak
to the Royal Commission

* has been offered any kind of
benefit not to tell the truth when
giving evidence before the Royal
Commission, or not to produce
information or documents to the
Royal Commission

* has been sued because they
gave information to the Royal
Commission in breach of a
confidentiality or non-disclosure
clause in a contract or agreement

* has been sued for making a
defamatory statement in a submission
or statement produced or made to the
Royal Commission

* has been sacked from, or suffered
prejudice in, their employment
because they gave information to
the Royal Commission about their
employer or place of employment

* might identify as a whistleblower.

The Royal Commissions Act also
provides that any statement or disclosure

105



made in writing by an individual in
response to a compulsory notice, or

made in the course of giving evidence
before the Royal Commission, is not
admissible as evidence against them in
any civil or criminal proceedings in any
Commonwealth, state or territory court.?!
This protection is particularly important if
a person is concerned that their statement
or disclosure might be defamatory.

The same protections apply to a person
who attends or has requested to attend a
private session,? and to any information
given by a person at or for the purposes
of a private session.? We discuss
protection of private sessions information
in more detail later in this chapter.

Confidentiality
of information

We recognise that concerns about the
Royal Commission’s capacity to ensure
the confidentiality of information provided
to it are a significant obstacle for some
people who would like to engage with us.

With limited exceptions, we can ensure
that any information or documents
provided to us by people with disability,
their families, supporters, or any other
person, remain confidential during the
life of the Royal Commission. Those
exceptions include:

* where the person consents to
the disclosure of their information
or documents

* where we are legally obliged to
disclose the information, for example
if mandatory reporting laws apply

» where the Royal Commission decides
it is appropriate to give the information
to the police because, for example, it
relates to a breach of a criminal law.?*

Subiject to those same exceptions, and to
the observation of procedural fairness, we
are also obliged to ensure that information
or documents provided to the Royal
Commission in response to compulsory
notices remain confidential at least until
we deliver our final report.2®

Importantly, the Royal Commission:

* can resist demands by third parties
for access to information provided in
submissions or in other documents
produced in response to compulsory
notices, including demands made by
summons or subpoena

* is exempt from the operation of
freedom of information legislation.®

Non-publication directions

The Royal Commissions Act?” also gives
the Royal Commission the power to:

» order that evidence be taken
in private (a private hearing)®

« direct that any evidence given before
it, or information produced before or
delivered to it, including in response to
a compulsory notice, not be published
(a non-publication direction)®

106 Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability: Interim Report



+ direct that information that might
allow for the identification of a person
who has given evidence before the
Royal Commission not be published
(a pseudonym direction).®

If the Royal Commission makes a non-
publication or pseudonym direction, the
information the direction applies to cannot
be published unless and until the Royal
Commission makes a further order.

Confidentiality after the
Royal Commission ends

As noted, information and documents
produced to the Royal Commission will,
where requested and/or appropriate,
remain confidential for the life of the
Royal Commission. This includes
submissions provided in response

to compulsory notices.

However, with the exception of private
sessions information (see below),

we are, as at 31 July 2020, unable

to guarantee that information we hold
will remain confidential after the Royal
Commission delivers its final report to
the Australian Government (currently

scheduled for April 2022).

After the Royal Commission ends, our
records (including submissions and
information provided in response to
compulsory notices) will be held by
the Australian Government Attorney-

Nature and powers of the Royal Commission

General’'s Department and then by

the National Archives of Australia.?’

The records may then be sought

under court-issued subpoenas or other
compulsory processes. They may also
be the subject of freedom of information
requests, although disclosure of
information in response to a request
under freedom of information legislation
may be subject to various exceptions,
including that disclosure is not in the
public interest.

We are aware that if people with disability,
their families, supporters, or people
who identify as whistleblowers do not
feel confident that the information they
provide to the Royal Commission can
remain confidential after the Royal
Commission ends, our inquiry may be
limited in its reach. This is particularly
so because while we will make every
effort to do so, we may not be able to
offer a private session to every person
who requests one.

We therefore asked the Australian
Government to introduce legislation to
ensure that information we hold about
a person’s experience of violence,
abuse, neglect and/or exploitation that
might identify them has the same level
of protection as information given at or
for a private session; that is, it cannot
be disclosed, even after the Royal
Commission ends.*? As at 31 July 2020,
it remained a matter for the Australian
Government to decide.
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Private session information

A private session is a voluntary
meeting between an individual and
a Commissioner during which the
individual can share information in

a safe and confidential environment.

A private session is not a hearing of

the Royal Commission and a person
attending a private session is not a
witness. When people provide information
at private sessions, they are not giving
evidence to the Royal Commission®?

(see Chapter 10 for more information).

Private sessions are the main way

in which the Royal Commission can
guarantee that information will remain
confidential, both during and after the
Royal Commission. This is because
the Royal Commissions Act makes

it an offence for a person (other than
the person who gave the information)
to record, use or disclose information
provided at, or for the purposes of,

a private session (‘private sessions
information’).3* This protection extends
beyond the life of the Royal Commission.

Private sessions information is protected
from disclosure even if that disclosure is
required by another law.*® For example,
private sessions information cannot be
disclosed, either during or after the life of
the Royal Commission, in response to:

* acourt-issued subpoena or
other compulsory process

» afreedom of information application.

A record containing private sessions
information cannot be accessed in the
National Archives of Australia until 99
years after it was created.3®

However, it is important to note that
there are some exceptions to these
prohibitions, and that some private
sessions information may be used or
disclosed in very limited circumstances.
They are:®

» when the use or disclosure is for the
purpose of the Royal Commission
performing its functions or duties,
or exercising its powers

» if the person consents to their
information being used or disclosed

» if the disclosure is to another authority
and is authorised by section 6P of
the Royal Commissions Act (see
‘The Royal Commission’s power
to communicate information’ later
in this chapter)

+ if the information has also been given
as evidence to the Royal Commission
or produced in response to a
compulsory notice, or if it has been
de-identified, it can be included in
our reports or recommendations®®

* when custody of the information
is transferred as part of the Royal
Commission’s records to the
Australian Government Attorney-
General’s Department at the end of
the Royal Commission. Once custody
of the information has transferred,
the Attorney-General’s Department is
responsible for its protection against
use or disclosure.*®
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Communicating
information

During the life of the Royal Commission,
some of the information we will receive
will include allegations that an entity or
person has breached a criminal or civil
law, or will relate to the work of another
royal commission.

The Royal Commission is not a law
enforcement body and it is not our
function to determine such allegations.
However, our terms of reference require
us to:#0

+ ensure that we can communicate
information, documents, or evidence
that would, for example, enable the
timely investigation and prosecution
of offences, or which would assist the
Royal Commission into Aged Care
Quality and Safety

» ensure that the way in which we deal
with evidence identifying a person as
having been subjected to violence,
abuse, neglect or exploitation will not
prejudice current or future criminal or
civil investigations or proceedings, or
other inquiries.

Therefore, we have established an
Investigations team, which considers
information and advises the Royal
Commission about the appropriateness
of communicating that information to
other authorities under section 6P of the
Royal Commissions Act. As described
below, the Investigations team also
liaises with law enforcement agencies
across Australia to ensure that the Royal

Nature and powers of the Royal Commission

Commission’s work does not interfere
with current or future criminal
investigations or proceedings.

The Royal Commission’s power
to communicate information

Section 6P(1) of the Royal Commissions
Act gives the Royal Commission the
power to communicate to certain
authorities (including the police)*' any
information or evidence that we collect
during the inquiry that relates or may
relate to a breach of a Commonwealth,
state or territory law for which a person
could be liable for a criminal or civil
penalty.*?

Section 6P of the Royal Commissions
Act also allows the Royal Commission to
communicate information or evidence to
another royal commission, and to other
specified authorities if the information

or evidence relates to their functions or
responsibilities.*® Such authorities or royal
commissions may then make a record
of, use or disclose that information or
evidence in the exercise of their powers
or functions.*

The Royal Commission may
communicate this information to the
authorities listed in section 6P of the
Royal Commissions Act if it decides that
it is appropriate to do so. This power can
be exercised even if the information was
provided to us confidentially, in response
to a compulsory notice, or at or for the
purposes of a private session.*
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Our Investigations team

Our Investigations team was established
in March 2020. As at 31 July 2020,

it included officers and an analyst

on secondment from the Australian
Federal Police.

The Investigations team reviews,
analyses, assesses and collates
information and evidence gathered
by the Royal Commission about
reported instances of violence
against, and abuse, neglect and
exploitation of, people with disability.
It assesses whether that information
or evidence relates or may relate to

a breach of a Commonwealth, state
or territory law for which a person could
be liable for a criminal or civil penalty.

It makes recommendations to the

Chair and Commissioners about whether
it is appropriate to communicate such
information or evidence to another
authority or authorities under section 6P
of the Royal Commissions Act.

The Investigations team has established
contacts with law enforcement agencies
in each Australian state and territory to:

» facilitate communication between
the Royal Commission and those
agencies under section 6P of the
Royal Commissions Act

+ communicate with those agencies
to ensure that the work of the Royal
Commission will not prejudice current
or future criminal or civil investigations
or proceedings.
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Ben, Will and Jenny*

Will and Jenny Malone are guardians
of their foster son, Ben, who is autistic
and has language difficulties and
physical disabilities. Ben lives in a
group home.

The Malones told us in their
submission that there has been
trouble at Ben's group home. They
said that Ben seems to be okay but at
least two female residents have been
assaulted and bullied by another. One
of the two women, a longstanding
resident, recently moved out - which
the Malones think is due to the
seriousness of the physical assault,
bullying and harassment she was
experiencing.

The Malones said they believe that
bullying and harassment between
residents has happened before in this
house. They attributed the increased
risk of violence and abuse there to
poor management and supervision
by the supported independent living
(SIL) provider, and poor selection of
residents.

When the woman who had been bullied
moved out, the Malones said, the
provider told residents’ families that

it would work with the relevant state
department to select a new resident
and would advocate on behalf of the
current residents to ensure the

new resident was compatible.

The Malones told us that a situation
where neither the residents nor their

Narrative

guardians are directly involved in the
selection process is unacceptable to
them. They say it infringes the rights
of people with disability to have the
opportunity to choose their place of
residence and who they live with.

Will says:

There have been two inappropriate
placements, which have both
resulted in physical assault and
ongoing bullying and harassment of
female residents and support staff.

As parents and guardians we do not
want a repeat of these conditions,
and therefore want to be involved in
the selection process, as | believe
Is our right under NDIS principles.

The Malones told us they had been
successful on this occasion in making
sure the resident families would be
involved in the selection process,

but they expressed concern that this
doesn’t seem to be standard practice
or a mandatory requirement.

They said they are concerned that

the NDIS does not define clearly the
services and role of SIL providers.
They have raised a range of questions
regarding SIL providers, and hope the
spotlight of the Royal Commission will
bring these issues into focus.

* Names changed and some details removed
to protect people’s identities. Narrative based
on a submission to the Royal Commission.
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5. Our organisation

Key points

+ The Royal Commission is guided by the principles of equality, inclusion, respect,
dignity, autonomy, aspiration and self-determination.

* As at 31 July 2020, 198 staff support the Chair and Commissioners and we have a
range of strategies in place to ensure we prioritise recruitment of people with disability.

* We have applied universal design principles to ensure our premises are inclusive
and accessible, including a purpose-built hearing room in Brisbane.

Our organisation 115



Introduction

The Royal Commission is committed to
ensuring that our inquiry is inclusive and
accessible — a commitment that extends
to our staff and workplace.

This chapter outlines what we have
done so far to meet this commitment.
It describes:

e our values

» our Accessibility and Inclusion
Strategy

* how we recruit and support staff

+ the measures taken to ensure
accessibility and inclusion at
public hearings and other events,
and in our offices.

It also provides an overview of
the Royal Commission’s finances.

Our values

In undertaking our work we are guided
by the following values:

+ Equality: People with disability are
equal citizens, who have the right
to the full and equal enjoyment of
all human rights and fundamental
freedoms, including respect for
their inherent dignity and individual
autonomy. They have the same

rights as other members of Australian

society to live and participate in safe
environments free from violence,
abuse, neglect and exploitation.

Inclusion: We seek to promote a
society that facilitates the full and
effective participation and inclusion
of people with disability. We are
mindful people with disability often
face barriers to inclusion. We will
provide people with a range of ways
to engage with us so they can select
the one that best suits them.

Respect: We respect people
with disability and their rights
and freedoms.

Dignity: We accept the inherent
dignity and rights of all people.

Autonomy: We respect the
independence and autonomy of
people with disability, including
the equal right and freedom to
make their own choices.

Aspiration: We acknowledge the
strengths and contributions of people
with disability. Our approaches and
work will recognise the right and ability
of people with disability to aspire

to the lives they want to lead in all
aspects and at all stages of their lives.

Self-determination: We will carry out
our work in a way that is consistent
with the United Nations Declaration
on the Rights of Indigenous Peoples."
We acknowledge the importance

of free, prior and informed consent
and commit to ensuring that First
Nations people, communities and
organisations can decide their levels
and methods of engagement with the
Royal Commission.

We take a trauma-informed approach
to our inquiry. This means that we
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must understand the physical, social
and emotional impacts of violence and
other forms of trauma and integrate

this understanding into our work. We
aim to minimise re-traumatisation and
to encourage people to feel physically,
emotionally and culturally safe when
engaging with us. We say more about
our trauma-informed approach in Chapter
6, ‘Support for people engaging with the
Royal Commission’.

Accessibility
and inclusion

The Royal Commission’s Accessibility
and Inclusion Strategy guides how

the Royal Commission operates as an
inclusive and accessible organisation.
This includes how we communicate

with people with disability and the wider
community, recruit and train staff and how
we select and set up premises, hearing
rooms and venues for public events.

This is explained in more detail below.

The Strategy also guides how we
undertake our external work, such

as engaging and communicating with
stakeholders. Part B, ‘How we do our
work’ outlines how we have applied
inclusive and accessible practices in all
parts of our work, including our community
engagement and public hearings.

We developed the strategy in consultation
with people with disability and advocacy
groups. We will adapt the strategy and
our practices as we learn what can be
done more appropriately and effectively.

The strategy is available on our website.?

Our organisation

Our staff

The Chair and six Commissioners are
supported by 198 staff, as at 31 July
2020. (See Chapter 2, ‘Our Chair and
Commissioners’ for more information on
the Chair and Commissioners.) The office
of the Royal Commission is led by the
Official Secretary Paul Cronan AM, who is
supported by seven senior executives:

*  Emma Appleton

+ Cain Beckett

* Joanna Blair

+ Joanna Carey

* Andras Markus

* Marianne Peterswald

* Megan Shipley.

We acknowledge the contribution
of Toni Pirani during the setting up
of the Royal Commission.

We are committed to recruiting
skilled people and prioritise recruiting
people with disability.

The Australian Public Service
Commission’s Affirmative Measures
guidelines and its RecruitAbility

scheme apply to all roles with the

Royal Commission.® These initiatives

are designed to promote employment
opportunities for, and address the

under representation in employment of,
people with disability. Under s 27 of the
Australian Public Service Commissioner’s
Directions 2016, our Affirmative Measures
employment register is only open to
people with disability.* As at 31 July

2020, we have engaged 19 staff from

the Affirmative Measures register.
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We have also identified recruitment firms
with strong disability/diversity credentials
and/or certification to partner with,

and sought their commitment to have
people with disability front of mind when
recruiting staff for the Royal Commission.

A number of roles across the Royal
Commission require knowledge and
expertise of issues relevant to First
Nations peoples and the ability to
communicate sensitively and effectively
with First Nations people. First Nations
staff are employed across the Royal
Commission to ensure their expertise is
applied to our work. For example, our
Intake, Counselling and Support Services
team includes male and female First
Nations counsellors, and we employ First
Nations engagement officers and First
Nations policy staff. Recruitment firms

have been used to seek suitable First
Nations candidates.

Our staff members include three senior
advisors, people with disability who are
experts in their field. They are:

* Emeritus Professor Ron McCallum
AO, who provides legal research
expertise and guidance on
international human rights

« Associate Professor Lorna Hallahan,
who provides academic and research
expertise

» Maurice Corcoran AM, who provides
expertise on policy issues and on
engaging with people with disability.

Table 5.1 gives a snapshot of our staff,
including diversity statistics.

Table 5.1: Royal Commission staff snapshot, at 31 July 2020

I N T

Total 198 100.0%
Location
Sydney 113 57.1%
Brisbane 51 25.7%
Canberra 32 16.2%
Other 2 1.0%
Diversity 2
Disability 22 11.1%
First Nations 11 5.6%

a Diversity rates are based on voluntary self-reporting and may not reflect total numbers.
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Counsel Assisting

As at 31 July 2020, eight Counsel are
assisting the Royal Commission, having
been appointed by the Attorney-General
to do so. They are:

* Dr Kerri Mellifont QC
+ Kate Eastman SC

* Lincoln Crowley QC
+ Janice Crawford

* Andrew Fraser

+ Simone Fraser

+ Ben Power

* Georgina Wright.

On 3 August 2020, the Attorney-General
appointed three additional Counsel to
assist the Royal Commission:

* Dr Hayley Bennett
» Elizabeth Bennett

 Melinda Zerner.

We acknowledge the support of Michael
Fordham SC, Christine Ronalds AO SC,
Malcolm Harding SC, Rebecca Treston
QC and Sarah McCarthy, who assisted
the Royal Commission during

its establishment phase.

Support and wellbeing

The Royal Commission supports flexible
working arrangements for staff. This
includes providing technology that allows
people to work away from the office.

Our organisation

These arrangements allowed staff to
adapt quickly to working from home
when COVID-19 restrictions came
into force in March 2020.

We offer pre-start meetings to new staff
to discuss any adjustments needed and
to allow them to familiarise themselves
with the floor/work space.

Personal Emergency Evacuation Plans
are prepared for staff who may need help
vacating the building in an emergency.

We provide assistive technologies for staff
who need them. These include screen
readers, braille printers, portable hearing
loops, voice recognition software, and
hardware and software adjustments for
staff with visual needs. We have a full-
time in-house Director of Interpreting who,
along with a team of external interpreters,
provides professional Auslan interpreting
and translation services. These services
ensure the Deaf community can engage
with the Royal Commission through,

for example, our public hearings and
community forums.

All staff receive disability access

and awareness training. The training
addresses the history of the disability
sector, disability rights, the importance

of trauma-informed practice, managing
vicarious trauma, cultural awareness, and
accessible and inclusive communication.

Commissioners and staff can be exposed
to confronting information and accounts
of traumatic personal experiences. We
recognise the risk of vicarious trauma
and have put measures in place to care
for their health and wellbeing. All staff
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can choose to participate in quarterly
wellbeing checks conducted by external
psychologists. These checks not only
enable staff to maintain wellbeing but
equip them to better manage stressful
situations. Commissioners can use the
wellbeing checks or make their own
arrangements. Staff and their families also
have access to an Employee Assistance
Program that provides confidential
counselling.

Our premises

Offices

The Royal Commission has offices in
Brisbane, Sydney and Canberra. We
engaged a disability access consultant to
help make them inclusive and accessible.
The fit-outs of the Brisbane and

Sydney offices were based on leading
accessibility design principles (called
universal design) and technology. For
example, doors open and close remotely,
surface contrasts help navigate the space
and work stations incorporate adjustable
designs.

Locations for public hearings
and events

Accessibility is the main priority when
deciding where we will hold a public
hearing or event. It is often challenging
to find venues that meet accessibility
criteria, particularly outside capital cities.

Staff visit potential sites and assess
them using a comprehensive checklist,
which includes:

* transport

* acontinuous accessible path to
entrances and while in the venue

+ the internal layout of public areas
* bathroom facilities

* door measurements

* accessible evacuation plans

* signs in braille.

Our Brisbane office has a purpose-
built public hearing room that has been
designed and fitted-out using universal
design principles. The features of the
hearing room include:

« the ability to move chairs in the public
gallery to allow any person to sit in
any place they choose

» fully adjustable bar tables to provide
Counsel Assisting with greater
accessibility

* adedicated and carefully configured
space for Auslan interpreters to work
during hearings.

For more information on the steps taken
to ensure public hearings are accessible
and tailored to the needs of particular
witnesses, see Chapter 6.
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Our finances

The Australian Government has provided
$527.9 million over five years from
2018-19 to support the work of the
Royal Commission.® This is made up of:

«  $310.9 million over five years to the
Royal Commission to undertake its
operations

« $68.2 million over five years to the
Attorney-General’s Department to
provide legal assistance to witnesses
and to represent the Commonwealth
in Royal Commission proceedings

Our organisation

« $148.8 million over three years to the
Department of Social Services, the
National Disability Insurance Agency
and the NDIS Quality and Safeguards
Commission to provide counselling
services and other support to people
with disability in connection with their
participation in the Royal Commission.

The Royal Commission has spent
$58.696 million from its budget.
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Endnotes

1 United Nations Declaration on the Rights of Indigenous Peoples, GA Res 61/295, UN GAOR, 61¢
Sess, 107" plenary mtg, Agenda Item 68, Supp No 49, UN Doc A/Res/61/295, Annex, (2 October
2007) 295.

2 ‘Accessibility and Inclusion Strategy’, Royal Commission into Violence, Abuse, Neglect and

Exploitation of People with Disability. <https://disability.royalcommission.gov.au/publications/
accessibility-and-inclusion-strategy>
3 ‘Affirmative measure for recruiting people with disability: A guide for agencies’, Australian Public
Service Commission, guidance material, 29 May 2018. <www.apsc.gov.au/affirmative-measure-
recruiting-people-disability-guide-agencies>
Australian Public Service Commissioner’s Directions 2016 (Cth) s 27.
Funding is described as being provided for a full year irrespective of the period within the year
to which the funding applies. For example, 2018-19 funding applies only to the period April 2019
(start of the Commission) to 30 June 2019.

[0 0
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Toby and Gavin*

Toby’s dad, Gavin, made a submission
in which he described Toby's
experiences in employment.

Toby, who has moderate intellectual
disability, knows kitchens. He had
been working in different kitchens
for businesses large and small for
15 years when he started a job in a
hotel early last decade. Toby wasn't
too bothered by the initial pranks and
‘tomfoolery’, until what Gavin calls
‘the bad stuff’ started.

What began as jokes’ soon became
unwelcome, prolonged, repetitive,
intimidating and harassing. The
attacks were mostly perpetrated by a
particular chef, Chad, who was often
left in charge. Gavin described just a
few of these incidents.

One was where Chad and his mate
locked Toby in the freezer, leaving
him cold and scared and screaming
to get out.

Another time they sprayed Toby's
shaved head with oil, then set his
head and t-shirt alight.

Chad told Toby he had to pay him $10
for every day he was kept in the job.
Sometimes Toby paid, Gavin said, and
when he didn't, Chad would remind
him he was keeping a total of how
much Toby owed.

Sometimes Chad and his mate would
stand behind Toby, grabbing his

Narrative

buttocks and pushing their groin into
his backside, shouting obscenities.

One time Chad and his mate took a
large kitchen knife, made Toby close his
eyes, and dragged the blunt side along
his arm. Next time, they promised, they
would ‘do it for real.

Toby was frightened and humiliated
and it was beginning to interfere with
his work performance.

He didn't want his parents to know
what was going on at work, but he

did confide in his disability support
workers. After the freezer incident one
of the support workers decided to tell
Toby's parents.

From that point, Gavin said Toby
became extremely anxious and afraid
to attend work. He asked his mum to
call work and say he was unavailable
for the upcoming shifts on which Chad
would be overseeing the kitchen.

Gavin told us he rang the hotel

and the catering company to let
them know about the bullying and
harassment and that Toby wouldn't
be returning. They met with the
manager and the head chef, who just
sald he was sorry it had happened
and that he had given Toby the job
because he was a good worker. The
manager promised there would be
an investigation, and written warnings
to Chad and his mate, but Toby's
parents never saw written proof

of the investigation.
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Gavin told us they asked Toby whether
anyone else saw or heard any of

the attacks. Toby said that other
workers did see things and he thought
someone would tell Chad and his mate
to stop. But no one did.

They also asked Toby why he didn’t
tell them that things were so bad. His
response was, ‘| only wanted to work’.

Following these events, Toby made
a claim to the work, health and
safety regulator regarding his stress
and inability to work. He did receive
compensation, but there was no
response at all from the company.

Gavin told us:

the catering industry is rife with
abuse of persons with a disability ...
my son was advised never to work
In this industry again because of
abuse in various businesses.

He said he has spoken about this
abuse with employee groups that
assist people with disability in the
employment field:

| got the impression that it was not
a good thing to make waves as it
could impact others looking for
employment and put in jeopardy
the government subsidy of
employing people with a disability
and therefore employment services
for people with a disability would
lose their subsidies from the
government.

Gavin says he's been left feeling that
employment services assisting people
with a disability are ‘more concerned
for the business than they were for the
client's wellbeing and exploitation’.

* Names changed and some details removed
to protect people’s identities. Narrative based
on a submission to the Royal Commission.
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Part B: How we do our work

Part B of the interim report outlines how
the Royal Commission does its work,
through public hearings, submissions,
community engagement, private sessions
and our research and policy work. It also
describes the support available to people
who engage with the Royal Commission.

Chapter 6, ‘Support for people engaging
with the Royal Commission’ describes the
trauma-informed approach we take to all
aspects of our inquiry, and the support
available to people who engage with the
Royal Commission.

Chapter 7, ‘Public hearings’ describes
the formal proceedings through which
witnesses give evidence about events
and issues relevant to the Royal
Commission’s terms of reference. It
describes how public hearings enable
people with disability and their families
and supporters to share experiences of
violence, abuse, neglect and exploitation.
Experts, advocacy groups, academics
and government agencies may also
give evidence.

Chapter 8, ‘Submissions’ outlines how
individuals and organisations are able

to share their experiences, insights and
proposals for change with the Royal
Commission. The chapter explains that
submissions can be about any issues that
fall within our terms of reference and can
be made in a variety of ways, including in
writing, over the telephone, as videos or
even as artwork.

Part B: How we do our work

Chapter 9, ‘Community engagement’

sets out the principles that govern how
we engage with people with disability and
the wider community. It also describes our
approach to targeted engagement with
First Nations communities, culturally and
linguistically diverse people with disability,
people with cognitive disability and people
with disability who live or work in closed
environments.

Chapter 10, ‘Private sessions’ describes
how individuals can confidentially share
their experiences with a Commissioner
in a safe, supportive and accessible
environment. The chapter outlines

how private sessions help the Royal
Commission to better understand the
impacts of violence against, and abuse,
neglect and exploitation of, people with
disability, and to explore ideas as to how
these experiences can be prevented.

Chapter 11, ‘Research and policy’
provides an overview of our research
agenda, which investigates (among other
topics) the history, nature and extent of
violence, abuse, neglect and exploitation
experienced by people with disability.
The chapter also outlines our policy
work, which is directed at the systemic
factors that contribute to violence against,
and abuse, neglect and exploitation

of, people with disability and the
development of recommendations

that will lead to lasting change.
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Content warnings

Please be aware that this report contains information that may be distressing to readers.

It includes accounts of violence against, and abuse, neglect and exploitation of, people
with disability and references to suicide and self-harming behaviours.

In some first-hand accounts of violence, abuse, neglect and exploitation, people have
told us of abusive or offensive language they have experienced or witnessed. As a result,
some direct quotes in the report contain language that may be offensive to some people.

First Nations readers should be aware that some information in this report has been
provided by or refers to First Nations people who have passed away.

If you need support to deal with difficult feelings after reading this report, there are free
services available to help you. Information about these services can be found at the
beginning of this report (see page vi) and in Chapter 6.
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6. Support for people engaging
with the Royal Commission

Key points

The Royal Commission commits to taking a trauma-informed approach to all aspects
of our work.

This means that we must understand the physical, social and emotional impacts of
violence and other forms of trauma and integrate this understanding into our work.
We aim to minimise re-traumatisation and to encourage people to feel physically,
emotionally and culturally safe when engaging with us.

We have a team of counsellors available to provide support to people, however they
choose to engage with us.

Where possible, we link people with a staff member of their preference and aim
to have the same staff member available to them throughout their contact with the
Royal Commission.

The Royal Commission can also refer people to a range of external services,
including those funded specifically by the Australian Government.

Support for people engaging with the Royal Commission
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Introduction

This chapter outlines what it means
for the Royal Commission to take a
trauma-informed approach to all
aspects of our work.

It provides information on and examples
of how we embed this approach within the
Royal Commission to support people to
engage with us — from their first contact
with the Royal Commission, throughout
the engagement process, and afterwards,
if required.

It also outlines the government-funded
services offered to people with disability
and their families and support people who
engage with or are affected by the Royal
Commission.
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Our commitment to
a trauma-informed
approach

Counsel Assisting
and the Commission
recognise that
when engaging with
the Commission
people may be
reliving traumatic
experiences, and that
these experiences
can have ongoing
impacts. To address
this the Commission
will adopt a trauma-
informed approach
when engaging with
the community,
having regard to the
key principles of
safety, transparency,
empowerment,
capacity to collaborate
and cultural safety.’

Senior Counsel Rebecca
Treston QC




What is trauma?

Many people who have shared or will
share their experiences of violence,
abuse, neglect and exploitation with the
Royal Commission have either personally
lived through or have witnessed traumatic
events. The United States Substance
Abuse and Mental Health Services
Administration’s definition of trauma
highlights the extent to which it can

affect an individual’s life:

Individual trauma results from an
event, series of events, or set of
circumstances that is experienced

by an individual as physically or
emotionally harmful or life threatening
and that has lasting adverse effects
on the individual’s functioning and
mental, physical, social, emotional,
or spiritual well-being. 2

An experience of trauma is less about
the event itself and more about how it

is experienced by the person.® Events
and circumstances may include an
actual or perceived threat of physical

or psychological harm (for example,
natural disasters, violence and abuse,
and so forth)* and typically involve the
loss of control, betrayal, abuse of power,
helplessness, confusion and/or loss.
These events and circumstances may
occur once, multiple times or repeatedly
over time.5

The term ‘intergenerational trauma’ refers
to the way in which trauma experienced
by one generation affects the health and
wellbeing of their descendants.® It is often
used to describe the trauma of events
associated with the colonisation of First

Support for people engaging with the Royal Commission

Nations people and lands such as

the impacts felt by members of the Stolen
Generations.” Intergenerational trauma
may also be used to describe the impact
of the traumatic experiences of refugees
and asylum seekers on their families and
communities.?

What is a trauma-informed
approach?

The Royal Commission is committed to
adopting a trauma-informed approach to
all aspects of our work. A trauma-informed
approach requires an organisation to
ensure its staff understand the impacts of
trauma® and put in place strategies that
minimise, as far as possible, the risk that
people may be re-traumatised.™

The Royal Commission aims to safeguard
and promote the physical, social,
emotional and cultural safety of everyone
who engages with us. We do this by
seeking to ensure that everyone within the
organisation, including Commissioners,
Counsel Assisting and senior staff:

» understands the physical, social,
cultural and emotional impacts
of violence, abuse, neglect and
exploitation on people with disability
and others engaging with the Royal
Commission

* integrates that understanding into
all aspects of the work of the Royal
Commission, including public hearings
and all forms of engagement

» develops and implements processes
and practices that minimise the risks
of re-traumatisation.
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We want people with disability, their
families and supporters to feel comfortable
to share their experiences with us. We aim
to create an environment where they will
be safe and supported to do so.

Vicarious trauma

Vicarious trauma ‘occurs as a result of
chronic secondary exposure to traumatic
material’.'? Embedding a trauma-informed
approach requires the Royal Commission
to acknowledge the potential for
Commissioners, Counsel Assisting and
staff to experience vicarious trauma, and
the need for self-care and organisational
care."® We talk about supports provided
for Commissioners and staff in Chapter 5,
‘Our organisation’.

How we support people
who engage with us

Our Intake, Counselling
and Support team

To help us apply a trauma-informed
approach to our work, we have engaged
experienced counsellors as part of our
Intake, Counselling and Support team.

Team members are qualified social
workers and counsellors, with extensive
experience working with people with
disability and with people who have
experienced complex trauma. Their
role includes:

» assisting people contacting our
enquiries phone line who may
require additional support to
share their experiences, or who
may be distressed

+ assisting people to make submissions,
including by taking submissions over
the phone

* working with teams across the
Royal Commission to provide support
to people participating in engagement
activities, such as community forums
or targeted engagements (see
Chapter 9, ‘Community engagement’),
public hearings (see Chapter 7,
‘Public hearings’) and private sessions
(see Chapter 10, ‘Private sessions’).
This support is available before,
during and after the individual’s
engagement with us

+ discussing support, reporting
options and safety concerns with
people sharing their experiences
via submissions or other
engagement activities

» providing advice and support
to other teams across the Royal
Commission to help them carry
out their work consistent with
a trauma-informed approach.

The team also reviews the

Royal Commission’s policies and
procedures to ensure all aspects
of our inquiry are appropriately
trauma-informed.

The team is gender and age diverse,
and includes First Nations people,
people from culturally and linguistically
diverse backgrounds and people

with disability.

Where we can, we link people engaging
with the Royal Commission with a staff
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member of their preference. We aim

to have the same counsellor support
people throughout their contact with the
Royal Commission. This enables
consistency of support and minimises
people having to repeat their experiences
or accessibility requirements.

Support from first contact

A priority for the Royal Commission
is that anyone, and especially people
with disability, can easily engage with
us, to access information about our
work and to share their experiences
with us.

Ouir first points of contact are our
email inbox and our enquiries phone
line (1800 517 199), which operates
Monday to Friday between 9 am and
5 pm Australian Eastern Standard
Time (AEST), except on national
public holidays.

Since commencing its operations,
as of 31 July 2020 the Royal
Commission’s intake function has
received 6815 enquiries via phone
and email.

We aim to ensure that everyone
receives a first response within

48 hours. Applying a trauma-informed
approach, our intake officers answer
queries and explain how people

can share their experiences with

the Royal Commission.

Support for people engaging with the Royal Commission

Common issues people contact
us about include:

* making a submission
* support services

* public hearings

* community forums

* private sessions

» the purpose of the Royal
Commission and our terms
of reference.

Counsellors may refer people

contacting the Royal Commission

who require ongoing support to

Blue Knot Foundation, an external national
counselling and referral service, or to
other face-to-face counselling services
across Australia. With consent, we can
connect people to other government-
funded supports or assistance and provide
information about existing complaints
mechanisms relevant to their enquiry. (See
‘Support available from external services’
later in the chapter for more information
about external support services.)

The Translation and Interpreting Service™
is available to help people communicate
with us in their preferred language. The
National Relay Service' supports people
who are deaf, hard of hearing and/or have
a speech impairment to make and receive
phone calls. These resources can be
accessed by anyone communicating

with us who needs them.
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Support from the first phone call

Rose* contacted our enquiries phone
line and reported being in significant
distress. Rose was experiencing
homelessness and told us she had
an acquired brain injury and mental
health issues.

Rose had been through significant
trauma over her lifetime, which she
told us included abuse while in a
residential facility. After a lengthy
conversation with a counsellor she
agreed to a safety plan that involved
regular follow up contacts by the staff
member.

Speaking with Rose several times,
Royal Commission staff linked her
with appropriate support services.
After several weeks, she felt safe
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enough to share her experiences with
us through a phone submission. The
phone submission was taken over
several days and the information
provided was read back to Rose for
confirmation before being submitted.

Rose has now told us she is using
independent support services and
her informal supports to move out
of her crisis situation.

Rose has contacted the enquiries
phone line on several occasions to
update the Royal Commission on
her progress and express her thanks
for the support provided.

* Name changed and some details removed
to protect people’s identities.



Support at community forums

Counsellors are present at all Royal
Commission community forums and are
available to offer support to anyone who
attends. This can include people who
share their experiences at the forum,

as well as community members who may
be impacted by the information shared.

During a forum, counsellors:

+ provide information about the
work of the Royal Commission

» provide referrals to external services
if required

» offer a quiet space away from the
event for anyone who needs it

» offer support to people who
may become distressed.

Anyone who engages with a counsellor
at a community forum and would like
follow up support is contacted afterwards
and may be offered referrals to external
services.

Occasionally, people attending community
forums may share information about
abuse, violence, neglect or exploitation
they are currently experiencing. The

Support for people engaging with the Royal Commission

Royal Commission has a number of
procedures in place to manage these
disclosures. The role of counsellors is
to be available to offer brief counselling,
support and assistance with safety
planning and referrals to local services
if ongoing support is required.

When organising venues for community
forums, the Royal Commission books an
additional ‘break out’ room for use by
the counselling team. Counsellors speak
with people in this private setting to
ensure confidentiality.

People at community forums

have expressed to counsellors
concerns about immediate risks

of family and domestic violence, lack

of appropriate support services and
threats of self-harm or harm to others.
Counsellors have helped people connect
with emergency services, assisted with
safety planning and facilitated referrals
to local agencies for ongoing support. In
the week following a community forum,
counsellors follow up with people they
had contact with to ensure they are
receiving appropriate support.

See Chapter 9 for more information
on community forums.
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Support at community forums leads to further engagement

Before the start of one of the Royal
Commission’s community forums,

counselling staff were made aware
of Korbin*, who seemed unsettled

and anxious.

A member of our First Nations
counselling team approached Korbin
to welcome him and to find out if there
was anything we could do to make
him feel comfortable and supported

to participate.

Following support from the counsellor,
Korbin joined the forum, to listen and
observe. The counsellor spent time
with Korbin after the forum to talk
about the different ways people can
engage and share their experiences

with the Royal Commission. Korbin
was interested in further engagement.
He indicated that a private session
would suit him best and that he would
like to be able to keep working with
First Nations staff.

The First Nations counsellor ensured
Korbin was supported to register for a
private session and that his preference
to work with First Nations staff in the
private sessions team was known

and understood. The First Nations
counsellor also worked with Korbin

to explore other local supports he
could access.

* Name changed and some details removed
to protect people’s identities.
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Support at public hearings

Royal Commission counsellors attend
all public hearings and are available to
provide support to anyone attending.
Counsellors also work with the Office
of the Solicitor Assisting(OSA) to offer
potential witnesses assistance before,
during and after public hearings.

Before a public hearing

Before a public hearing, counsellors are
available to:

» offer support to potential withnesses

» work with OSA to arrange witness
familiarisation sessions

+ assist witnesses in preparing for being
a witness, and to relay information
about the hearing process

+ attend interviews with witnesses and
provide support while witnesses are
preparing statements and afterwards

* make referrals to external support
services.
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Support for a potential withess from
First Nations counselling staff

On reading Betty's* submission to
the Royal Commission, the Office of
Solicitor Assisting (0SA) considered
she may be a suitable witness for a
scheduled hearing.

Betty had identified herself as a First
Nations woman and, on contacting
her, the Royal Commission made her
aware that First Nations counselling
staff were available to participate in
any meetings and communication
should she welcome that support.

Betty accepted this offer, noting that
it helped having someone who shared
her culture and ‘who understood".

Betty lives in a regional community.
Royal Commission staff offered

to travel to her area to take her
witness statement and to provide the
appropriate cultural and emotional
support. Staff made two trips, meeting
Betty at the location she identified as
being safest for her.

The same First Nations counsellor
was able to continue to support Betty
through to her attendance at the
scheduled hearing. Since the hearing,
the counsellor has contacted Betty
several times to check in with her
and discuss possible ongoing

support options.

* Name changed and some details removed
to protect people’s identities.

Providing physical and emotional
safety

Priya* made a submission to the Royal
Commission about her child Andy’s
experiences at school. Priya had
indicated a willingness to be contacted
and was approached by the Royal
Commission as to Priya and Andy being
potential witnesses for a scheduled
hearing. Priya and Andy live in a regional
centre, and have a range of accessibility
and sensory needs that the Royal
Commission needed to understand to
ensure Priya and Andy felt physically
and emotionally safe to participate.

A counsellor and an OSA staff member
worked with them on where they would
feel most comfortable to meet. They
nominated a local advocacy centre that
they had positive experiences with.

Royal Commission staff liaised

with staff at the centre to arrange

a suitable room. Adjustments were
made to the physical environment to
meet accessibility and sensory needs,
including to accommodate a support
animal. Enough time was allocated

to ensure the Royal Commission
understood Priya and Andy’s needs, and
to assure them that we would be guided
by them in terms of the pace of the
meeting and when breaks should occur.

The hearing has been postponed due to
COVID-19 restrictions. Our counsellor
remains in regular contact with Priya
and Andy to provide them with updates
and continue preparing for the hearing.

* Names changed and some details removed
to protect people’s identities.
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During a public hearing

During a public hearing, our counsellors
can:

» with other staff, ensure witnesses are
prepared and ready to give evidence
when called

» provide support and debriefing to
witnesses and their supporters

» provide information and support to
the public attending the hearing

» make referrals to external services
where required.

6. Support for people engaging with the Royal Commission

After a public hearing

After a public hearing, the Counselling
and Support team makes contact with
witnesses. This is to:

ensure their wellbeing and safety
have not been compromised

offer a debrief and reflection on their
experience of the public hearing

ensure they have sufficient support
in place and are aware of alternative
providers, including the Blue Knot
Foundation

make referrals to external services
where required.
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Our approach in practice — Public hearing 4: Health care and services for people with
cognitive disability

Giving evidence at the Royal Commission

felt like getting my power back.®

Over two weeks in February 2020,
the Royal Commission held a public
hearing to examine health care and
services for people with cognitive
disability, including people with
intellectual disability, autism and
acquired brain injury.

Witnesses supported during the
hearing process included people with
disability and their family members.
Royal Commission staff collaborated
with these withesses and their support
people or advocates, to ensure that we
understood each of their preferences
and needs. We particularly
acknowledge the assistance of Mr Jim
Simpson and other staff from the NSW
Council for Intellectual Disability for
their advice and assistance.

This collaboration resulted in redesign
of the hearing room to create an
environment in which witnesses with a
disability said they felt safe to give their
evidence. Changes made included
removing the raised platform where
Commissioners would normally sit, and
seating witnesses with their backs to
the gallery to minimise distractions.

Familiarisation day ahead of hearing

Before the hearing, a ‘practice day’
was set aside for withesses with
disability and their families and
supporters. This was an opportunity to
meet with Counsel Assisting and some
Commissioners, and to ‘step through’
the process for the public hearing and
become familiar with the venue.

Our counsellors worked together with
staff from the Office of the Solicitor
Assisting to help witnesses identify
their needs for the day of the hearing,
such as their travel arrangements,
their support people and what would
help make them feel safe and ready to
participate. Some witnesses chose to
be supported by family and friends and
requested minimal support from Royal
Commission counselling staff. Others
chose to be supported by a Royal
Commission counsellor on the day and
not involve friends or family.

Counsellors worked with witnesses to

prepare for the emotions the day could
likely bring and what could be done to

minimise and manage any distress.

138

Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability: Interim Report




The hearing venue included break
out spaces for witnesses, and others
attending impacted by the material or

proceedings, to take a break if needed.

On the day, counselling staff helped
witnesses to access these break out
spaces. Witnesses were also kept
informed of the process of the hearing
and any changes to it, and supported
to think through whether they would
like to accept requests from media.

After the hearing, witnesses were
offered follow up contact, through their
preferred method of contact. This was
to ensure their wellbeing and safety
had not been compromised, and to
offer a further debrief and opportunity
to discuss any ongoing support needs.

All withesses were made aware of
ongoing supports available to them
and offered assistance in accessing
these services. Some people accepted
this offer, while others chose not to

at that time. Referrals to ongoing
support are only ever made with the
individual’s consent.

The Royal Commission was pleased to
receive feedback that because of the
support offered, people felt empowered
to share their experiences.

See Chapter 7 for more information
about public hearings.

Support for people engaging with the Royal Commission
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Support at private sessions

Some people share their experiences of
violence, abuse, neglect or exploitation
with a Commissioner in a confidential
meeting, called a private session.

Before the session, a counsellor contacts
the person who is to attend. The same
counsellor can provide support leading
up to, during and following the private
session.

Support that counsellors provide for
private sessions includes:

» checking in regularly with those
involved about their needs on the day

» greeting people on their arrival

» explaining the process for the private
session and helping those attending
to feel safe and ready to participate

» offering to debrief those attending
immediately after the private session
to ensure they are feeling comfortable
and safe to leave

» following up with people to provide an
opportunity for further debriefing and
for feedback about their experience
of the private session

* connecting people with ongoing
support if required.

See Chapter 10 for more information
about private sessions.
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Support for people accessing
private sessions

Jordan* accessed support from

the counselling team in her

early engagement with the Royal
Commission and before registering for
a private session. The same counsellor
supported her before, during and after
her private session. This limited the
number of people Jordan had to share
her story with and allowed for a better
understanding of her needs.

Jordan was sharing an experience

of a loved one who was unable to
directly participate in the session.
Jordan and the counsellor discussed
what Jordan wanted to do to bring
her loved one ‘into the room’. Jordan
decided to share video footage of her

Support for people engaging with the Royal Commission

loved one with the Commissioner and
private sessions staff. She said this
was important, so everyone in the
room knew they were ‘talking about a
person’, a ‘human being who is loved".

The counsellor checked in with Jordan
the week after her private session to
provide an opportunity to reflect on
the experience, give feedback and to
discuss any ongoing support needs.
Jordan said it had been an emotionally
difficult experience that she was still
processing. However, she said she was
glad she had been able to share her
experience and views directly with a
Commissioner.

* Name changed and some details removed
to protect people’s identities
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Support available from
external services

In addition to the support the Royal
Commission provides, people who
engage with or are impacted by our
inquiry can access free support from a
number of other services. These include:

* national telephone
counselling and referral

» advocacy
» face-to-face support

* legal advice.

National telephone counselling
and referral service

Blue Knot Foundation

As noted earlier, an independent national
telephone counselling and referral service
is available to people engaging with or
affected by the Royal Commission. It is
provided by the Blue Knot Foundation'
and is funded by the Australian
Government Department of Social
Services.

Blue Knot offers specialist trauma-
informed counselling for anyone affected
by the Royal Commission, including
people with disability, their families and
support people. People can connect by:

* phone

* video conference
* webchat

+ SMS.

Blue Knot operates a national phone

line (1800 421 468) between 9 am

and 6 pm Monday to Friday (AEST),

and 9 am to 5 pm (AEST) on weekends
and public holidays. Blue Knot staff can
use the National Relay Service or the
Translation and Interpreting Service (TIS)
to take calls if needed.

State and territory
support service providers

Support services in all states and
territories'® have been funded by the
Australian Government Department of
Social Services to provide counselling
support' to people who are affected by
the Royal Commission. Services include:

+ counselling (face-to-face,
online and over the phone)

* access to an interpreter
or cultural translation services

» supported referrals to appropriate
specialised services

* information about and referrals
to other useful services.

Free counselling support
services listed by state
and territory

Australian Capital Territory

* Relationships Australia
Canberra and Region

New South Wales

* Relationships Australia
New South Wales

* Interrelate Limited
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Northern Territory

* Relationships Australia
Northern Territory

» Danila Dilba Biluru Butji Binnilutlum
Health Service Aboriginal
Corporation Northern Territory

Queensland

* Micah Projects

+ Cape York/Gulf Remote Area
Aboriginal and Torres Strait Islander
Child Care Advisory Association Inc.

+  WWILD

South Australia

* Relationships Australia
South Australia

* Nunkuwarrin Yunti of South Australia

Tasmania

* Relationships Australia Tasmania

Victoria

» Relationships Australia Victoria

«  Drummond Street Services

Western Australia

* Relationships Australia
Western Australia

* Kimberley Stolen Generation
Aboriginal Corporation Western
Australia

* Yorgum Healing Services Aboriginal
Corporation Western Australia.

Support for people engaging with the Royal Commission

Advocacy support services

The Australian Government Department
of Social Services has extended the
National Disability Advocacy Program
(NDAP)? to include individual advocacy
for people who need extra support to
engage with the Royal Commission.

Advocacy support is available to people
with disability (or family members or
support people acting on their behalf)
who may have difficulty in communicating,
or understanding how to engage,

with the Royal Commission. Those

who advocacy support is available to
includes First Nations people, culturally
and linguistically diverse communities,
LGBTIQ+ people, people with intellectual
and cognitive disability, young people
with disability, and women and girls

with disability.

Free advocacy support services
listed by state and territory

Australian Capital Territory

* ACT Disability, Aged and Carer
Advocacy Service (ADACAS)

* Advocacy for Inclusion

New South Wales

+ Disability Advocacy NSW

* lllawarra Advocacy

* Intellectual Disability Rights Service

* Multicultural Disability Advocacy
Association of NSW (MDAA)

* Newell Advocacy
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SCIA Advocacy Northern Rivers
Self Advocacy (Sydney)

Regional Disability
Advocacy Service (RDAS)

Side By Side Advocacy
Sydney Region Aboriginal Corporation
Family Advocacy

People with Disability
Australia (PWDA)

Northern Territory

Darwin Community Legal Service
Disability Advocacy Service Inc (DAS)

Ngaanyatjarra Pitjantjatjara
Yankunytjatjara Women’s Council
(NPY Women’s Council)

Queensland
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Aged and Disability Advocacy
Australia (ADA Australia)

Independent Advocacy
in North Queensland

Disability Rights Advocacy Service
Mackay Advocacy

People with Disability
Australia (PWDA)

Queensland Advocacy
Rights In Action

Speaking Up For You (SUFY)
TASC National

South Australia

Advocacy for Disability Access
and Inclusion

Disability Advocacy and Complaints
Service of South Australia (DACSSA)

Disability Rights Advocacy Service
Independent Advocacy SA

Tasmania

Advocacy Tasmania

Speak Out Association of Tasmania
(Speak Out)

Victoria

Action for More Independence &
Dignity in Accommodation (AMIDA)

Action on Disability within Ethnic
Communities (ADEC)

Association of Employees with
Disability

Colac Otway Region Advocacy
Service (CORAS)

Disability Justice Australia
Gippsland Disability Advocacy (GDA)

Grampians disAbility Advocacy
Association

Leadership Plus

Melbourne East
Disability Advocacy (MEDA)

North East Citizen Advocacy

Rights Information
and Advocacy Centre (RIAC)

Southern Disability Advocacy
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* Southwest Advocacy
Association (SWAA)

* Victorian Mental lliness
Awareness Council (VMIAC)

* Villamanta Disability
Rights Legal Service

* Regional Disability
Advocacy Service (RDAS)

Western Australia
* Advocacy WA
» Ethnic Disability Advocacy Centre

* Midland Information, Debt & Legal
Advocacy Service (MIDLAS)

» People With Disabilities WA (PWDWA)

+ Sussex Street Community Law
Service.

Legal advisory service

The Australian Government Attorney-
General's Department has funded
National Legal Aid and the National
Aboriginal and Torres Strait Islander
Legal Service to establish Your Story
Disability Legal Support to provide free
legal advice to anyone engaging with the
Royal Commission. This includes offering
free legal advice to Aboriginal and Torres
Strait Islander people within a community-
controlled setting.

The service can be accessed online at

Your Story Disability Legal Support.?’ The
service operates a phone hotline between
9 am and 5 pm (AEST), Monday to Friday.

Support for people engaging with the Royal Commission

Legal financial assistance

The Australian Government Attorney-
General’s Department may be able to
help in some instances with the costs of
legal representation? and some of the

costs of engaging formally with the Royal
Commission, for example resulting from:

* being called, or granted leave to
appear, as a withess at a hearing
of the Royal Commission

* being requested to attend,
or attending, an interview
with the Royal Commission

» complying with a notice to give
information or a statement in
writing that will be used as evidence
in the Royal Commission

» complying with a notice to produce
issued by the Royal Commission.

If a person has been called by the Royal
Commission in their personal capacity,
they may be eligible for legal financial
assistance.® They may also be eligible
if their organisation has been called,
subject to an assessment of whether the
organisation can meet the cost of legal
representation without incurring serious
financial difficulty.

The Attorney-General’s

Department website includes
information?* on the legal financial
assistance scheme, including eligibility
and how people can apply.
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Mary*

Mary is a young woman with disability,
with no living family. She experiences
chronic pain and is a wheelchair user.
In her submission, Mary told us her
disability support provider has abused
and exploited her over many years.
Years of being fobbed off. Playing with
my life,” Mary said of her provider.

Mary said the support provider lied to
her, telling her that her state funding
covered a maximum of two hours of
domestic assistance a week, which
didn’t include food preparation.
Mary only recently learned that this
was incorrect and she was always
supposed to have the choice -
domestic support, social support,
respite or a combination of different
types of support.

Instead, without consulting her, the
provider decided Mary would have
two hours of domestic support and
three hours of social support. ‘| never
wanted social support,” Mary said. '|
was told this had to be this way.’

Every support worker, year after year,
refused to provide domestic help, which
was what she really needed. They don't
clean ... they all demand tea and coffee
that | have to provide and pay them to
drink,” said Mary, because ‘they are
here to do social support not work.’

‘One kept yelling,” Mary remembers,
‘leaning into my face, dragging out her

words and drawing pictures in the
air ... I'm not intellectually disabled.’

Mary said the workers would always
move things in her home, despite
her explaining that she needed
things in certain places so she could
reach them. But the workers would
treat it like a joke. Mary told the
provider many times that they need
to train their staff in disability, but
the response was that training is a
waste of time - that these things are
‘common sense’.

Meanwhile, Mary was ‘going in and
out of counselling, many break downs,
and physical health deterioration
fighting for more domestic help, food
preparation help ... all those tears and
stress and 2 attempts to take my life’.

Mary complained many times about
the service. And each time she had

a health problem she would beg for
more help. They would have a meeting
in which Mary was ‘loud and clear’
about her needs, but the staff never
acted on the new care plans. One day
she saw her file open on the provider's
computer and found out no care plan
had ever been recorded.

‘How many others are in my situation?’
Mary asks.

* Name changed and some details removed
to protect people’s identities. Narrative based
on a submission to the Royal Commission.
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7. Public hearings

Key points
* Public hearings play a significant role in the work of the Royal Commission.
* Public hearings enable:

o the Royal Commission to hear evidence from a range of sources about
matters within its terms of reference and to explore issues in detail

o the Royal Commission and the general public to hear from people with disability
about their individual experiences of violence, abuse, neglect and/or exploitation

o witnesses, including people with disability, their families and supporters,
to share their experiences with the Royal Commission in a public forum.
For many, this will be the first time they have been given a voice.

* As at 31 July 2020, the Royal Commission had held four public hearings.
These were the ceremonial opening sitting, and hearings focusing on inclusive
education in Queensland, the experiences of people with disability living in a
group home, and health care and services for people with cognitive disability.

* The Royal Commission suspended public hearings from March 2020 until August
2020 due to the COVID-19 pandemic.

* In July 2020, the Royal Commission announced further planned public hearings for
the remainder of 2020, subject to any significant changes in circumstances.

Public hearings
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Introduction

One of the principal features of royal
commissions is the public nature of their
inquiries, most commonly expressed in
the form of public hearings.’

Public hearings conducted by royal
commissions are formal proceedings

in which witnesses give evidence, under
oath or affirmation, about events and
issues that are relevant to the terms

of reference.

For this Royal Commission, the
importance of providing a public forum

for people with disability, their families and
supporters to share their experiences of
violence, abuse, neglect and exploitation
cannot be overestimated.

This chapter outlines:

» the purpose of public hearings

» the approach this Royal Commission
takes to public hearings, including:

> our hearing program and how
we decide what to focus on

o the role and nature of withesses
who give evidence at public
hearings.

Purpose of
public hearings

Public hearings are a critical part of
this Royal Commission’s work. They
serve a range of purposes, enabling
the Royal Commission to:

» obtain information that exposes the
nature and extent of violence, abuse,
neglect and exploitation experienced
by people with disability, as well as the
measures required to prevent violence,
abuse, neglect and exploitation

* hear and test evidence from
witnesses, including people with
disability, their family members,
support people, service providers,
advocates and experts

» where appropriate, make findings of
fact based on that evidence, whether
relating to allegations against specific
individuals or entities, or on more
general issues such as deficiencies
in policies or practices

* develop recommendations
to government on matters
within the terms of reference.

Public hearings also:

+ provide people with relevant
knowledge or experience with
the opportunity to publicly share
it with the Royal Commission

« provide members of the public
with the opportunity to hear
first-hand from people with relevant
experience and/or expertise.

Appearing as a witness at a public
hearing is just one way that people

can share their experiences with

the Royal Commission. Other ways
include through providing a submission,
participating in a private session, or
making a statement at a community
forum (see Chapter 8, ‘Submissions’,
Chapter 9, ‘Community engagement’
and Chapter 10, ‘Private sessions’).
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Our approach to public
hearings

The hearing program

The nature and breadth of the terms

of reference of this Royal Commission
require a hearing program that allows
for the examination of a broad variety

of issues over the life of the inquiry, with
later hearings building upon earlier ones.

This approach means that the
Royal Commission may not make
findings of fact or reach conclusions
about particular issues until:

+ after the last hearing at which
evidence is presented on the
relevant topic

» interested people and organisations
have had an opportunity to make
submissions on all of the evidence
relating to the issue or issues.

Taking into account the effect of the
pandemic, the practical consequence

of this approach is that the Royal
Commission will not make detailed or
wide-ranging recommendations until later
in the inquiry. This does not necessarily
preclude the Royal Commission from
making recommendations prior to the
presentation of the final report.

The approach we are taking to hearings is
different to that taken in other recent royal

commissions, where hearings have, for
example, been self-contained and often
confined to specific issues

and circumstances.

Public hearings

We consider a range of factors when
deciding the subject matter of a particular
hearing, including:

» whether and how a particular issue fits
within the Royal Commission’s terms
of reference and hearing program

* whether the proposed hearing
provides a good opportunity to explore
widespread or systemic issues
that can be demonstrated through
individual experiences

+ the significance of the specific issue
to people with disability, including
as shown by information received
by the Royal Commission through
submissions and community
engagement

» practical considerations, including
the availability of witnesses and
relevant documents.

Witnhesses

People who give evidence at a public
hearing are called withesses. Part of
the role of the Solicitors and Counsel
Assisting the Royal Commission is to
identify appropriate witnesses for a
public hearing.

For this Royal Commission, in general
terms, witnesses can include:

» people with disability, their family
members and supporters

* experts, including researchers
or people with special knowledge
or experience
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* representatives from advocacy
organisations

* representatives from disability
service providers

* representatives from government
departments and agencies.

An individual witness may of course
fall into more than one category.

The Royal Commission applies a
trauma-informed approach when
engaging with all members of the
public, and in particular with people
with disability, who may have
experienced trauma. For public
hearings, this is reflected in the
efforts of Royal Commission staff
to create a safe and respectful
environment where witnesses feel
supported and empowered.

Full details of the Royal Commission’s
trauma-informed approach to its work
are provided in Chapter 6, ‘Support
for people engaging with the Royal
Commission’.

The Royal Commission has consulted
with expert bodies and organisations to
ensure as far as possible that witnesses,
in particular people with disability, are
able to give evidence in a way that

best suits them and with which they

are most comfortable.?

Examples of how evidence has been
given include:

* by video link®
* using communication devices*

* incorporating videos®
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* using photographs and other
images®

+ with Easy Read formatting
of statements’

*  with support persons.?

We have also trialled a practice
session ahead of a public hearing so
witnesses could become familiar with
the hearing room and the process.

The Royal Commission also seeks

to ensure that witnesses are supported
not only before and while, but after
they give evidence.

More information about this support
is outlined in Chapter 6.

Accessing public hearings

Public hearings are, by their very nature,
open to the public. All public hearings of
this Royal Commission have real time
closed captioning and Auslan-English
interpreters, and proceedings are live
streamed. The videos and transcripts
are available on our website.®

During the COVID-19 pandemic,
government imposed restrictions may
prevent members of the public from
attending hearings in person. However,
it will still be open to any member of the
community to follow the proceedings on
the live stream.

Further information on the measures the
Royal Commission has taken to ensure
our work, including public hearings, is
inclusive and accessible is outlined in
Chapter 5, ‘Our organisation’.


https://disability.royalcommission.gov.au/public-hearings

Public hearings to date

As at 31 July 2020, the Royal Commission had held four public hearings, as set out in
the table below.

Table 7.1 Royal Commission public hearings as at 31 July 2020

. Hearing _ Location Commissioners

Ceremonial 16 September 2019 Brisbane
opening sitting

2 Inclusive 4—7 November 2019 Townsville  Hon Ronald Sackville AO QC
M 1 Hon Roslyn Atkinson AO
Queensland -
preliminary Dr Rhonda Galbally AC

inquiry Ms Andrea Mason OAM

3 The experience 2—6 December 2019 Melbourne  Hon Ronald Sackville AO QC

;2‘1‘,’:&:2]: Hon Roslyn Atkinson AO

for people with Mr Alastair McEwin AM
disability

4 Health care 18-28 February 2020  Sydney Hon Ronald Sackville AO QC
Sl R Hon Roslyn Atkinson AO
for people
with cognitive Ms Barbara Bennett PSM
disability

Dr Rhonda Galbally AC

Summary reports of Public hearing 2, Public hearing 3 and Public hearing 4 appear in Chapters
12, 13 and 14, respectively.
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Planned public hearings

In July 2020, the Royal Commission announced further planned public hearings for the
remainder of 2020. Subject to any significant changes in circumstances, the Royal Commission
will hold public hearings between August and December 2020 as set out in the table below.

Table 7.2 Royal Commission planned public hearings August—-December 2020

- Hearing m Location | Commissioners

154

Experiences of people
with disability during
the ongoing COVID-19
Pandemic as at
August 2020

Psychotropic
medication, behaviour
support and
behaviours of concern

Barriers experienced
by students with
disability in accessing
and obtaining a safe,
quality and inclusive
school education

and consequent life
course impacts
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18-21
August 2020

Sydney

Week of
21 September
2020

Sydney

Week of Brisbane
12 October

2020

Hon Ronald Sackville AO
QC

Ms Barbara Bennett PSM
Dr Rhonda Galbally AC
Hon Ronald Sackville AO
QC

Hon Roslyn Atkinson AO
Mr Alastair McEwin AM
Hon Ronald Sackville AO
QC

Hon Roslyn Atkinson AO
Dr Rhonda Galbally AC
Ms Andrea Mason OAM



- Hearing m Location | Commissioners

The experiences of Week of Brisbane  Hon Ronald Sackville AO
First Nations people 23 November QC
with disability and 2020

their families in Hon Roslyn Atkinson AO

contact with child Ms Andrea Mason OAM
protection systems

9 Systemic barriers December 2020  Sydney Commissioners
in the pathways to be confirmed
to employment for
people with disability

10 Training and December 2020  Sydney Commissioners
education of health to be confirmed
care professionals in
relation to people with
cognitive disability
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Royal commissions have the power to conduct hearings in closed session in certain
circumstances.

See also for example: Australian Guardianship and Administration Council, Maximising the
participation of the person in guardianship proceedings: Guidelines for Australian Tribunals,
Final report, June 2019.

Transcript, Rosemary Kayess, Public hearing 3, 6 December 2019, P-382-396.

Transcript, Peter Gibilisco, Public hearing 3, 2 December 2019, P-20-27; Transcript,

Sam Petersen, Public hearing 3, 6 December 2019, P-434-440.
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IND.0017.0001.0001, Transcript, Kylie Scott, Public hearing 4, 18 February 2020, P-23 [31];
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28 February 2020, P-871 [1-11].

Transcript, Rachel Browne, Public hearing 4, 19 February 2020, P-68—69; Exhibit 4-5.1,
IND.0011.0001.0003, Transcript, Rebecca Kelly, Public hearing 4, 18 February 2020, P-39
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Clark, Public hearing 4, 21 February 2020, P-288 [15-29]; Exhibit 4-12.1, IND.0016.0001.0001,
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Transcript, Alan Robertson and Kevin Stone, Public hearing 3, 4 December 2019, P-155-170;
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Erin*

Erin is a disability support worker.
She told us in her submission that
when she started with her current
organisation more than two years
ago she witnessed mistreatment
and abuse of clients by other staff
members.

Erin said she used the organisation’s
complaints and incidents procedure
to address the issues and, after
some months - during which time
the behaviours continued - the staff
members who perpetrated the abuse
were made redundant.

But the problem has not really been
addressed, Erin said, and the two staff
members in question are now working
for another disability support service in
the same town:

| have great fears that these
people may not have changed
their behaviour. One of these staff
members is now doing community
access with a customer | support
and they come to the residence
where customers they previously
mistreated live ... | have to be
careful as | live in a small regional
town where everyone knows each
other, so | have been too scared to
address this in any other way than
to inform the Commission.

Narrative

She noted that her customer, who goes
on community access outings with one
of these people, often returns in an
agitated state: | am concerned what

Is being said and how she is treated
whilst out with this staff member.’

Erin told us she thinks disability
support organisations should check
with previous employers if there

have been complaints or incidents
implicating a staff member they are
considering for a job. She commented:

We need people to not be scared

of standing up for themselves and
saying if they feel mistreated or for
others to not be scared to speak up
for those who cannot do so.

... | hope that all forms of abuse
and violence towards anyone
anywhere will be exposed and
offenders made accountable and
that our society moves towards
being more fair and just.

* Name changed and some details removed

to protect people’s identities. Narrative based
on a submission to the Royal Commission.
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8. Submissions

Key points

The submissions process is one of the key ways individuals and organisations provide
the Royal Commission with information about their experiences of and insights into
violence against, and abuse, neglect and exploitation of, people with disability.

Submissions also:

o help us understand systemic issues that people with disability and their families
and supporters face

o inform our investigations, research and policy work.
All submissions we receive are read by Commissioners and relevant staff.

Submissions can be made in a variety of formats — for example, in writing, over the
phone, as videos or as artworks.

Submissions can be about any issue that falls within our terms of reference.

The Royal Commission will not make public any information provided in a submission
without the consent of the submitter.

The Royal Commission has to date received only a small number of submissions from
some groups, such as First Nations, culturally and linguistically diverse, and LGBTIQ+
people with disability.

We have similarly not heard from many people with disability who are residing in
closed institutions such as prisons, detention centres, forensic disability and mental
health institutions, and segregated living environments like group homes.

Submissions
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Introduction

One way the Royal Commission
receives information from individuals,
groups and organisations is through
the submissions process.

This chapter explains what submissions
are, how they can be made and why
they are a critical part of our inquiry.

It also sets out:

» how people or organisations making
submissions decide whether and how
the Royal Commission may use their
information, other than for internal
purposes

» the steps the Royal Commission
has taken to improve the submissions
process.

The submissions described in this chapter
are quite distinct from submissions made
by parties who have been granted leave
to appear at a particular hearing, or
responses to issues papers. Submissions
by a party at a public hearing usually
relate to evidence that directly affects

the interests of the party making the
submission (see Chapter 7, ‘Public
hearings’). Responses to issues papers
are directed to a targeted area of interest
for the Royal Commission (see Chapter
11, ‘Research and policy’).
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What is a submission?

A submission is a statement to the
Royal Commission from an individual,
group of people, or an organisation
about an issue within our terms of
reference. It is one of the key ways
of sharing experiences, insights and
proposed recommendations with the
Royal Commission.

A submission may deal directly

(or indirectly) with violence against,
and abuse, neglect or exploitation
of, people or a person with disability.
However, it may also identify other
issues: for example, quality and
safety of services; the role of families,
support people and support staff;

or best practice examples and
proposed recommendations for
supporting people with disability.

In addition to submissions from
individuals sharing their experiences,
the Royal Commission has received
a number of submissions from
researchers, disability advocacy
organisations, government departments
and agencies, and professional
organisations.



Purpose of submissions

Each submission we receive makes an
important contribution to our work and

is read by Commissioners and relevant
Royal Commission staff. Submissions
are different to evidence that the

Royal Commission receives at public
hearings, and are used in different ways.
Information in submissions informs our
work in many ways, including to:

* identify the nature and extent
of violence against, and abuse,
neglect and exploitation of,
people with disability

* better understand the systems
and contexts in which violence,
abuse, neglect and exploitation
have occurred

» better understand the impacts
on and experiences of people with
disability, their families, support people
and the Australian community

» gather information to support and
direct our investigations, hearings
and research programs

» develop a national understanding
of complex social issues relating
to violence against, and abuse,
neglect and exploitation of, people
with disability

* hear diverse views from people across
Australia with a variety of disabilities,
impairments and experiences

Submissions

* better understand systemic issues
faced by people with disability,
their families and supporters

+ identify themes to inform public
hearings and policy development

» contribute to and inform the
development of recommendations
to influence change.

Submissions are also critical in ensuring
the Royal Commission centres the voices
of people with disability, and their families
and supporters, in our work.

Different ways to
make a submission

In line with our Accessibility and
Inclusion Strategy (as outlined in
Chapter 5, ‘Our organisation’) we
have designed the submissions
process to be as flexible as possible.

A submission can be made in any
way the submitter is comfortable
with. This includes:

» using a form available on our
website, which can be filled in
online or downloaded

* email
* paper hardcopy
* phone

» video or audio recordings (which are
assessed and analysed in the same
way as written submissions).
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Other ways people have, or could,
provide submissions include:

+ through a format such as poetry,
song or artwork

» with the assistance of an advocacy
organisation funded by the Australian
Government Department of Social
Services to assist people engaging
with the Royal Commission.

We provide guiding questions to help
people prepare their submissions. These
are available on the submission form and
through the ‘Share your story’ section on
our website." Answering these questions
is optional.

We are committed to ensuring our inquiry
is accessible and accept submissions

in any language, including Auslan and
Indigenous languages. Information

about making a submission has been
translated into a number of languages
and is available on our website.? People
wanting information in their own language
about making a submission are also able
to access the Translating and Interpreting
Service (see Chapter 6, ‘Support

for people engaging with the Royal
Commission’ for more information).

Support services
for people making
submissions

We encourage people to engage
with available support services before,
during and after making a submission.
These services are independent of the
Royal Commission, and include:

* Your Story Disability Legal Support,
which provides free, independent
legal support to people wishing to
share their experiences with us

* phone and face-to-face
counselling services

* advocacy services funded to
provide advocacy support to people
engaging with the Royal Commission,
through the National Disability
Advocacy Program (NDAP).

Further information about these
and other support services is available
in Chapter 6.
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How submissions
have changed

The Royal Commission invites

and responds to feedback about

all aspects of submissions. This is
critical in ensuring our activities,
processes and procedures are both
trauma-informed and meet the needs
of people with disability, their families,
support people, advocates and
organisations, as well as those of
the Royal Commission. Our trauma-
informed approach is discussed in
more detail in Chapter 6.

We have changed the way

we receive submissions as we
have identified opportunities

for improvement and responded
to feedback.

The first submissions

We began accepting submissions

on 29 July 2019. The optional
submission form we provided

at the time asked a number of

guiding questions and collected

basic demographic data such as

age and gender. It could be downloaded
in Word and PDF form. It was also
available in Easy Read, a way of
presenting information using words
and pictures so it is easy to read and
understand, particularly for people with
cognitive disability. Due to the technical
limitations of our temporary website,
the first submission form could not be
completed online.

Submissions

Stakeholder feedback

We received feedback on the submission
form from organisations and individuals.
We also analysed the submissions
process to make sure it met the needs
of the community, stakeholders and the
Royal Commission.

The feedback included:

* it would be helpful if we provided more
direction on our areas of interest,
given the broad and wide-reaching
nature of our terms of reference

» the questions asked in the
submission form were too
complex and not in plain English

» the form was too complex

» the form did not have the option of
identifying the subject and the author
of the submission as different people

* an online form would be helpful

* the form should be clear on how and
where the information would be used

* an online portal to upload video
submissions was necessary because
it was difficult to submit large video
files via email.

Incorporating feedback

This feedback was invaluable in
developing and transitioning to the
current version of our form. In line with
our Accessibility and Inclusion Strategy
we redesigned the submission form,
including adapting and varying the ways
submissions can be made, to make the
process more accessible.
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The updated form went live on

13 February 2020 and supports the
needs of the Royal Commission and
individuals and organisations by:

* making clear that it is optional
to answer any question or provide
any information

» providing options for people to make
a submission for themselves, for
another person/s, for themselves
and another person, or on behalf
of an organisation

+ allowing anonymous submissions
through the online platform by not
requiring any names or contact
information

» asking fewer guiding questions
* using plain English

» asking the author for their consent for
the Royal Commission to publish the
information provided, as described in
the ‘Consent to publish’ section.

After we revised the submission form,
the Royal Commission wrote to disability
advocates and peak bodies to invite
feedback on the revised form by

28 May 2020. We received a limited
amount of feedback which highlighted
the importance of accessibility, simplicity
and flexibility. We are currently
considering this feedback.

The Royal Commission is grateful

for all the feedback and the role
stakeholders have played in developing
the submission form and the broader
submissions process.

Public use of
submissions

The Royal Commission reads and gives
careful consideration to all information

it receives, regardless of whether the
Royal Commission publishes that
information either on the website or in
other public documents prepared by

the Royal Commission, for example in
our interim and final reports. The Royal
Commission may publish information that
it receives, where a person has indicated
that they consent to publication, and
where the Royal Commission considers it
appropriate to do so. However, the Royal
Commission is not required to publish
information it receives and, when we do,
we do so in line with our legal obligations.

Consent to publish

To ensure we are genuinely working
from a trauma-informed approach,
choice and control over the publication
of any personal experiences shared in

a submission need to remain with the
person sharing those experiences.

As part of the revised submissions
process, each individual is provided

with information about how their
submission could be used before they
are asked to give their consent to use

it. The Royal Commission will not publish
or refer to information from a submission
in any public document without the
informed consent of the person or
organisation making the submission.

The updated submission form includes a
prompt for organisations and individuals
to tell us if and how they want their
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information used. The options for
people to select from, and what they
mean, are:

* ‘Public — published on website’.
These submissions may be published
on the website or in public documents,
including the interim and final reports.
Names and other identifying details
may be included.

*+  ‘Anonymous — published on
website’. These submissions may be
published on the website or in public
documents, in de-identified form.
(‘De-identified’ means names and
any features that would identify the
submitter or any other person within
the submission are removed.)

+ ‘Anonymous — not published
on website’. These submissions
will not be published on the website,
but may be used in a de-identified
form in public reports or other public
materials.

+ ‘Restricted’. These submissions
will not be published in any way.
These submissions will not be
referred to in any public document.

* ‘Unsure’. The Royal Commission
will contact individuals who select
this category to discuss their options
or to refer them to independent
support services for advice.

If someone gives consent to their
submission being published on our
website, the Royal Commission may do
so where it considers it appropriate to do
so. However, if the Royal Commission
decides to publish a submission, there
will be occasions where we may need to

Submissions

redact (block out) words it contains,
in line with our legal obligations.

The Royal Commission may contact
individuals or organisations who make
submissions without using the submission
form, or who made submissions before
the consent options were included in the
form, to seek their informed consent to
public, anonymous or restricted use of
the information.

Publishing submissions
as de-identified narratives

Where the Royal Commission considers
it appropriate to do so, we will publish
information in submissions from
individuals as de-identified narratives or
‘stories’. We may publish these narratives
on our website, or in public reports or
materials, depending on the consent
option chosen. We only use submissions
in this way if the submitter has chosen
the ‘public’ or either of the ‘anonymous’
options described above.

Using narratives allows us to treat
submissions in a uniform way, despite
the variety of formats they are made

in. For example, it will ensure that

the experiences of those who make
submissions via video or in languages
other than English are published in the
same way as those made in writing in
English. Where a submission has been
made in an alternative format, or in a
language other than English, the Royal
Commission will arrange for transcription
and translation services. If appropriate,
the narrative will then be translated into
the original language for publication.
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Narratives provide a public voice

Narratives provide an accessible
and user-friendly way for us to
communicate the breadth of people’s
experiences of violence, abuse,
neglect and exploitation.

Many people in the Australian community
may not be aware of, or understand, the
experiences of people with disability and
the extent of violence, abuse, neglect
and exploitation they can experience
over the course of their lives. By
publishing organisations’ submissions
and de-identified individual narratives
our inquiry can highlight and give voice
to individual experiences of violence
against, and abuse, neglect and
exploitation of, people with disability.

Publishing submissions
from organisations

We publish submissions from
organisations on our website where

we have their consent. Before doing

so, we seek to ensure the organisation
has itself obtained any relevant consent
and appropriately de-identified any case
studies included in its submission. We will
also redact (block out) words if required,
in line with the Royal Commission’s legal
obligations.

Confidentiality

Individuals may be concerned that
including certain information or
documents in a submission may breach
a legal obligation to keep that information
confidential, or may be defamatory. They
may also be concerned about how we
will keep information they provide in their
submission confidential.

The Royal Commission encourages
individuals to use the independent legal
advisory service, Your Story Disability
Legal Support, for help understanding
their options in sharing their experiences.
This service can also provide legal advice
about the protections available under

the Royal Commissions Act 1902 for
people who provide information to the
Royal Commission. This can be helpful
for individuals who are concerned about
retribution or other consequences of
providing information to us. Chapter 6
contains contact details for the Your Story
Disability Legal Support service, as well
as for other supports for people engaging
with us.

More detailed information on the
protections available to individuals
engaging with the Royal Commission
and the confidentiality of submissions
is available in Chapter 4, ‘Nature and
powers of the Royal Commission’.
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Snapshot of submissions

Summary of submissions
received so far?

As at 31 July 2020, the Royal
Commission had received 1237
submissions. Most of these were provided
through email (783 submissions, or 63
per cent) or the online form (322, 26 per
cent). We had received 93 submissions in
hard copy, 36 over the phone, and three
in person.

Of the 881 people who provided
submissions about their own experiences
or others’, most people (61 per cent)
wrote about their own experiences.*
Others described the experiences

of someone else (39 per cent). As

a percentage of all submissions:

+ 25 per cent were made by a parent
or family member of a person with
disability

» 5 per cent were from advocates
of people with disability

* around 4 per cent were from
organisations.

Around 48 per cent of people making
submissions told us about the nature

of their disability, or the disability of the
person they were making the submission
for.® For this group:

» around 42 per cent of submissions

were from or about a person with
psychosocial disability

Submissions

* 40 per cent were from or about
a person with a physical disability

» around 24 per cent were from or about
a person with cognitive impairment

* 16 per cent were from or about a
person with a sensory impairment.

This breakdown does not reflect the
broader population of people with
disability. For example, for adults aged

18 to 64 years, physical disability is most
common, followed by sensory impairment
(see Chapter 15, ‘Nature and extent of
violence against, and abuse, neglect

and exploitation of, people with disability’).
However, the breakdown of people we
are hearing from and about through
submissions is consistent with research
we commissioned, which found that
people with intellectual disability and/

or psychosocial disability experience
violence at higher rates than others in

the community (see Chapter 15).6

Around 30 per cent of people, who
told us where they or the person they
were making the submissions for lived,
were in New South Wales. Around 23
per cent lived in Queensland, and
around 20 per cent lived in Victoria.
See Figure 8.1 for a breakdown

of this information. The breakdown of
people making submissions by state
and territory is roughly the same as
the distribution of people with disability
across Australia, with most people with
disability living in NSW (31 per cent),
followed by Victoria (25 per cent) and
Queensland (22 per cent).”
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Figure 8.1: Proportion of submissions by state/territory

Most people making submissions (92

per cent) told us their gender, or the
gender of the person they were making
the submission for. For this group, 33 per
cent of submissions were from or about
a man, 63 per cent were from or about

a woman, and 2 per cent were from or
about somebody who was transgender,
indeterminate or other. The gender
breakdown of people making submissions
is roughly the same as the gender
breakdown of people with disability

in Australia (see Chapter 15).8

Of those who told us their age, or the
age of the person they were making the
submission for:

* 10 per cent were under 18
* 51 per cent were aged 18 to 64 years
* 5 per cent were over 65 years.

* The remaining 34 per cent were of
unknown age.

The age breakdown of people making
submissions is different to the age
breakdown of people with disability
nationally. As described in Chapter 15,

in Australia around 10 per cent of people
with disability are aged under 18, 45 per
cent are aged 18 to 64 years, and 45 per
cent are aged 65 years or over.®
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We received very few submissions from
people who said they or the person they
were making the submission for were
people with disability from a culturally or
linguistically diverse background, were
First Nations people, or were LGBTIQ+.

Most submissions discussed a range of
topics and issues. Most commonly, they
raised issues related to education, and
homes and accommodation for people with
disability. They also raised issues relating
to employment, interactions with the
criminal justice system and health. Themes
and issues emerging from information
shared with the Royal Commission are
discussed in more detail in Chapter 17,
‘Emerging themes and key issues’.

Gaps in submissions

Our inquiry is committed to ensuring we
hear from a broad range of people so as
to build a comprehensive understanding
of the issues and problems faced by
people with disability, and their families
and supporters.

We are aware there are groups of people
in the community who won’t have an
opportunity to contribute their views and
experiences without specific strategies

to address barriers to participating. This
may be due to their cultural background,
where they reside, or their disability. We
are particularly aware of barriers and
challenges faced by people with disability
and their families who:

» are First Nations people

+ are from culturally and linguistically
diverse backgrounds

Submissions

* reside in closed institutions such
as prisons, forensic mental health
facilities and youth detention centres

* reside in segregated environments
including specialist accommodation
such as group homes.

The Royal Commission has to date
not heard from or about these groups
as much as we would like to. We
understand the need to be proactive
in our engagement to ensure their
voices are heard and their experiences
factored into our work. In this regard,
we recognise the critical role of NDAP
organisations in reaching out to
people with a disability from diverse
communities, and assisting them to
engage with the Royal Commission.

Additionally, our community engagement
work seeks to address some of the
barriers to participation. (See Chapter

9, ‘Community engagement’ for more
information.)

Timeframes for
making submissions

There is currently no closing date for
submissions to the Royal Commission.
However, to ensure submissions about
the experiences of people with disability
contribute to our final report and
recommendations, we will set a
deadline. We will clearly communicate
this date to the public well in advance
and in a variety of ways.
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of the individual. As a result, these figures should be taken as representative only and are used
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subject to the consent options outlined above. Data is stored and used in compliance with the
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Jen Hargrave, Nature and extent of violence, abuse, neglect and exploitation against people with
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Statistics TableBuilder Age in single years up to 100 years and over by Whether has a disability.
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Liza and Carol*

Liza has an intellectual disability and
mild cerebral palsy. She’s non-verbal
and has limited communication, so her
mum, Carol, told us Liza’s story.

One day in the late 1990s, the manager
of a nearby group home told Carol she
had seen Liza, then nine years old,
being restrained in a chair at her
school.

Carol went to the school with a support
worker, Caitlin, to find out what was
going on. At the school they found

a small red chair fitted to a wooden
base. It had white plastic moulded
inserts for feet, with velcro straps.
Slots had been cut into the chair to
feed through a waist band with a clip
fastener. The school principal would
later refer to it as a ‘'seatbelt’.

Carol and Caitlin went to collect Liza,
who was in the playground. Through
large windows they could see Liza try
to come to them. Carol told us she saw
a tall man roughly grab Liza’'s arm,
stopping her from moving. When Liza
fell, he dragged her along the veranda
and onto a grassed area. He only let

go of Liza when another staff member
intervened.

Carol said she went to the police
station to report this assault but

Narrative

the police told her they couldn't get
involved in education department
Issues.

Caitlin, who saw the restraining

chair and witnessed the abuse,

wrote a letter of complaint to the
school principal. The school principal
responded with a letter of apology, in
which he referred to following up on
the restraining ‘seatbelt’. The man
who had abused Liza, who was a
teacher’'s aide, also wrote a letter

of apology.

‘And that was it!" Carol said. ‘People
need to be dealt with in accordance
with the law. If my daughter was
dragged in any other situation the
police would be involved.’

Liza had to return to the school. The
teacher’s aide went on stress leave,
and Carol spent the next two years
working on getting her daughter out
of the school.

Violence towards a person with a
disability should be a hate crime,’
said Carol.

* Names changed and some details removed

to protect people’s identities. Narrative based
on a submission to the Royal Commission.
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9. Community engagement

Key points

This Royal Commission must engage with people with disability and the wider
community in order to understand, increase awareness of, and change community
attitudes towards violence against, and abuse, neglect and exploitation of, people
with disability.

Our Community Engagement team develops and implements accessible community
engagement activities aimed at ensuring people with disability, their families,
supporters, advocates and the broader community can participate in the inquiry.

We have developed a Community Engagement Strategy, First Nations engagement
principles, and culturally and linguistically diverse engagement principles, to guide
our activities.

Our community engagement activities include:
o community forums for people to share individual experiences
o information sessions about the Royal Commission’s work and progress

o culturally appropriate engagements with First Nations and culturally and
linguistically diverse people with disability

o other targeted engagements, for example with people with disability living
in closed environments such as prisons

o consultations with people with disability and advocates on specific focus areas

o involving people with disability and advocates in developing activities that are
best suited to their needs.

Community engagement is a cumulative process and relies on building relationships
and trust.

In March 2020, the Royal Commission suspended face-to-face community
engagement due to the COVID-19 pandemic. Engagement continued during
this time via phone and videoconference with a range of stakeholders, including
people with disability.

Community engagement
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Introduction

Engaging with and listening and
responding to a diverse range of people
with disability, their families, supporters
and advocates is a critical part of the
Royal Commission’s work.

People with disability are the experts
on their own experiences. Sharing this
expertise with us helps us understand
the nature and extent of violence against,
and abuse, neglect and exploitation

of, people with disability, including the
barriers and challenges individuals
face. We also hope to gain insight into
their visions for a better future. This will
help inform our recommendations for
sustainable change to reduce violence
against, and abuse, neglect and
exploitation of, people with disability.

This chapter outlines:

* our approach to community
engagement, including its purpose
and the principles and goals that
guide our engagement activities

» our key community engagement
activities as at 31 July 2020, and
some activities planned for the future

* key insights and themes that have
emerged

» our targeted engagement, including
our engagement with:

o cohorts specifically identified
in our terms of reference — which
include LGBTIQ+ people, First
Nations people and culturally
and linguistically diverse people
with disability

o other groups, including those
whose disability, or physical
setting and disability, may
preclude or limit their opportunities
to proactively engage with us.

Community engagement
purpose and strategy

Ensuring we hear the experiences of
people with disability is critical to our
work. The purpose of our community
engagement activities is to connect

to people with disability, their families,
advocates, support people, representative
organisations and disability sector
workers. By doing so we aim to increase
their awareness of and encourage their
contribution to our work. The Royal
Commission will undertake engagements
in every state and territory, including in
capital cities and regional and remote
communities. The Royal Commission
engages with people with all types of
disability, including cognitive impairment
and physical, sensory, intellectual and
psychosocial disability.

We have developed a Community
Engagement Strategy that is based

on best practice, as outlined by the
International Association for Public
Participation Australasia (IAP2), including
in its public participation spectrum.’ IAP2
is the peak body for, and advocates best
practice in, community engagement

and public participation.? The strategy is
available on our website.? It explains:

» the purpose of community engagement
» focus areas for community engagement
* who we engage with

* how we engage with people.
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Our principles and goals

The Community Engagement Strategy includes a set of principles and goals that guide
our community engagement work. These are listed in Box 9.1 and Box 9.2.

Box 9.1: Core engagement principles

+ Engagement reaches out to and is accessible for people with disability
and acknowledges their broad range of experiences.

* Engagement is trauma-informed.

+ Engagement methods are inclusive and meet the particular needs of individuals,
groups and communities.

+ Engagement is mutually respectful, open and honest.

+ Engagement is timely and accurate.

Box 9.2: Community engagement goals

Goal 4
To listen to and To promote and To involve people with  To conduct
build positive facilitate access disability and other engagement activities
relationships to the work of the key stakeholders in that deliver insights
with people with Royal Commission, co-designing and and information to
disability, their and collaborate delivering engagement assist the Royal
families, advocates and consult on key strategies and Commission with its
and supporters. issues. activities. work.
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Our activities

In this initial stage of the Royal
Commission, our community
engagement activities have mainly
consisted of:

* community forums
« information sessions
* meetings

* presentations.

These activities, and our planned future
activities, are described below. As we
continue to work alongside and draw on
the expertise of people with disability,
their families and advocates, we
anticipate being able to expand on these
methods. Community engagement is a
cumulative process and relies on building
relationships and trust.

Disability Strategic
Engagement Group

To enhance engagement with the
disability sector, the Royal Commission
has established a Disability Strategic
Engagement Group (DSEG).

The DSEG is co-chaired by two
Commissioners who are leaders in the
disability community:

Dr Rhonda Galbally AC and Mr Alastair
McEwin AM. Membership includes
Commissioner Roslyn Atkinson AO, the
Royal Commission’s Official Secretary,
senior staff from the Royal Commission,
our three senior advisors, Mr Maurice
Corcoran AM, Emeritus Professor Ron
McCallum AO and Associate Professor

Lorna Hallahan, and three external
members. In total, eight members are
people with disability. The external
members were chosen based on their
experience in a leadership role within the
disability community and their expertise
in engagement with people with disability.
They are:

* Ms Janet Meagher AM
* Ms Rosemary Kayess

*  Ms Judy Huett.

The first meeting of the DSEG is planned
for late August 2020. Information on the
DSEG is available on our website.*

Our engagement with advocacy
groups and representative
organisations

Successful community engagement relies
on developing positive relationships and
goodwill with a range of stakeholders

in communities. Our early and frequent
engagement with a diverse range of
stakeholders in the disability sector —
including advocacy groups and other
organisations that support people with
disability — has allowed us to:

* raise awareness and understanding
about our purpose, terms of reference,
functions, structure and limitations

» inform organisations of how they
and the people they represent
can participate in the work of the
Royal Commission and share their
experiences with us
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* keep the sector updated on our
progress, including that engagement
activities were underway, where we
hold our activities, key pieces of work
we have completed, and future events

* provide information about our policy
and research work and explain our
legal processes

» use the concerns, questions and
suggestions from stakeholders to
improve our approach across the
Royal Commission, including how
we include people with disability
in our work

* build relationships with key
organisations and individuals to create
opportunities for future consultation,
collaboration and co-design work.

Community forums

Community forums are one of the
ways we hear about individual
experiences of violence against,
and abuse, neglect and exploitation
of, people with disability.

Community forums have further
benefits, including:

» empowering people with disability,
their families and advocates to
speak about their experiences

* raising the awareness of other
participants and the broader
community about violence against,
and abuse, neglect and exploitation
of, people with disability

» providing opportunities for participants
to build connections, both with each
other and with the Royal Commission

Community engagement

* identifying issues for further
investigation and potential
witnesses for hearings.

Community forums we have held

The Royal Commission is committed

to conducting community forums in all
states and territories, and in different
location types, including capital cities and
outer-metro and regional areas. This is

to ensure we are hearing about issues
that might impact people in those location
types differently. In selecting locations, we
look at available data on:

» the total population, and the number
and percentage of people with
‘profound or severe disability’

(as defined by the Australian
Bureau of Statistics)

* the number of carers in a location

* the number of First Nations
people with disability, and
the total percentage of the
location’s population who
are First Nations people

* the number and percentage
of the location’s population who
were born in a predominantly
non-English speaking country.

More than 560 people registered

to attend the eight community forums
we held between September 2019 and
February 2020. We estimate that more
than 600 people attended in total. The
forums were held in six locations, in
metropolitan and regional Australia
(see Figures 9.1 and 9.2).
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Eighty-seven speakers shared their
experiences of violence, abuse, neglect
and exploitation with us. Of these, 26
speakers were people with disability; 34
speakers were parents of children with
disability; three were siblings of people
with disability; 10 were support people
for adults with disability; and 12 were
advocates for people with disability.

We also heard from two parents whose
children had passed away. We thank all
speakers for their willingness to share
their experiences and to all participants
for spending time engaging with us.

The Royal Commission does not
specifically ask for demographic
information from people who register to
attend our community forums. However,
only a small number of speakers identified
as being First Nations people and people
from culturally and linguistically diverse
backgrounds. The Royal Commission is
committed to ensuring the experiences
of these and other priority groups are
heard and is undertaking more targeted
engagement to facilitate this. We say
more about this later in this chapter, in
‘Our targeted engagement’.

O

Q

Figure 9.1: Locations of community forums (September 2019 — February 2020)
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Figure 9.2: The number of registered participants and speakers at community forums

Accessibility, inclusion
and safety

Our main priorities when we run
community forums is to ensure they are
accessible, inclusive and take a trauma-
informed approach. We say more about
our trauma-informed approach in Chapter
6, ‘Support for people engaging with the
Royal Commission’.

We assess potential venues in each
community forum location for their
accessibility. This includes assessing
mobility access, the ease of finding them,
and provisions for assistance animals.

We also consider parking and public
transport and how central each location

is to ensure as far as possible that venues
are convenient for people to attend.

Community engagement

We also:

* ensure our event registration
processes are accessible and flexible,
with options including Event Brite,
phone or email

+ offer session times in both the
morning and evening to account for
different preferences and schedules

» provide separate ‘break out’ spaces
for use by attendees and counselling
teams who may want time away from
the forum

« ask local First Nations Elders to
perform Welcome to Country

* use appropriate audio-visual
technology, including closed
captioning and hearing loops, to
ensure all attendees can follow
the proceedings as easily as possible
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» ensure Auslan interpreters attend all
forums to provide interpreting services
for the Deaf community before, during
and after the forum

» contact registered speakers before
and after forums to discuss options
for sharing experiences and to seek
feedback

» provide speakers with a written guide
on the forum process, and to help
with preparing their statement.

Royal Commission staff members are
available to provide information and
support to participants and speakers
before, during and after each forum.
This includes counselling and support
staff; community engagement staff; First
Nations and culturally and linguistically
diverse engagement officers; staff from
our policy and research, submissions and
private sessions teams; staff from the
Office of Solicitor Assisting; and media
and communications staff.

Continuous improvement

We are continuously improving our
community forums based on feedback.
For example, following feedback from
advocates and participants about the
danger of re-traumatisation for people
sharing their experiences we only now
invite people with disability, their families
and advocates to attend. This aligns with
our commitment to the principles

of trauma-informed practice.

As part of our commitment to putting
people with disability at the centre of our
work, our seventh and eighth community

forums, in Logan and Ipswich in
south-east Queensland, showcased
the talents of people with disability.
It was a privilege to have a group
of local young musicians, the King
Stones, perform.

Emerging themes from
community forums

Community forums encourage and
support people to share individual
experiences. This helps us identify
emerging themes among diverse groups
of people. Some themes that have
emerged at this early stage, and which
are discussed further below, are:

+ the need for better regulation,
oversight, transparency and
accountability

» the barriers to self-advocacy

» control, autonomy, disempowerment
and discrimination

» the role and recognition of families

» issues with the accessibility and
responsiveness of service systems.

Regulation, oversight,
transparency and accountability

Some speakers told us about their
experiences in group homes and in
institutions such as hospitals, respite
care centres and schools. They said
there was a need for enhanced training,
oversight and regulation of service
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providers, education providers and

the government bodies responsible

for providing and regulating services.
Speakers said this was particularly
important in preventing and responding
to reports of violence against, and abuse,
neglect and exploitation of, people with
disability. Several speakers expressed
that they felt their experiences were
dismissed when they complained to
providers, schools, regulators or police.
Some speakers told us that police
declined to pursue further action because
they said the person with disability would
not be considered a credible witness.

We also heard from participants of a
culture of ‘empty’ talk regarding regulation
and protection mechanisms. Some
speakers expressed disappointment that
some rights contained in international
human rights instruments were not
implemented in domestic law, policy

and practices. Speakers told us about
their experiences with systems and
regulatory bodies created to provide an
avenue where people could escalate
complaints and concerns. These included
state and federal human rights and
anti-discrimination commissions and
ombudsmen, as well as internal complaint
mechanisms established by service
providers and government departments.
Some speakers told us they felt these
mechanisms were failing people with
disability and their families. We heard
that new systems such as the National
Disability Insurance Scheme (NDIS)
have not remedied these concerns.

We heard mixed views from speakers
about the NDIS and the National

Community engagement

Disability Insurance Agency (NDIA).
Some speakers told us about the positive
impacts that the NDIS had had on their
lives. However, many more highlighted
that their experiences of the NDIS did not
meet their expectations, both in its design
and implementation. Some people said
that in their view the NDIS’s emphasis on
giving people with disability choice and
control was undone because:

» the NDIA acted as ‘gatekeeper’
on how people with disability
live their lives

» some providers of disability
services saw people with
disability as a ‘commodity’.

We heard that these two factors did
not support choice and control for
people with disability, or quality service
provision, and reinforced a sense of
disempowerment for participants in
the scheme.

Barriers to self-advocacy

When discussing regulation, many
participants shared a strong view
that the current systems (including
the NDIS and complaint mechanisms
referred to above) do not support
self-advocacy. Some speakers told
us that family members with disability
living in supported accommodation
experienced human rights violations,
including over-medication, failure to
provide medication and indoctrination
into religion. They described how they
struggled to advocate for their loved
ones in these settings, which was
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compounded by a lack of housing options.
They spoke about how they had looked
forward to the NDIS providing more
freedom, choice and control but felt that
they had been let down as the complexity
of the NDIS system was intimidating and
difficult to navigate.

Some speakers said there were risks for
people with disability and their families
when they speak up for themselves.
Speakers told us they feared or had
experienced punishment from people in
positions of power, such as employers,
school principals and service providers.
For example, some parents of children with
disability told us they had been prevented
from attending their child’s school, in

their view because they made regular
complaints to or about their child’s teacher.
Others said there was a blaming culture
where service providers or schools made
the parent feel their demands in relation to
their child’s education were unreasonable.
For example, parents spoke of being
labelled ‘that parent’ when advocating for
their children at school. Some speakers
said that in their view regulatory and
complaints systems were inaccessible and
lacked transparency and accountability.

Self-determination, autonomy,
disempowerment and
discrimination

The struggle for self-determination
(control over one’s life) and feelings

of disempowerment were strong themes
at many forums.

Speakers talked about disempowerment
and discrimination in a range of settings.

Examples include:

» institutional practices, and a lack of
person-centred care in institutions
and other accommodation settings

» ‘restrictive practices’ (physical,
mechanical, chemical, environmental
and psychosocial restraints on a
person with disability, and seclusion),
their use and oversight mechanisms

+ alack of choice and control in
living arrangements and by having
‘assigned’ support workers

* language deprivation from a lack of
exposure to or accessibility of spoken
or sign language during language
acquisition years, and not being able
to use the language preferred (such
as Auslan)

» discrimination in the workplace that
made it difficult to gain and keep a job

* barriers to employment for culturally
and linguistically diverse people
with disability

* judgmental attitudes about the ability
of people with disability to make
decisions

+ labelling and criminalisation of some
behaviour traits that may be perceived
as aggressive or confrontational,
particularly by those in authority
such as police or security guards

* inappropriate prescription of and
overuse of drugs by some in the
health system, including treating
people with disability with drugs
against their will
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» violence and abuse by members
of the community against people
with disability trying to go about
their daily lives.

Role and recognition of families

A number of parents and family members
of people with disability spoke of the
impact that a caring role has on them

as individuals and on the family as a
whole. In particular, families said that in
their view governments and society did
not recognise and value the intensity

of being a carer and its effect on their
social participation and economic
independence.

Many parents of school-aged children
with disability said they were frustrated
by the education system and its inability
to support their child’s needs in a
consistent way. They emphasised the
important ‘parent advocate’ role they play
in asking for their child to be included,
treated equally, have their behaviour
managed appropriately, and have their
basic accessibility needs met at school.
Many parents said they found schools
were unable or unwilling to respond to
these requests.

Accessibility and responsiveness
of service systems

Some speakers said various service
systems — health, mental health,
education, employment, disability, social
services and justice — have inadequacies
when it comes to people with disability.
This was raised in multiple forums,
particularly in regional and rural areas.

Community engagement

Specifically, speakers said that
service systems:

* have poor or out of date
knowledge of disability

+ were unwilling to change

» provided poor responses to the
changing individual needs of a

person with disability as they aged

» provided a small range of poor

quality services, which limited the

choices of people with disability

« were inconsistent with one another.

Information sessions
and presentations

The Royal Commission has conducted

information sessions and given
presentations to a large number of
organisations and their members,
including advocacy and disability
representative organisations, public
guardians and public advocates,
service providers, and First Nations
and multicultural organisations and
communities. The purposes of these
sessions has been to:

* introduce the Royal Commission

» provide information about the

Royal Commission and how people
with disability can engage with us

* provide updates on the Royal
Commission’s work, including
upcoming events, hearings,
and release of issues papers

* answer questions.
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Our targeted
engagement

The Royal Commission’s terms of
reference require us to look at the
particular situations of First Nations
and culturally and linguistically diverse
people with disability.®

The Royal Commission has developed
principles to guide our engagement
with First Nations people with disability
and principles for engaging with
people with disability from culturally
and linguistically diverse communities.
Both sets of principles are informed by
international human rights instruments,
including the:

« United Nations Convention
on the Rights of Persons with
Disabilities (CRPD)®

» United Nations Declaration
on the Rights of Indigenous
Peoples (UNDRIP)’

* International Convention on
the Elimination of All Forms
of Racial Discrimination®

» International Covenant on
Civil and Political Rights.®

The principles are also informed
by our Accessibility and Inclusion
Strategy which is available on our
website.°

Engaging with First Nations
people with disability

First Nations engagement
principles

The Royal Commission’s First Nations
engagement principles recognise that
First Nations people are the experts

in their own experiences and have
particular ways of working based on
cultural protocols and governance
systems.

The Royal Commission respects these
systems and takes a flexible approach
to how we engage with First Nations
people. We ensure that our engagements
are culturally appropriate and take

into account the relevant protocols,
languages, capacity and leadership

of existing First Nations governance
structures. This includes seeking

to engage with the relevant cultural
leadership where appropriate, such

as Elders and traditional custodians,

in an effort to acknowledge, seek out
and respect the extensive specialist
knowledge that exists in First Nations
communities, especially in Aboriginal
and Torres Strait Islander Community
Controlled Organisations.

In undertaking our work with First Nations
communities, the Royal Commission
seeks to create an environment in which
a range of different voices can be heard,
and in the way they prefer to be heard,
whether spoken, signed, gestured

or requiring Auslan or First Nations
language interpreters.
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Applying the First Nations engagement
principles to our work means the Royal
Commission:

* Applies a disability-led approach
— the voices, perspectives and
experiences of First Nations people
with disability are central to our work.

* Ensures arights-based framework
— we recognise and respect the
human and civil rights of First Nations
people with disability.

* Ensures that engagements are
culturally appropriate, safe and
trauma informed — we recognise and
respect the culturally diverse needs
and experiences of First Nations
people with disability, and create
culturally, emotionally and physically
safe environments for people to
engage with the Royal Commission.

* Supports a strengths-based
approach — the Royal Commission
recognises the inherent strengths
of First Nations cultures and will
be guided by the priorities and
aspirations of First Nations people.

* Respects self-determination —
the Royal Commission respects
the right of First Nations people with
disability and the broader First Nations
community to decide their level of
participation in engagements with
the Royal Commission.

* Is participatory, accessible and
responsive — the Royal Commission
will take steps to ensure our
processes promote culturally
safe and inclusive participation.

Community engagement

In developing these engagement
principles, we acknowledge the ongoing
role that First Nations systems of law and
governance, often found in First Nations
community controlled organisations,
continue to play and their significance in
providing a culturally safe environment
for those who engage with the Royal
Commission.™"

The First Nations engagement principles
are available on our website.?

First Nations Peoples Strategic
Advisory Group and community
engagement team

The Royal Commission established the
First Nations Peoples Strategic Advisory
Group (FNPSAG) in early 2020. The
FNPSAG comprises seven community
experts who, together with Commissioner
Andrea Mason OAM and Commissioners
Roslyn Atkinson AO, Dr Rhonda Galbally
AC and Mr Alastair McEwin AM, provide
collective advice and leadership on
matters relating to First Nations people
with disability.

The seven community members are:

* Ms Joanna Agius OAM

* Ms Jody Barney

* Mr Jake Briggs

*  Mr Damian Giriffis

+ Dr Jackie Huggins AM FAHA
* Dr Hannah McGlade

¢ Ms Louisa Uta.

185


https://disability.royalcommission.gov.au/publications/first-nations-engagement-principles

In carrying out its work, the FNPSAG is
guided by:

» the voices of First Nations people with
disability, along with their families,
supporters and advocates

» the experiences of First Nations
people with disability

» specialist knowledge of considerations
that are specific to First Nations
people with disability

+ the CRPD"™ and UNDRIP.*

The FNPSAG has met three times
(2 March, 19 June, 21 July), with two
further meetings planned for later in 2020.

First Nations community
engagement team

We understand the importance of
employing First Nations staff at the Royal
Commission, to provide critical expertise,
community links and knowledge in
everything we do. In addition to the
broad leadership role Commissioner
Mason plays for the Royal Commission
in general and for First Nations issues

in particular, the Royal Commission has
First Nations staff in all areas of our work,
including policy and reporting, media
and communications, legal, community
engagement, private sessions

and counselling.

Our engagement so far

The Royal Commission is engaging

with and working alongside First Nations
people with disability, their families,
support people, advocates

and communities.

In seeking to understand the experiences
of First Nations people with disability of
violence, abuse, neglect and exploitation,
we also want to understand the
unigueness, complexity and diversity

of First Nations communities and how
the term ‘disability’ is understood by

First Nations people.

First Nations people experience
disability at a higher rate than the wider
community.’ Compared to First Nations
people without disability, First Nations
people with disability are also more
likely to experience problems accessing
support services.®

Our First Nations Community
Engagement team has engaged with

a diverse range of organisations that
support First Nations people with disability
in both metropolitan and regional
locations. This has included meeting

with First Nations community controlled
organisations and members in Logan

and Ipswich (in south-east Queensland),
Darwin and Alice Springs. Commissioners
and the team have also spoken to people
in the Queensland communities of
Bwgcolman (Palm Island) and Cherbourg,
and Warumpi (Papunya) in the Northern
Territory. Throughout these engagements
we heard of experiences that highlight
the disproportionate challenges faced by
First Nations people with disability and
the need to provide equitable access

to services in ways that are culturally
appropriate, as defined by First Nations
people with disability.

We have identified several emerging
themes through our engagement. These
cover advice to the Royal Commission
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about our engagement, as well as
organisations’ views on what gives rise
to violence against, and abuse, neglect
and exploitation of, First Nations people
with disability.

Advice to the Royal Commission about
our engagement and communication
with First Nations people with disability
has included:

»  Western concepts of disability
need to be reframed and redefined
to reflect First Nations cultures and
focus on strengths.

* Research is needed to find ‘cultural
evidence’ of how First Nations people
understand disability. (This is a key
element of the Royal Commission’s
research agenda as discussed in
Chapter 11, ‘Research and policy’.)

* The Royal Commission’s
communication should be culturally
safe and reflect First Nations peoples’
ways of doing business.

Organisations also told us about matters
they thought gave rise to, or exacerbated,
the experiences of First Nations people
with disability of violence, abuse, neglect
and exploitation. They include:

» Alack of early diagnosis, assessment
and support can mean people with
disability have their needs neglected.
Some organisations told us this
compounds or can lead to health
and education needs not being met,
and even interaction with the justice
system. They said early diagnosis,
assessment and referral for support
are needed to reduce the impact of

Community engagement

health and chronic health issues,
although some raised concerns about
labelling giving rise to discrimination.

Service systems such as health,
mental health, education,
employment, disability, social services
and justice are too complex and need
to be simplified. We were told this
complexity means some First Nations
people with disability who need
support may not access it, leading to
their needs being neglected.

Many service systems do not meet
the needs of First Nations people
with disability and need to improve.
Some organisations told us that even
when attempts were made to access
support, the support was not always
available. This could result in neglect,
particularly if the person had no other
informal supports willing or able to
meet their requirements.

Organisational and community
capacity and capability needs to

be built in urban, regional and
remote communities so that First
Nations people can access culturally
appropriate services that meet
individual and community needs.
Some organisations feel that local
knowledge and capability should be
developed and used to further support
and encourage access. They said
the lack of these services can result
in First Nations people declining
services. In the absence of other
suitable informal supports, this can
lead to neglect.

Chapter 18, ‘First Nations people with
disability’, provides a more detailed
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discussion of what we have heard in
our work to date, including about what it
means to live as a First Nations person
with disability in Australia.

Engaging with culturally and
linguistically diverse people
with disability

Culturally and linguistically
diverse engagement principles

The Royal Commission is committed to
ensuring our engagement with culturally
and linguistically diverse people with
disability is inclusive and culturally
appropriate. We have developed
engagement principles to guide
meaningful engagement with and
reflect our priority of giving a voice

to culturally and linguistically diverse
people with disability.

The Royal Commission invited culturally
and linguistically diverse representative
and service provider organisations

to provide comments on our draft
engagement principles."” Following this,
we held a roundtable by videoconference
with a number of stakeholders' on

26 May 2020, led by Commissioners
Atkinson, Bennett and McEwin. In addition
to discussing the engagement principles,
participants provided insights into and
advice on our future engagements with
culturally and linguistically diverse people
with disability.

The culturally and linguistically diverse
engagement principles are on our
website.®

Our engagements so far

Our engagements with culturally and
linguistically diverse people with disability
have focused on sharing information, and
presenting to multicultural forums and
community leaders. We acknowledge the
significant support for our engagements
from advocacy groups, service providers,
community leaders and members of
culturally and linguistically diverse
communities.

As at 31 July 2020, the Royal Commission
had conducted more than 80 engagements
with culturally and linguistically diverse
individuals, community leaders, advocates
and organisations across various locations,
in all states and territories. These have
enabled us to raise awareness of and
share information about our work, and to
encourage and facilitate engagement by
culturally and linguistically diverse people
with disability.

The people and organisations we have
engaged with have shared their knowledge
of and concerns about the challenges

and barriers faced by culturally and
linguistically diverse people with disability.
What they have told us has reinforced

the need for ongoing targeted activities

to ensure we understand their unique
experiences. These stakeholders raised a
number of issues with us, including:

* Among culturally and linguistically
diverse people with disability there
is a lack of awareness and
understanding of the Royal
Commission and its relevance to
them, to multicultural communities
and to the multicultural sector.
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» We need to provide a diverse range
of accessible information, including
material that explains Western
concepts of disability and explains the
external support services available to
assist people engaging with the Royal
Commission.

* Some culturally and linguistically
diverse people with disability distrust
governments and fear they will be
punished if they speak out about
their experiences of violence, abuse,
neglect and exploitation. This can
be because of past and current
experiences, both overseas and
in Australia, and restricts their ability
to self-advocate.

» Culturally specific beliefs and norms
influence whether culturally and
linguistically diverse people with
disability can or will access support
services outside of family and
community.

* Migration pathways and visa eligibility
also influence whether culturally
and linguistically diverse people with
disability can or will access support
outside of family and community.

» The concepts of ‘disability’, ‘abuse’,
‘neglect’ and ‘exploitation’ are not
always easy to translate and are
not commonly discussed in some
culturally and linguistically diverse
communities.

* Many culturally and linguistically
diverse people with disability do
not have a formal diagnosis.

We were also told that some culturally
and linguistically diverse people with
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disability think the Royal Commission
lacks diversity because a commissioner
from a culturally and linguistically diverse
background was not appointed. This
feedback reinforces the need for the
Royal Commission to work particularly
hard to build relationships with culturally
and linguistically diverse people with
disability.

We have heard that many members of
the Deaf community consider themselves
to be culturally and linguistically diverse,
with Auslan their community language.
One of the Royal Commission’s seven
Commissioners, Commissioner McEwin,
is Deaf.

The feedback we have received highlights
the need for the Royal Commission to
undertake more targeted engagement
with culturally and linguistically diverse
people with disability, including women
and young people. We will continue
working with culturally and linguistically
diverse people with disability, community
leaders, representative organisations

and advocacy groups to encourage their
involvement in our work. This will help us
better understand the diverse experiences
and views of culturally and linguistically
diverse people with disability.

Other targeted engagement

In addition to First Nations and culturally
and linguistically diverse people with
disability, who are referred to specifically
in our terms of reference, our Community
Engagement Strategy identifies a
number of groups we believe require a
multi-layered approach to engagement.
Our Community Engagement team has
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carried out or is planning engagement
activities to increase the voice of
groups including:

* people with disability living in closed
environments such as prisons,
youth detention centres and forensic
disability and mental health facilities

* people with disability living in
segregated environments such
as group homes, attending day
programs or engaged in segregated
employment (such as Australian
Disability Enterprises)

* people with intellectual
and cognitive disability

* young people with disability

* women and girls with disability.

Our engagement with people
with intellectual and cognitive
disability

Our work with advocacy organisations
suggests that people with cognitive
disability need better access to the
Royal Commission. To meet this need,
our Community Engagement team and
our Policy, Research, Reporting and
Data branch undertook a project, with
advice from an advocacy organisation.
This project recognised that people
with disability are experts in their own
experience. Its purpose was to:

» hear directly from, and broaden our
understanding of, the experiences
of people with cognitive disability on
important issues, such as autonomy
and decision making

+ provide a framework for how we
learn from people with cognitive
disability about their visions for
systemic change.

We had planned to engage with a focus
group of people with cognitive disability on
18 March 2020, in Launceston, Tasmania,
after holding a community forum and
information sessions. We had designed
this engagement using a co-design
model, collaborating with an advocacy
organisation and a self-advocacy group.
Due to the COVID-19 pandemic and the
suspension of all Royal Commission face-
to-face engagements, this was postponed
along with the community forum and
information sessions. In consultation

with the advocacy organisation, this
engagement was held on 20 May 2020
using an online videoconferencing
platform. This followed feedback that

the participants were keen to proceed,
particularly as it was a way of feeling
connected during a time of isolation due
to the COVID-19 restrictions. The focus
group provided participants with an
opportunity to share their experiences and
insights about emergency planning and
responses, including on the impact of the
COVID-19 pandemic. These included:

« confusion around government
messaging, including whether they
were allowed to leave the house
during the pandemic

» experiences of stigma and
discriminatory attitudes

« feelings of isolation and exclusion

* alack of choice and control.
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The discussion provided useful insights
on the Royal Commission’s issues paper
on emergency planning and responses?
and was a feature article in our ‘Connect’
newsletter on 2 June 2020.%'

We also held a similar focus group with
a group of women with cognitive and
learning disability on 29 July 2020 in
Brisbane to discuss their experiences
and ideas on issues including:

» relationships, domestic and family
violence and sexual violence

* justice and experiences within
the criminal justice system

* parenting.

Similar engagement mechanisms are
being planned for young people with
disability and culturally and linguistically
diverse young people with disability. Our
aim is to expand and adapt this project to
include other groups.

Our engagement with people
with disability in closed and
segregated environments

As noted, our terms of reference require
the Royal Commission to inquire into
violence against, and abuse, neglect and
exploitation of, people with disability in a
range of settings.?? We will be engaging
with people with disability in prisons,
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forensic mental health and forensic
disability facilities, and youth detention
centres. We will take a national approach
to this engagement. This work is just
starting but we have spoken formally with
state and territory governments to seek
their support to access these facilities.

The Royal Commission is also
committed to engaging with people in
environments such as group homes, day
programs and segregated employment
settings (including Australian Disability
Enterprises). We recognise that people
in these settings may experience greater
difficulties in proactively engaging with
us, and that we will need to go to them.
This may be due to either the setting or
the nature of their disability. Ensuring

the voices and experiences of people in
these settings are heard is of paramount
importance, and is a priority for the Royal
Commission. We intend to work closely
with disability advocates and seek their
assistance in supporting this work. We are
refining our engagement strategy so that
we can capture the experiences of people
with disability in these environments in a
safe and supported way.
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Niles and Tessa*

It shames and saddens me how uneducated jail [staff]
are about people with a disability. It's time the
government realises, as a community we all
have to make change happen.

Niles lost sight in his right eye as a
consequence of a firearm injury. The
damage included permanent cognitive
Issues and medical conditions, such as
seizures, that require medication. He
also required surgery to fix a medical
plate. His mother, Tessa, made a
submission about her son’s experience
as a prisoner with disability and her
battles on his behalf:

| saw him in a state | find hard to
write [about] - in a wheelchair, his
left eye bulging and moving round
and he could not see.

He was pushing his wheelchair into
a wall and there were three guards
present before Niles was taken

to the hospital. He was vomiting
and dizzy, no observations were
done - bloods especially, with

his condition.

| [tried] all avenues to get help.
[The prison guards] called him a
‘retard” and he was put out in the
yard while in his wheelchair without
a helmet. At that time Niles had no
plate put in [to repair his skull] so
anybody could have hurt him.

Following the procedure to fit a plate
to Niles's skull, Tessa said, he was
sent back to prison before it was safe.
She said Niles should not have been
forced to return to prison without
authorities considering the advice

of his medical practitioners.

‘His neurosurgeon said he should
never had been taken from rehab,’
Tessa said, as doing so would give
Niles ‘a 10 per cent chance of survival.’
Tessa told us she thinks prison staff
are not adequately trained, and are
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certainly not interested in maintaining
the level of vigilance and care required.

‘He went down as soon as he
was taken from rehab. He was
doing good [in rehab]. Nobody
understands the damage [done]
Is worse in jail.’

Tessa told us she believes that

Niles was ‘poisoned’ with seizure
medication while in prison, by guards
both under- and over-medicating
him. The resultant toxicity of
medications in his system was so
damaging that he became legally
blind in his remaining eye, she said:

One of the prison guards asked
me not to say that she told me
that Niles” meds were given to
him in [wrong] doses and would
be on the [prison] cameras.

There's times Niles didn't get
medications [but] his medical
chart shows signatures [indicating
that medicine was given] ... and
[prison staff] never help with paper
work now he is legally blind due

to the toxicity of medication [the
prison was providing].

‘Before [prison] Niles was writing
and reading, now [it's] just a blur,’
said Tessa. She told us Niles has

Narrative

been waiting more than two years
for an artificial eye.

Tessa is also angry about the lack

of clarity in communication she
continues to experience while dealing
with her son’s health and wellbeing.

She would like to see prisons staffed
‘with professionals in all areas’ so that
true rehabilitation of inmates requiring
medical care can happen there.

It's shocking [to see] Australia letting
their own vulnerable people down.’

‘He's no longer a violent offender;’
Tessa told us:

[The] stress of being in jail

Is no good for his health. The
environment is not calming [and
Niles] is just treated like nothing,
like nobody. Well, he’'s my son -
he's somebody’s - and [he has]

a lot of support and a family who
love him.

* Names changed and some details removed

to protect people’s identities. Narrative based
on a submission to the Royal Commission.
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10. Private sessions

Key points

* Aprivate session is a confidential meeting between an individual and a
Commissioner. The individual can have a support person attend, if they wish.

» Aprivate session is not a hearing of the Royal Commission. It is a way for individuals
to share their experiences in a supportive and less formal environment.

* Information that the Royal Commission receives in a private session informs
our work and recommendations. It remains confidential after the inquiry ends.

* The Royal Commission has adapted the private sessions model to ensure it is
accessible and inclusive.

* The private sessions process is trauma-informed.

*  From March 2020 until June 2020, the Royal Commission suspended face-to-face
private sessions due to the COVID-19 pandemic. Twelve private sessions were
conducted by phone and videoconference during this period.

Private sessions
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Introduction

The Royal Commission and the Australian
community will not fully understand the
nature and extent of violence against, and
abuse, neglect and exploitation of, people
with disability unless we hear directly from
individuals with disability.

The terms of reference recognise this and
state that we will be informed by individual
experiences.! As outlined in Chapter 5,
‘Our organisation’, we are committed to
ensuring that the voices, experiences and
expertise of people with disability are at
the centre of our work.

One of the ways we are doing this is by
Commissioners listening to individuals
in a private session, or meeting.

This chapter outlines:

» the nature and purpose
of private sessions

* how private sessions are
shaped by individual needs

» the process for conducting
private sessions

» the legal protections for private
sessions information.

Private sessions are
a recent development

In the past, the main way that royal
commissions gathered information from
individuals was through formal hearings.

During the 2013—-17 Royal Commission
into Institutional Responses to Child
Sexual Abuse, it became clear that
many people wanted their experiences
heard and acknowledged, but in a private
and confidential setting that was less
formal than a hearing. In response,

the Australian Parliament amended

the Royal Commissions Act 1902

(Cth) in 2013 to allow for confidential
meetings, or private sessions, between
Commissioners and individuals.? These
amendments were specific to the Royal
Commission into Institutional Responses
to Child Sexual Abuse.?

After a joint request by the Chair of this
Royal Commission and the then Chair of
the Royal Commission into Aged Care
Quality and Safety, the Hon Richard
Tracey AM RFD QC, on 13 September
2019 the Royal Commissions Act was
amended to allow private sessions to
occur at other royal commissions, if
authorised by regulation.* The Royal
Commissions Regulations 2019 (Cth)
authorise this Royal Commission to hold
private sessions.® This acknowledges that
traditional or more public settings may not
be appropriate for some people who have
experienced, or are aware of, violence
against, or abuse, neglect or exploitation
of, people with disability and wish to share
these experiences with our inquiry.®
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Nature and purpose
of private sessions

A private session is a confidential
meeting between an individual and a
Commissioner, held at the individual’s
request. Individuals who attend are
not witnesses and the information
they provide in the private session

is not evidence.”

An individual attending a private session
can have a support person with them,

if they choose to. The Commissioner
holding the private session will determine
how the session is conducted,? including
deciding who should attend.

Many people who wish to provide
information to the Royal Commission may
not feel comfortable or may not be willing
or able to share their experiences with us
in a public way or through a submission.
Others may be concerned about the
confidentiality and use of their information
after the Royal Commission ends. Private
sessions are designed to address these
concerns.

Private sessions help the Royal
Commission to better understand the
impacts of violence, abuse, neglect and
exploitation on people with disability and
their families and support people. They
also provide people with an opportunity
to propose recommendations to us about
how to better prevent violence against,
and abuse, neglect and exploitation of,
people with disability.

Private sessions

The information provided in private
sessions supplements the evidence
we receive in public hearings and

the information individuals provide in
submissions, issues paper responses
and community engagement activities.
However, unlike at public hearings, a
person attending a private session is
not considered to be giving evidence
to the Royal Commission.®

We acknowledge that it takes courage
for people to come forward and share
their experiences with us in a private
session. Everyone who does so
contributes to our work.

Responding to individual
needs and requirements

People who wish to have a private
session may have experienced trauma.
Many people may prefer to tell the Royal
Commission about their experiences
through a private session because of
the personal adjustments that can be
put in place. The Royal Commission has
carefully considered every aspect of the
private sessions process to ensure our
approach is supportive from end to end.

We work to ensure we can accommodate
individual preferences as far as possible.
Some of the ways we do this are by:

* giving people the opportunity to
nominate who they would like to
accompany them to their
private session
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» ensuring the length and format of the
private session are appropriate, and
allowing between one and two hours
for people to share their experiences
with us

» scheduling the private session in the
most convenient location and at the
most convenient time for the attendee

* giving people the opportunity
to indicate a preference for the
Commissioner who will conduct the
private session, or any Commissioner
they would like not to conduct the
private session

* giving people the option to indicate
a preference for the gender of any
Commission staff who will sit in on
the private session.

We carefully consider how to create the
safest and most supportive environment
for attendees. Every private session is
held in a venue that has been selected
because it is, to the greatest extent
possible, accessible to people with
disability, non-threatening and private.
(The Royal Commission’s Accessibility
and Inclusion Strategy is discussed in
Chapter 5.) Our private sessions are
also designed to be trauma-informed.

To make sure that people are well
supported to attend a private session,

we arrange and pay for reasonable travel.
This may include flights, accommodation,
meal costs and taxi vouchers for both

the private session attendee and their
support person.

The Royal Commission plans to hold
private sessions throughout Australia,

including in rural and remote areas
where practical. Where people do not
wish to attend in person, we will consider
holding a private session with them

via phone or videoconference, if they
specifically request this or indicate a
willingness for it. The Royal Commission
held 12 phone and videoconference
private sessions during the COVID-19
pandemic, while face-to-face
engagements were on hold.

It is important to us that people feel
culturally, emotionally and physically
safe at a private session. Where
appropriate, we work closely with
disability advocates, support services,
First Nations service providers and
community leaders, support people
and family members in planning
private sessions to ensure people
are well supported before, during
and after they attend.

We also have trained counsellors
available to support people through every
stage of the process, from registration

to a debriefing afterwards (for more
information, see Chapter 6, ‘Support

for people engaging with the Royal
Commission’).

The private sessions
process

People can request a private session

by calling the Royal Commission hotline,
emailing our public enquiries mailbox, or
registering using an online form. We will
try to offer a private session to everyone
who requests one, but that might not be
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possible if we have a significant number
of requests. We will prioritise private
sessions for people with disability, and
those who are unable to share their
experience in any other way because

of confidentiality concerns.

When a person is offered a private
session, a Royal Commission staff
member completes a thorough intake
process. Its main purpose is to ensure
that the experience the person wants to
share falls within the Royal Commission’s
terms of reference. However, it also
helps us tailor the private session to suit
individual needs as much as possible.
During an intake call, we may also
provide referrals to external counselling,
advocacy or legal services if required.

When scheduling a private session,
we will provide detailed information
about all aspects of the venue

and the private sessions process
so attendees understand what

to expect.

A week before the private session, a
Royal Commission counsellor will make
contact with the attendee to further explain
the process, talk through any concerns
they may have and make sure they feel
adequately supported to attend. The
counsellor will also be available in person
on the day of the private session to offer
support and will follow up with the attendee
afterwards for feedback about their
experience and to discuss any referrals

to ongoing supports that may be required
(see Chapter 6 for a list of funded services
external to the Royal Commission).

Private sessions

As noted, anyone attending a private
session can request to bring someone
with them. This can be a friend, family
member, advocate, counsellor, support
person or disability support worker.

If a person requires assistance to
communicate, the person they bring

is able to speak on their behalf in the
session. If someone has particular
accessibility requirements, the Royal
Commission will assist, for example
by organising an Auslan interpreter.

There is no strict format that a private
session must follow. The attendee is

able to share their experience in

whatever way and format they feel

most comfortable with. The Commissioner
or Commission staff may ask questions

to help guide the discussion.

Protection and use
of private sessions
information

People can speak freely during a
private session because under the
Royal Commissions Act this information
must be treated confidentially.’® The
confidentiality provisions of the Act

are discussed in detail in Chapter

4, ‘Nature and powers of the Royal
Commission’.

The information we obtain through
private sessions helps us to understand
recurrent themes and where we might
focus our future work. We analyse
information from private sessions for
this purpose, after de-identifying it to
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maintain confidentiality. We do Private sessions
this by removing the person’s

name and any features that could statistics
identify them.

The Royal Commission held our first
Where appropriate, and 0n|y W|th private SeSSionS in February 2020 in
the consent of the individual who Melbourne. We intend to carry out an
attended, we may publish some of extensive program of private sessions.
the information as narratives of people’s Unfortunately, the number we have been
experiences. These will always be able to hold to date has been significantly
de-identified." These narratives are impacted by the COVID-19 pandemic.
intended to help the wider Australian We temporarily suspended all private
Community understand the personal SeSSionS from MaI’Ch 2020 until June 2020,
experiences Of people with d|Sab|||ty to ensure the Safety and We”being Of the
This is one way in which the Royal people engaging with us and of our staff.
Commission aims to change public
attitudes and to bring about the As of 31 July 2020, we had conducted
reforms needed to ensure that 17 private sessions. Of these, eight were
people with disability enjoy in practice attended by people with disability. The
the human rights they enjoy in theory. remainder were with family members of

people with disability, support workers
and a health professional.
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Endnotes

1 Letters Patent (Cth), 4 April 2019 amended 13 September 2019, (1).

2 Royal Commissions Amendment Act 2013 (Cth).

3 Royal Commissions Amendment Act 2013 (Cth) s 60B.

4 Royal Commissions Act 1902 (Cth) pt 4, as amended by the Royal Commissions Amendment
(Private Sessions) Act 2019 (Cth).

5 Royal Commissions Act 1902 (Cth) pt 4, as amended by the Royal Commissions Amendment
(Private Sessions) Act 2019 (Cth), and the Royal Commissions Regulations 2019 (Cth) reg 7.

6 Letters Patent (Cth), 4 April 2019 amended 13 September 2019, (k).

7 Royal Commissions Act 1902 (Cth) s 60C(1).

8 Having regard to any directions given by the Chair of the Royal Commission. Royal Commissions

Act 1902 (Cth) s60B(4).
9 Royal Commissions Act 1902 (Cth) s60C(1)(a).
10 Royal Commissions Act 1902 (Cth) s 60H.
11 Royal Commissions Act 1902 (Cth) s 60J.
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Harry*

Harry was born blind and also deaf
In one ear. His combined disabilities
mean he has always had difficulty
with spatial concepts and sense

of direction. Now in his forties and
profoundly deaf, he lives in a group
home. Harry said in his submission
that he wonders whether he could
be living a more independent life if
his education had provided the living
skills he needs.

Harry told us that as a kid he

was always getting in trouble. In
kindergarten, teachers would punish
him in humiliating ways. Once his
teacher made him wear his socks and
shoes on his hands instead of his feet
because he did something silly".

Harry attended a special school for
the blind where a ‘lot of bad stuff went
down and | was quite traumatised and
| was humiliated and made to feel
insignificant’.

Harry told us his lack of spatial
awareness wasn't diagnosed until
he was about to leave school, but it
got him in plenty of trouble while he
was there. When he got lost on the

way to class, lost his footing or forgot
something, teachers would tell him he
was stupid. They would punish him by
humiliating him - smacking him,

not letting him join in activities with
the other kids or just making him

feel ‘really really low’.

Harry saw other kids with disability
being humiliated and abused too. He
remembers one boy, who couldn’t talk
and could barely move, who would wet
his pants. I'd hear the teacher smack
him,” Harry recalled, ‘and the scream,
| can still remember his scream ...

a really tortured scream. A primal
scream.’

‘| could go on,” said Harry. ‘| could
give many examples of things that
happened ... You know some of
the teachers shouldn’t have been
teachers.’

When Harry was about 10 years old

he started having regular one-on-one
musical therapy sessions. The music
teacher, Susan, told him that the
sessions would calm him down so that
he'd behave better in class. During
these sessions Harry wasn’t allowed to
talk and had to do everything by touch
and feel. Susan called these sessions
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their 'special time’. She would put

on some music and dance or just
move about, and he was supposed

to follow her movements. Harry felt
really close to Susan, who he thought
was his friend.

One time, Susan put on a slow
instrumental piece and got Harry
to lie on top of her with his arms
stretched out in front of him. He
told us:

It was very intimate ... | was only
[10] at the time. | didn't have any
Idea what sex was. | was really
uncomfortable but | didn't know
how to say it. | thought it was
normal. | thought | was silly for
feeling uncomfortable.

While Harry felt uncomfortable
when these things were happening,
it didn't immediately seem to have
an impact on him. Then, in his
twenties, he started having dreams
and flashbacks and became
emotional and upset.

One day, by chance, Harry ran into
Susan in a shop and they exchanged
contact details. After a couple of
meetings, Harry tried to talk with

Narrative

Susan about what had happened
all those years ago:

All my emotions came out and
everything was mixed up in my
head ... | asked what did it all
mean? Why did all these things
happen? What was the purpose of
our therapy sessions?

Susan got angry and refused to
discuss it. 'If you have a problem with
it, go see a counsellor!” Harry recalled
her saying. She promptly cut off all
contact: I just didn't know where to go,
didn’t know what to do, and | needed
some support. She just turned her
back on me.’

Remembering all this, Harry said,
‘Yeah, | survived. But that's not the
same as being unscathed, you know
what | mean?’

* Names changed and some details removed

to protect people’s identities. Narrative based
on a submission to the Royal Commission.
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11. Research and policy

Key points

* The Royal Commission’s research agenda and policy work are designed to examine
in depth the violence, abuse, neglect and exploitation experienced by people with
disability and inform our recommendations.

* The research agenda:
o builds an evidence base of applied research
o guides the process of developing our recommendations
o delivers high quality peer-reviewed research reports from leading researchers.

* The Royal Commission’s policy work gathers information and evidence on
systemic issues related to our terms of reference from a range of sources including
submissions, public hearings, private sessions, community engagements and
research. We also seek input through workshops as well as by inviting responses
to issues papers that ask questions about a particular topic.

« All of these sources of information and evidence will inform and contribute to
developing recommendations for lasting change.
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Introduction

The Royal Commission’s research
agenda and policy work are part of our
in-depth examination of violence against,
and abuse, neglect and exploitation of,
people with disability. The work informs
this interim report and will inform the
content and recommendations of our
final report.

This chapter outlines:

» the purpose of our research
and policy work

» ourresearch agenda

» our policy work, and what informs it.

Our approach to our
policy and research work

People with disability are
at the centre of our work

From its beginnings in the 1970s and
1980s, the disability rights movement

has been led by people with disability.
Encapsulated in the principle of ‘nothing
about us without us’, the movement

calls for the full participation of people
with disability in the development and
implementation of relevant law, policy and
practice.' The disability rights movement
played a key role in drafting the United
Nations Convention on the Rights of
Persons with Disabilities (CRPD),? with
people with disability and international
disability rights organisations participating
directly in its drafting.?

Our research and policy work applies

a theoretical framework that places

the knowledge and experiences of
people with disability at the forefront of
our analysis. This framework includes
human rights and life course approaches,
disability models and theories, and
intersectionality, which seeks to
understand multi-layered experiences of
discrimination. We outline this in detail in
Chapter 16, ‘Our theoretical approaches’.

Our research and policy work also draws
on the personal experiences that people
share with the Royal Commission through
submissions, public hearings, community
engagements and private sessions. We
are committed to ensuring that people
with disability engage with us in the way
that best suits them.

Our research agenda
Our research agenda has two main aims.

First, it will build an evidence base of
applied research to support all areas

of the Royal Commission’s work. In
particular, our research agenda aims

to develop a solid evidence base to
inform the recommendations we make
in our final report. The research agenda
includes an in-depth analysis of past
inquiries and reports that are relevant to
our terms of reference which will identify
whether the recommendations in these
inquiries have been implemented and,
if not, to examine why.

Second, the research agenda will
contribute a legacy to the research
community. We aim to fill gaps in
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the evidence base for advocates,
governments, service providers, other
organisations and researchers to use after
the Royal Commission has completed

its inquiry. Our research projects are
conducted by leading researchers, and
reports are independently reviewed by
other experts in the field. This high quality,
peer-reviewed research is published

on our website so reports are publicly
available as our inquiry progresses and
after it has finished.*

What we have done so far

The first stage of our research agenda
established the background to our
inquiry and examined the history of
disability in Australia from legal, social
and cultural perspectives. This research
has contributed to the development of
this report and will be published on our
website. These projects include:

A historical account of the
sociocultural context of
disability in Australia

This internal project, with contribution
from Professor Richard Bruggemann
and Colleen Johnson, is a historical
account of disability in Australia. The
report briefly covers the history of First
Nations people with disability, the colonial
period, changes to social and political
trends as they relate to people with
disability through the 19th, 20th and 21st
centuries, and contributions made by the
disability rights movement to identifying
maltreatment and promoting change.

Research and policy

A revolutionary act

This essay was written by journalist

Joel Deane and co-author Leah van
Poppel. It provides a narrative of events
leading to the establishment of the Royal
Commission. It starts with the 1973
launch of the Australian Assistance

Plan® and ends at calls for a Royal
Commission. It covers a range of

issues involving people with disability,
including employment, education, forced
sterilisation, violence and domestic
violence, indefinite detention, and the
placement of young people with disability
in nursing homes.

An exploration of the vocabulary
used by people living with
disability

It is critical that our research includes

the voices of people with disability. We
commissioned social researchers JFA
Purple Orange to study the language
people with disability use to describe
violence, abuse, neglect and exploitation.
The project explored language around
safety and self-determination through

14 focus groups with people with
disability, their families and supporters.
This project helps us better understand
the experiences of people with

disability as they engage with the

Royal Commission at public hearings,
and through community forums,
submissions, private sessions,

and responses to issues papers.

A related project, written by an expert
on First Nations people with disability,
Dr Scott Avery, examined ways in which
First Nations people talk about violence
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and abuse, as well as empowerment,
sovereignty and self-determination.
Chapter 18, ‘First Nations people with
disability’, draws on findings from this
research to discuss the concept of

disability within First Nations communities.

Hierarchies of power: Disability
theories and models and

their implications for violence
against, and abuse, neglect,
and exploitation of, people
with disability

This paper was written by Royal
Commission social researcher Professor
Shane Clifton. It discusses debates
among disability theorists and activists
about how to understand disability,

and how these understandings have
influenced policy development and
practice. Chapter 16 explains the
theoretical frameworks we apply to our
work, including the disability models and
theories examined in this project.

Nature and extent of violence,
abuse, neglect and exploitation
against people with disability in
Australia

This report provides an analysis of the
currently available quantitative data

on the number of people with disability

in Australia, and the prevalence of
violence against, and abuse, neglect

and exploitation of, people with disability
in Australia. The findings of this report,
developed by the Centre of Research
Excellence in Disability and Health, are
discussed in detail in Chapter 15, ‘Nature

and extent of violence against, and
abuse, neglect and exploitation of,
people with disability’.

Convention on the Rights
of Persons with Disabilities:
Shining a light on social
transformation

This project provides an explanation of
the international human rights context in
which the Royal Commission operates,
particularly as it relates to the CRPD.
The report covers the development and
negotiation of the CRPD as well as the
significance of its final content. The
report covers themes such as inequality,
segregation and discrimination, shifts

in understanding disability, the process
of developing the CRPD and the
interpretation of human rights. It was
written by Rosemary Kayess (University
of New South Wales) and Therese Sands
(Independent Consultant, Human Rights
and Disability).

The United Nations Convention
on the Rights of Persons with

Disabilities: An assessment of
Australia’s level of compliance

Emeritus Professor Ron McCallum AO,
Senior Advisor to the Royal Commission,
has prepared a detailed research report
examining the extent to which Australia
has and has not implemented the CRPD.
The research report takes into account
the General comments made by the
Committee on the Rights of Persons with
Disabilities and the Committee’s 2013
and 2019 concluding observations on
Australia’s implementation of the CRPD,
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following Australia’s reporting to and
interactive dialogue with the Committee.

Past reports and inquiries

Our terms of reference direct

us to consider the findings and
recommendations of relevant past
reports and inquiries.® A large research
project is underway to do this. We are
using a robust methodology to identify
the relevant reports and inquire into
whether their recommendations have
been implemented by the agencies and
entities at which they were directed. This
project will also examine the barriers
to, and facilitators of, implementing
recommendations.

We have identified more than 240 reports
and inquiries on a range of topics that
have been published over the past 25
years. These have been authored by
academics, disability organisations, non-
government organisations, the United
Nations, and the Australian Government
and state and territory governments.

Appendix B lists the more than 240
reports relevant to our inquiry.

We used the following criteria to identify
the most relevant inquiries and reports:

» the report contained findings and
recommendations that addressed
violence against, and abuse, neglect
and exploitation of, people with
disability

» the report addressed specific aims
and articles of the CRPD or other
international human rights instruments

Research and policy

» the report was published under
the authority of a statutory or non-
statutory body at state/territory, federal
or international level

» the report was published during
or after 1995.

We were also interested in reports that:

* included the participation of people
with disability or their representative
organisations

* applied an intersectional approach
and/or recognised diversity among
people with disability. This included
reports that had a specific focus on
examining issues for First Nations
people with disability. We are also
interested in reports that had a focus
on people from culturally and linguistic
diverse backgrounds, women, children
and young people, older people,
rural communities and the LGBTIQ+
community.

We are now analysing the most relevant
reports and their recommendations

in detail. We will examine, as far as
possible, whether recommendations:

* have been implemented and whether
the objectives of the recommendations
have been met

* have not been implemented and the
reasons for this.

If necessary, we will also use the Royal
Commission’s coercive powers as
appropriate to obtain information and/
or documents to help with this analysis.
(See Chapter 4, ‘Nature and powers of
the Royal Commission’, for more details
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about those coercive powers.) Information

and/or documents obtained through
exercise of our coercive powers will be
analysed together with information we
receive via submissions, our research,
and publicly available information on
the implementation of recommendations
from past reports and inquiries as well
as evidence from public hearings. This
analysis will contribute to and inform
our public hearings and our policy and

research work. The project will also be an

important source of information to inform
how we develop recommendations that
are practical, implementable and lead to
lasting change.

Legislative and policy
frameworks affecting people
with disability

We have examined the legislative and
policy frameworks that affect people with
disability in Australia across a number
of projects. They cover legislation and
policy across state, territory, and federal
jurisdictions. The projects are:

» an outline of the constitutional
powers that underpin the Australian
Government’s legislative and policy
agenda for people with disability. The
report, produced by Professor John
Williams (University of Adelaide),
Associate Professor Matthew
Stubbs (University of Adelaide) and
Adam Webster (Oxford University),
examines the treatment of people
with disability under the Australian
Constitution and federal laws over
three periods of social change: at the
time of drafting the Constitution, after
the Second World War, and today.

+ adetailed overview of the legislative
frameworks affecting people with
disability. It covers state, territory and
federal laws that apply specifically
to people with disability, and the
general application of laws that
affect people with disability. This
work was produced by the Australian
Government Solicitor. A related
project examines laws relating to the
education of people with disability.
This project was undertaken by legal
researcher Sam Murray.

* an outline of the development of
Australian policy frameworks affecting
people with disability over the past
120 years. This was developed
internally by the Royal Commission.

Our policy work

The purpose of our policy work is to
understand the systemic factors that
contribute to violence, abuse, neglect
and exploitation experienced by

people with disability and develop
recommendations that address systemic
issues and lead to lasting change.

This section outlines the workshops
held and issues papers the Royal
Commission has published so far.
They cover a range of policy issues
relevant to our terms of reference.

The Royal Commission gathers
information on issues relevant to our
terms of reference and identifies potential
recommendations from what we hear
through submissions, responses to issues
papers, workshops, public hearings,
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private sessions, community forums,
engagement and research.

We discuss what we are learning
from all these sources of information
in Chapter 17, ‘Emerging themes
and key issues’ and Chapter 18.

Workshops

Early in our inquiry, we held nine
workshops with stakeholders to
discuss particular policy issues
related to our terms of reference.
Participants at the workshops
identified issues and shared ideas
and information on specific topics
affecting people with disability.

Advocacy workshop

On 18 June 2019, the Royal
Commission held a workshop in
Melbourne, Victoria with disability
advocates from across Australia.
At this workshop, Commissioners
acknowledged that the Royal
Commission was the result of
many decades of advocacy by
people with disability and their
supporters. Participants reiterated
the right of people with disability to
live self-determined lives, participating
in every aspect of life and in every
sector of the Australian community,
free from violence, abuse, neglect
and exploitation. Participants
acknowledged the relationship
between discrimination, racism,
poverty, gender, trauma and other
issues that interact in a person’s
life.

Research and policy

The key issues discussed included:

» the experiences of people with
disability in institutional settings

» the particular experiences of people
with disability who have been denied
capacity under current Australian law
in circumstances where Article 12 of
the CRPD requires States Parties
to ensure that people receive the
necessary support to express their
own will and preference’

» the experiences of people with
disability interacting with police and
the justice system.

Legal workshops

The Royal Commission held workshops
with legal practitioners and advocates
with disability law expertise on 1 July
2019 in Sydney, New South Wales; 3
July 2019 in Brisbane, Queensland;

and 9 July 2019 in Melbourne, Victoria.
Participants highlighted that when people
with disability experience violence, abuse,
neglect or exploitation in one area of life,
it was likely to have significant flow-on
effects in others.

The discussion at the workshop
focused on:

* legal issues and barriers for people
with disability, focusing on homes
and living, education and learning,
economic participation, and justice

» concerns about the National Disability
Insurance Scheme (NDIS)

» the importance of law reform in
relation to disability rights and
disability services.
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Disability service
providers workshop

The Royal Commission held a workshop
with a small group of disability service
providers on 18 July 2019 in Melbourne,
Victoria. Participants discussed the
interface between different service
systems, such as health, family services
and justice, and the role of the NDIS.

A central issue discussed was the
impact of the NDIS on service delivery.
Participants also raised issues related to
living circumstances and employment,
such as the role of Australian Disability
Enterprises.

First Nations people and
communities workshops

The Royal Commission held
workshops with First Nations leaders
on 6 August 2019 in Sydney, New
South Wales and 15 August 2019

in Darwin, Northern Territory. The
purpose of these workshops was to
give community leaders, Elders and
key advocates the opportunity to talk

to the Royal Commission about major
issues facing First Nations people with
disability. Participants spoke about their
experiences across a number of areas,
including ableism, racism, discrimination
and racial stereotyping.

Participants raised concerns
about a range of issues including:

» institutional racism within the health
system, and the lack of services
in remote settings for First Nations
people with disability

* education for First Nations children
with disability, including concerns that
the needs of First Nations children
with cognitive impairments are not
met throughout school due to the
misperception that certain behaviours
are a disciplinary matter.

Participants in both workshops
emphasised the critical importance

of member-led First Nations organisations
leading services and support to First
Nations people with disability at the

local and regional level.

Justice workshop

The Royal Commission held a workshop
on people with disability in the justice
system on 2 September 2019 in
Melbourne, Victoria. The workshop
explored policing practices, as well as
arrest, charge, prosecution, legal and
court processes. The workshop was
attended by advocacy groups, academics,
public advocates and guardians, and
representatives from the legal assistance
sector, including First Nations legal
services. Participants raised the barriers
and challenges experienced by people
with disability in the criminal justice
system, including:

» legal capacity of people with disability

* indefinite detention of people with
disability

* barriers to the complaints process
within the criminal justice system.
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Education and
learning workshop

The Royal Commission held a

workshop on education and learning

on 3 October 2019 in Melbourne, Victoria.
Participants included representatives from
universities, legal assistance sector and
advocacy groups. Participants discussed:

» strategies that have been effective
in realising the right of people with
disability to education

* barriers to implementing inclusive
education in Australia

» attitudes and culture in education,
teacher training, funding and data
collection

* whether Australian teaching standards
are consistent with the CRPD.

Issues papers

The Royal Commission publishes issues
papers so we can hear from people with
disability and others about important
topics related to our terms of reference.

As at 31 July 2020 the Royal Commission
has published nine issues papers.

We have received many very detailed,
thoughtful and well researched responses
to issues papers that provide invaluable
information for our inquiry. These have
been provided by people with disability,
their families, advocacy groups, peak
bodies, academics and other researchers,
government agencies, statutory bodies

Research and policy

and practitioners (including teachers,
medical professionals and legal
professionals). The Royal Commission
reads and gives careful consideration
to every response we receive.

The Royal Commission will publish an
overview of the responses to each issues
paper that summarises what we have
been told. We also publish responses

to issues papers on our website.®

As at 31 July 2020, we had received
296 responses to issues papers.

Education and learning
(30 October 2019)

The Education and learning issues
paper outlines the Royal Commission’s
preliminary understanding of key issues
and barriers experienced by students
with disability in realising their right to

a quality education, including through
inclusive education. It asks people and
organisations for information relating to
our terms of reference in the context of
education and learning. We have received
53 responses.

Group homes
(28 November 2019)

The Group homes issues paper looks
at ‘group homes’, which it defines as a
form of accommodation where services
and supports are provided to four to six
long-term residents with disability. The
issues paper discusses group homes
in the context of deinstitutionalisation in
Australia. It also notes research which
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suggests that segregated environments,
such as group homes, may increase

the risk of violence, abuse, neglect and
exploitation for people with disability.
This issues paper asks about the
experiences of people with disability in
group homes, including quality of life,
restrictive practices, barriers to reporting
and staffing issues. We have received
36 responses.

Health care for people
with cognitive disability
(16 December 2019)

The Health care for people with cognitive
disability issues paper seeks information
on the experiences of people with
cognitive disability in accessing health
care. The issues paper discusses barriers
that people with cognitive disability face
in accessing health care, which may
result in poorer health outcomes. It asks
about experiences accessing health
care, including barriers, the NDIS and
experiences of violence, abuse, neglect
and exploitation. We have received 42
responses.

Criminal justice system
(14 January 2020)

The Criminal justice system issues
paper outlines the Royal Commission’s
preliminary understanding of key issues
and barriers experienced by people
with disability when they engage with
the criminal justice system, whether as
victims of or witnesses to crimes, or as
offenders. The issues paper highlights
that people with disability, particularly
young people and First Nations people
with disability, are at heightened risk of

violence, abuse, neglect and exploitation
and are also over represented in the
criminal justice system. It asks about

the problems people with disability

face when interacting with the different
agencies that make up the criminal justice
system. We have received 46 responses.

Emergency planning and
response (15 April 2020)

The Emergency planning and response
issues paper calls for information on

the experiences of people with disability
during emergencies, such as the 2019—
2020 bushfire season and the COVID-19
pandemic. It invites information on how
Australian governments include people
with disability in preparing for and
responding to emergencies and how

this could be improved. We have received
60 responses.

Rights and attitudes
(29 April 2020)

The Rights and attitudes issues paper
asks about levels of awareness and
recognition of the rights of people with
disability, as well as how well advocacy
works to promote and defend these
rights. The issues paper also asks for
information on how attitudes — including
stigma, ableism and paternalism — affect
people with disability. We have received
42 responses.

Employment (12 May 2020)

The Employment issues paper relates to
the experiences of people with disability
receiving an income, including through
paid work, independent contracting,
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self-employment and apprenticeships,
as well as in segregated employment
settings, such as Australian Disability
Enterprises. It asks for information

on the barriers people with disability
face to employment that may prevent
financial independence and other
benefits associated with work, including
dignity, a sense of purpose and social
connectedness. We have received

10 responses.

Restrictive Practices
(26 May 2020)

The Restrictive practices issues paper
examines the use and impact of seclusion
and restraints on people with disability in
all areas of life and in various settings.
The paper outlines current government
approaches to restrictive practices,
including in health systems, disability
services, education settings and under
guardianship arrangements. It asks for
information about how restrictive practices
can be avoided, alternative measures

Research and policy

and strategies that could be used and
how laws, policies and practices could be
improved. We have received 7 responses.

First Nations people
(9 June 2020)

The experience of First Nations people
with disability in Australia issues paper
outlines the Royal Commission’s
preliminary understanding of some of
the key issues and barriers affecting
First Nations people with disability. It
asks First Nations people with disability
and those who advocate and care

for them to identify areas of concern,
including what can be done to better
prevent them from experiencing violence,
abuse, neglect and exploitation. We are
particularly interested in government and
community led solutions that are working
well and could be better supported. The
Royal Commission is looking forward

to receiving responses to this important
issues paper.
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Hugh*

Hugh has a university degree and
experience in IT. He estimates that
during the past five years he has
applied for approximately 14,300 jobs.
Hugh is sure he's not ‘an isolated
example of someone with a disability
unable to secure work".

Hugh has an acquired brain injury and
autism spectrum disorder and as a
result he requires a flexible working
environment. ‘| am upfront about the
nature of my disability and the type of
reasonable adjustments that | require,’
he said in his submission.

These adjustments include working

In a space where he's not surrounded
and distracted by other workers and
having control ‘over the intensity of the
workload'. In other words ‘part-time,
flexible hours” working from home
would be ideal. Hugh is adamant that
‘there is no reason | cannot perform

IT work remotely’.

Even though he has adapted his CV
and cover letters following advice from
various employment service providers,
Hugh rarely gets to the next stage.
When he has been interviewed he has
felt ‘intimidated by a management
structure that refuses to acknowledge’
his flexibility requirements.

Being unable to find employment
means he has been ‘forced to rely

on the disability support pension for
many years ... despite my willingness
to engage in employment’. Needless to

Narrative

say, ‘the impact of applying for so many
Jobs over such a lengthy timeframe
has been demoralising’.

Hugh has had five Disability
Employment Services (DES] providers
over the past five years, and he
questions their role. He said he

has found them ‘inadequate and
ineffective, they have not helped me
at all’. He told us he believes they

are failing people with disability,
particularly people with acquired brain
injuries and autism. He would like to
see them work more proactively to
influence employers to understand
the needs of people with specific
disabilities.

Hugh has complained to the Australian
Human Rights Commission, DES
providers, a government department
and a minister. He is unsatisfied with
the response - or lack of response.

Not being able to work means Hugh
is ‘confined to social welfare ... simply
unable to live the sort of quality of

life ... that my studies should have
afforded me’.

He said he believes that businesses
should be strongly incentivised to offer
employment to people with disability
in an environment where ‘they feel
comfortable - such as their own home
- on a flexible basis’.

* Name changed and some details removed
to protect people’s identities. Narrative based
on a submission to the Royal Commission.
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Part C: Our work to date

Part C of the interim report provides an
overview of the Royal Commission’s first
three public hearings, which focussed

on inclusive education in Queensland,
group homes, and health care for people
with cognitive disability. The chapters
summarise the key themes that emerged
from the hearings, and outline the areas
for future inquiry that arose.

Part C also examines the data available
on people with disability in Australia,
and identifies the gaps in that data.

Chapter 12, ‘Public hearing 2: Inclusive
education in Queensland — preliminary
inquiry’ summarises the first of our public
hearings to examine violence against,
and abuse, neglect and exploitation

of, people with disability in educational
settings. Education was selected as

the first topic for public hearing because
of its importance to the life journey of
people with disability and in recognition
of the pervasive and significant effect
that adverse experiences can have

on a person’s life.

Chapter 13, ‘Public hearing 3: The
experience of living in a group home for
people with disability’ summarises our
public hearing into the experiences of
living in a group home for people with
disability. The hearing examined, in
particular, whether living in a group

Part C: Our work to date

home created particular risks of
violence, abuse, neglect or exploitation
for people with disability.

Chapter 14, ‘Public hearing 4: Health
care and services for people with
cognitive disability’ summarises our

first public hearing into health issues

for people with disability. The purpose

of the hearing was to examine the health
care and services provided to people
with cognitive disability in Australia and

to determine whether this group of people
is subjected to systemic neglect.

Chapter 15, ‘Nature and extent of
violence against, and abuse, neglect
and exploitation of, people with disability’
describes the importance of high quality
data and the work the Royal Commission
has done to uncover what data is
available and what remains unknown.
There is good data on the number of
people with disability in Australia, but
little available on the violence, abuse,
neglect and exploitation experienced,
particularly by some groups such as First
Nations people with disability, people with
disability from culturally and linguistically
diverse communities, and people with
disability living in closed or segregated
environments. The chapter outlines the
Royal Commission’s strategy to address
these data gaps.
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Content warnings

Please be aware that this report contains information that may be distressing to readers.

It includes accounts of violence against, and abuse, neglect and exploitation of, people
with disability and references to suicide and self-harming behaviours.

In some first-hand accounts of violence, abuse, neglect and exploitation, people have
told us of abusive or offensive language they have experienced or witnessed. As a result,
some direct quotes in the report contain language that may be offensive to some people.

First Nations readers should be aware that some information in this report has been
provided by or refers to First Nations people who have passed away.

If you need support to deal with difficult feelings after reading this report, there are free
services available to help you. Information about these services can be found at the
beginning of this report (see page vi) and in Chapter 6, ‘Support for people engaging
with the Royal Commission’.
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12. Public hearing 2: Inclusive education

in Queensland - preliminary inquiry

o

o

Key points

* In Public hearing 2, the Royal Commission conducted a preliminary inquiry into the
issue of education for people with disability.

* Education was selected as the topic because of its fundamental importance to the
lives of people with disability as a key enabler of access to other rights, including
workforce and community participation.

* The hearing was held in Queensland because the state has recently introduced an
inclusive education policy, developed after an independent review of the education
of students with disability in state schools.

* The Royal Commission heard evidence from 14 witnesses, including parents of
students with disability, representatives from advocacy organisations, academic
experts, representatives from the Queensland Department of Education and the
president of the Queensland Teachers’ Union.

* From Public hearing 2 evidence, and from submissions and other information
received and obtained, the Royal Commission has identified several areas
for further inquiry, including:

gatekeeping

mistreatment by school staff and other students, including bullying

the use of restrictive practices

a lack of adjustments, supports and individualised planning

low expectations of students with disability

misuse of disciplinary measures, including suspensions and exclusions
poor communication and complaint handling

funding complexities

insufficient teacher training for students with disability

the adequacy of data collection

the challenges faced by students with disability from First Nations and culturally
and linguistically diverse communities.

» The Royal Commission will also continue to examine the issue of inclusive education.

Public hearing 2: Inclusive education in Queensland - preliminary inquiry
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Introduction

The Royal Commission held Public
hearing 2: Inclusive education in
Queensland — preliminary inquiry, from
4 to 7 November 2019 at the Townsville
Entertainment and Convention Centre

in Queensland. The main purpose of the
hearing was to undertake a preliminary
examination of the systemic issues,
challenges and barriers that can prevent
students with disability from obtaining a
safe, inclusive and high quality education.

The themes and issues examined at this
public hearing have also been raised

with the Royal Commission through
submissions, responses to issues papers,
research and community engagement.
Chapter 17, ‘Emerging themes and

key issues’ provides a more detailed
discussion of the emerging themes and
key issues raised to date.

Public hearing 2 was the first hearing of
the Royal Commission in which evidence
was taken. Education was selected as
the topic because of its importance to

the lives of people with disability and

in recognition of the pervasive and
significant effect that adverse educational
experiences can have on a person’s life.

The Royal Commission heard from
parents of students with disability about
their experiences of the education system
in Queensland and other states and
territories at public and private schools.
We also heard evidence from two
representatives of disability advocacy

organisations who spoke to common
themes that have emerged from their
work with students with disability and
parents and support persons of students
with disability, again at both public and
private schools.’

Before and since the hearing we

have received a significant number of
submissions about education, including
from students with disability, parents and
support people of students with disability
and advocacy groups. These submissions
have poignantly demonstrated the impact
that violence against, and abuse, neglect
and exploitation of, students with disability
can have.

Under international law, the right to
education is a key human right that
belongs to everyone.?2 The right to
education is often described as a
‘multiplier’ right, as it can enable access
to and increase the enjoyment of other
rights.® These may include enabling
people to obtain work, enjoy a high
standard of health and participate in
public life.

While learning is a lifelong process, the
United Nations Convention on the Rights
of the Child (CRC) emphasises that
education is particularly important for
children to develop and reach their full
potential.* To fulfil the rights of all children,
the United Nations Committee on the
Rights of the Child states that education
should be ‘child-centred, child-friendly
and empowering’ and should give children
knowledge and appreciation of their
human rights.®
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Article 24 of the Convention on the Rights
of Persons with Disabilities (CRPD)
provides that States Parties such as
Australia recognise the right of people
with disability to education and says that
to realise that right ‘without discrimination
and on the basis of equal opportunity’,
States Parties shall ‘ensure an inclusive
education system at all levels and lifelong
learning directed to:

(a) The full development of human
potential and sense of dignity and
self-worth, and the strengthening of
respect for human rights, fundamental
freedoms and human diversity;

(b) The development by persons with
disabilities of their personality, talents
and creativity, as well as their mental
and physical abilities, to their fullest
potential; and

(c) Enabling persons with disabilities
to participate effectively in a free
society.’

Article 24 provides that States Parties
shall ensure that people with disability are
not excluded from the general education
system on the basis of disability and can
access an inclusive, quality and free
primary and secondary education on an
equal basis with others in the communities
in which they live.” This includes

ensuring the provision of ‘reasonable
accommodation’® and supports.®

As well as numerous submissions about
the education of students with disability,

Public hearing 2: Inclusive education in Queensland - preliminary inquiry

the Royal Commission received many
detailed responses to our Education

and learning issues paper, published in
October 2019. Many of these responses
address the interpretation of Article 24 of
the CRPD, taking into account the views
stated by the United Nations Committee
on the Rights of Persons with Disabilities
(CRPD Committee) in General comment
No. 4 on the meaning of the right to
inclusive education in Article 24.1°

General comment No. 4 notes that some
students with disability are educated

in ‘separate environments designed

or used to respond to a particular or
various impairments, in isolation from
students without disabilities’." The CRPD
Committee refers to this as ‘segregation’.
In Australia, schools, classes or units for
students with disability are often called
‘special’ schools, classes or units. The
CRPD Committee in General comment
No. 4 states that Article 24 is ‘not
compatible with sustaining two systems
of education: mainstream and special/
segregated education systems’."?We
use this terminology to describe the two
systems of education.

The opinions expressed about the proper
interpretation of Article 24 in submissions
and responses to the issues paper have
varied. Some argue that Article 24 must
be broadly interpreted to require, for
example, States Parties to phase out
special, or segregated, schools.™ Others,
including the Australian Government,™
contend that retaining state-run special/
segregated schools is compatible with
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the requirements of Article 24. On this
approach, the broad interpretation

of Article 24 endorsed by the CRPD
Committee is not conclusive.

It can be seen that the interpretation of
Article 24 of the CRPD is by no means

a straightforward matter. The Royal
Commission will consider the various
interpretations of Article 24 in detail in our
work. In doing so we will bear in mind the
issues for inquiry that are identified in our
terms of reference.

We will pay attention to the fact that,

as yet, no Australian jurisdiction has
expressly recognised that all students with
disability have a right, in law, to inclusive
education. We will consider what long-
term impact this can have on the social
development and life course of people
with disability. We will also consider the
concerns raised by the CRPD Committee
about Australia’s progress in ensuring an
inclusive education system.®

The Royal Commission has published

a detailed report on Public hearing 2,
which is available on our website. This
chapter refers to evidence heard in Public
hearing 2 but does not cover every issue
raised in evidence.

As noted above, this chapter also refers
to some submissions and responses to
the issues paper that we received outside
the hearing. It does this in the context

of a discussion about the drivers of
violence against, and abuse, neglect and
exploitation of, students with disability and
in identifying further areas for our inquiry.

Witnesses

The Royal Commission heard evidence
from 14 witnesses at Public hearing 2.
They included parents of students with
disability, representatives from advocacy
organisations, academic experts, the
president of the Queensland Teachers’
Union and staff of the Queensland
Department of Education, including heads
of inclusive education and principals

at Queensland state schools and the
Assistant Director-General State Schools
— Disability and Inclusion Branch.

The Royal Commission particularly
wishes to acknowledge that the two
parents of students with disability were
the first witnesses in a public hearing

of this Royal Commission to share

their personal experiences of how their
children have been treated in public and
private schools.

One parent of a student with disability
spoke of the different experiences

of her 13-year-old daughter, who

has Down syndrome and vision
impairment, in several ‘mainstream’
primary schools and of her transition
to a mainstream high school.'®

The witness told us that at one
mainstream primary school her daughter
was frequently removed from the
classroom and ‘babysat’ in that school’s
special education unit and discouraged
from participating in extracurricular
activities. She spoke of the positive
changes in her daughter’s education
experience after moving to a different
mainstream primary school. She told
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us of the importance of that school’s
supportive leadership, positive approach
and enthusiasm in helping her daughter
to access the curriculum and participate in
the school’s programs and peer groups.'®

Another witness gave evidence about her
experiences and those of her five children
with disability in Queensland schools.
She described a poor understanding of
disability at two mainstream Queensland
private schools. This included a failure

of the schools to provide adjustments to
support her children’s learning and that
the capacity to resolve complaints and
problems in schools was limited."®

Inclusive education
and initiatives in
Queensland

The Royal Commission selected the
Queensland system for Public hearing 2
because the education of students with
disability within its state schools had been
the subject of an independent review.
The Review of education for students
with disability in Queensland state
schools (Queensland disability review)
was commissioned by the Queensland
Department of Education and Training,
and published in 2017.2°

The review made recommendations on

a wide range of issues, including cultural
change, workforce capability and changes
to policy and procedure. Following the
review, the Queensland Department of
Education implemented an inclusive
education policy.?!

That policy states that:

Inclusive education means that
students can access and fully
participate in learning, alongside

their similar-aged peers, supported

by reasonable adjustments and
teaching strategies tailored to meet
their individual needs. Inclusion is
embedded in all aspects of school life,
and is supported by culture, policies
and every day practices.??

This definition of inclusive education is
consistent with the explanation given by
Professor Suzanne Carrington, Professor
and Associate Dean of Research at
Queensland’s University of Technology,
an academic expert in the field of
education. She stated that inclusive
education was about supporting the
diversity of learners and achieving equity
so that children had the best opportunity
to be successful in both learning and
social participation.? Professor Carrington
also said that, ‘inclusive education is
based on equity, which is about ensuring
that all children have what they need

to be successful in their learning.’?*
Professor Carrington referred to the
CRPD Committee’s General comment
No. 4 on Article 24 of the CRPD, and
observed that:

the right to inclusive education
encompasses a transformation
in culture, policy and teaching
practice in all educational
environments to accommodate
the different requirements and
identities of individual students,
together with a commitment to
remove the barriers that impede
that possibility.?
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Importantly, Queensland’s Inclusive
Education Policy observes that:

Inclusive education differs from the
following approaches and practices
in significant ways:

Integration — students are placed

in schools or educational settings
with their similar-aged peers but
adjustments are not made to meet
their individual needs. This limits their
ability to fully access or participate in
learning. Integration is not necessarily
a step towards inclusion.

Segregation — students learn in
separate environments, designed

or used to respond to their particular
needs or impairment, in isolation
from other students.

Exclusion — students are unable
to access any form of education.?

The Queensland Government Inclusive
Education Policy, which aims to promote
inclusiveness for all students, is guided
by nine principles adapted from the
United Nations’ nine core features for
inclusive education:?”

» a system-wide approach
 committed leaders

* whole of school

» collaboration with students, families
and the community

* respecting and valuing diversity

» confident, skilled and capable
workforce

* accessible learning environments
+ effective transitions

* monitoring and evaluation.

The Queensland Inclusive Education
Policy contains a commitment that children
and young people across Queensland of
all identities and abilities can:?®

« attend their local state school and
education centre and be welcomed

* access and participate in a
high-quality education and fully
engage in the curriculum alongside
similar aged peers

* learn in a safe and supportive
environment, free from bullying,
discrimination or harassment

» achieve academically and socially with
reasonable adjustments and supports
tailored to meet their learning needs.

The policy states that the Department of
Education will continue to offer parents
the choice of enrolling their child, if

they meet set criteria, in individualised
programs, including through special
schools and academies.?®

Public hearing 2 was the start of the
Royal Commission’s examination

of the implementation and impact

of the Queensland disability review
recommendations and the operation of
the state’s Inclusive Education Policy.
It also provided an opportunity for us
to begin to understand the complexity
surrounding parental choice.*°

The Queensland Department of
Education acknowledges that its work

in inclusive education is still in progress.
Assistant Director-General State Schools
— Disability and Inclusion Branch, Ms
Deborah Dunstone, observed that:
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We acknowledge that education

is one of the most important
foundations to living a life of choice,
not a life of chance. While we are
proud of our Inclusive Education
Policy and improvements that have
taken place, we know we have a lot
more work to do. We will continue

to build the capability of schools

to make reasonable adjustments,
address systemic issues, earn parent
confidence and continue to transform
our state education system. But the
transition — transformation is not

as easy, as the Royal Commission
has heard over the last four days. It
touches every aspect of our education
system. Our culture, our policy, our
infrastructure, our resourcing, our
practice and, most importantly, our
parent and student engagement. Every
change has to involve all stakeholders,
many who have competing views and
expectations. But we are committed
to continuing to our journey towards

a more inclusive education where
students of all abilities are welcomed
at their local state school, feel safe, are
valued, learn alongside their similar-
aged peers and achieve their full
potential in life.%'

The benefits of
inclusive education

Professor Carrington spoke about
the positive influence of inclusion in
education, if started at an early age,
on the ‘life opportunities’ of students
with disability.*? She also spoke about
the significant influence of inclusion in
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fostering understanding and respect
for diversity in schools at large.3?

That inclusive education can offer
significant benefits to all students and the
community as a whole was a theme that
emerged strongly during Public hearing 2.
So too, did the proposition that students
with disability should be given the
opportunity to participate in mainstream
education, with appropriate supports,
whenever that is achievable.

We heard evidence about inclusive
education practices used by teachers
that enable students of different abilities
to learn together in the same classroom,
including the practice of co-teaching.
Under this model, co-teachers teach in
one classroom and work collaboratively
to support students who are learning at
different levels of the curriculum. This
model can enable more time to be spent
with learners who need extra support.3

Other inclusive education practices we
heard about included individual learning
plans to enable students to access
different levels of the curriculum,

the scheduling of breaks and access

to quiet spaces for students.?®

Drivers and forms of
violence, abuse, neglect
and exploitation

The evidence at Public hearing 2 indicates
that there are several key drivers and
forms of violence, abuse, neglect and
exploitation in the context of the education
of children with disability. This evidence
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was also reflected in submissions received
by the Royal Commission and will guide
our future work.

These drivers include:

» gatekeeping, and informal
and formal exclusion of students

* mistreatment by school
staff and other students

» restrictive practices

» lack of adjustments, supports
and individualised planning

* low expectations of students
with disability and student
outcomes, including transitioning
into further education

* misuse of disciplinary measures,
including suspensions and exclusions

* poor communication
» poor complaint handling
» funding complexities

» insufficient training of the education
workforce to increase awareness
of disability and insufficient use
of communication, educational
techniques and suitable materials
to support students with disability

* insufficient time and resources
available for education staff

* inadequate support for teachers.

The following sections briefly discuss
some of these drivers and forms of
violence, abuse, neglect and exploitation.
The Royal Commission considers it
likely that their causes and the measures
needed to address them are likely to be
interrelated.

Gatekeeping practices

Consistent with submissions received

by the Royal Commission,*® we heard
evidence at Public hearing 2 about the
existence of ‘gatekeeping’.’” Gatekeeping
can take several forms, including

schools refusing to enrol a child with
disability, offering part-time enrolment
only, encouraging enrolment in special/
segregated education settings or
encouraging home schooling.

We have been told through submissions
to the Royal Commission that some
schools impose preconditions on families
before they accept their child’s enrolment,
including partial enrolment arrangements
or first requiring a formal diagnosis that
ensures the child is eligible for
disability-related funding.®®

Mistreatment by school
staff and other students

The Royal Commission heard evidence
of incidents involving the use of physical
force by school staff against students with
disability. This included reports by parents
of unexplained finger marks and bruising
on their children and of rough handling.*

Witnesses also spoke about bullying of
students with disability by other students
and in some cases by teachers.*

The evidence from academic experts
highlighted how negative perceptions

or stigmas about students with disability
can perpetuate further adverse
consequences, such as bullying.*!
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Restrictive practices

We heard evidence on the use of
restrictive practices against students.
These included physical restraint

or confinement alone and without
educational materials, either as a method
of occupying time or in response to
behaviours of concern.*? Submissions
received by the Royal Commission
referred to the same practices. Witnesses
and some submissions also spoke of
instances of chemical restraint, such

as schools asking parents to medicate
their children as a way of addressing
behaviours of concern.*® Information
received in submissions and at the
hearing is consistent with a recent
comparative study of the regulation of
restraint and seclusion in Australian
government schools, which found that
‘restraint and seclusion are used in school
settings for a variety of purposes beyond
or in addition to a protective purpose,
including as a means of coercion,
discipline, convenience or retaliation’.**

The Australian Human Rights
Commission (AHRC) pointed out that
the National Framework for Reducing
and Eliminating the Use of Restrictive
Practices in the Disability Service Sector
(2013) only applies to disability services
and that there are no national guidelines
directly addressing restrictive practices
in educational settings.** The AHRC also
noted that there are significant variations
between states and territories on the
use of restrictive practices in schools.*®
Several Australian jurisdictions have
recently reviewed their policies and
guidelines on restrictive practices in an
effort to provide greater clarity on their

use in school settings.*” However, a
recent comparative study indicates that
the framing of policies and guidelines has
occurred in a ‘piecemeal fashion with little
guidance provided at a national level’.*®

An advocacy witness informed us about
the obstacles faced when legal redress
was pursued for the inappropriate uses
of restrictive practices. These included
favouring staff wellbeing and versions of
events where the student with disability
was not considered to be a ‘reliable
witness’, with investigations rarely
proceeding.*® She observed that many
families supported by her organisation
were reluctant to seek further redress
through complaints mechanisms and
often lacked the financial and emotional
resources to do so.%°

Some advocates and the AHRC have also
pointed out in submissions to the Royal
Commission that there is a lack of data on
the use of restrictive practices in schools,
making it harder to know the extent to
which they are used against students

with disability.%!

Lack of adjustments, supports
and individualised planning

Evidence at Public hearing 2 revealed
that students with disability do not always
receive the adjustments or supports they
need to have proper access to education
and participation in school life.*? Further,
there is sometimes a lack of individualised
planning for the student’s needs and, if
there is a plan, it may not be properly
implemented or implemented at all.3
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In this context, the withesses spoke

of adjustments including access to
physical items (such as equipment and
materials) and differentiated teaching
methods, including allowing for breaks.>*
An adjustment can range from simple
changes, such as timetabling to ensure
a student with mobility difficulties is

not in an upstairs classroom, to more
complex adjustments developed with help
from allied health professionals, such

as occupational therapists and speech
pathologists. Evidence at the hearing
provided examples of a lack of access
to necessary equipment or items and
inflexibility in the use of techniques to
assist learning.®®

We also received information from
submissions that schools sometimes
deny students with disability access

to the adjustments they need to receive
a quality education,® and that this occurs
in primary, secondary and further
education stages.®”

The inclusive education teachers from

the Queensland Department of Education
each gave evidence that under-resourcing
of teaching staff remains a significant
barrier for a school to understand the
needs of students with disability and

to provide appropriate accommodations
to meet students’ needs.*

A lack of adjustments, supports

and individualised planning, or poor
implementation of the same, will often
mean that the student with disability is
not receiving a safe, inclusive and quality
education and is therefore experiencing
educational neglect.

Low expectations and exclusion
as a potential form of neglect

A consistent theme that emerged during
Public hearing 2 was that school staff
often had low expectations of students
with disability.5® Parents recounted

how their children were not treated as
‘authentic learners’ and were excluded
from activities undertaken by their peers
due to an expectation that they would

not be able to participate.®® Advocacy
witnesses spoke of parents who fought
against their children being withdrawn
from standard curriculum classes and
sent to participate in ‘life-skill’ classes
instead.®’ We heard that students labelled
as having ‘complex disabilities’ are
particularly vulnerable to assumptions that
can result in exclusion from activities and
that these assumptions can lead to abuse
and neglect. The Royal Commission is
concerned that this can also adversely
affect transitioning into further education.

The evidence received at the hearing
on low expectations is consistent with
submissions from individuals and
advocacy organisations received by
the Royal Commission. For example,
Children and Young People with Disability
Australia submitted that some families
believe that teachers and support
staff do not have high expectations of
their children with disability.®? Family
Advocacy in New South Wales had
similar ‘overwhelming reports’ of low
expectations.®® Other submissions told
us that educators sometimes assume
that the potential of a student with a
disability to learn, thrive and make
decisions is limited.5
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Misuse of disciplinary measures,
including suspensions and
exclusions

We heard evidence about the use

of disciplinary measures, including
suspensions, against students with
disability, which can occur where school
staff struggle to understand the nature
and manifestations of the student’s
disability.®®

Witnesses told us of the perception of
parents that behaviour plans implemented
by schools as a disciplinary measure

can lack mechanisms or goals for

positive reinforcement, with the general
attitude of schools being to ‘deal’ with
behavioural issues rather than to work
through them.%¢ We heard evidence

about ‘informal’ suspensions to manage
behaviour. Actions ranged from using a
reflection or detention room to requesting
or encouraging parents to collect students
from school or not bring them to school
rather than have the school place them
under formal suspension.®’

Parents also expressed concerns about
suspensions being used as a form of
‘demoralisation’ to discourage continued
enrolment.®® Parents experienced
distress, harassment and anxiety about
the frequency of telephone calls received
from schools about their child.

Data currently available to the

Royal Commission from Queensland
indicates that students with disability
are suspended at a higher rate than
students without disability.®®

Poor communication and
collaboration leading to
potential neglect

The development of positive relationships
between students with disability and

their parents and school staff is likely to
be a key factor for a safe, inclusive and
quality education.” During the hearing,
we were told of the difficulties that families
and children with disability can face

in communicating with educators and
developing collaborative and positive
relationships.

We also heard evidence of how
relationships with teachers can easily
become ‘fraught’ when there is a
misunderstanding or disagreement,
with parents and teachers alike often
perceiving ‘reactivity’ and defensiveness
from the other party.”" For example,
disputes can arise over whether an
adjustment is reasonable or, even
when agreed in a support plan,

is being provided.

This evidence about the impact that
positive and negative relationships
between students, their

families and school staff can have

is also consistent with a number of
submissions that the Royal Commission
has received. Submissions have stated
that collaboration between school

staff, family, students and professional
experts is important to ensure a holistic
understanding of the needs of students
with disability.”
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Poor complaint handling
within the education system
in response to allegations of
violence, abuse, neglect and
exploitation

At the hearing we heard that parents

of students with disability who would

like to raise concerns about the student’s
educational experience can

be reluctant to complain, fearing negative
consequences for the student, including
putting their enrolment at risk.” A lack

of financial or emotional resources or
institutional awareness are other factors
that can prevent families from making

or pursuing complaints.™

We also heard evidence that when

a parent does complain, they are
sometimes directed in the first instance
to attempt to resolve the complaint with
the classroom teacher, who is often the
subject of the complaint.”® Unsurprisingly,
that process can be damaging to the
ongoing relationship between the parent
and the teacher.

Good complaints procedures and
handling, with in-built protections

for those making complaints, are an
essential part of ensuring that schools
and governments are accountable for
their actions, and respond efficiently
and appropriately to complaints. This
is particularly important when the
complaint involves violence against,
and/or abuse, neglect or exploitation
of, a student with disability.

Funding complexities

The education of students in Australia is
the subject of joint funding arrangements
between the Australian and state
governments.’®

Australian Government funding of
disability in schools is informed by data
collected by the Nationally Consistent
Collection of Data on School Students
with Disability (NCCD) initiative. The
NCCD collects data from all Australian
schools about students with disability who
receive reasonable adjustments at school.
Under the NCCD program, schools report
on the number of students receiving
reportable categories of reasonable
adjustments because of a disability
defined by the Disability Discrimination
Act 1992 (Cth) (DDA).

States such as Queensland have
separate programs and funding
allocations for students with disability. In
Queensland, the key funding model is the
Education Adjustment Program (EAP),
which allocates state funding to schools
to support students with disability. The
EAP assists students who are ‘verified’
according to six categories: autism
spectrum disorder, hearing impairment,
intellectual disability, physical impairment,
speech-language impairment and vision
impairment.”’

Public schools in Queensland are
required to collect data about students
with disability under both the NCCD
initiative and the EAP.
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The evidence at Public hearing 2
revealed that there are challenges

in working with these two regimes.

The eligibility criteria are inconsistent,
meaning that some students will fulfil the
criteria of one funding arrangement but
not another.” So, for example, a student
may be regarded as having a disability
under the NCCD, but not under the state
EAP and thus not eligible for specific
allocation under the EAP. Witnesses
also spoke of the processes being time
consuming and involving duplication.
Some students who the witnesses
considered should be eligible for
additional resources were not able

to fulfil the criteria.”™

While some students may not be

verified under the EAP for various
reasons, most commonly this occurs
because the disability does not align

with the six categories of the EAP. In

one witness’s view, this applies a ‘medical
model’ approach to disability.®’ (See
Chapter 16, ‘Our theoretical approaches’
for more information on the medical
model of disability.)

We heard of the barriers to EAP
verification, which range from socio-
economic barriers to geographical
challenges for schools in regional and
isolated areas that do not have easy
access to the specialist services needed
for the process.®

This process can pose barriers for
some First Nations families, who may
find it difficult to navigate or who may
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reject labels and choose not to identify
their child as a person with disability.®2

The data collection obligations under the
NCCD are said to be time consuming and
onerous. We heard this causes anxiety

to teachers, given their perception that
there was no direct link to the delivery of
required resources and their concern that
they will not meet their obligations under
the DDA.%

Insufficient teacher
training and education

Evidence at the hearing and information
from submissions indicate that workforce
capability varies across education
settings. Concerns have been expressed
that some teachers are not sufficiently
able to differentiate the curriculum,
provide adjustments and supports or
address behaviours of concern.® We
have also been told that universities are
failing to provide substantive training
regarding changing approaches in the
classroom for students with disability.3°
Research suggests that if teacher
education degrees contained a subject
on inclusive education, teachers would
be more willing to support an inclusive
approach in schools.® Further, we heard
that disability is not considered in great
detail during most university teaching
qualifications, unless students choose

to study electives on the education of
students with disability.®”
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Areas for further
inquiry

We will continue to consider how
education systems across Australia
contribute to, or could reduce, violence
against, and abuse, neglect and
exploitation of, students with disability
in public and private education sectors
as well as in special/segregated
education and mainstream settings.
This section sets out the further inquiries
the Royal Commission will make arising
from the evidence at Public hearing 2
and from information in submissions
and responses to issues papers.

This includes further exploration

of the concept of inclusive education
and the role it plays in preventing
violence against, and abuse, neglect
and exploitation of, students with
disability.

Gatekeeping practices as a
potential driver of neglect

We intend to further explore the issue
of gatekeeping. This will include:

* inquiring into the denial or informal
discouragement of students with
disability from attending the schools
or education settings of their or their
families’ choice

» factors that contribute to gatekeeping

» the connection between gatekeeping
practices and neglect of students with
disability.

Mistreatment by school
staff and other students,
including by bullying and
harassment

The Royal Commission will investigate
the causes of mistreatment of students
with disability by school staff and

other students, including bullying

and harassment. We will also investigate
factors that protect against such
mistreatment and measures that

can prevent it.

Restrictive practices

The Royal Commission will investigate
the use of restrictive practices and

how the improper or inappropriate

use of such practices can be prevented
or even eliminated altogether. This

will include:

» consideration of clear policy
and practice guidance and
training resources for educators
to better understand what constitutes
restrictive practices and to promote
positive behaviour support and
management

* better record keeping and
expanded and improved data
collection, including in the use
of restrictive practices and
suspension and expulsion rates

+ effective and efficient
complaints processes.
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Lack of adjustments, supports
and individualised planning

The Royal Commission will further
explore the lack of adjustments, supports
and individualised planning experienced
by students with disability.

This will include:

» the factors leading to the need for
adjustments not being identified

* why adjustments identified as
necessary are not being implemented

* the resourcing needed to provide
proper adjustments, supports and
individualised planning.

Low expectations and exclusion
as a potential form of neglect

The Royal Commission will further
explore causes of low expectations

of students with disability, why some
educators and educational environments
may have or create low expectations,
and the measures that can be taken

to counteract such a culture in Australia.
We will consider:

» the causes, extent and impact
of low expectations of students
with disability in education settings
and how this can be reduced and
eliminated

» the links between culture, inclusion
and leadership in education settings
and violence against, and abuse,
neglect and exploitation of, students
with disability in these settings.
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Misuse of disciplinary
measures, including
suspensions and exclusions

The Royal Commission will further
explore the misuse of disciplinary
measures, including suspensions or
exclusions, in response to behaviours
of concern. We will consider:

» data on suspensions and expulsion
of students with disability from
schools, particularly where there
is a disproportionate use of
suspensions and exclusions
for students with disability

* whether schools use suspensions
and exclusions (formal and informal)
rather than appropriately supporting
students with disability and, if
they do, the factors that cause or
contribute to the use of suspension
and/or exclusion rather than other,
appropriate measures for dealing
with behaviours of concern.

Poor communication
and collaboration leading
to potential neglect

The Royal Commission will continue

to explore the issue of relationships,
communication and collaboration between
school staff, parents and students with
disability, and violence against, and
abuse, neglect and exploitation of,
students with disability in education
settings. This will include exploring the
factors that can enhance or detract from
the development of positive relationships.
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Poor complaint handling in
response to allegations of
violence, abuse and neglect

The Royal Commission will further
inquire into the oversight and
complaints mechanisms that exist

to respond to allegations of violence
against, and abuse, neglect and
exploitation of, students with disability
in education settings.

Funding complexities

The Royal Commission intends to
continue its inquiry into how funding
models for schools to support students
with disability operate in states and
territories and interact with the national
NCCD program. We will examine whether
some students with disability are falling
through the gaps of eligibility and funding
requirements imposed by the Australian,
state and territory governments.

The Royal Commission will also consider
whether the funding arrangements and
access to funding and resources could
be more streamlined and efficient

to reduce educators’ time on these
administrative tasks.

Funding models

We will also consider best-practice
funding models for schools to support
students with disability and reduce the
incidence of violence, abuse, neglect and
exploitation. This will include considering
co-teaching models and models that use
para-professionals in supporting

the learning of students with disability.
We will also consider how best to
reduce neglect through the use of
child-centred education.

Teacher training and education

The Royal Commission intends

to examine teacher education and
training (pre- and post-qualification)

and the extent to which they adequately
prepare teachers to educate and support
students with disability.

Data collection

Enquiries by the Royal Commission
reveal a lack of consistent national data
collection for students with disability.
Comprehensive and quality data is
necessary to meaningfully inform

policy. We intend to examine existing
data collection models for gaps and
recommend ways to address these gaps.

First Nations students
with disability

Public hearing 2 did not examine
issues that are of particular relevance
to First Nations students with disability.

These issues will be the subject of
a future hearing, which will consider,
among other things:

+ the difficulties that EAP verification
requirements can present for students
with disability, including students with
socio-economic disadvantages and
First Nations students®®
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» the importance of the celebration and
inclusion of culture and disability to
support the diverse range of students
to feel belonging, acceptance and the
ability to achieve®

» the importance of schools
collaborating with First Nations
community leaders and
organisations.*®®

Culturally and linguistically
diverse students with disability

Public hearing 2 did not examine issues
of particular relevance to culturally

and linguistically diverse students

with disability. These issues will

be the subject of a future hearing.

Inclusive education

The Royal Commission will continue to
examine the issue of inclusive education,
including measures that will encourage
more effective programs of inclusive
education in mainstream schools.

Conclusion

The Royal Commission will continue

to consider how education systems can
contribute to, or reduce, violence against,
and abuse, neglect and exploitation of,
students with disability, including in public
and private education sectors, as well

as in special/segregated education and
mainstream settings.
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Nathan*

* Name changed and some details removed
to protect people’s identities. Narrative
based on a submission to the Royal
Commission. Note that the submission

and this narrative did not form any part

of the evidence at the public hearing
discussed in Chapter 12 of this report.

In her submission Nathan's mum
told us about the day she found

her son trying to cut his wrists.

‘He was 10, she said. 'He was
being treated so bad that he wanted
to hurt himself.’

The problems started in 2017, when
Nathan was in grade 6 and attending
a mainstream school. Nathan is
autistic and has attention deficit
hyperactivity disorder and mild
intellectual disability. But at that time
Nathan had not yet been diagnosed.
His mum thought a lot of his struggles
were trauma related - but she was
open with the school about Nathan's
behavioural issues.

Nathan had a bad time at this school.
He was bullied by students as well as
teachers.

One day Nathan’'s mum got a phone
call from the assistant principal
warning her that if Nathan misbehaved
one more time they would suspend
him. Nathan’s mum blamed him for
being naughty.

One day Nathan came home crying
and hungry. All the other children
were given fish and chips as a treat,
but Nathan wasn’t given any. Nathan's
mum emailed the school because

she wasn't happy about how they had
singled out her son.

But after sending that email Nathan's
mum started getting phone calls from
the school on an almost daily basis,
telling her that Nathan was going to be
suspended. They wouldn’t give her any
information about why.

Nathan was now having severe
meltdowns and anxiety, so his mum
got a referral for a mental health team,
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a paediatrician and counselling.
At that point, Nathan was fully
diagnosed. He then began to
receive treatment.

Despite this, Nathan's mum said the
school didn't seem to care about his
disabilities. They continued to suspend
him. He was having anxiety attacks
every time he entered the school. He
was still getting bullied and picked on.

The school was made aware of this,
but it didn't act. Nathan's mum

took his situation to the education
department. This resulted in the
school developing a behavioural
plan that, his mum said, 'set Nathan
up to fail’.

Then it happened - Nathan felt so
bad about things that he tried to cut
his wrists. Distraught, Nathan's mum
begged the education department to
let her take Nathan out of that school
and find him another one. But they
refused. 'No school would take my
son, she said.

Narrative

Finally, the education minister was
made aware of Nathan's situation
and found him a new school.

Nathan is now in year 7 and his mum
told us she is happy that he is doing
well. But she also remembers what
they experienced: ‘Our family was torn
apart. | resigned from my job. Until
this day, the school has never been
held accountable for the mistreatment
of my child who has a disability. The
school system is broken.’
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Patrick*

* Name changed and some details removed
to protect people’s identities. Narrative
based on a submission to the Royal
Commission. Note that the submission and
this narrative did not form any part of the
evidence at the public hearing discussed in
Chapter 12 of this report.

In their submission, Patrick’s parents
described him as a very capable and
intelligent autistic teenager.

They told us that a decade ago they
began the process of enrolling Patrick
in the local religious school so that

he could start at kindergarten the
following year.

They chose the school in their local
area. Patrick’s sister was already
going to the school and Patrick’s
parents explained that, according to

the applicable policies, Patrick would
be given priority enrolment there.

‘We were horrified,” Patrick’s mum
says, when, having completed all the
paperwork, the principal of the school
told her that Patrick’'s enrolment was
conditional.

Patrick’s parents told us that, in
addition to regular school fees, they
were expected to pay for an additional
staff member for the school from their
own pocket. They would also have to
pay for the staff member’s leave and
other entitlements. However, the staff
member would be working with all
children in the class, not just Patrick.

Patrick’'s parents declined this option
and chose a public school instead,
where they say Patrick is thriving.
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13. Public hearing 3: The experience
of living in a group home for people
with disability

Key points

The main purpose of the Royal Commission’s third public hearing was to
inquire into the experiences of people with disability living in group homes.

Of particular concern was whether living in a group home heightens the risk
of violence, abuse, neglect or exploitation for people with disability.

Twenty-eight withesses gave evidence, including people with disability who
had lived in a group home.

The evidence indicates that some and perhaps many group homes do not provide
the quality of life and protection from abuse residents have a right to expect.

We heard from people with disability about being deprived of choice when seeking
accommodation and when living in a group home — including choice about where
and with whom to live and their service provider.

We heard how lack of choice can result in a loss of control and autonomy and
exclusion from social, economic and cultural life, and can lead to exposure to
violence, abuse, neglect and exploitation.

Consistent themes were the importance of culture, and the need for better training
and monitoring of disability support staff in group homes, in recognition of the
important responsibilities they have.

From Public hearing 3, the Royal Commission has identified factors leading to
violence against, and abuse, neglect and exploitation of, people with disability living

in group homes and other forms of supported accommodation. This information, along
with the proposals for addressing these factors put forward at the hearing, will guide
the Royal Commission’s future work in this area.

Public hearing 3: The experience of living in a group home for people with disability
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Introduction

The Royal Commission held Public
hearing 3: The experience of living in a
group home for people with disability, from
2 to 6 December 2019 at the Melbourne
Convention and Exhibition Centre.

As outlined in the Glossary, the Royal
Commission uses the term ‘group homes’
to describe houses that accommodate

a number of people with disability as
their residential home. Disability service
providers are usually responsible

for coordinating both the physical
accommodation and provision of
supports to residents in the home.

The main purpose of Public hearing 3 was
to inquire into the experiences of people
with disability living in group homes.

The Royal Commission was particularly
concerned to investigate whether living

in a group home heightens the risk of
violence, abuse, neglect or exploitation for
people with disability.

The themes and issues examined at this
public hearing have also been raised

with the Royal Commission through
submissions, responses to issues papers,
research and community engagement.
Chapter 17, ‘Emerging themes and

key issues’ provides a more detailed
discussion of the emerging themes and
key issues raised in the inquiry so far.

The Royal Commission decided to focus
on group homes in one of its early public
hearings because a person’s home is
where they should feel and be safe and
secure. A home is central to a person’s

life, dignity, independence and wellbeing.
The importance of a home is affirmed

in Article 19 of the United Nations
Convention on the Rights of Persons with
Disabilities (CRPD), which requires all
States Parties, such as Australia, to:

recognize the equal right of all
persons with disabilities to live
in the community, with choices
equal to others.’

This right encompasses the opportunity
for people with disability to choose their
place of residence and with whom they
live, on an equal basis with others.

Public hearing 3 concentrated on a
number of important issues related to
violence abuse, neglect and exploitation
occurring in group homes. They are:

» the right of people with disability
to choose where and with whom
they live

» the emergence of the group home
model and its impact on the housing
options and living conditions of people
with disability, particularly in Victoria

» the causes of violence against, and
abuse, neglect and exploitation of,
residents of group homes in Victoria

» the effectiveness of laws, policies
and key government agencies in
protecting residents with disability
living in group homes from violence,
abuse, neglect and exploitation

« alternatives to the group home model
for people with disability who want to
live independently.
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We have published a detailed report on
Public hearing 3, which is available on
the Royal Commission website. This
chapter is based on that hearing report
but does not cover every issue discussed
there. References in this chapter are to
sections and paragraphs of the hearing
report rather than to the evidence
presented at the hearing. Detailed
references to the evidence and more
information about the witnesses can

be found in the hearing report.

Witnhesses

The Royal Commission heard evidence
from 28 witnesses at Public hearing 3.2
They can broadly be divided into six
categories:

» direct experience witnesses?®
» advocates*

* representatives from government
and oversight bodies®

* service providers®
+ experts and academics’

» witnesses proposing alternatives
to group homes.?

We recognise that some witnesses
could be placed in more than one of
these categories and others may not
fit squarely within any one of them.

The evidence of the direct experience
witnesses was particularly significant.
They described being deprived of choice
when required to live in shared supported
accommodation. They explained that a

lack of choice leads to loss of control
and autonomy and to the exclusion

of people with disability from the
community’s social, economic and
cultural life.® Lack of choice can also
lead to residents of group homes or
other supported accommodation being
exposed to violence, abuse, neglect
and exploitation.™

Key themes

Seven key themes emerged from

the evidence given at Public hearing 3.
Each theme is important because it
bears on the measures that are needed
to eliminate, so far as possible, violence
against, and abuse, neglect and
exploitation of, people with disability
living in group homes and other forms
of supported accommodation.

The seven themes are:

» the consequences of
deinstitutionalisation

* autonomy for people
with disability

» safety in group homes
+ safety strategies

* reporting of violence, abuse,
neglect and exploitation

« alternatives to living in a
group home

* redress for survivors of violence,
abuse, neglect or exploitation.
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Consequences of
deinstitutionalisation

The institutionalisation of people with
intellectual and psychosocial disability
began in Europe in the 17th century."
People with disability were usually
accommodated in large segregated
facilities. In Australia, these facilities
originated in colonial times and came

to be operated mainly by state
governments. Chapter 1, ‘Why this Royal
Commission is needed’ provides a brief
overview of the history of institutionalising
people with disability in Australia.

The Royal Commission heard evidence
from a number of withesses about the
living conditions in institutions in Victoria
that have now closed. One witness
stated that living in a large institution was
‘hell’. He considered that ‘staff could do
what they liked’, for example, beating
residents as punishment for perceived
misbehaviour.'? Another witness
recounted having been sexually abused
over three years by a bus driver who
worked at the institution where she lived."

Since the 1960s, a process of
deinstitutionalisation has occurred in
Australia. This has involved moving
people out of large institutions and
directing them towards smaller and

more dispersed community-based
housing.' This process was linked

(or was supposed to be linked) to greater
support for people with psychosocial

and intellectual disabilities.®

The factors that drove
deinstitutionalisation in
Australia included:"”

* mounting evidence, including
government reports and academic
work published in Australia and
internationally, of overcrowding,
disease, abuse, neglect and restriction
of individual freedoms that typified life
for residents in large institutions

» the advocacy of the disability rights
movement from the 1960s onwards

» the gradual acceptance of the
principle of ‘normalisation’; that is, the
idea that people with disability should
have opportunities for life as close as
possible to an ordinary life that other
members of the community enjoy, an
idea given impetus by the CRPD

» reforms in the delivery of human
services by governments and a
general shift away from policies
of segregation

* changes in the approach of health
professionals towards people with
disability, particularly the treatment
of psychosocial disability.

Deinstitutionalisation was a well-
intentioned process, but it coincided

with a dramatic increase in the number
of people with disability who became
homeless or were incarcerated as

the result of coming into contact

with the criminal justice system.®
Accommodation for people with disability
was often unavailable or unfit for purpose,
particularly for people with cognitive
disability or who experienced mental
illness.™ Despite the closure of the

large state-run institutions, many people
with disability continued to live in an
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institutional environment or in ‘congregate
settings’ such as aged-care nursing
homes or ‘clustered’ smaller facilities.?°

The evidence at Public hearing 3
suggested that the group home

model was a ‘direct response’ to
deinstitutionalisation.?! People with
disability were moved out of institutions
but needed other places to live. Some
witnesses suggested that the main
rationale for the establishment of group
homes for people with disability was to
achieve ‘economies of scale’.??

Chapter 17 discusses the ongoing impact
of deinstitutionalisation in more detail.

Not all group homes are poorly run or
expose residents to avoidable risks of
violence, abuse, neglect or exploitation.
The evidence at Public hearing 3
indicates, however, that some — perhaps
many — group homes fail to deliver the
quality of life and protection from abuse
that residents have a right to expect. One
witness characterised underperforming
group homes as often reflecting a
‘misalignment between the values of
staff who held the power in the group
home and the mission of the wider
organisation responsible for management
of the home’.%

Autonomy for people
with disability

The key theme emerging from Public
hearing 3 was the paramount importance
of choice and control for people with
disability. This includes choice about
where and with whom to live.?*

Choice about where
and with whom to live

Witnesses frequently decried the lack of
choice for people with disability seeking
accommodation or already residing in
group homes. The withesses stressed
that there can be serious consequences
if a person lacks control over basic
elements in their life — which include
exposure to the risk of violence, abuse,
neglect and exploitation.

The evidence established that in most
Australian jurisdictions there is a chronic
lack of accessible and affordable housing
for people with disability.?> Since demand
for supported accommodation exceeds
supply, people often have to join long
waiting lists for a place in a group home
or other supported accommodation.? As
a shortage of accommodation inevitably
requires priority to be given to people in
extreme need, the allocation of places
as vacancies arise is effectively crisis-
driven. This means people with disability
have little opportunity to select their own
accommodation or to determine whether
they are likely to be compatible with their
co-residents.?”

It is hardly surprising that conflicts or other
difficulties can arise when people are
forced to live together, particularly where
there is little or no attempt to assess
compatibility with coresidents or staff. A
lack of choice not only exposes people
with disability to the risk of violence or
abuse, but can leave a victim of abuse
with no option but to continue living in
the same accommodation in which the
perpetrator works or lives. One witness
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recounted a case where a resident of

a group home was sexually assaulted

by another resident.?® The assault was
reported to the police, yet 18 months
later both victim and perpetrator remained
in the same accommodation.

The consequences of a lack of
alternative options also applies when
a group home resident is experiencing
institutional neglect — they cannot
solve the problem by moving to more
suitable accommodation if no such
accommodation is available.

Choice of service provider

Witnesses with disability, their supporters
and experts agreed that it is important
for people with disability living in

group homes and other supported
accommodation to be able to choose
their service providers.?° The relationship
between resident and support worker is
critical because of the intimate nature

of the support services on which the
resident often relies. As with a lack of
accommodation options, a lack of choice
over service providers and their staff,
together with other systemic failings
such as poor culture and an absence

of supervision and reporting, means

that a perpetrator of violence, abuse,
neglect or exploitation can continue to
be engaged in the same group home or
accommodation service.

Most people entering group homes have
no choice about the provider of support
services.*® Witnesses were particularly
critical of the practice of a landlord also
acting as or nominating the service

provider for residents. This was said
to create a ‘power dynamic’ that often
works against the interests of residents.®

Service delivery

Witnesses criticised the ‘one-size-fits-

all’ model of service delivery adopted by
some group homes.3? A characteristic of
this model is that working practices are
staff-centred rather than resident-centred.
For example, rosters and activities are
organised around the needs of support
staff rather than those of the residents.
The result is often that residents have
little or no choice about the food they can
eat, when and where they eat, when they
can go to the bathroom and when they
have to go to or get out of bed.

If the routine of a group home is given
priority over residents’ needs, the risk of
violence, abuse, neglect and exploitation
is likely to increase. As the Victorian
Disability Commissioner observed,
‘People with disabilities have a right to
receive individualised support services
that are flexible and adaptable to the
person, not the other way round.”*®

Safety in group homes

Evidence at Public hearing 3 addressed
the punitive culture that characterises
some group homes.?* A punitive culture
among the staff of a group home can
create a climate in which violence against,
and abuse, neglect and exploitation of,
residents is more likely to occur.®® It can
also make ineffective the safeguards in
place to protect residents and to ensure
that any misconduct or systems failures
are reported and acted on.
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The expert evidence at Public hearing
3 identified factors that contribute to

a poor culture in group homes. They
include staff:%

* regarding residents as ‘other’ and
using derogatory terms to describe
the people for whom they care

* not accepting that their role extends
beyond providing physical care to
supporting people to live comfortably
in their own home and participate in
the community

* resisting new ideas and the influence
of ‘outsiders’ in the conduct of the
group home.

A further factor increasing risks to
residents of group homes is said to be
the ‘casualisation’ of support work, that
is, that the workforce is for the most
part engaged on a casual basis, usually
for a short term. This appears to have
been a feature of the disability support
workforce for a considerable time, both
before and after the transition to the
National Disability Insurance Scheme
(NDIS).*” One witness described the
casualisation of staff as a ‘recipe for
disaster’.*® The witness referred to the
experiences of her daughter, who has
autism and has had to cope with a
succession of casual staff who do

not know her.

Evidence at Public hearing 3 indicates
that there are service providers that
engage well-trained and dedicated staff
who provide high standards of support
and care in group homes.* But a
consistent theme in the evidence was the
need for better training and monitoring

Public hearing 3: The experience of living in a group home for people with disability

of disability support staff in group homes
to minimise the risk of violence, abuse,
neglect and exploitation.*°

The evidence also suggested that the
safety and wellbeing of residents is
enhanced if disability support workers
understand and accept that their role
includes encouraging people with
disability to speak up for themselves.*'
Equally, protections must be in place
for staff who report concerns about ill-
treatment or neglect of residents.

Safety strategies

For people with disability, like people
without disability, being safe means
feeling physically and emotionally safe,
having their needs met and feeling
capable of making their own decisions.

People with disability living in closed
environments such as group homes
usually have limited opportunities to
establish relationships. Their interactions
are generally confined to disability service
providers, other staff and co-residents.
Witnesses stressed the importance of
people with disability having access to
the community at large and building
trusting relationships with a range of
people outside the closed environment.*?
Developing normal networks and genuine
relationships is seen as an important
means of reducing the risk of violence,
abuse, neglect and exploitation.*?

Independent advocacy and self-advocacy
emerged as key factors in promoting the
safety of people with disability living in
group homes.* If people with disability
are aware of their rights and how to
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exercise those rights, they are more
likely to recognise and report threats to
their safety or wellbeing. The safety of
residents is further protected when family
members or other trusted supporters
advocate on their behalf.*

Reporting violence, abuse,
neglect and exploitation

The reporting of violence against, and
abuse, neglect and exploitation of, people
with disability is critical to ensuring
effective responses, particularly in the
closed environment of group homes

and other supported accommodation.
We heard from some experts that

there are limits to the effectiveness of a
compliance-based approach in assessing
the quality of a disability service and
ensuring that services promote the
safety of residents in group homes.*

But that argument perhaps reinforces

the importance of establishing rigorous
quality assurance systems and external
monitoring of disability services and
safety protocols.

Alternatives to living
in a group home

The group home model appears to
have been designed primarily to support
people with disability to transition

from living in institutions to living
independently in the community, rather
than to provide a permanent, effective
solution to the housing needs of people
with disability.*” If this is correct, it is
perhaps not surprising that the model
has attracted so much criticism as it
has become the long-term approach to

providing accommodation for people with
disability who have high support needs.
The experiences of many people who
have lived in group homes suggest that
the Royal Commission should explore
alternatives to group homes that offer
people with disability greater choice,
control and autonomy over where and
with whom they live.

A number of witnesses who have lived in
group homes gave forceful evidence of the
benefits of transitioning to accommodation
of their own choice, usually with the
support of funding through the NDIS.8
Public hearing 3 did not examine the
operation, arrangements or the impact of
the NDIS on accommodation services in
Victoria. Chapter 17 includes discussion
of what the Royal Commission has heard
about the NDIS through submissions,
community engagement (including
community forums), and responses to
issues papers. The NDIS will be examined
in more detail in the Royal Commission’s
future work, with the benefit of hearing
directly from the National Disability
Insurance Agency (NDIA). Appendix D
provides a brief overview of the NDIS.

While some people require support in their
new homes, the opportunity to select their
accommodation enables them to enjoy
more freedom and independence. Taking
advantage of that opportunity is not without
risks. Even people who live independently,
supposedly with adequate support, can be
vulnerable to abuse or gross neglect. But
the evidence at Public hearing 3 spoke
eloquently of the advantages of people
with disability exercising choice and control
in relation to their accommodation.
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The NDIS has contributed to the
emergence of new models for providing
accommodation and services to people
with high support needs. The effectiveness
of these models will need to be evaluated,
but they perhaps mark the beginning of a
transition from group homes towards other
forms of supported accommodation.

Redress for people with
disability who experience
violence, abuse, neglect
and exploitation

Public hearing 3 was the first opportunity
the Royal Commission had to hear from a
disability service provider about the extent
of assistance, advice and compensation
provided to people with disability who
have experienced violence, abuse, neglect
or exploitation while in a group home or
other supported accommodation.*® The
Royal Commission has not made findings
about particular cases, but it is clear

that the question of redress, including
compensation for serious harm, is worthy
of further investigation.

This is a topic that the Royal

Commission is likely to examine
with other service providers and
governments in future hearings.

Findings and areas
for further inquiry

The evidence presented at Public hearing
3 is sufficiently clear for us to identify
factors leading to violence against, and
abuse, neglect and exploitation of, people
with disability living in group homes and

other forms of supported accommodation.
The identification of these factors, with
the proposals for addressing them put
forward at the hearing, will guide the
future work of the Royal Commission.

This section sets out the further inquiries
the Royal Commission intends to carry
out arising out of the evidence given at
Public hearing 3.

Autonomy

The Royal Commission intends to
explore potential reform of laws,

policies and practices that will enable
people with disability who reside in
group homes or other forms of supported
accommodation to exercise and enjoy
their right to autonomy. We will consider:

+ strategies to increase the stock of
suitable accommodation, to create
opportunities for people with disability
to have and exercise choice over their
accommodation settings

* mechanisms for providing people
with disability with the support
services and individual advocacy
necessary for them to express their
preferences and, so far as possible,
to obtain accommodation that
matches their preferences

» facilitating people with disability to
have choice in selecting co-residents

* ensuring separation between providers
of accommodation, and providers
of support services for people with
disability residing in group homes

+ identifying best practice, for providers
of group homes and disability services
to follow.
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Culture

The Royal Commission intends

to examine measures that could
improve the culture of providers

of accommodation and disability
services. The aim is to eliminate,
so far as possible, violence against,
and abuse, neglect and exploitation
of, people with disability residing

in group homes or other supported
accommodation. We will consider:

+ codifying the legal responsibilities
of providers of accommodation
and disability support services
to promote practices and cultures
that prioritise the needs and
desires of residents and maximise
their opportunities for choice
and control

* requiring providers of accommodation

and disability support services
to articulate clear objectives and

report on progress towards achieving

those objectives

» refining standards to be used
in evaluating the success of
providers of accommodation
and disability support services
in achieving their objectives

» applying sound design principles
in the construction and configuration
of homes suitable for people with
disability, to enhance residents’
dignity and quality of life.

Qualifications and
experience of support staff

The Royal Commission intends to
investigate how disability support
workers in group homes and other
forms of supported accommodation

can better meet the needs and wishes
of the people with disability they support.
We will consider:

* measures needed to ensure that
disability support workers receive the
training and acquire the experience
necessary to engage with people
with disability in a way that promotes
choice, control and safety for residents
and allows workers to earn their trust

» training programs for disability
support workers that claim success in
promoting choice, control and safety
among residents of group homes and
other supported accommodation

* incentives or other measures to
encourage service providers to reduce
reliance on disability support workers
employed on a casual basis

* more effective screening of disability
support workers and others providing
services to people with disability living
in group homes and other supported
accommodation

» policies and procedures that monitor
more closely the quality of services
provided to residents of group
homes and other forms of supported
accommodation, including policies
and procedures relating to continuous
training programs for staff
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+ examples of best practice in Australia
and elsewhere that, if adopted, would
enhance the quality of life enjoyed by
residents of group homes and other
forms of accommodation for
people with disability.

Enhancing safety

The Royal Commission will investigate
how the safety of people with disability
living in group homes or other supported
accommodation can be enhanced.

We will consider:

» the measures, including increased
funding, needed to ensure that all
residents of group homes and other
supported accommodation have
access to individual advocacy

* programs to develop the capacity
of residents of group homes and
supported accommodation to act
as self-advocates

+ the adequacy of existing systems
at federal, state and territory levels
for supervision and monitoring
of staff

» the adequacy of those systems for
identifying, reporting, investigating
and responding to cases of alleged
violence against, and abuse,
neglect and exploitation of, people
with disability in group homes and
supported accommodation. If they are
not adequate, we will consider how
the systems can be improved

* whether the approach of the NDIS
Quality and Safeguards Commission
(NDIS Commission) to identifying,
reporting, investigating and
responding to cases of violence
against, and abuse, neglect and
exploitation of, people with disability
living in group homes or supported
accommodation is adequate and,
if not, how it can be improved.

Alternatives to group homes

The Royal Commission will examine
whether there are alternatives to group
homes for people with disability. As part
of this investigation, we will consider:

» whether the group homes model can
ever provide residents with enough
choice and control to give practical
effect to their right to autonomy

» alternatives to group homes for people
with severe physical or intellectual
disability

« the benefits and risks associated
with encouraging alternative forms
of accommodation

* how people with disability can
be supported in the transition to
alternative forms of accommodation

+ the safeguards necessary to
ensure that alternative forms of
accommodation do not expose
people with disability to violence,
abuse, neglect and exploitation.
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Redress

The question of redress has received
relatively little attention to date in
submissions to the Royal Commission,
responses to our issues papers, or during
community engagements. Nonetheless,
the question is important. The Royal
Commission proposes to investigate:

» the forms of redress available
to people with disability who are
subjected to violence, abuse, neglect
or exploitation while residing in group
homes or supported accommodation
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measures that should be taken to
ensure that when violence, abuse,
neglect or exploitation occurs, people
receive independent advice and
support to enable them to pursue the
remedies available to them

whether it is feasible to establish a
scheme to compensate people with
disability who have sustained serious
harm from violence, abuse, neglect or
exploitation in circumstances where
no other redress is available to them.
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Naomi*

* Name changed and some details removed
to protect people’s identities. Narrative
based on a submission to the Royal
Commission. Note that the submission and
this narrative did not form any part of the
evidence at the public hearing discussed in
Chapter 13 of this report.

Naomi has a range of disabilities,
including cerebral palsy and
intellectual disability. In her
submission she told us she has lived in
a variety of supported accommodation
settings, where she was bullied and
psychologically abused.

One of the places she lived in was a
hostel that accommodated about 50
people. Naomi told us she was bullied
and socially isolated - staff would tell
everyone to stay away from her. Naomi
would be told off" and sent to her
room for things that she couldn’t help
- things that were part of her disability.

Staff would repeatedly threaten Naomi,

saying, ‘we will call your family’, when
they knew Naomi didn't want her
family involved because of ‘what [she]
grew up with".

Naomi told us that the residents were
warned if they reported anything going
on at the hostel they would be evicted,
so no-one did. Eventually she did
speak up - and, just as she had been
warned, she was evicted.

Naomi became homeless, couch
surfing and staying in hostels. It
took six months to find appropriate
accommodation. As a result of being
homeless, she ended up in abusive
situations that affected her physical
and mental health.

Naomi is moving to supported
disability accommodation, and she'’s
optimistic about the new living
arrangements she is moving to.

She hopes this set-up will give her
‘more choice and control and she’ll
be treated with ‘dignity and respect’.

Naomi reflects on her experiences:
‘Nobody should have gone through
what | went through.” She has a lot

of ideas about how things can get
better. She believes organisations and
individuals should be held to account
when they have done something
wrong. There should be faster
timelines for NDIS funding - especially
when a person is about to become
homeless. Also, staff should receive
better training on different types of
disability.

Naomi also told us she thinks people
with disability should have more
affordable accommodation choices.
‘People with severe disabilities,” said
Naomi, 'should still have a choice of
where they would like to live.’
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Gerry and Pete*

* Names changed and some details removed
to protect people’s identities. Narrative
based on a submission to the Royal
Commission. Note that the submission and
this narrative did not form any part of the
evidence at the public hearing discussed in
Chapter 13 of this report.

Gerry has global aphasia. He is non-
verbal and his ability to understand
spoken language is limited. He cannot
leave his bed and lives in a care
home. Gerry's brother Pete, his legal
guardian, made a submission to the
Royal Commission.

Pete said he noticed a change in
Gerry’'s behavior a few years ago. Gerry
had mood swings and would lash out
and become combative when people
touched him during their care for him.
Pete told us he witnessed staff using
force until Gerry submitted. ‘People
put it down to his mental capacity from
his stroke,” Pete said. Gerry also
stopped eating and drinking, which

led staff to tell Pete that Gerry ‘was
looking to end his life’.

Pete said this went on for around two
months until they discovered Gerry had
a fractured hip and was in severe pain.
The hip had been fractured for several
months and the fracture was so bad
Gerry needed a hip replacement.

Narrative

Wanting to understand how and when
the fracture happened, Pete asked to
see an incident report, but no incident
had ever been reported.

‘How a bed bound, non-verbal person
can have such a severely fractured hip
and [there is] no incident report of any
trauma’ confounded Pete.

Pete complained to the group home
provider and the ombudsman. The
provider conducted a limited internal
Investigation but found no evidence
about where or how the injury
happened. Pete said he was told it
was a ‘pathological injury (caused
by disease)’ but when he requested
tests to confirm or deny this, the
results clearly stated Gerry ‘was

at no risk of fractures’.

Eventually, Pete said, he was told to
‘move on as there is never going to be
a conclusion to how he got the injury’.

Gerry has been ‘left in a condition with
severe pain that has had a major effect
on his life even till this day’. Pete told
us he is concerned Gerry's injury was
caused by either abuse or neglect. He
considers people with global aphasia
are at extreme risk of violence and
abuse because they can't report

the abuse.

Pete said the system has failed
Gerry. He would like to see more
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comprehensive training for staff all the investigations I've done, the

working with people with global complaints I've made, the service
aphasia because they need to be providers have more rights than the
supported very differently to people disabled people who live in these
who are verbal. He told us he would homes.” He worries about people in
also like CCTV to be mandatory in Gerry's situation who don’t have a
care homes and believes if staff are strong advocate. ‘What if my brother
doing the right thing they shouldn't didn’t have a determined person
mind cameras being in place. like me where would he be now?’

Pete said Gerry's experience has
left him feeling disillusioned. "From
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Brendan and Sandra*

* Names changed and some details removed
to protect people’s identities. Narrative
based on a submission to the Royal
Commission. Note that the submission and
this narrative did not form any part of the
evidence at the public hearing discussed in
Chapter 13 of this report.

Brendan is in his thirties and lives in
a group home in New South Wales.
He has epilepsy, limited vision and a
cognitive disability. Sandra, Brendan's
mum, made a submission about how
Brendan and the other men he lived
with were physically, psychologically
and financially abused by the house
manager, Belinda.

She said Belinda used to kick Brendan
and lock him outside when she came
on duty, and would eat in front of him
and all the other men while they had
nothing. The men never went anywhere
apart from their day programs.

Sandra told us that sometimes when
the house did their weekly shopping
Belinda would steal all the groceries
and take them home with her. At one
point, staff were bringing in food from
their own homes for the men or buying
food for them. There were no fresh
fruit or vegetables in the house, and
Brendan was spending all his pension

Narrative

on takeaway food. He lost more
than 20 kg.

When Sandra asked about getting the
GP in to look into Brendan’s weight
loss, she says, Belinda insisted it was
Brendan's medication that was making
him lose weight and claimed she
couldn’t get a booking with the doctor
for several weeks.

Sandra told us Belinda had been
abusing Brendan and the other
residents for 12 months before the
residents’ families learned the full
extent of It.

She recalls that the service provider
called the guardians of all four men

to a meeting where they explained
what Belinda had been doing, which
included stealing thousands of dollars
from the men’s bank accounts. A
member of staff had blown the whistle,
and the service provider reported the
abuse and theft to the police.

Sandra said she and the other
families were told that because the
men are all non-verbal they could
not get up in court and swear to what
had happened. So, despite the full
report from the whistleblower, if the
case went to court Belinda would be
acquitted and then probably sue the
service provider for unfair dismissal.
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The provider reimbursed the stolen
money to the residents, dismissed
all the staff and brought in new staff,
Sandra told us.

She says that the service Brendan
and his housemates now receive is
‘wonderful and the staff are very
caring:

The group home feels like a HOME.

It's decorated nicely, Brendan has
1 to 1 with a carer 3 times a week,
where he gets to go to the pool in
warmer months, for drives, to the
movies, to the shops to buy a car.

The provider has also established
a family day at the house every
six months, to discuss anything
the families are unhappy with.

But Sandra said none of the families
are happy that Belinda ‘got off scot
free’. And Brendan is still traumatised
from the times Belinda locked him
outside. He will only go outside in

the backyard at his group home for a
short time, Sandra told us, and never
by himself.
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Tom*

* Name changed and some details removed
to protect people’s identities. Narrative
based on a submission to the Royal
Commission. Note that the submission and
this narrative did not form any part of the
evidence at the public hearing discussed in
Chapter 13 of this report.

Tom has an acquired brain injury

and limited movement on his left
side. He has been living in supported
accommodation for the past 10 years
or so with several other people,

and during that time has seen his
fellow tenants abused, exploited and
neglected on a daily basis. ‘Too many
stories ... where do you start?” he said.
‘People are being hurt here every day.’

Tom began his submission with a story
of neglect. A man at his supported
accommodation facility had mobility
issues. One day, staff strapped him

to a standing machine and left him
there, alone. Qutside the lawns were
being mown loudly. But over the top

of that noise, Tom could hear the man
screaming.

Tom ran into the man’s unit and
found him alone, still strapped to the
machine but nearly on the ground.
Tom struggled to lift him and put the
standing machine level again. He did
his best to straighten him out and
settle him down, but the man was
screaming in pain the whole time.

Later the ambulance came and took

the man to hospital. Doctors confirmed
that both his legs had broken as a

Narrative

result of standing and not being able
to hold his own weight up.

Tom told us he complained to various
departments, commissions and
tribunals but ‘outcome, nothing’. The
person responsible for the neglect and
Injury was away from work for a couple
of weeks and returned ‘with nothing to
say about it".

Telling us about another tenant,
Tom said:

They left her to live in conditions
that were worse than a pig sty. They
were taking about $100,000 from
her funding every year, and not
looking after her. It broke my heart.

He also told us:

Another guy has paid near on
$100,000 per year for over a
decade, close to a million dollars
funding. This person can walk ten
metres or more fairly easily. Butin
the ten years | have lived here for,
he has never had any physio. So
he has to live in a wheelchair. He
always says to me, | wish | could
walk. It's sad because | can't
help him.

There is a guy | know’, Tom continued,
‘from Afghanistan. And for a long while
he couldn’t speak English very well,
and he hardly saw his support worker
until he could speak English better.’

Tom said he tries to help his fellow

residents where he can. Sometimes
that means getting them simple things
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they need, like milk or toothpaste, or
helping them to do something - all
things the service provider is supposed
to be doing but often doesn't.

On occasion, Tom said, he has also
tried to help by making a complaint,
but recently this has landed him in the
criminal justice system.

Tom told us that he had complained to
his service provider about the senior
person responsible for services.

The person Tom complained about
called the police and told them he

was scared of Tom. At the time, Tom
couldn’t walk or talk and had to write
on a whiteboard to communicate. Tom
received a four-year intervention order
banning him from talking to the person
or the service provider - effectively
banning him from making complaints.

When the service provider was bought
out by another large company, Tom

emailed the secretary of this company
telling them about what was going on

in the facility. The company responded
by calling the police and claiming Tom
had breached the intervention order.
Tom told us the service provider is
applying for an extension of the order
for another four years, which means
he still won’t be able to make his
complaint:

| am not allowed to talk to him or
mention his name in an email. |
am also not allowed to contact his
employer about him ... I've tried

so many times to get a contact
person | can talk to involved in the
management of the facility, but the
only reply I've had was a visit from
the local police about a possible
breach of the ... Court Order.

At the time of contacting the Royal
Commission, Tom was awaiting an
upcoming court hearing about a
breach of his order that carries a
possible two-year jail sentence.
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14. Public hearing 4: Health care
and services for people with cognitive
disability

Key points

* The main purpose of the Royal Commission’s fourth public hearing was to
start inquiring into the important issue of health care and services for people
with cognitive disability.

» Of particular importance was the question of whether there is systemic neglect
of people with cognitive disability in the Australian health system.

* Thirty-eight witnesses gave evidence, including people with cognitive disability,
their family members and support people, advocacy groups, experts and
representatives from the Australian and NSW government agencies.

+ The Royal Commission explored several key themes, including how communication,
information sharing, attitudes, assumptions and culture are essential for quality
health care.

* We also heard evidence about the importance of preventative health care, dental
health care, the transition from paediatric to adult health care and mental health
care for people with cognitive disability.

+ Several witnesses gave evidence about some key challenges in the health system
for people with cognitive disability, including in non-metropolitan areas and for
First Nations people, and about the importance of advocacy.

* The Royal Commission also heard evidence about the importance of education
and training, and of the need for improvements in data collection to improve
health outcomes.

+ Based on the evidence, we found there has been and continues to be systemic
neglect of people with cognitive disability in the health system.

» From Public hearing 4, the Royal Commission has identified areas for further inquiry.
We will:

o examine the impact of attitudes, assumptions and culture, and how that impact
can be reduced or eliminated

o ask the Australian, state and territory government health departments to conduct
reviews on several issues

o investigate barriers to adequate health care for people with cognitive disability

o consider how training and educating health professionals could result in better
outcomes for people with disability, and request information from state and
territory governments on health care initiatives directed towards people with
cognitive disability.

Public hearing 4: Health care and services for people with cognitive disability 267



Introduction

The Royal Commission held Public
hearing 4: Health care and services for
people with cognitive disability, from 18 to
28 February 2020 in the Novotel Sydney
Olympic Park Hotel. It was the first of

our hearings to inquire into and examine
health issues for people with disability. The
purpose of the hearing was to examine
the health care and services provided to
people with cognitive disability in Australia
and to determine whether this group of
people is subjected to systemic neglect.

The themes and issues examined at this
public hearing have also been raised

with the Royal Commission through
submissions, responses to issues papers,
research and community engagement.
Chapter 17, ‘Emerging themes and

key issues’ provides a more detailed
discussion of the emerging themes and
key issues raised in the inquiry so far.

During Public hearing 4 we heard
evidence from 38 witnesses. More

than 500 documents and videos were
tendered by Counsel Assisting the Royal
Commission and accepted into evidence.

The witnesses included people whose
health care experiences occurred in a
number of different Australian states.
Similarly, the expert witnesses described
the health care challenges faced by people
with cognitive disability around Australia.
We also heard evidence about the health
system operating in New South Wales and
the initiatives that have been introduced in
that state and nationally to try to improve
health care and services for people with
intellectual disability and autism.

Much of the evidence presented

during Public hearing 4 concerned the
experiences of people with intellectual
disability and people with autism, which
together are in the broad category of
cognitive disability. As described in the
Glossary, cognitive disability arises from
the interaction between a person with
cognitive impairment and attitudinal

and environmental barriers that hinder
their full and effective participation in
society on an equal basis with others.
Cognitive impairment is an umbrella
term to encompass actual or perceived
differences in cognition, including
concentration; processing, remembering
or communicating information; learning;
awareness; and/or decision-making.

People with cognitive disability

may include, but are not limited to,
people with intellectual disability,
learning disability, dementia, autism
or acquired brain injuries, and some
people with autism.

We heard from one expert witness,
Professor Julian Trollor, that around

1.8 per cent of the Australian population
has an intellectual disability.’

We have published a detailed report on
Public hearing 4, which is available on the
Royal Commission website. This chapter
is based on that hearing report but does
not cover every issue discussed there.
References in this chapter are to sections
and paragraphs of the hearing report
rather than to the evidence presented

at the hearing. Detailed references

to the evidence and more information
about the witnesses can be found in

the hearing report.?
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Witnesses

The 38 witnesses at Public hearing 4
included people with cognitive disability,
parents, siblings and support persons
of people with cognitive disability,

advocates, experts, medical professionals

and representatives of government
departments and agencies.

The witnesses can be divided into four
broad categories:

» direct experience witnesses?®
» witnesses from advocacy groups*
* medical expert witnesses®

« government witnesses.®

We recognise that some witnesses
could be placed in more than one of
these categories and others may not
fit squarely within any one of them.

The witnesses with direct experience

of disability included people with
cognitive disability and parents,

siblings and support persons of

people with cognitive disability. They

told us about their own or their family’s
experiences in the health system, their
views on what quality health care does
or should look like and about the barriers
to quality health care they have faced.

In some cases, parents and siblings

told us about the premature death of

a family member with disability or their
experiences of serious adverse health
outcomes. They also suggested changes
to improve health care and services for
people with cognitive disability.”

Public hearing 4: Health care and services for people with cognitive disability

The witnesses from advocacy groups
and other experts gave detailed accounts
of the systemic barriers to good health
for people with cognitive disability,
including the particular barriers faced
by First Nations people with disability.
They also described the programs and
initiatives that could help to improve
health care and services for people
with cognitive disability provided they
are sufficiently funded and properly
implemented. They told us about
research that demonstrates the
substantial health disparities between
people with cognitive disability and

the general population and, in particular,
the substantial differences in life
expectancy. They also made detailed
suggestions for improvements to health
care and services to meet the needs

of people with cognitive disability.®

Representatives of NSW Health

and the Australian Government
Department of Health described how
the health system operates and the
services and initiatives developed

for people with intellectual disability.®
The NDIS Quality and Safeguards
Commissioner (NDIS Commissioner)
explained the role of the NDIS Quality
and Safeguards Commission (NDIS
Commission) in collecting data on the
deaths of people with disability.'
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Key themes

The following themes emerged from
the evidence in Public hearing 4 and
are discussed in this section:

» quality health care
+ attitudes, assumptions and culture

* communication and
information sharing

* health system challenges
+ lifetime health care

* integration of the health
and disability service sectors

e reduction of distress and trauma

» training and education
of health professionals

» collection of data and research

» initiatives to improve health care.

Quality health care

Article 25 of the United Nations
Convention on the Rights of Persons
with Disabilities requires States Parties
such as Australia to recognise that
people with disability have the right to
enjoy the highest attainable standard of
health without discrimination on the basis
of disability.” Among other things, this
means that Australia is required to ensure
that health professionals provide care of
the same quality to people with disability
as to people without disability, including

on the basis of free and informed consent.

Evidence during Public hearing 4
suggested that this standard has often

not been met in Australia and that
there have been and continue to be
systemic problems in the provision
of health care and services to people
with cognitive disability.?

However, some witnesses described
positive experiences in the health
system. These included accounts

of health care professionals
demonstrating that they view their
patients with cognitive disability as
meriting care and attention at least
equal to any other patient.” The Royal
Commission is therefore not to be taken
as concluding that the health system
invariably fails to respond appropriately
to the needs of people with cognitive
disability.

Witnesses with direct experience, as well
as experts and advocates, told us that a
person-centred approach is fundamental
to high-quality health care.’ While a
number of health care policies and
directives state the relevant organisation
is taking a person-centred approach,
implementation for people with cognitive
disability in particular requires flexibility
and adjustments to standard procedures.

As it is for people without disability,

a relationship of trust and confidence
between a person with cognitive disability
and the medical practitioners who provide
them with care and treatment is very
important.’® Collaborative care planning
between a person with cognitive disability,
their support people and medical
practitioners allows the person to exercise
greater choice and control over their care
and treatment.'®
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Good communication is also crucial to
quality health care. An aspect of good
communication is supporting people with
cognitive disability to make informed
decisions about their care and treatment.
This requires allowing people to have
enough time and support to process
information and understand complicated
problems. A number of witnesses stressed
that medical practitioners should take the
time to explain things to their patients
and to talk them through procedures.' In
some cases, direct verbal communication
is not possible and it is necessary to

find alternative ways to communicate
with a patient. These include the use of

a communication board or accessible
resources such as Easy Read, or the
assistance of the patient’s advocate or
support person.’

Being involved in decision-making is one
aspect of being treated equally to other
people and having choice and control.
Witnesses said that without support,

a person with intellectual disability

might lose their decision-making rights
informally or formally.®

Attitudes, assumptions
and culture

Witnesses described the achievements of
people with cognitive disability and their
value to local communities.? Parents
spoke about the considerable potential

of their children with cognitive disability
and the extent to which they were
independent.?' All the witnesses who had
children or siblings with cognitive disability
described them as much-loved, integral
members of their families.??

Despite the richness and variety of

the lives of people with cognitive disability,
pervasive societal attitudes towards them
can influence decision-making on their
health care and treatment. For example,
some health professionals may make
assumptions about the quality of their
lives or their value to society. These
assumptions and attitudes can create
serious barriers to people with cognitive
disability obtaining access to high-quality
health care and services.? The problem
of devaluing people with disability can

be compounded for First Nations people
when it intersects with institutional racism
and negative public stereotypes and
prejudices.?* This is discussed further

in Chapter 18, ‘First Nations people

with disability’.

Several witnesses described how
negative attitudes or assumptions
affected them or their children from
the moment their child’s disability was
detected, either during pregnancy or
soon after birth.25 Other witnesses
described events or occasions where
they felt that assumptions about the
quality of life of their family member
with cognitive disability, and negative
attitudes about their value, had
consequences on the health care

or treatment provided to them.?

A recurring theme in the evidence was the
prevalence of ‘diagnostic overshadowing’,
where symptoms or behaviours are
misattributed to a person’s disability rather
than to health problems or conditions
unrelated to disability. Diagnostic
overshadowing may be a consequence

of insufficient education or training on
cognitive disability and may also reflect
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an underlying culture in the health system
in relation to people with disability.? It
can have serious consequences, such as
misdiagnoses or delayed diagnoses of
serious medical conditions unrelated to
cognitive disability.

Diagnostic overshadowing can also
happen in disability accommodation,
particularly residential care. Disability
workers in these environments

can sometimes misattribute certain
behaviours to a person’s disability rather
than questioning whether the behaviours
might indicate medical problems

or conditions.?8

The Royal Commission also heard from
several parents and support people about
occasions when they tried to discuss

with health professionals their serious
concerns about a person with cognitive
disability’s condition.?® They said that
doctors and other medical specialists
often dismissed or ignored these
concerns on the basis that they were
‘just a mum’, were overwrought or had no
formal medical training.*® This culture of
devaluing the knowledge and experience
of parents and support people can be
compounded for First Nations people.®!

Communication
and information sharing

It is important that health professionals
communicate directly with people with
cognitive disability and not only with their
parents or support people. Witnesses
described health professionals both
failing to explain to the person with
cognitive disability what was happening

and saying things in front of them that
were inappropriate or unhelpful.®2 Health
professionals can improve communication
by listening carefully to people with
cognitive disability, explaining clearly what
is happening and asking short questions
in plain English.*

Better communication between health
professionals and people with cognitive
disability was identified as essential

to improving the accessibility of health
services. Witnesses spoke of some health
professionals lacking communication
skills and being reluctant to acquire them
or to learn about forms of communication
with, or the needs of, people with
cognitive disability.3*

We also heard evidence from parents,
other family members and support

people that on many occasions they

felt they were not listened to by health
professionals when raising concerns
about the health needs of people with
cognitive disability.*® This was despite
them having intimate understanding of the
person with cognitive disability and being
experts in their care.%

Several withesses who have children with
cognitive disability said that when health
professionals respected, listened to and
acknowledged them as holding important
information, the health outcomes were
much better for their children.®”

Effective communication between health
services and health professionals is also
particularly important for patients with
cognitive disability and complex needs. It
is also critically important that complete
and accurate records are transmitted
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between health services and health
professionals, and provided to parents
and support people.3®

Some parents recounted that their
children experienced a ‘revolving door’

of health professionals with no continuity
of care.* They said they are required to
‘start again’ and go over the full medical
history of their child with each new doctor
they see.*’ In some cases, medical
records for people with cognitive disability
were inadequate, limited and omitted
important information about the care to be
provided to them.*’

Expert witnesses agreed that information
sharing and integrated care are essential
for people with cognitive disability and
complex health needs.*? We heard

about the My Health Record initiative,
which has the potential to help achieve
better coordination and integration

of care.** However, some witnesses

said the effectiveness of a My Health
Record depends on information being
documented, accurate and accessible.*

Health system challenges

While the Royal Commission heard
that the Australian health care system
compares well to other health systems
around the world, there are systemic
challenges that can adversely affect
health outcomes for people with
cognitive disability.*®

Health care in
non-metropolitan areas

People with cognitive disability in non-
metropolitan areas can experience

additional barriers and disadvantage

in accessing appropriate health care.*
Some witnesses described difficulties
accessing specialist health services or
needing to travel long distances to do
s0.*” These difficulties can particularly
affect First Nations people with cognitive
disability and people living in rural and
remote areas.*®

First Nations people with
disability and the health system

We heard some evidence about

the failure of the health system to
provide adequate care for First Nations
people with cognitive disability.*°

First Nations people with disability
face cumulative forms of disadvantage,
which are compounded when institutional
prejudice manifests in health services.
For example, research suggests that
First Nations people with disability

are routinely confronted with an
underlying presumption from other
people that they lack the capacity to
look after their health needs.°

The importance
of strong advocacy

A number of witnesses told the Royal
Commission that strong advocacy is
essential to ensure that people with
cognitive disability are provided with high-
quality health care.® This includes people
with cognitive disability acting as their own
advocates and developing the skills to do
so. Parents can also play a central role as
advocates for their children with cognitive
disability, including by helping them to
communicate with health professionals
so that they can speak up for themselves

Public hearing 4: Health care and services for people with cognitive disability 273



and make their own decisions. People
with cognitive disability who are unable to
advocate strongly for themselves and who
have no family capable of doing so often
experience problems in navigating the
health system.*?

Sixteen parents gave evidence about
their experiences as advocates for their
children with cognitive disability.>* Some
of these parents described their advocacy
as ‘fighting’ for their child’s right to high-
quality care and treatment.>* Some
recounted their experiences in advocating
for the most basic and even life-sustaining
treatment for their children.>® Parents
usually have extensive knowledge of
their children’s needs and preferences.
For this reason, and also because of
deficiencies in continuity and coordination
of care in the health system, they may
have to assume responsibility for the
management of their child’s health.%®

For advocacy to be effective, parents
need support, education and training. One
witness said that despite being a doctor
herself, on one occasion she felt unable
to advocate adequately for her son on

her own.*” Advocating for a child’s health
takes a toll on many parents. At least two
parents said they feared dying because
there would be no-one to assume the

role of advocating for their child.® Some
parents told us that although navigating
the health system for their children had
been a challenge, they recognised that
they had a level of privilege in their
capacity to do so.%® Many people with
cognitive disability do not have the benefit
of strong advocacy support from parents
or other family members or supporters.®
There is therefore a need for independent

advocacy services for people with
cognitive disability and their families
to support them to navigate the
health system.®!

Lifetime health care

Preventative health care

Effective preventative health care

can reduce the onset and/or severity

of multiple health conditions for people
with cognitive disability. The importance
of effective preventative health care
was highlighted in research conducted
by experts who gave evidence at the
hearing.®?

Several withesses emphasised the
importance of regular health assessments
and discussed the Comprehensive Health
Assessment Program (CHAP), a tool
that can be used to prompt health care
and screening for people with intellectual
disability.®® The process of a health
assessment empowers participants,
including people with intellectual
disability, their supporters, primary-

care staff and general practitioners
(GPs). The benefits include obtaining
the health history in accessible form,
initiating consultations for overall review,
prompting GPs and primary-care staff

to consider commonly missed or poorly
managed conditions, and improving the
integration of primary health care with
disability support services. In practice,
regular health assessments are often
not conducted for people with intellectual
disability. Some witnesses said that
specific Medicare items were introduced
for regular assessments without a clear
implementation strategy.®*
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Dental health care

Oral health is also central to overall
wellbeing. It is a ‘whole-of-life’ issue
where everyone benefits from ongoing
professional and preventative care and
maintenance. Dental problems and gum
disease is particularly common among
people with intellectual disability, and
poor oral health correlates with increased
risk of several adverse health outcomes
or events.%®

Limited access to dental assessments
and treatment is a significant barrier
to oral health for people with cognitive
disability. This is a particular concern
for people with cognitive disability in
supported accommodation settings.
There are often long waiting times to
see ‘special needs dentists’ and we
heard that many dentists do not have
adequate skills to properly treat people
with cognitive disability.®®

Transition from paediatric to
adult health care

The transition from paediatric to adult
health care for people with cognitive
disability can pose particular challenges.
While paediatricians may coordinate

or case manage the medical care of
children with cognitive disability and
complex health care needs, when children
transition to adult health care they
encounter a shortage of both generalist
physicians and doctors specialising in the
care of people with cognitive disability.
This can result in young people falling
through service gaps and experiencing
poorer health outcomes during the
transition to adult care.®”

Mental health care

People with cognitive disability experience
higher rates of mental ill-health than

the general population but face barriers
to high-quality mental health care and
support. Medical experts gave evidence
that people with intellectual disability and
autism experience high rates of mental
health conditions, well above the rates
experienced in the general population.5®
They also stated that there are very high
rates of suicidal ideation experienced

by people with autism.®® Three parents
described their difficulties in attempting to
access effective mental health services
for their children with cognitive disability.”

Initiatives have been introduced to
improve mental health services, in
particular for people with intellectual
disability. At the time of the public
hearing, NSW Health was in the process
of establishing two state-wide tertiary
intellectual disability and mental health
hubs for adult, child and adolescent
patients who have an intellectual disability
and mental iliness.”" Expert witnesses
expressed the view that substantial
additional resources are required to
ensure that the initiatives significantly
improve mental health services for
people with an intellectual disability

and a mental iliness.™

End-of-life care

One witness who is an experienced
palliative care physician informed the
Royal Commission about cases where
patients with cognitive disability were,
in her view, inappropriately referred for
palliative care rather than offered other
available medical treatment.” Another
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medical expert gave evidence that people
with intellectual disability who require
palliative care are not necessarily referred
for that care.™

Integration of the health and
disability service sectors

Quality health care and better health
outcomes for people with cognitive
disability not only require improvements
to the health system itself, but also its
better integration with the disability
services sector.”

Because people with cognitive disability
can have complex health care needs,
coordination between disability and
health services is particularly important.
Despite the benefits of a holistic
approach, few shared models of care
between disability and health services
are in place. This is a particular issue with
oral health care, creating a need for more
effective training and interdisciplinary
communication tools to connect the oral
health and disability sectors.™

One advocate suggested that the
National Disability Insurance Agency
(NDIA) should establish a system to
include a health facilitation role in the
funding of NDIS plans for people with
complex health support needs.”” He
also expressed serious concern about
the minimal coverage of health in the
standards of the NDIS Commission.”
Another withess commented on the
detrimental effect of the NDIS on
existing partnerships between health
and disability services, and the need
for more coordination between them.”

The Royal Commission also received
evidence that the level of training and
competence of disability service staff can
be relevant to how well the disability and
health sectors work together.?® Disability
support workers need to be given basic
health training and education, so that they
are supported to deliver quality services.®"

Reduction of trauma
and distress

Health procedures and treatment for
people with cognitive disability can
cause trauma and distress. The sensory
environment can affect the behaviour
and emotional state of a person with
intellectual disability and/or autism. This
may lead to distress-induced behaviours
such as resisting treatment or attempting
to remove medical devices. The
consequences of such behaviour may
be detrimental to the patient’s health.

In some instances, staff or support people
may respond by resorting to restrictive
practices.®

Accumulated trauma through repeated
distressing experiences in hospitals

and other clinical settings can have
implications for every aspect of life for
people with cognitive disability. A number
of witnesses spoke in particular about the
unnecessary trauma caused by decisions
to deny pain relief to a person with
cognitive disability.®®

Several witnesses told us that adjustments
to procedures or environments could

and should be implemented to minimise
distress and trauma for people with
cognitive disability accessing health
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services.® Familiarisation and preparation
can be important means of reducing
distress for a person with intellectual
disability. The use of simple, picture-
based resources such as ‘social stories’
are valuable in assisting people with
cognitive disability to understand new
environments and the types of procedures
they may need to have. In some cases,
pre-medication may be required for a
person with cognitive disability to be able
to receive medical treatment or undergo
procedures without experiencing trauma.®

One medical expert expressed the view
that it is viable for the health system

to implement adjustments that are

most frequently needed for people with
intellectual disability, such as longer
appointment times, appointments being
booked at certain times of the day or
the use of visual aids to overcome
communication difficulties.®

Training and education
of health professionals

Several withesses stated that education
and training are needed to overcome
the problems associated with a lack of
skills and knowledge of some health
professionals who treat people with
cognitive disability.®” The education and
training of health professionals are said
to be central to ensuring that people
with cognitive disability have the same
opportunity to lead lives as long and
healthy as people without cognitive
disability.®

A strong theme from the evidence is
the urgent need to change assumptions

about, and attitudes towards, people with
cognitive disability. Many witnesses told
the Royal Commission that they believe
health professionals need additional or
different education or training so that
health decisions are not informed by their
perceptions, attitudes and assumptions
about cognitive disability.®®

Some witnesses who have children

with intellectual disability told us that
they make efforts to educate medical
students and doctors by demonstrating
that their children are not defined

by their disability.®® Many witnesses,
including people with cognitive disability,
also emphasised the importance of
directly involving people with cognitive
disability in educating and training health
professionals.®!

A second area of education and

training concerns communication by
health professionals with people with
cognitive disability and their families and
support people. As noted earlier, poor
communication has a significant impact
on access to quality health care for
people with cognitive disability.®?

Education and training also needs to

fill gaps in knowledge about cognitive
disability. If health professionals have
significant gaps in their knowledge and
understanding of people with cognitive
disability, it is more likely that the
diagnoses will be inaccurate and that the
health care needs of people with cognitive
disability will not be adequately met.*3

The Royal Commission heard that
better education and training should be
embedded at all levels of theoretical study
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and clinical practice, from undergraduate
study to practical training to continuing
professional development. On this
approach, education and training should
apply across the health profession, from
clerical and administrative staff to clinical
health professionals. Medical experts
also told us that programs of continuing
education should incorporate mandatory
content on cognitive disability.®

Collection of data and research

Sound policy initiatives can be formulated
only if they are supported by evidence.
Vigorous research and the systematic
and comprehensive collection of data

are critical to developing policies that

will improve health outcomes for people
with cognitive disability. Research and
reliable data can expose unacceptable
disparities in health outcomes; highlight
the health needs of particular groups,
such as people with cognitive disability;
establish a solid foundation for advocates
to advance reform proposals; and assist
governments and other policymakers to
evaluate health services and address
deficiencies in the quality of health care.®

Evidence from Public hearing 4 illustrates
the disparity between the life expectancy
of people with cognitive disability and that
of the general population. This is cause
for significant concern and speaks to an
ongoing critical neglect of the health care
needs of people with cognitive disability.

Professor Trollor gave evidence that,
based on an extrapolation from NSW
data, he estimated that about 400 people
with intellectual disability over the age

of 20 die in Australia each year from

preventable causes.® However, he stated
that there has been a limited amount of
research examining the cause of death
among people with intellectual disability or
among autistic populations in Australia.®”
He also pointed to a lack of a consistent
method for tracking and publishing
mortality data, which would detect gaps

in care and care pathways and direct
future health care spending.®®

Despite much valuable research
conducted in Australia, increased
funding is needed to fill gaps in the
available information on the health of
people with cognitive disability. More
funding is required to support targeted,
comprehensive and reliable research
into the health of people with intellectual
disability and people on the autism
spectrum.®®

Government witnesses acknowledged
limitations in data collection about the
health of people with cognitive disability
at a state and national level.'® We heard
about the draft National Roadmap for
Improving Health Services for People
with Intellectual Disability that is being
developed by the Australian Government
Department of Health, in collaboration
with various experts and advocacy
groups. We heard that an element of the
draft roadmap recognises that research,
data and measurement are key platforms
for tracking the health outcomes of people
with intellectual disability and assessing
the efficacy of initiatives to improve
them.'®' The draft roadmap recommends
the building of a national data asset on
the health of people with intellectual
disability."?
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Initiatives to improve health care

New South Wales initiatives

There has been much-needed progress
in New South Wales in recent years
with respect to health care and services
for people with intellectual disability.
The Royal Commission heard that New
South Wales is more advanced than
other Australian states and territories
on initiatives to improve health care for
people with intellectual disability.’®® At
the same time, the evidence is clear that
there is more to be done."*

For example, many witnesses referred to
a document known as The Essentials.'%
This is a guide for public health services
to enhance their capability to work with
people with intellectual disability. It was
published in 2017 by the Intellectual
Disability Network of the NSW Agency
for Clinical Innovation. NSW Health told
us that while data on the use of The
Essentials is not collected at a state-wide
level, the guide had been presented,
demonstrated and discussed at many
levels.' Several withesses emphasised
the need for greater use of the guide

in New South Wales, as well as the

need to launch it, or something similar,
nationally.%”

NSW Health has also had a Service
Framework to Improve the Health Care

of People with Intellectual Disability since
July 2012. It has also set up and funded
three specialist intellectual disability
health teams for patients with complex
and chronic health conditions. The Royal
Commission heard that these teams were
still being established at the time of Public

hearing 4 and that their work must be
reported against indicators to ensure that
the model leads to meaningful outcomes
and reduces avoidable health gaps for
people with intellectual disability.1%®

As noted, NSW Health is also in the
process of establishing two state-wide
tertiary intellectual disability and mental
health hubs. While there has been some
progress on mental health care for people
with intellectual disability in the state,

the actions for people with intellectual
disability set out in Living Well: A Strategic
Plan for Mental Health in NSW 2014
2024 have not been fully implemented.'®®

Australian Government
initiatives

One advocate informed the Royal
Commission that the whole mainstream
health system in Australia needs to lift
its capacity to respond appropriately to
people with intellectual disability."® At
the same time, a network of specialised
intellectual disability health services

should be created, as has begun in New
South Wales.™"

Several witnesses discussed the national
roundtable on the health of people with
intellectual disability held in August 2019,
which was organised by the Australian
Government Department of Health."?
Witnesses from the department described
the roundtable and the draft National
Roadmap for Improving Health Services
for People with Intellectual Disability.

We heard that a second roundtable

was planned to further develop the draft
roadmap, and that state and territory
government representatives were invited

Public hearing 4: Health care and services for people with cognitive disability 279



to attend. However, we understand that
this was postponed due to the COVID-19
pandemic."3

The Royal Commission heard about

the ‘key elements’ of the draft roadmap
and that funding these elements are
decisions for the Australian, state and
territory governments and relevant non-
government organisations.'* We also
heard from experts and advocates that
while they believe the draft roadmap is
extremely important, they have concerns
that it does not respond urgently enough
to the deficits in health care and systemic
shortcomings in the health and disability
systems.™s

The draft roadmap is focused on
improving health care for people with
intellectual disability and not people with
cognitive disability more broadly. Despite
the challenges experienced by people
with autism in accessing and receiving
health care described by a number of
witnesses, there appears to be a dearth
of national initiatives directed towards
this group."®

Findings and areas
for further inquiry

In our report of Public hearing 4 we did
not make factual findings about specific
incidents or about whether a particular
person, agency or government had
engaged in violence against, or abuse,
neglect or exploitation of, a person with
cognitive disability. We did, however,
consider all the evidence received during
and following the hearing, along with the

submissions made by various parties
afterwards. Based on that evidence,
we found that there has been and
continues to be systemic neglect of
people with cognitive disability in the
Australian health system.”

The Royal Commission is continuing

to examine issues of health and health
care affecting people with disability in
Australia, including ways in which the
systemic neglect of people with cognitive
disability in the health system can be
addressed. We set out below specific
areas for further inquiry.

Quality health care

The Royal Commission will investigate
the measures needed to enable people
with cognitive disability, where possible, to
make informed decisions about their care
and treatment and to exercise choice and
control in their interactions with the health
system. Consideration will be given to:'"®

+ the practical significance of a
‘person-centred approach’ of health
professionals and institutions to
people with cognitive disability
and how such an approach can be
implemented more widely

» the training and other measures
required to encourage health
professionals and staff to acquire the
understanding and skills necessary to
communicate clearly and effectively
with people with cognitive disability

* how collaborative planning between
people with cognitive disability
and health professionals can be
encouraged within the health system.
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Attitudes, assumptions + assess whether the policies, practices
and culture and information are available in
formats that can be readily accessed

The Royal Commission will investigate and lfr)ders'tooc'j .by pec?ple W_it_h
the ways in which negative attitudes cognitive disability, their families
towards people with cognitive disability and support persons

within the health system reflect outcomes

* report on actions that can and
and inflict distress. We will investigate:'® P

should be taken to make the policies,
practices and information available
in formats that are capable of

being more readily accessed and
understood by people with cognitive

» the nature and extent of diagnostic
overshadowing and how it can be
reduced and, so far as feasible,

eliminated
disability, their families and support

+ the education and training necessary persons.
to enable health professionals and
staff to better address negative In approximately 12 months the Royal
attitudes and assumptions Commission will:**!

+ the changes required in the policies * seek an update from Commonwealth,
and practices of the authorities in state and territory health departments
each state and territory to ensure and primary health networks (PHNSs)
that the cause of death of a person in relation to the reviews referred
with cognitive disability is accurately to above
recorded and not wrongly attributed
to the disability. * determine what recommendations

should be made in relation to the

Communication and issues raised by the reviews

information sharing  seek an update from the
Commonwealth Department of Health
In addition to investigating the means (Commonwealth Health) as to the
of improving communication at the steps it has taken to improve the
three levels referred to above, the accessibility of My Health Records
Royal Commission will request to people with cognitive disability
Commonwealth, state and territory and to promote the use of My Health
health departments to:'?° Records by people with cognitive

disability including through PHNs
* undertake a review to identify their

policies, practices and information * determine what recommendations it
relating to the health needs and care should make in light of the updates
of people with cognitive disability from the health departments.
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Health system challenges

The Royal Commission will investigate:'2

the particular barriers limiting the
access of people with cognitive
disability living in regional, rural and
remote areas to quality health care
and the measures required to break
down those barriers

the multiple forms of disadvantage
experienced by First Nations people
with cognitive disability, particularly
those living in regional, rural and
remote areas

the barriers to adequate health care
faced by First Nations people with
cognitive disability and the extent
to which these barriers contribute

* whether health facilitators or
independent advocates for people
with cognitive disability could be
funded through the public health
system

* how such a scheme could work, for
example through services provided
by GPs or through NDIS funding.

Considering the comments and advice
received, the Royal Commission will
consider what recommendations, if
any, should be made.

Lifetime health care

Preventative health care

The Royal Commission will request
Commonwealth Health to consider:'?

to disparities in health outcomes
for this group of people

» the culturally appropriate measures
that should be taken to improve
access to health services
for First Nations people with cognitive
disability in light of the multiple forms
of disadvantage they experience

» the means by which people with
cognitive disability, their families,
carers and support persons can be
supported in advocating for health
care and treatment, including support
for independent advocacy and self-
advocacy.

The Royal Commission will also request
the Commonwealth, state and territory
governments to provide comments and
advice on:'%®

devising and implementing a strategy
to encourage greater uptake of annual
health assessments for people with
cognitive disability both through
primary health networks and key
health services that reach people

in First Nations and culturally and
linguistically diverse communities,

or who live in regional, rural and
remote communities

revising Medicare Benefits Schedule
(MBS) item numbers applicable to
comprehensive health assessments
for people with intellectual disability
and people with autism, and devising
and implementing a strategy to
encourage uptake of the revised
MBS items.

282 Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability: Interim Report



In approximately 12 months the Royal
Commission will:'

» seek an update from Commonwealth
Health as to its consideration of the
matters identified above

» after receiving the update, determine
what recommendations the Royal
Commission should make in relation
to those matters.

Oral health

The Royal Commission will investigate:'®

+ the measures required to increase
awareness among dentists, other
health professionals and disability
support workers of the oral health
needs of people with cognitive disability

» the establishment of pathways to
promote collaboration and coordination
between disability support workers
and dental services, as a means of
improving the oral health of people with
cognitive disability

* training programs to increase
awareness among dentists and other
health professionals of practices that
reduce stress and anxiety among
people with cognitive disability who
seek or receive oral health care.

Transition to adult health care

The Royal Commission will investigate
the measures required to establish a
planned process for the transition of
young people with cognitive disability
into the adult health system, including
a process for addressing sexual and
reproductive health.'?”

Mental health

In approximately six months the Royal
Commission will seek an update from
Commonwealth Health concerning:'#®

» implementation of recommendations
made in Accessible Mental Health
Services For People with Intellectual
Disability: A Guide For Providers
and the additional measures
Commonwealth Health proposes to
take to ensure full implementation of
those recommendations

* implementation of the Communiqué
entitled ‘Recommendations from the
National Roundtable on the Mental
Health of People with Intellectual
Disability 2018’,'® including the
resources that have been allocated for
that purpose, including an assessment
of additional measures and funding
required to ensure full implementation
of those recommendations

» further initiatives that are required at a
national level to improve mental health
care for people with autism.

In approximately six months the Royal
Commission will seek an update from
NSW Health concerning:'*°

+ further implementation of Living Well: A
Strategic Plan for Mental Health in NSW
2014—-2024 in relation to the particular
needs of people with cognitive disability
(including people with autism)

» the functioning, resourcing and further
roll-out of the Intellectual Disability/
Mental Health Tertiary Specialist Hubs

» action taken by NSW Health in light
of the evidence at Public hearing 4
in relation to the mental health care
needs of people with autism.
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The Royal Commission will also
request primary health networks
to provide information concerning
regional planning, integration and
commissioning of mental health
services for people with cognitive
disability (including people with
autism) at a local level, and the
extent to which this planning work
has involved the participation of
people with cognitive disability.'

In light of responses and information
received from Commonwealth Health,
NSW Health and the primary health
networks, the Royal Commission will
determine what recommendations the
Royal Commission should make on
these issues.

Palliative care

The Royal Commission will investigate
the inclusion of people with cognitive
disability in the National Palliative Care
Strategy and the measures needed to
prevent referrals to palliative care in
circumstances where medical treatment
can and should be provided.'3?

Integration of health
and disability services

The Royal Commission will investigate: '

» the means by which coordination
can be achieved between health
care and disability services to address
the complex health needs of people
with intellectual disability and people
with autism

+ the extent to which the individual
funding model of the NDIS militates
against coordination between the
health care and disability sectors

* how violence against, and abuse,
neglect and exploitation of, people with
disability can be minimised through the
quality and safeguards system of the
NDIS Commission, including how that
system can encourage and facilitate
the integration of health care and
disability support services.

The Royal Commission will also inquire
into the practices and systems adopted in
closed settings such as group homes that
may limit people with cognitive disability
from accessing appropriate

health care.'*

Reduction of
distress and trauma

The Royal Commission will investigate
adjustments that should be made to the
hospital and clinical environment and to
clinical procedures to minimise stress for
people with cognitive disability consulting
health professionals, undergoing tests,
receiving treatment or being admitted

to hospitals.'®

Training and education
of health professionals

The Royal Commission will consider

how training and education of health
professionals can result in better quality
health care and outcomes for people with
cognitive disability. In particular, the Royal
Commission will investigate further:'3
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+ the nature and content of training
relating to cognitive disability
currently provided to people
studying to become health
professionals or already practising
as health professionals

+ the extent to which training
programs currently involve the
participation of people with cognitive
disability, their families, carers or
support persons

» the effectiveness of education
programs designed to improve
communication between health
professionals and people with
cognitive disability and to address
unconscious bias and negative
assumptions held by health
professionals about the value
of lives led by people with
cognitive disability

» the nature of training and education
required to equip health professionals
with the skills, knowledge and
understanding necessary for the
correct diagnosis of conditions
experienced by people with cognitive
disability and to avoid diagnostic
overshadowing.

In light of these investigations, which

may require a further short public hearing,
the Royal Commission will determine the
recommendations it should make

on these matters.

Collection of data and research

In approximately six months the Royal
Commission will seek an update from
Commonwealth, state and territory health
departments as to measures taken since
Public hearing 4 to:""

» improve the collection and analysis
of data relating to the health care and
health needs of people with cognitive
disability, including data collected on a
national basis

* ensure that data is collected and
presented in a form that can be
usefully analysed by research centres
and institutes for the purposes of
research into the health needs and
health care of people with cognitive
disability

* provide ongoing funding to
independent centres or institutes
capable of conducting high
quality research or data analysis
relating to the health care and health
needs of people with cognitive
disability.

The Royal Commission will also request
information from government and
non-government agencies about their
capacity to collate and publish accurate
data on mortality rates and causes of
death of people with cognitive disability,
with a view to collecting and publishing
data on a national basis.'®

In light of the information received, the
Royal Commission will determine the
recommendations it should make in
relation to data collection and research.
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Initiatives to improve health care

The Royal Commission will request
information from state and territory
health departments, other than NSW
Health, about:'3°

» whether they operate specialist
health services for people with
cognitive disability or have plans
to create any such services

* whether they have resources similar
to The Essentials used in New South
Wales or could implement The
Essentials or similar resources.

In approximately six months the Royal
Commission will seek an update from
NSW Health about: %

» the proposed timetable for evaluation
of the specialist intellectual disability
health teams

* progress in implementing a state-wide
service model for specialist intellectual
disability health teams and whether
this model will cover all Local Health
Districts (LHDs)

» plans to ensure that people
with intellectual disability in
non-metropolitan areas have
access to the specialist intellectual
disability health teams

» further measures that will be taken
to ensure more comprehensive
implementation of The Essentials.

The Royal Commission will request
information from Commonwealth Health
about the date set for the second National
Roundtable after it was postponed due

to the COVID-19 pandemic and progress
that has been made in developing the
draft roadmap.™"

In approximately 12 months the Royal
Commission will seek an update from
Commonwealth Health about:#

» the postponed second National
Roundtable and the measures
Commonwealth Health has taken
to implement the draft roadmap

+ the steps it has taken to develop
similar initiatives focused on the
health and health care needs of
people with autism.

In light of the information received, the
Royal Commission will consider what
recommendations should be made in
relation to initiatives to improve health
care and services for people with
cognitive disability.
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Gregory, Beth and Maya*

* Names changed and some details removed
to protect people’s identities. Narrative
based on a submission to the Royal
Commission. Note that the submission and
this narrative did not form any part of the
evidence at the public hearing discussed in
Chapter 14 of this report.

Maya migrated to Australia in

the 1990s and has been working

in the Australian health system as

a medical professional ever since.

In her submission she said, The fact
that | experienced challenges related
to access within health all through my
children’s lives ... Is evidence that the
system needs to make changes.’

Gregory and Beth, Maya's children,
had a very severe form of a
neuronal migratory disorder. Their
illness meant they were unable to
move independently and required
wheelchairs; and they had low
muscle tone, which also affected
their breathing and their ability to
swallow. Both children were non-
verbal, but Maya believes they were
cognitively more aware than they
could communicate: ‘Over time we
managed to establish consistent
communication with Gregory. He
could make choices and respond
to yes and no questions.’

Gregory was diagnosed 12 days after
he was born, and his parents were
told that he would die within a month.
Even more devastating than being

told he would die, said Maya, was
being told that he was ‘intellectually
zero” and would never recognise his
parents. Maya said that over time they
discovered that Gregory and Beth were
‘quite bright".

Gregory did not die within a month; he
lived into his early teens. Beth lived
for more than three years. Most of the
challenges Maya's family encountered
with the health system occurred in the
last few months of Gregory's life.

When a person can’'t communicate, or
can't communicate in a traditional way,
Maya said:

their lives are viewed as having
poorer quality and they are
viewed as second class citizens
... Many of our issues stemmed
fromn communication breakdown
or pre-judgement of a situation
and decision-making that is not
clinically based.

One example of this occurred towards
the end of Gregory's life. Gregory

had never had any urinary issues but
suddenly he was having episodes

that caused him great distress. He
was groaning and crying - which was
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unusual because he was placid by
nature and, having very weak vocal
cords, rarely made a sound.

Maya and her husband knew
something was wrong. Local clinicians
reviewed Gregory and said he was
dying. It was a few days later that
Maya realised that Gregory's distress
escalated whenever he was passing
urine and that there was a white
chalky discharge. The clinicians said
that it was probably semen and was to
be expected for a boy his age.

Maya insisted on a scan or ultrasound
to check what was going on. The
ultrasound showed renal stones. The
doctor said that the stones were in a

location that would not cause any pain,

and that she would follow up in a few
days. The next day Gregory was still in
distress, so his parents took him to an
emergency department.

The medical staff there talked to

Gregory’'s primary medical contact,
then told Maya and her husband to
take Gregory home because he was

dying.

Maya refused to go home while
Gregory was in so much distress, and
asked them to investigate the cause.

‘| had to fight to have a request sent to
the urology team to review the reason
for his urinary retention.’

Narrative

During his hospitalisation, Gregory's
physical care needs were neglected.
Maya said:

We went home for one night and
came back to find Gregory lying
In a bed soaked with urine and
faeces. It was devastating that my
own colleagues did not look after
Gregory. | shudder to think about
what others with no links to the
hospital faced.

This is only a small part of

the challenges we faced ... We
struggled to be heard and felt
frustrated and angry about the
lack of effort invested in helping
us identify the reason for Gregory's
distress.

Because Maya worked in the service
where her family experienced most

of the issues, she did not make a
complaint. ‘I did not have the strength
to deal with the consequences and |
was not confident about the outcome.”’

She told us:

| have really struggled in the
bereavement period, because | feel
that | let Gregory down. | feel that
Gregory’'s pain and suffering at the
end took away his passion for life
and his will to live. Gregory and
Beth were integral to our family
and we miss them.
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Quinn and Natalie*

* Names changed and some details removed
to protect people’s identities. Narrative
based on a submission to the Royal
Commission. Note that the submission and
this narrative did not form any part of the
evidence at the public hearing discussed in
Chapter 14 of this report.

Natalie told us she is sick and tired

of health professionals ‘assessing
someone’'s mental abilities by looking
atthem’. For example, a dentist once
told her that it didn’t matter if her
son, Quinn, ‘lost all his teeth ... he had
no mental capacity to care and that |
was only concerned because it would
bother me’.

Natalie told us that, since his teen
years, Quinn has had problems
accessing dental services. She
explained how he needs general
anaesthetic because his anxiety
prevents him from staying still. He is
autistic and has a cognitive disability,
and he has difficulty allowing the
dentist to get close to him.

When he was 15 years old Quinn was
part of an NDIS trial which meant
that, for the first time, he had a
caseworker who helped Natalie find
a dental service. As a single mother
with another boy, the caseworker was
a godsend. The problem, Natalie said,

was the dental service could only be
accessed every two years. If problems
arose in between times, they were
back to the drawing board.

Natalie said that's why Quinn ended up
at the city dental hospital being told his
teeth didn't matter; he didn't matter.

Quinn may not speak, ‘but he certainly
has a lot of understanding and
emotions and feelings,” said Natalie.
By the time they left the hospital 'he
was melting down from the noise,

the stress and the 4 hour trip there
and back’.

In the end the dental hospital
wouldn’'t admit him for dental work
for three years.

Back home, with Quinn still in pain,
Natalie went to the media. This
triggered a change in policy in the
local area and Quinn had his teeth
fixed a year before he was scheduled.
Everything was good for a few months
until one of the fillings fell out. Natalie
contacted the local service who did the
original work, but they refused to help
this time and suggested she have it
fixed privately, which she could

barely afford.

A friend recommended a private clinic
in the city that did sleep dentistry as
an alternative to general anaesthetic.
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After a long trip and a long wait,

Quinn was jittery and found it hard to
sit still. Natalie said the anaesthetist
reacted badly and inappropriately,
yelling at Quinn and the nurses, saying
he couldn’t do his job if Quinn kept
moving around. He also demanded
Quinn’s consent, which Quinn couldn't
give. Natalie left in tears. Quinn left
shaken and still missing a filling.

Natalie told us the clinic should
have offered Quinn a sedative before
his appointment, but the clinic was
running behind schedule and forgot.

Natalie told us she is desperate. In
addition to the media she has spoken
to her state and federal politicians.
They have offered some assistance,
but she is often told about a service
only to find out that the service isn’t
available or isn't suitable.

‘What we have had to go through
for dentistry | wouldn’'t wish on your
worst enemy,” said Natalie.

Natalie would like to see better access
to public dentistry and training for all
medical professionals in how to treat
patients with disabilities. Basic respect
should be at the top of the list. She
would also like to see sleep dentistry
available in regional areas for people
like Quinn.

Narrative
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15. Nature and extent of violence against,
and abuse, neglect and exploitation of,
people with disability

Key points

* High quality data is important for developing good policy and holding governments
and organisations to account. Without good data, it is not possible to know whether
violence against, and abuse, neglect and exploitation of, people with disability is
happening more often, or less often.

* The Survey of Disability, Ageing and Carers contains good data on the number of
people with disability in Australia. In 2018, there were around 4.4 million people
with disability, or about 18 per cent of the population. The percentage of people with
disability is much higher among First Nations people. In 2018-19, more than one-third
of First Nations people had disability.

* We do not have good data on the extent of violence against, or abuse, neglect
and exploitation of, people with disability. Multiple previous reports and inquiries
have noted the absence of this data, and governments and others have been
told many times to improve their data collections. Data, however, remains limited.
This is especially the case for data about groups of people who may be more
vulnerable to violence, abuse, neglect and exploitation, such as children, people with
communication disability, First Nations people, culturally and linguistically diverse
people, and LGBTIQ+ people with disability.

» There is no public data on the extent of violence, abuse, neglect or exploitation
experienced by people with disability in particular settings, such as schools, residential
out-of-home care, the youth and criminal justice systems, specialist disability
accommodation or segregated work environments.

+ The data we do have is sourced from the Australian Bureau of Statistics Personal
Safety Survey (last conducted in 2016) and the National Aboriginal and Torres
Strait Islander Health Survey (last conducted in 2018-19). This data is limited to
experiences of violence and only covers some people with disability. There is no
data on neglect or exploitation.

+ The available data suggests that in 2016, almost 2.4 million people with disability
aged 18-64 years (almost two in three) had experienced violence in their lifetime.
In a 12-month period, people with disability are twice as likely as people without
disability to experience violence.

+ First Nations people with disability experience high rates of violence. In a 12-month
period, around 6 per cent of First Nations adults with disability experience physical
violence. First Nations people with disability comprise 52 per cent of all First Nations
victims of recent physical violence.
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Introduction

Previous chapters have detailed how
past inquiries, the media, organisations
working for people with disability and
others have documented the many

ways that people with disability have
experienced violence, abuse, neglect and
exploitation. This Royal Commission has
started to hear about these experiences
through public hearings, submissions,
community forums and private sessions.

A constant theme has been the need for
reliable data.” Data on who has disability,
and their experiences of violence, abuse,
neglect and exploitation, helps identify the
causes of this violence, abuse, neglect
and exploitation and guide the design

of programs and policies to prevent it.
Data helps to monitor the effectiveness
of these programs and policies, and can
hold governments and organisations
accountable for improving outcomes

for people with disability.

There remains limited data on the
experiences of people with disability of
violence, abuse, neglect and exploitation.
This data gap is especially marked for
groups of people who may be more
vulnerable to violence, abuse, neglect and
exploitation, such as children, people with
communication disability, First Nations
people, culturally and linguistically
diverse people, and LGBTIQ+ people
with disability. There is also very little or
no data on people with disability living in
institutions, such as prisons or healthcare
facilities, or who are homeless.

This chapter starts with a discussion

of why good data is important. It details
findings and recommendations from
some previous inquiries that have
called for data improvements.

We discuss what data is available

and what remains unknown.

Next, we describe what is known about
the number of people with disability, as
well as what is known about the number
of people with disability who have
experienced violence, abuse, neglect
and exploitation. This chapter relies on
existing data in this area. It does not use
information from our public hearings,
submissions, community forums or private
sessions — other chapters of this report
discuss this information.

The chapter ends with a discussion of
the Royal Commission’s future directions
and areas of inquiry to fill key data gaps.
This includes:

* examining the adequacy of data use
at the NDIS Quality and Safeguards
Commission (NDIS Commission)

» research to scope a prevalence
study on the extent of violence,
abuse, neglect and exploitation
experienced by people with disability

* examining the ways that
administrative data sources, such
as the National Disability Data Asset,
can be used to monitor changes
in violence, abuse, neglect and
exploitation over time.
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We use data to understand complex problems

Why good data is important

Why do statistics matter? Put simply, they are the evidence
on which policies are built. They help to identify needs, set
goals, and monitor progress. Without good statistics, the
development process is blind - policymakers cannot learn

from their mistakes, and the public cannot hold
them accountable.?

The World Bank, 2000

The concept of using statistics and data
to inform policy is not new.® However, it
has gained momentum in recent years
as governments and others aim to use
a ‘common sense method’ to tackle
complex problems.*

Violence against, and abuse, neglect and
exploitation of, people with disability is a
complex problem. It has many causes and
can be difficult to detect when it occurs.
There is no single solution or ‘silver bullet’
to stop it from happening. Governments,
organisations, advocacy groups and others
must work together to prevent it. They
must also work together to better identify it
when it does occur, and to support victims,
their families and supporters and the
community to respond in appropriate ways.

Without high quality data, it is difficult for
governments and organisations to plan
policies and programs that will prevent
violence against, and abuse, neglect

and exploitation of, people with disability.
Data is needed to set goals and measure
success against these goals, and to
allow others to hold governments and
organisations accountable for delivering
on these goals. Data helps track progress
on important action plans, such as the
National Disability Strategy, and whether
the Australian Government is meeting its
responsibilities under the United Nations
Convention on the Rights of Persons with
Disabilities (CRPD).

Without detailed data, it is not possible to
understand whether a particular program
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or policy has had an impact for a specific
group, such as women, young people,
First Nations people, culturally and
linguistically diverse communities, and
LGBTIQ+ communities. And yet it is often
these groups about whom we know least.

The call for better
data is not new

Violence against, and abuse, neglect
and exploitation of, people with disability
is not a new problem. Chapter 1, ‘Why
this Royal Commission is needed’,
provides an overview of the history of
violence against, and abuse, neglect
and exploitation of people with disability.
It also describes the determination of
people with disability and their advocates
to bring social change and establish

this Royal Commission. Appendix B

lists the many past inquiries that have
addressed violence against, and abuse,
neglect and exploitation of, people with
disability, including many that have
made recommendations to improve
data collection.

For example, in 2013, the United Nations
Committee on the Rights of Persons
with Disabilities recommended the

many steps Australia should take to
meet its obligations under the CRPD.?
This included developing nationally
consistent measures for the collection
and public reporting of data related to
violence against, and abuse, exploitation
and neglect of, people with disability.®

In 2019, the same committee noted

the persistence of data gaps and again
recommended that they be addressed,
especially as they relate to women,

children and First Nations people
with disability.”

In 2015, the Australian Parliament’s
Senate Community Affairs Reference
Committee published a report on
violence, abuse and neglect against
people with disability in institutional and
residential settings.® The report noted
that there were ‘no nationally consistent
data sets available to describe the extent
of violence, abuse and neglect of people
with disability’.° The committee singled out
the Australian Bureau of Statistics, noting
that two of its main surveys — the Survey
of Disability, Ageing and Carers and the
Personal Safety Survey — did not include
questions that enabled an understanding
of the extent of violence, abuse or
neglect against people with disability.
The committee’s concluding view was
that it was:

concerned with the lack of reliable
statistical data available for policy
development to eliminate violence,
abuse and neglect of people with
disability. The use of passive and active
exclusion of people with disability from
the statistical record of our country
means that issues of violence, abuse
and neglect continue to remain out-of-
sight and out-of-mind.™®

In recent years, Australia has made some
changes to the way in which it collects
and reports data on violence against

and abuse of people with disability. For
example, the Personal Safety Survey
from 2016 included questions to identify
people with disability and their type of
disability. However, some groups the
Senate Community Affairs Reference
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Committee identified in 2015 are still not
included in the survey." These groups
include people living in institutional
settings and those who might require
some form of communication support,
such as some people with intellectual
disability, some Deaf people, and some
people from culturally and linguistically
diverse backgrounds.

There remains no nationally consistent
data on neglect or exploitation of people
with disability. Sources may include
information about neglect of people with
disability, such as hospital admissions
records. However, this data does not
show which records relate to people with
disability or is not detailed enough to form
the basis for good policy. No sources of
data compile information on exploitation
of people with disability.

The Royal Commission is reviewing past
inquiries and reports, to examine why
recommendations for improved collection
of data have not been followed (see
Chapter 11, ‘Research and policy’).

This will help us understand how to better
advise governments, organisations and
others to collect, monitor, and publicly
report data on violence against, and
abuse, neglect and exploitation of,
people with disability.

The following section describes what
data is available, and its limitations for
understanding the extent of violence,
abuse, neglect and exploitation
experienced by people with disability.
As mentioned, we end this chapter with
three options for addressing data gaps.

Data on disability

Australia collects good statistics
on the number of people with
disability

Australia collects high quality statistics on
the number of people with disability in the
population. The best available source is
the Australian Bureau of Statistics Survey
of Disability, Ageing and Carers. The
survey is ‘high quality’ because it:

* is conducted frequently
(every three years)

* isrecent (last conducted in 2018)

* uses a detailed set of questions to
determine whether a person has
disability (166 questions, see
‘How the Australian Bureau of
Statistics defines disability’ below)

* samples many people.

This means the survey results are a good
measure of the number of people with
disability in the general population. In
2018, the survey sampled 65,000 people,
including almost 12,000 people who

lived in ‘cared accommodation’.’? This
expression refers to housing in a health
service building, such as hospitals, aged
care hostels, mental health facilities and
group homes for people with disability.

We have used the Survey of Disability,
Ageing and Carers to estimate the
number of people with disability in
Australia (see ‘What we know about

the number of people with disability in
Australia and the nature of their disability’,
later in this chapter).
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How the Australian Bureau of
Statistics defines disability

The Australian Bureau of Statistics
defines disability as ‘any limitation,
restriction or impairment which restricts
everyday activities and has lasted, or is
likely to last, for at least six months’."

The Australian Bureau of Statistics does
not directly ask a person whether they
have disability.” Instead, it asks questions
to determine whether the person needs
assistance, or has difficulty with, or uses
aids or equipment to perform, different
types of activities'® These activities
include self-care (such as showering,
bathing or dressing), household chores,
schooling and meal preparation. People
who experience restrictions or limitations
in these everyday activities are classified
as a person with disability, and people
who experience no restrictions or
limitations are classified as a person
without disability."”

Based on the answers to survey
questions, the Australian Bureau of
Statistics also identifies whether a person
has ‘profound or severe’ disability.

According to the Australian Bureau
of Statistics, a person with ‘profound
or severe’ disability:®

* is unable to do, or always needs
help with, self-care, mobility or
communication or

* sometimes needs help with self-
care or mobility but has difficulty
understanding or communicating
with others.

How the Australian Bureau of
Statistics groups disability types

In addition to grouping people with
disability based on the ‘severity’ of
disability, the Australian Bureau of
Statistics groups people according

to whether the disability relates to the
functioning of the mind or senses, or to
anatomy or physiology.'® These disability
‘types’ may refer to a single disability

or a number of similar disabilities. The
disability types used by the Australian
Bureau of Statistics are described in
Table 15.1, with examples of the kinds of
impairments that restrict daily activities.?
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Table 15.1: List of disability types used by the Australian Bureau of Statistics

Disability type Examples of impairments that restrict daily activities

Physical » Shortness of breath or breathing difficulties

« Blackouts, seizures or loss of consciousness
» Chronic or recurrent pain or discomfort

* Incomplete use of arms or fingers

Sensory » Loss of sight, not corrected by glasses or contact lenses

* Loss of hearing where communication is restricted
or an aid is used

» Speech difficulties

Psychosocial * Nervous or emotional conditions
* Mental illness
* Memory problems or periods of confusion

» Social or behavioural difficulties

Intellectual + Difficulty learning or understanding things

Head injury, stroke or * Head injury, stroke or other acquired brain injury
acquired brain injury with long-term effects

Other * Any other long-term conditions or ailments that require

treatment or medication, and still restrict everyday activities

* Any other long-term conditions that restrict everyday
activities.

Source: Australian Bureau of Statistics (2019).
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Good data on disability
for First Nations people

While First Nations people are

included in the Survey of Disability,
Ageing and Carers, we have used a
different source to estimate the number
of First Nations people with disability.
This is the Australian Bureau of Statistics
National Aboriginal and Torres Strait
Islander Health Survey. We have used
this survey because it included more
First Nations people (nearly 11,000 in
2018-19) and was specifically designed
for use with First Nations people. For
example, all interviewers for this survey
first participated in cultural awareness
training to ensure they understood
cultural considerations for specific
communities. Where possible,
interviewers were accompanied by
local First Nations advisors to explain
the purpose of the survey to participants,
introduce the interviewers and help

find residents who were not at home.?!

We know less about
disability for LGBTIQ+
communities

We have used the Australian Bureau

of Statistics General Social Survey to
estimate the number of gay, lesbian

and bisexual people with disability.

The General Social Survey collects
information about people aged 15 years
and over, and is the only national survey
that collects information on both disability
and sexual identity.?? The survey was last
conducted in 2014, and included almost
13,000 people.

In the General Social Survey, people

are asked whether they identify as
heterosexual, gay or lesbian, or bisexual.
A small number of people responded
they ‘did not know’ or said they identified
as something ‘other’ than the options
provided. These response options may
give too narrow a picture of the number of
LGBTIQ+ people with disability, because
they do not include people who identify
as transgender, or intersex, queer or
questioning people.

The General Social Survey was not
designed to measure the number of gay,
lesbian and bisexual people with disability.
Estimates from the General Social Survey
should be interpreted as ‘indicative’ rather
than precise.

Data on violence,
abuse, neglect and
exploitation

Limited national data on
violence, abuse, neglect
and exploitation

We reviewed the public data in Australia
to understand what was available

on people with disability and their
experiences of violence, abuse, neglect
and exploitation. We found that there
was some data on violence and abuse,
but none on neglect or exploitation.

The data on people with disability and
their experiences of violence is from the
Australian Bureau of Statistics Personal
Safety Survey, which was last conducted
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in 2016. The survey collects information
from men and women aged 18 years
and over about their experiences of
violence since age 15. More than 20,000
people completed the 2016 survey,
including around 6600 people with
disability.®

The scope of the Personal Safety
Survey is broad. People completing

the survey are asked about their current
and past experiences of violence from
an intimate partner, emotional abuse,
stalking, sexual harassment and general
feelings of safety.?* They are also asked
about their experiences of maltreatment
before the age of 15. This includes sexual
and physical abuse, and witnessing
violence between a parent and the
parent’s partner.

While the Personal Safety Survey is a
valuable source of data on experiences
of violence and abuse for people with
disability, it also has limitations:

* The survey excludes children and
thus no national survey data is
available on children with disability
and their experiences of violence,
abuse, neglect or exploitation.?®
While the survey excludes children,
adults are asked about their
experiences as children.

* The survey excludes people living
in institutions such as prisons
and aged care homes, and those
experiencing homelessness.?

* The survey excludes people
who cannot give their answers
confidentially, privately or in English.?”

The survey included people with
disability living in group homes,
provided that they were able to
complete the survey without the
assistance of someone else.?
Given that people living in group
homes typically have ‘extreme
functional impairment or very
high support needs’,? it is likely
that most were excluded from
participating because they
required support to complete
the survey.

These factors mean that people with
disability are more likely to be excluded
from the Personal Safety Survey than
people without disability.® People with
communication disability, people from
culturally and linguistically diverse
backgrounds, and those with intellectual
disability are even more likely to be
excluded. Ironically, the groups of
people who may be most vulnerable

to abuse are the groups about whom
we know the least.

The Personal Safety Survey has other
limitations for understanding the extent of
violence against and abuse of people with
disability. The survey asks about types

of violence and abuse that many people
experience. These include physical and
sexual violence, violence from a partner
and emotional abuse from a partner.
However, there is no data on types of
violence that may be specific to people
with disability, such as:®'

* bullying and discriminating against
people with disability because of
their perceived vulnerability
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+ deliberately withholding or denying
access to medical treatment or
medication for people with disability,
or preventing their access to aids that
improve their functional capacity, such
as wheelchairs or hearing aids

» exploiting or denying a person’s
control over their own body, such
as forced or coerced sterilisation.

The data cannot tell us whether the
violence reported is part of a pattern of
abuse or has only happened once.?? This
detail is important, especially when we
look at domestic and family violence,
which often involves an ongoing pattern of
behaviour aimed at controlling a partner or
other family member’s behaviour through
fear, power and control.®

Finally, the survey identifies whether people
have disability at the time of the interview,
rather than when they experienced
violence.* Because disability is more
common as people age (see ‘Disability is
more common as people age’, later in this
chapter), estimates of the extent of violence
for older people with disability are not
reliable. We have confined the analysis of
violence against people aged 65 years and
over to incidents that occurred in the last

12 months.

Data is very limited for First
Nations people’s experiences
of violence, abuse, neglect and
exploitation

The Personal Safety Survey does
not allow us to separate data on First

Nations people with disability from data
on non-Indigenous people with disability.
However, we have identified two surveys
that include information on First Nations
people with disability and experiences

of violence. Both are conducted by the
Australian Bureau of Statistics.

These are the National Aboriginal and
Torres Strait Islander Social Survey, which
was last conducted in 2014—15, and the
National Aboriginal and Torres Strait
Islander Health Survey (described earlier),
which was last conducted in 2018-19. We
have used the health survey because it is
more recent and includes most of the same
measures of violence as the social survey.

The National Aboriginal and Torres Strait
Islander Health Survey does not give a
complete picture of First Nations people
with disability and their experiences of
violence, abuse, neglect and exploitation.
Reasons for this include:®

»  Children are not included in the survey,
which therefore provides no data on
violence, abuse, neglect or exploitation
of First Nations children. This means
we are not able to tell whether
First Nations children with disability
experience violence, abuse, neglect or
exploitation at a significantly different
rate than First Nations adults with
disability. We also cannot tell whether
First Nations children with disability
experience violence, abuse, neglect or
exploitation at higher rates than non-
Indigenous children with disability.

* Questions on violence are limited
to threats of physical violence or
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deliberate acts of physical violence.
The survey does not ask about
violence by a person’s partner, nor
about sexual violence, emotional
abuse, or neglect or exploitation. This
means the data gives a particularly
poor understanding of the experiences
of First Nations women, because they
are more prone to these experiences
than First Nations men.3®

* Questions on violence are limited
to violence in the previous 12
months. There is no data on lifetime
experiences of violence for First
Nations people.

* Interviews were conducted face to
face with a trained interviewer but
not necessarily in private. People
may have been less likely to tell the
interviewer about experiences of
violence by an intimate partner or
family member if the offender was
home at the time.

There is no data on violence,
abuse, neglect or exploitation
for other groups with disability

There is no publicly available and reliable
data on experiences of violence, abuse,
neglect or exploitation for culturally and
linguistically diverse people with disability.
While the Personal Safety Survey
collects information that acts as a proxy
for cultural and linguistic diversity, the
number of people in the survey who are
culturally and linguistically diverse and
have disability is too small to produce
reliable estimates.*’

There is no publicly available data on
experiences of violence, abuse, neglect
or exploitation for LGBTIQ+ people with
disability, or for groups of people with
disability who may have different or
additional support needs. These groups
include people granted a protection

visa as refugees and humanitarian
migrants,® people who are experiencing
homelessness,* and children and young
people in detention.*°

There is no public data on the extent of
violence, abuse, neglect or exploitation
experienced by people with disability

in particular settings, such as schools,
residential out-of-home care, the youth
and criminal justice systems, specialist
disability accommodation or segregated
work environments.*!

We are therefore unsure whether these
groups experience violence, abuse,
neglect or exploitation more or less
often than other people with disability.
It remains difficult to prevent violence,
abuse, neglect or exploitation, or better
identify and support people who have
experienced or are experiencing it, until
this critical data gap is addressed.
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What we know about the number of people with
disability in Australia and the nature of their disability

There are 4.4 million people with disability in Australia

In 2018, there were around 4.4 million people with disability in Australia. That is 18 per cent of
the Australian population, or nearly one in five people.*? There were a similar number of men
with disability as women with disability.

The percentage of the Australian population with disability has decreased over time, though
the actual number of people with disability has increased due to population growth (see Table
15.2). In 2003, there were nearly 4 million people with disability, which was 20 per cent of the
population. In 2018, the number of people with disability had increased by around 409,000, but
the percentage of the population with disability shrank to less than 18 per cent, because the
number of people without disability had grown more quickly.** The decreasing percentage of
people with disability in the population may be due to a decline in the percentage of people
with certain types of physical disability,** such as back problems.*

Table 15.2: Number and percentage of people with disability in Australia from 2003 to 2018

Year Number of people with Percentage of Australian Age-standardised
disability (‘000°) population percentage of disability ®

2003 3958.3 20.0 19.8
2009 4026.2 18.5 17.7
2012 4234 .2 18.5 17.4
2015 4290.1 18.3 17.0
2018 4367.2 17.7 16.1

a The ‘reference’ year for age-standardising is the estimated resident population at 30 June 2001.

Source: Australian Bureau of Statistics (2019).
The fourth column of Table 15.2 shows the ‘age-standardised percentage of disability’. This

shows what the percentage of people with disability in the population would be if our population
was not ageing over time.
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Disability is more common as people age

The older a person is, the more likely they will be a person with disability. In 2018, 3.7 per cent
of children aged under five years (57,800 children) had disability, while 85 per cent of those
aged 90 years or over (163,700 people) had disability.*®

Table 15.3 shows the number of people with disability in Australia for three age groups: children
(that is, aged under 18 years), adults aged 18 to 64 years, and adults aged 65 years and over.*’
The table also shows the percentage in each age group that have disability and the final column
shows the number of people in that age group as a percentage of all people with disability. The
bottom row shows the total number of people with disability.

Table 15.3: Number and percentage of people with disability by age group, 2018

Percentage of age Percentage of
Number of people . .
Age group with disability (000°) group that has population with
disability disability

Children aged under 18 453.7 8.2% 10.4%
Adults aged 1864 1969.7 12.9% 45.1%
Older adults aged 65+ 1941.5 49.6% 44 .5%
Total 4367.2 17.7% 100.0%

Note: The numbers of people with disability in each age group do not add up to 4367.2 because the Australian
Bureau of Statistics changes some numbers to protect the confidentiality of people completing the survey.

Source: Australian Bureau of Statistics (2019).

In 2018, around 450,000 children (aged under 18 years) had disability. This represents 8.2 per
cent of all children, and 10.4 per cent of all people with disability.*® There were more people
with disability among older age groups: around 13 per cent of adults aged 18 to 64 years were
people with disability, compared with almost 50 per cent of adults aged 65 years or over. More
than two in five people with disability were aged over 65 years.
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Children with disability

In 2018, more children with disability had intellectual disability than other disability types
(see Table 15.4).4° Almost one in 20 children had an intellectual disability, representing
around 255,000 children. There were roughly equal numbers of children with a sensory
(163,900 children) or psychosocial disability (166,100 children).

See Table 15.1 for examples of the kinds of impairments associated with each of the disability
types listed below.

Table 15.4: Number and percentage of children (aged under 18 years) with disability by
disability type, 2018

Disability type Number of children aged under Percentage of all children
Yo 18 with disability (‘000’) aged under 18

Physical 111.7 2.0%
Sensory 163.9 3.0%
Psychosocial 166.1 3.0%
Intellectual 255.0 4.6%
aoauired bran mry 0.2%
Other 99.7 1.8%
Total 453.7 8.2%

Note: People can experience more than one disability type at a time. This is why the numbers for each disability
type do not equal the value in the ‘Total’ row and why the 'Percentage of all children aged under 18’ column does
not add up to 8.2 per cent.

Source: Australian Bureau of Statistics (2019).

Around 5 per cent of children in Australia (254,000 children) experience what the Australian
Bureau of Statistics calls ‘profound or severe’ disability (see ‘How the Australian Bureau of
Statistics defines disability’, earlier in this chapter).° As noted, this means a person:

* is unable to do, or always needs help with, self-care, mobility or communication or

» sometimes needs help with self-care or mobility but has difficulty understanding or
communicating with others.
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More children with psychosocial disability are considered to have ‘profound or severe’ disability
than children with other disability types.5! There are more boys with disability in Australia than
girls with disability. The Australian Bureau of Statistics reports that boys are twice as likely as
girls to have a sensory disability, and almost twice as likely to have an intellectual disability.>?

Adults aged 18 to 64 with disability

In 2018, adults aged 18 to 64 years were more likely to have a physical disability than another
disability type (see Table 15.5). Almost 1.3 million adults in this age group, or a little more
than 8 per cent, had a physical disability.>* More than 600,000 adults in this age group had a
psychosocial disability, or nearly one in every 20. Around 470,000 adults aged 18 to 64 had
‘profound or severe’ disability, which is about 3 per cent of the adult population.

Table 15.5: Number and percentage of adults aged 18—64 years with disability by
disability type, 2018

Disability type Number of adults aged 18-64 | Percentage of all adults
YR with disability (‘000°) aged 18-64

Physical 1283.6 8.4%
Sensory 403.2 2.6%
Psychosocial 614.1 4.0%
Intellectual 290.4 1.9%
Head injury, stroke or

acquired brain injury 164.0 1.1%
Other 901.2 5.9%
Total 1969.7 12.9%

Note: People can experience more than one disability type at a time. This is why the numbers for each disability
type do not equal the value in the ‘Total’ row, and why the ‘Percentage of all adults aged 18—64’ column for each
disability type does not add up to 12.9 per cent.

Source: Australian Bureau of Statistics (2019).

Among adults aged 18 to 64 years, the number of people with ‘profound or severe’ disability
varied by disability type, as it does for children. Around half of all adults in this age group
with intellectual disability and 40 per cent of people with psychosocial disability had ‘profound
or severe’ disability, compared with around 30 per cent of people with physical disability.5*
Around one-third of adults in this age category with a sensory disability had ‘profound or
severe’ disability.
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Older adults with disability

Like adults aged 18 to 64 years, adults aged 65 years and over are more likely to have a physical
disability than another disability type (see Table 15.6).° However, the percentage of people

with physical disability is much higher for people in this older age category. In 2018, more than
one-third of all adults aged 65 years or over had a physical disability.%® Around one-quarter of

all people in this age category, or nearly 1 million people, had a sensory disability.

Table 15.6: Number and percentage of adults aged 65 and over with disability by
disability type, 2018

Disability type Number of adults aged 65+ | Percentage of all adults
yap with disability (‘000°) aged 65+

Physical 1385.4 35.4%
Sensory 968.5 24.8%
Psychosocial 356.8 9.1%
Intellectual 203.0 5.2%
E;?: |Inr]J:rryy stroke or acquired 1475 3.8%
Other 842.5 21.5%
Total 1941.5 49.6%

Note: People can experience more than one disability type at a time. This is why the numbers for each disability
type do not equal the value in the ‘Total’ row, and why the 'Percentage of all adults aged 65+’ column for each
disability type does not add up to 49.6 per cent.

Source: Australian Bureau of Statistics (2019).

The percentage of people experiencing ‘profound or severe’ disability increases sharply with
age. Almost one in five adults aged 65 years and over, or nearly 690,000 people, had ‘profound
or severe’ disability, compared with only 3 per cent of adults aged 18 to 64 years.®” Similar

to other age groups, the number of people aged 65 years and over with ‘profound or severe’
disability varied by disability type. Around 80 per cent of older adults with intellectual disability
or psychosocial disability had ‘profound or severe’ disability, compared with 44 per cent of older
adults with physical disability and 38 per cent of older adults with sensory disability.%®

310 Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability: Interim Report



Most older people with disability
live in private homes, not aged care

The Royal Commission into Aged
Care Quality and Safety is examining
the quality of aged care services
provided to Australians, including the
extent of mistreatment and all forms
of abuse experienced by people
accessing aged care services.*®

Most people living in aged care have
disability.° However, most people with
disability, including most adults aged
65 years or over, do not live in aged
care.®! According to the Australian
Bureau of Statistics Survey of
Disability, Ageing and Carers, around
9 per cent of people with disability
aged over 65 years lived in ‘cared
accommodation’ such as an aged
care facility, while 91 per cent lived in
a private dwelling, including a self-
care residence in a retirement village.

We seek to avoid overlap with the
work of the Royal Commission into
Aged Care Quality and Safety, which
is now due to submit its final report in
February 2021. Our examination of
violence against, or abuse, neglect
and exploitation of, older people
with disability will be informed by the
findings and recommendations in
that final report. Nevertheless, it is
important that we describe what we
know about the extent of violence,
abuse, neglect and exploitation
experienced by older people with
disability who continue to live

at home.

More than one-third
of First Nations people
have disability

In 2018-19, around 306,100 First
Nations people were people with
disability, representing 38 per cent

of the First Nations population.5?

The percentage of First Nations
people with disability is considerably
higher than the percentage of people
with disability in the general population
(18 per cent).

In 2018-19, there were around 73,000
First Nations children with disability,
which is more than one in five First
Nations children (see Table 15.7).%3
Children accounted for almost one-
quarter (24 per cent) of all First Nations
people with disability. About 234,000
First Nations adults aged 18 years

or over had disability, representing
almost half of all First Nations adults,
and 76 per cent of all First Nations
people with disability.

The Australian Bureau of Statistics

did not break down the data relating

to First Nations adults with disability
into separate age categories. We have
separated statistics for First Nations
people with disability into two groups
(children and adults), rather than three
groups (children, adults and older
adults) as we have done for the
general population.
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Table 15.7: Number and percentage of First Nations people with disability by age group, 2018-19

Number of First . Percentage of First
. . Percentage of First . .
Age group Nations people with Nations population Nations population
disability (‘000°) Pop with disability
Children (aged under 18) 73.0 22.3% 23.9%
Adults (aged 18+) 233.6 48.1% 76.4%
Total 306.1 37.6% 100.0%

Note: The numbers for each age group of First Nations people with disability do not add up to 306.1 in the ‘Total’
row because the Australian Bureau of Statistics changes some numbers to protect the confidentiality of people
completing the survey.

Source: Australian Bureau of Statistics (2019).

First Nations children

The percentage of First Nations children with disability was higher for boys (26 per cent) than
for girls (18 per cent).%* Around 21,000 First Nations children had ‘profound or severe’ disability,
which is around 6 per cent of all First Nations children.5®

The most common disability type among First Nations children was sensory disability (see Table
15.8).%¢ Nearly 40,000 First Nations children (12 per cent) had a sensory disability. Around 9 per
cent of First Nations children had an intellectual disability and 5 per cent had physical disability.

Table 15.8: Number and percentage of First Nations children with disability by disability type,
2018-19

Disability type Number of First Nations Percentage of all First
yHP children with disability (‘000°) | Nations children

Sensory 38.7 11.8%
Intellectual 29.0 8.8%
Physical 15.5 4.7%
Psychosocial 134 4.1%
Head injury, stroke or acquired brain

injury 0.72 0.2%?
Other 13.2 4.0%
Total 73.0 22.3%

@Indicates a moderate margin of error. Estimate should be used with caution and interpreted as ‘indicative’.

Note: People can experience more than one disability type at a time. This is why the numbers for each disability type
do not equal the value in the ‘Total’ row, and why the ‘Percentage of all First Nations children’ column for
each disability type does not add up to 22.3 per cent.

Source: Australian Bureau of Statistics (2019).
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First Nations adults

The number of First Nations men with disability is similar to the number of First Nations women
with disability (both around 48 per cent).®” Around one in 10 First Nations adults have ‘profound
or severe’ disability (45,000 adults).®® The most common disability type among First Nations
adults is physical disability (see Table 15.9).° Around 30 per cent, or 150,000, First Nations
adults have a physical disability. Almost one-quarter have a sensory disability, and one in

10 have a psychosocial disability.

Table 15.9: Number and percentage of First Nations adults with disability by disability type,
2018-19

Number of First Nations

Percentage of all

Disability type ?g:gs] with disability First Nations adults
Physical 150.4 30.9%
Sensory 112.0 23.0%
Psychosocial 53.6 11.0%
Intellectual 40.3 8.3%
Head injury, stroke or acquired brain injury 8.5 1.7%
Other 72.4 14.9%
Total 233.6 48.0%

Note: People can experience more than one disability type at a time. This is why the numbers for each disability
type do not equal the value in the ‘Total’ row and why the ‘Percentage of all First Nations adults’ column for each
disability type does not add up to 48 per cent.

Source: Australian Bureau of Statistics (2019).

Counting the number of culturally and linguistically diverse people with
disability is difficult

No agreed definition of ‘culturally and linguistically diverse’

‘Cultural and linguistic diversity’ is an expression that is difficult to define.”® Researchers tend to
use the expression to describe communities for whom English is not the main language or whose
cultural norms differ from the wider community.”" The breadth of this description makes it hard to
measure how many people with disability also identify as culturally and linguistically diverse.
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The data we have presented in this
chapter follows advice from the Australian
Bureau of Statistics, which identifies
people with disability as culturally or
linguistically diverse if they:"

» were born outside of Australia
in a country that is not a ‘main
English-speaking country’ (Canada,
New Zealand, Republic of Ireland,
South Africa, United Kingdom,
United States of America)

» speak a language other than
English at home (including Auslan)

+ speak English ‘not well’ or
‘not well at all’.

The number of people with disability who
are culturally and linguistically diverse may
be greater than shown in the data below
because the three criteria identified in the
previous paragraph do not necessarily
indicate whether someone feels or identifies
as culturally or linguistically diverse.

People born in a country
where English is not the
main spoken language

In 2018, around 643,000 people with
disability were born in a country that was
not a ‘main English-speaking country’.”
This is around 2.6 per cent of the
Australian population and almost

15 per cent of all people with disability.
More than one in five people (21 per cent)
who were born in a country where English
was not the main language have disability.

The majority of people with disability who
were born in a country where English was
not the main language (60 per cent) were
aged over 65 years. A large group were

adults aged 18 to 64 years (39 per cent),
but very few were children, that is, aged
under 18 years (1 per cent).

People who speak a language
other than English at home

In 2018, around 345,500 people with
disability spoke a language other than
English at home.™ This is around 1.4
per cent of the Australian population
and 8 per cent of people with disability.
More than one in 10 people who speak
a language other than English at home
(11 per cent) have disability.

Similar to people born in a country where
English was not the main language, the
majority of people with disability who
spoke a language other than English at
home were aged over 65 years (56 per
cent). A large group were adults aged 18
to 64 years (41 per cent), but only a few
were aged under 18 years (3 per cent).

The ‘people who speak a language other
than English at home’ category includes
people in the Deaf community who use
Auslan at home. In 2016, the Census

of Population and Housing estimated
that around 11,700 people used sign
language at home, the majority of whom
(87 per cent) used Auslan.” While not all
people who use Auslan at home will have
disability, many in the Deaf community
identify as culturally and linguistically
diverse.’

People who do not speak
English well

In 2018, around 136,500 people with
disability spoke English ‘not well’ or ‘not
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at all’.”” This is around 0.6 per cent of
the Australian population and 3 per cent
of people with disability. One-quarter of
people who do not speak English well
(25 per cent) have disability. The group
of people who spoke English ‘not well’
or ‘not at all’ did not include people who
had difficulty speaking English due to
their disability type (for example,

a communication disability).

Most people with disability who spoke
English ‘not well’ or ‘not at all’ were older
adults, that is, aged 65 years or over (73
per cent). One in four were adults aged
18 to 64 years (27 per cent) and less than
1 per cent were children, that is, aged
under 18 years.

These numbers probably underestimate
the number of people with disability

who do not speak English well. When a
person does not speak English well, the
Australian Bureau of Statistics speaks to
someone else on their behalf. If no one is
available or able to speak on their behalf,
that person and household may not be
included in the survey.

Combining data on
these three groups

Looking at these three groups together,
the data suggests there are around
136,000 people with disability who were
born in a country where English was not
the main language and who speak a
language other than English at home and
do not speak English well or at all.”® This
is around 0.6 per cent of the Australian
population and around 3 per cent of
people with disability. More than one

in four people who were born in a non-

English speaking country and speak a
language other than English at home and
do not speak English well or at all have
disability (27 per cent).

The age distribution of people with
disability who were born in a country
where English was not the main language
and speak a language other than English
at home and do not speak English well
or at all mirrored the age distribution for
people who do not speak English well or
at all. Most were adults aged 65 years

or over (71 per cent), around one in four
were adults aged 18 to 64 years (27

per cent), and less than 1 per cent were
children, that is, aged under 18 years.

There is little information about
LGBTIQ+ people with disability

Little information is available on the number
of lesbian, gay, bisexual, transgender,
intersex and queer (LGBTIQ+) people
with disability. The available data suggests
that less than 1 per cent of the Australian
population are gay, lesbian or bisexual and
have disability.” This is around 3 per cent
of people with disability and 23 per cent

of all people who identify as gay, lesbian
or bisexual, but these numbers probably
underestimate the number of LGBTIQ+
people with disability. A small number

of people selected ‘other sexual identity’
and ‘don’t know’ in the Australian Bureau
of Statistics 2014 General Social Survey,
but these numbers were too unreliable

to use.®

The data was not reliable enough to
separate the numbers of gay, lesbian
and bisexual people with disability into
age groups.
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India and Farah*

Farah is the mother of India - ‘a
bright, vivacious, caring young woman
with a rare genetic condition called
Turner syndrome’. Visible signs of
Turner syndrome include a number
of distinctive physical features and
slow growth.

In her submission, Farah told us
that when India was in her teens she
needed to have a small operation at
a children’s hospital.

While she was prepped and waiting for
surgery, ‘one of the operating surgeons
approached her and said straight off
the bat, “So, do you go to a special
school?”

Farah said she and India ‘were
GOBSMACKED ... what a way to
approach someone, anyone, let alone
a person who was about to trust you
with their life’.

‘Not that it matters, but, as it
stands, my daughter obtained an
almost perfect score in year 12 and
Is currently studying for a PhD in
Genetics.’

Farah said another incident occurred
at the same hospital when India was
in her mid-teens. A different surgeon
was examining her. She was naked and
vulnerable when he ‘observed in a loud

voice, over the top of her, “I'm not sure
she has normal breast development™.

Farah told us India ‘cringed ... what
a crushing situation for her at such
an impressionable age’. Farah said
she couldn’t believe that these ‘elite,
trained surgeons’ didn't understand
words mattered.

She felt that India ‘has already entered
this world with the odds stacked
against her and the doctors purporting
to care for her, who we are meant to
trust, are doing their darnedest to
undermine her".

Farah said she wants to know

why these doctors are working in
‘internationally significant hospitals’
without knowing the ‘consequence of
their choice of words'.

She would like to see training
programs for doctors that "highlight
best practice is not just about anatomy
and physiology. That words matter.
And the wrong words have life-long
effects.’

Farah hopes that in future the medical
profession will understand ‘words
count almost as much as medical
procedure’.

* Names changed and some details removed
to protect people’s identities. Narrative based
on a submission to the Royal Commission.
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What we know about
the nature and extent
of violence, abuse,
neglect and exploitation
experienced by people
with disability in
Australia

We commissioned research

to understand data gaps and
analyse available data

We commissioned a group of researchers

based at the Centre of Research
Excellence in Disability and Health to
review the data available on the extent of
violence, abuse, neglect and exploitation
experienced by people with disability in
Australia. They confirmed that there was
some data on the extent of violence and
abuse, but no public data on the extent
of neglect or exploitation of people with
disability. The researchers concluded:

the historical omission of people

with disability from national data
collections, and the lack of up-to-date
analyses where data on violence and
disability are available, means there
is limited empirical evidence to inform
governments, institutions and the
community about best practices in
prevention and response.®

The researchers determined that the
Australian Bureau of Statistics Personal
Safety Survey was the best available

Nature and extent of violence against, and abuse, neglect and exploitation of, people with disability

source of information on the extent
of violence against people with
disability (see ‘Limited national data
on violence, abuse, neglect and
exploitation’ earlier in this chapter
for a description of this survey).

The researchers used a version of the
Personal Safety Survey that is only
available to people who are trained in
statistics, and who complete training
and undergo an approval process.
They analysed the results from the
survey using a statistical technique
called ‘survey weighting’ so they could
use the 20,000 survey responses to
estimate the extent of violence for

the wider Australian population. The
researchers used another technique
called ‘age standardisation’ to adjust
for the different age profiles of people
with disability and without.®? This means
that differences in the extent of violence
experienced between people with
disability and people without disability
are more likely associated with disability
than age.

We asked the Centre of Research
Excellence in Disability and Health
to examine the extent of violence,
abuse, neglect and exploitation for:

* people with disability
aged 18 to 64 years

* people with disability
aged 65 years and over.

The analysis was separated in this way
because disability is more common as
people age.
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As noted, the Personal Safety Survey
identifies whether people have a disability
at the time of the survey, rather than at
the time they experienced violence. We
asked the researchers to limit the analysis
of people with disability aged 65 and over
to recent experiences of violence only
—that is, in the previous 12 months. In
this way, we can be more confident that
the person had disability at the time they
experienced violence.

The researchers analysed whether
people with disability were more likely
to experience violence than people
without disability. They considered
several types of violence:

» physical violence — that is, the
occurrence, attempt or threat of
physical assault

» sexual violence — the occurrence,
attempt or threat of sexual assault

* partner violence — any incident of
sexual assault, sexual threat, physical
assault or physical threat by an
‘intimate partner’. An intimate partner
is a current partner the person lives
with, a previous partner the person
lived with, or a current or previous
boyfriend, girlfriend or date the
person never lived with

* partner emotional abuse — when a
current or previous partner behaves
in a way that causes the person to
feel afraid. These behaviours can
include manipulation, control, isolation
and intimidation. They are generally
repeated behaviours, and include
psychological, social, economic
and verbal abuse

+ stalking — behaving to someone
in a way they believe is meant to
cause them fear or distress, such as
following or watching them, hanging
around their home or workplace, or
making unwanted contact with them
by phone, mail, email, text messages
or social media

+ violence as a combination of all five
forms of violence — that is, physical
violence, sexual violence, partner
violence, partner emotional abuse
and stalking.

Unless otherwise indicated, the data
reported in ‘Experiences of violence for
adults aged 18-64 with disability’ and
‘Experiences of violence for older adults
aged 65 and over’ below, is taken from
the Centre of Research Excellence in
Disability and Health reports. The full
versions of these reports will be available
on our website.

Experiences of violence for
adults aged 18-64 with disability

Adults with disability are more
likely to experience violence
than adults without disability

Around 2.4 million adults aged 18-64
with disability have experienced violence
in their lifetime. This is equal to 65 per
cent of adults with disability in that age
group having experienced physical or
sexual violence, partner violence, partner
emotional abuse or stalking in their
lifetime, compared with 45 per cent of
adults in that age group without disability.
The difference between adults aged
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18—64 with disability compared to adults
in that age group without disability is even
greater for recent experiences of violence.
In a 12-month period, adults with disability
are almost twice as likely as adults
without disability to experience violence.

People with disability are more likely to
experience physical violence than other
types of violence. More than half of all
adults aged 18-64 with disability (52

per cent, or around 1.9 million people)
have experienced physical violence

in their lifetime, compared with 34 per
cent of adults in that age group without
disability. Around one-third of people with
disability (31 per cent) aged 18-64 have
experienced emotional abuse, and one
in five (21 per cent) have experienced
sexual violence. Adults aged 18—64 with
disability are also 2.4 times more likely
to be stalked in a 12-month period than
adults in that age group without disability.

Women with disability
experience high rates of partner
violence and sexual violence

The gender of an adult aged 18-64 with
disability impacts their risk of experiencing
different types of violence, as it does for
people without disability. While all women
are at higher risk of sexual violence than
men, women aged 18-64 with disability
are twice as likely to experience sexual
violence in a 12-month period than
women without disability in that age
bracket. Around one-third of women

aged 18—-64 with disability (32 per cent,
or 606,000 women) experience sexual
violence in a year, compared with 16 per
cent of women that age without disability.

Women aged 18-64 with disability are
also at higher risk of partner violence
than women without disability. More than
one-third of women with disability (36 per
cent) in this age group have experienced
violence by a current or previous partner,
compared with one in five women that
age without disability (21 per cent).

Men aged 18—64 with disability are at
increased risk of physical violence than
men without disability in that age group.
More than half of all men with disability
(55 per cent) have experienced physical
violence in their lifetime, compared with
40 per cent of men without disability.
Men with disability are also at greater
risk of sexual violence. Compared with
men without disability, men aged 18-64
with disability are twice as likely to have
experienced sexual violence.

Younger adults with disability
experience high rates of violence

Younger adults with disability experience
violence at much higher rates than older
adults with disability. In a 12-month
period, one in four people aged 18-29
years with disability (around 166,000
people) are estimated to experience
violence, compared with around one

in 10 people with disability aged

45-64 years.

Young adults with disability also
experience violence at higher rates
than young adults without disability.
For instance, women aged 18-29
with disability are twice as likely to
experience sexual violence as
young women without disability.
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Young adults with disability seem to be
especially at risk of being stalked. In a
12-month period, they are three times

more likely to experience stalking than
adults aged 18-29 without disability.

The extent and nature of
violence varies by disability type

Adults aged 18—64 with intellectual or
psychosocial disability experience higher
rates of all types of violence than adults in
that age group with other disability types.
In a 12-month period, around 28 per cent
of people aged 18-64 with psychosocial
disability and 24 per cent of people with
cognitive disability experience violence.
The real number could be higher,
because people who were experiencing
homelessness or who were in prison
(who are known to experience higher
rates of psychosocial disability) were not
included in this survey.® In comparison,
in a 12-month period around 20 per cent
of people in this age bracket with sensory
disability and 17 per cent of people with
physical disability experience violence.

A person’s gender and their disability

type can combine to impact their risk of
experiencing violence. One-half of women
aged 18—64 with psychosocial (50 per
cent) or cognitive (46 per cent) disability
have experienced sexual violence in their
lifetime. That is 334,000 women in total.

Compared with men with other disability
types, men aged 18—-64 with psychosocial
disability also experience higher rates

of emotional abuse and intimate partner
violence. One-third of men in this age
group with psychosocial disability
experience emotional abuse in their

lifetime, and one-quarter
experience partner violence.

Violence rates are high
for people with disability
experiencing financial hardship

Adults aged 18-64 with disability

are more likely than adults that age
without disability to experience financial
hardship. Financial hardship means
having a cash flow problem in the last
12 months, such as not being able to
pay electricity, gas or telephone bills,

not being able to pay rent or a mortgage
on time, going without meals, or being
unable to cool or heat your home. People
experiencing financial hardship are twice
as likely to experience violence.

Financial hardship creates additional
vulnerability for people with disability.
Adults aged 1864 with disability who
experience financial hardship are three
times more likely to experience violence
than adults that age without disability who
do not experience financial hardship.

Experiences of violence for
older adults aged 65 and over

The Centre of Research Excellence in
Disability and Health used the Personal
Safety Survey to examine recent
experiences of violence for people with
disability aged 65 years and over. The
Personal Safety Survey is limited in

some important ways when it comes to
understanding violence and abuse towards
older people. First, the survey excludes
people who live in ‘cared accommodation’
such as aged care homes. Older people
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with disability are more likely than young
people to live in cared accommodation,®
meaning older people with disability are
likely to be under-represented in the
Personal Safety Survey results. The Royal
Commission into Aged Care Quality and
Safety is examining abuse and neglect

of older people in these settings.®® The
findings below relate to older people with
disability who live in private dwellings, such
as houses and apartments, self-contained
retirement villages and residences in
caravan parks.

Second, the Personal Safety Survey asks
whether the person has disability at the
time of the interview, rather than at the
time of the violence. We have limited

our analysis to ‘recent’ experiences of
violence, that is, violence that occurred

in the previous 12 months. This means
we can be more confident that the person
had disability at the time of the violence.

Third, the Personal Safety Survey does
not distinguish between people who have
had lifelong disability and those who

have acquired disability from conditions
associated with ageing. The factors
placing these two groups at risk of
violence are likely to be different.® People
with lifelong disability may be at higher
risk than people who have age-related
disability, but we do not know.

Finally, the Personal Safety Survey does
not ask about types of violence and abuse
that older people may experience more
often than other people. These include
preventing or attempting to prevent
access to funds, telecommunication

or transport, and misuse of powers of
attorney.®”

Older people with disability
experience violence at similar
rates to people without disability

In a 12-month period, around 4 per cent of
people with disability aged 65 years and
over (or around 78,300 people) experience
physical violence, sexual violence, intimate
partner violence, emotional abuse and/or
stalking. Similarly, 3.9 per cent of people
aged 65 years and over without disability
experienced violence during the same
period. Older people with sensory disability
experience slightly higher rates of violence
than others (4.5 per cent).

Similar to women with disability aged 18—
64 years, women with disability aged 65
years and over experience higher rates of
violence than women without disability. In
a 12-month period, 4.7 per cent of older
women with disability (or around 48,000
women) experience violence, compared
to 2.9 per cent of women aged 65 years
and over without disability.

Rates of violence for older men are low,
which means estimates for the extent of
violence should be ‘used with caution’.8®
The available data shows that older men
with disability experience violence at a
lower rate than men without disability, and
at a lower rate than women with disability.

Violence is common for First
Nations people with disability

There is no data on First Nations children
with disability’s experiences of violence,
abuse, neglect or exploitation. The
following analysis relates only to First
Nations adults, aged 18 years and over.
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First Nations adults with disability
experience high rates of violence. In
2018-19, the National Aboriginal and
Torres Strait Islander Health Survey found
that around 15,100 First Nations adults
with disability had experienced physical
violence in the previous 12 months.® This
equates to around 6 per cent of all First
Nations adults with disability. Adults with
disability accounted for more than half
(52 per cent) of all First Nations people
who experienced physical violence in the
12 months before the survey. The extent
of physical violence among First Nations
men and women with disability was
roughly similar.®°

Most often, and regardless of disability
status, First Nations people experienced
physical violence by a person they knew.
Around 91 per cent of First Nations
victims of physical violence knew the
alleged perpetrator.® The data on the
relationship of the alleged perpetrator to
the victim was not reliable enough to use.
On average, less than half of First Nations
people with disability who experienced
physical violence (40 per cent) reported
the violence to police. There was a
gender difference, with women more likely
than men (55 per cent compared with 26
per cent) to report an incident of violence
to police.??

Compared with First Nations adults
without disability, First Nations adults
with disability are less likely to feel safe.
Less than half of First Nations people
with disability (48 per cent) felt safe
walking alone in their local area after
dark, compared with 59 per cent of First
Nations people without disability.*

Limited data on the experiences
of children with disability

There is no national survey data on the
extent of violence, abuse, neglect or
exploitation experienced by children with
disability. One of the only data sources on
children’s experiences of abuse and
neglect is the number and percentage

of children with disability in out-of-home
care.® ‘Out-of-home care’ is when a child
who cannot live with their family or current
carers is placed with other carers

by the government.

In 2018-19, this data was available for
every state and territory except South
Australia. For the jurisdictions that did
collect data on disability, all except New
South Wales had a high percentage
where disability status was ‘not stated’.
This ranged from 25 per cent in Western
Australia to 91 per cent in the Australian
Capital Territory.®> The remaining data,
where disability status was recorded as
‘disability’ or ‘no disability’, covered 58 per
cent of all children in out-of-home care in
Australia.®

That data showed that, on average,

12 per cent of children in out-of-home
care were reported as having disability.
Data from the Australian Bureau of
Statistics showed that children with
disability aged under 18 years were

8 per cent of all children in Australia.®”
This suggests that children with disability
are more likely to be in out-of-home care
than children without disability.

There is no other data on children with
disability in out-of-home care. Without
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more detailed data, it is not possible to
know whether children with particular
characteristics are more at risk of entering
care, whether there are particular settings
that place children with disability at risk, or
whether children are more vulnerable to
abuse after entering care.

Data on out-of-home care cannot give a
true estimate of the extent of abuse and
neglect of children with disability for a
number of reasons:

» Out-of-home care data records the ‘tip
of the iceberg’. That is, it only records
cases of abuse and neglect that
authorities have been told about, that
have been substantiated, and where
statutory orders have been made to
remove the child.

» Different states and territories define
disability differently and collect
information on disability in different
ways. This means the percentage of
children with disability across states
and territories should not be compared.

» Out-of-home care data is not detailed
enough to show whether some groups
of children with disability, or some
settings, are associated with higher
rates of abuse or neglect.

* Some children in out-of-home
care — including children with disability
— were voluntarily placed into out-of-
home care by their families or carers.%
Data on children in out-of-home care
may therefore include some children
who have not experienced abuse
or neglect.

» The data does not cover abuse
of children with disability while
they are in out-of-home care.

Summary of data gaps

Preventing violence against, and abuse,
neglect and exploitation of, people with
disability cannot be fully effective until

we have better data. As described above:

* There is no national data on people
with disability and their experiences
of neglect and exploitation.

» The data on children with disability is
limited to those in out-of-home care,
which is inadequate for understanding
children’s experiences of violence,
abuse, neglect and exploitation.

» There is no national data on violence
against, and abuse, neglect and
exploitation of, people with disability
who live in institutions, such as
prisons, or who are homeless.

* There is no data on First Nations
people and their lifetime experiences
of violence. There is no data on First
Nations people and their experiences
of neglect or exploitation. There is
no data on First Nations children and
their experiences of violence, abuse,
neglect and exploitation.

+ People who do not speak English
well — or at all — including those with
communication disability are often
excluded from national surveys.

* There is no data on people with
disability who are LGBTIQ+.

* There is no data on forms of
violence that are specific to people
with disability, such as bullying and
discrimination, withholding access
to medical treatments or medication,
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and exploiting or denying a person’s
control over or ownership of
their body.

* There is no way to tell whether
people with disability’s experiences
of violence and abuse occur
commonly and as part of a pattern,
as in domestic and family violence,
or are one-off events.

Future directions

Improving the availability of data on the
nature and extent of violence, abuse,
neglect and exploitation experienced

by people with disability is a shared
responsibility. Governments and
organisations should not wait for the
Royal Commission’s final report and
recommendations to begin addressing
data gaps. Below, we detail six areas that
we will focus on over the next two years.
We welcome submissions and advice on
other ways that data gaps could be filled.

The use of data at
the NDIS Commission

When we review data on reports or
incidents of violence against, or abuse,
neglect or exploitation of, people with
disability we are focusing on data held
by the NDIS Commission. The NDIS
Commission publicly released some data
in its 2018—19 annual report,*® and in its
July to December 2019 activity report.'®
The following information and data is
drawn from these reports.

The NDIS Commission regulates
providers of services funded by the

National Disability Insurance Scheme
(NDIS). The NDIS Commission started
operating on 1 July 2018, in New South
Wales and South Australia only.™" In
July 2019, it began operating in all other
states and territories, except for Western
Australia, where it will commence in
December 2020.02

Registered NDIS providers are required to
notify the NDIS Commission of reportable
incidents. Reportable incidents include:'?

» the death of a person with disability

» the serious injury of
a person with disability

» abuse or neglect of
a person with disability

» unlawful sexual or physical
contact with, or assault of,
a person with disability

+ sexual misconduct committed against,
or in the presence of, a person with
disability, including grooming a person
with disability for sexual activity

* unauthorised restrictive practices
(see the Glossary for a definition of
restrictive practices).

The NDIS Commission data on reportable
incidents could provide insights into the
extent of violence against, and abuse,
neglect and exploitation of, people with
disability that occurs in the context

of NDIS service provision. For now,

the NDIS Commission advises that

‘the number of reports received does

not correlate to the number of actual
instances of harm to a person with
disability’.'%* The reasons for this include:
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* The NDIS Commission will not
operate on a national basis until
1 December 2020.

* The data relates to the number of
reports lodged by service providers,
rather than the number of alleged
victims of harm. According to the
NDIS Commission, reports can
include multiple notifications of the
same matter, as well as incidents
that occurred but where harm to the
person with disability was avoided.

* Providers are required to report
every use of a restrictive practice
as ‘unauthorised’ when there is no
behaviour support plan in place. In
some jurisdictions, at the time of
writing this report, there was not yet a
way to authorise restrictive practices.

The National Disability Insurance Scheme
Act 2013 (Cth) outlines the functions and
powers of the NDIS Commission and
restricts what information it can collect.'%®
The data it collects therefore does not
show the full picture of violence against,
and abuse, neglect and exploitation of,
people with disability. For example:

» Unregistered service providers are
not required to report incidents
or allegations of harm against a
person with disability to the NDIS
Commission.

* Incidents or allegations of violence,
abuse, neglect or exploitation that
occur outside of the context of
NDIS supports and services are not
classified as reportable incidents.

* Reports are not required for incidents
or allegations involving people
with disability who are not NDIS
participants.

The available data shows that in the

18 months from the time the NDIS
Commission started operating in July
2018 to December 2019, almost 74,000
reportable incidents took place. The vast
majority of these (91 per cent) related to
unauthorised use of restrictive practices.
A breakdown by type of restrictive
practice is available only for July to
December 2019. This shows that most

of the unauthorised use of restrictive
practices related to the use of chemical
(59 per cent) and environmental restraints
(38 per cent). A small percentage (around
3 per cent) related to mechanical or
physical restraints, or seclusion.

Around 4 per cent of the reportable
incidents (2917 reports) in the 18-month
period related to alleged abuse and
neglect. Just over 2 per cent (1543
reports) related to known serious injury
(including accidents) and 1.8 per cent
(1318 reports) related to allegations of
unlawful physical or sexual conduct.
There were 785 reports of death (1.1 per
cent, though again this may reflect
multiple reports of the same death) and
355 allegations of sexual misconduct (0.5
per cent of all reportable incidents).

Of the 69,397 reportable incidents
received by the NDIS Commission in

the six months from July to December
2019, 1102 (1.6 per cent) were reported
by providers to police. The NDIS
Commission did not report how many in
the previous year were reported to police.
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The NDIS Commission data could be very
useful to people with disability, service
providers, researchers and others. We
are looking carefully at how the agency
collects, analyses and publishes data.

We will examine what the NDIS
Commission is doing, and how effectively
it is using data to uphold the rights and
promote the health, safety and wellbeing
of people with disability.

Barriers to using standard
questions to identify people
with disability

National survey data is valuable, but not
collected often. For example, the Personal
Safety Survey is conducted once every
four years. Data is collected much more
often by governments and organisations
for the purposes of record keeping and
administration (‘administrative data’).
Administrative data is collected by
government agencies such as the police,
health services and family and community
services, as well as non-government
community and specialist services, such
as homelessness and domestic violence
services. This data could be used to
better track changes in violence against,
and abuse, neglect and exploitation of,
people with disability. With a few changes,
the data could also show the extent to
which people with disability interact with
the criminal justice, child protection and
health care systems.

Administrative data is most useful
when different data sources use
common ways of identifying people
with disability. If all governments and

organisations used the same questions
to determine who is a person with
disability, it would strengthen the quality
of data on people with disability and
enable better service delivery. In 2016,
the Australian Institute of Health and
Welfare (AIHW) developed a brief list
of questions to identify people with
disability or long-term health conditions
who experience difficulties or need
assistance in various areas of their life.
The aim was for these questions to be
used as a national standard for data
collection so that information about
people with disability is more consistent
and easier to compare over time.

Implementation of the AIHW questions
has been slow.'”® Some governments
and organisations have no way of
identifying people with disability in
their data. We heard in our public
hearing on health care, for example,
that NSW Health does not identify
people with cognitive or intellectual
disability who receive health services,%’
and that it would be difficult to do

so using current datasets.%®

We intend to obtain information

from governments and organisations
collecting administrative data on what

is stopping them from adopting standard
questions. In particular, we are interested
in whether it is because they are not
required to do so or because of the
costs involved. We will also ask
whether there are other or better

ways of identifying people with

disability in a consistent manner.
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The status of the National
Disability Data Asset

The National Disability Data Asset was
established by the Council of Australian
Governments (COAG). In September
2019, COAG approved a pilot project to
bring together data from the Australian
Government, the National Disability
Insurance Agency, and the New South
Wales, Victorian, Queensland and
South Australian governments.'%
COAG describes the purpose of the
data asset as:

* helping to inform service choices
by people with disability and their
support people'®

+ allowing governments to better
understand how people with disability
are supported through services,
payments and programs across
multiple service systems.""

On 29 May 2020, the Prime Minister,

the Hon Scott Morrison MP, announced
that ‘COAG is no more’."? We intend to
obtain information from the Australian
Government and state and territory
governments about the future of this
important work, and how the data asset
can identify groups of people with
disability who may be at a high risk of
violence, abuse, neglect and exploitation.

Publishing data disaggregated
by disability status

We know that government departments,
service providers and others collect data
on reports or incidents of violence against,
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and abuse, neglect or exploitation of,
people with disability. However, this data
is often not made public. When it is, it

is often not disaggregated by disability
status — that is, the data is not reported
in a way that shows results separately
for people with and without disability. It
should be. We shall inquire about the
plans of governments, service providers
and others for making the data they
collect on people with disability public.
We also want to know how this can be
done while protecting the confidentiality
and privacy of the people and
organisations involved.

Some data is disaggregated by disability
status, but more could be done to show
the experiences of groups of people with
disability who may be at higher risk of
violence, abuse, neglect or exploitation.
For example, the recent Child Protection
Australia report did show data for children
in out-of-home care with disability,

but did not disaggregate to show First
Nations children.? We know that First
Nations children are more likely to be in
out-of-home care than non-Indigenous
children." Future releases of this report
should disaggregate the disability data
for First Nations and non-Indigenous
children separately.

Research to scope
a prevalence study

The Royal Commission has a number
of research projects planned and
underway to better understand the
nature and extent of violence, abuse,
neglect and exploitation experienced
by people with disability. One of these
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projects is to scope how information on
violence against, and abuse, neglect

and exploitation of, people with disability
can best be collected. In particular, we
want to know how to define and measure
neglect and exploitation. This is part of
determining what resources and approach
would be needed for a study on the extent
of violence against, and abuse, neglect
and exploitation of, people with disability,
including in specific settings such as
education and health.

The Royal Commission may not be able
to conduct the study on the extent of
violence, abuse, neglect and exploitation
experienced by people with disability

(a prevalence study) within the life of

our inquiry. Such prevalence studies

are very complex and sometimes need
years of design and testing before
collecting data."® For example, the first
Australian study on the prevalence and
characteristics of child abuse and neglect
was awarded $2.3 million by the National
Health and Medical Research Centre and
will take four years to conduct, from 2019
to 2023."® Prevalence studies are even
more complex when they try to include
the experiences of people who have been
excluded from previous studies, such as
people with disability living in institutions.

We will ask governments, academics,
service providers and others about ways
to conduct ethical and methodologically
robust research to understand the nature
and extent of violence, abuse, neglect
and exploitation experienced by people
with disability.

Exploring how well
recommendations from
past inquiries and reviews
have been followed

Our review of past inquiries shows that
many have made recommendations on
data (see ‘The call for better data is not
new’ at the beginning of this chapter).

We intend to obtain information from
governments and agencies that have
been subject to recommendations

to improve their data collections
about why they have not done so.
We want to understand the barriers
to making changes, and why some
recommendations are implemented
while others are not. This will help us
to ensure our own recommendations
are clear and achievable.

Submissions and advice
to guide our inquiry

We welcome submissions and advice
from governments, organisations,
academics, people with disability and
others on how critical data gaps can be
filled. We want to understand what else
can be done to improve the availability,
monitoring and reporting of data to better
prevent and respond to violence against,
and abuse, neglect and exploitation of,
people with disability. Evidence-based
policy is only possible with better data.

It is only through data that policy makers
can improve over time and be held

to account.
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