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In 2024, the journal Research and Practice in Intellectual and Developmental
Disabilities (RAPIDD) published 2 special editions about the Disability Royal
Commission and people with intellectual disabilities.

You can find the 2 special editions here:
https://www.tandfonline.com/toc/rpid20/11/1
https://www.tandfonline.com/toc/rpid20/11/2

The editorials and commentaries have been written as plain English summaries.

This document has an introduction, and summaries of the 6 papers that were
presented at the ASID NSW one day conference in Sydney on 28 November.

With thanks to

Dr Hilary Johnson — plain English translations
La Trobe University, Living with Disability Research Centre —in-kind editing support


https://www.tandfonline.com/toc/rpid20/11/1
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Introduction - Reading and reviewing Australia’s Disability Commission Report and its

impact on people with intellectual disabilities.
Christine Bigby and Alan Hough

The Australian government set up an enquiry into the abuse of people with disabilities. It was
called the Royal Commission into Violence, Abuse, Neglect and Exploitation of People with
Disability. We call it the DRC. The DRC started in 2019. The DRC wanted to find ways to
prevent abuse of people with disabilities. They also wanted to find out how to better include
people with disabilities in communities. The DRC had six Commissioners. Two people with
disabilities were Commissioners. No one with an intellectual disability was a Commissioner.

There was one adviser with an intellectual disability.

The DRC heard from a lot of people. They included people with disabilities, self-advocates,
service providers, families, government people and researchers. They held 33 public hearings.
Some people told the DRC in private what had happened to them. The DRC paid for some
research to be done. In September 2023, the DRC wrote a large report. It is 12 volumes long.
It is 40 centimetres high. Some of the report is in Easy English. You can find all the reports

on the DRC's website: https://disability.royalcommission.gov.au/.

The report described the abuse of people with disabilities. It was hard to read about this. The

report made 222 recommendations about many things that should change.
These included:

Laws about rights.
Disability services.
Education services.
Employment services.
Health services.
Training of staff.
Community attitudes.
The Commissioners did not agree about everything. Some wanted to close group homes,

special schools, and Disability Enterprises very soon.

Some recommendations are important for people with intellectual disabilities. But the DRC

missed important things.

The Australasian Society for Intellectual Disability (ASID) publishes a journal called
RAPIDD. The journal editor (Chris Bigby) and a guest editor (Alan Hough) asked people to



write about the parts of the DRC that interested them. The journal published 23 papers about
the DRC and people with intellectual disabilities. You can read these on the journal website.
Most of the papers are hard to understand for many people. Hilary Johnson and the authors

have written short summaries of the papers in plain English.

Bigby, C., & Hough, A. (2024). Reading and reviewing Australia’s Disability
Commission Report and its impact on people with intellectual disabilities. Research
and Practice in Intellectual and Developmental Disabilities, 11(1), 1-8.

https://doi.org/10.1080/23297018.2024.2319365



‘Old Problems and Old Solutions’ Snapshots of the Disability Royal Commission and

People with Intellectual Disabilities.

Christine Bigby and Alan Hough

RAPIDD published 23 papers on the DRC and people with intellectual disabilities. We read

all the papers. We thought about what they said. The papers looked at different topics. These

included education, group homes, and rural services. They all said the DRC said some

important things. But they said it could have done better for people with intellectual

disabilities. They said that the recommendations:

Were too much about law, policy and regulations. These may not affect the quality of
services. They may not help people with intellectual disabilities get their rights. Only
68 of the 222 recommendations were about things that would directly help people
with intellectual disabilities.

Did not say new things. Did not find new solutions.

Looked too much at bad things. Did not think about things that worked well. Did not
learn from the good things. Did not insist that good things should happen. For
example, that the government must help all mothers with intellectual disabilities.

Did not look at things that only affect people with intellectual disabilities. Instead they
included people with intellectual disabilities with others who were not like them.

Did not look at the real causes of problems. For example, did not think the problem of

unskilled workers may be because of the way services are funded.

We suggested the reasons for these things. Why the DRC did not do better.

It thought only about individual rights. It did not think about families or staff.

It thought too much about reporting of what services are doing. This makes a lot of
paperwork. We know paperwork is not always good. Paperwork can get in the way of
good support.

Its approach was not suited to the task it had to do.

It did not look at other ways of thinking. For example, about relationships, or what is
similar for other disadvantaged people.

It used the social model of disability to promote rights. It did not apply new thinking
from the Human Rights model of disability. This is a new model. Only a few countries
understand it yet. We must learn how to apply it to people with intellectual
disabilities.

It did not look at how the NDIS might do better.



The DRC cost a lot of money. It cost $527.9 million. Was it a good use of money? Other
reports and changes have happened since. The government took a long time to respond. It has
only accepted 13 recommendations. It will consider others later. We will not know the impact

of the DRC report for many years.

Bigby, C., & Hough, A. (2024). "Old problems and old solutions”: snapshots of the
Disability Royal Commission and people with intellectual disabilities. Research and
Practice in Intellectual and Developmental Disabilities, 11(2), 145-159.
https://doi.org/10.1080/23297018.2024.2353269



A lost opportunity: Did the Disability Royal Commission let down parents with
intellectual disabilities and their children?

Susan Collins, Margaret Spencer and Renee Mills

There are over 21,000 Australian parents with intellectual disabilities. The research says these
people often face poverty, housing issues, and social isolation. Also, these parents have more
contact with child protection service than any other parents. This is not always good. There
are many things in our society that make their life hard. These are things like:

e Not getting a diagnosis and the supports that come with it.

e Partner and family violence (women with intellectual disabilities have a high risk of
violence in their lives).

e Ableism (negative attitudes against people with intellectual disabilities). This can
change the way services are provided. People might not get the support they need to
make decisions or understand what is happening to them.

e Structural violence. This is about taking away children from parents with intellectual
disabilities. Parents with intellectual disabilities are not seen as equals in society. A
child protection officer may fear the child might be in danger because a parent has an
intellectual disability.

The DRC looked at what happens to people over their lifetime. This is a life course
framework. They looked at times in a person’s life such as early childhood or adolescence.

They did not use being a parent as a time point.

The DRC looked at the experiences of First Nations people with disabilities with child
protection and out-of-home care. The DRC did not include all parents with intellectual
disabilities. They only made recommendations for First nations people. The DRC missed an

opportunity to improve lives for all parents with intellectual disabilities.

The authors of this paper wanted to see more recommendations for all parents with

intellectual disabilities. This included changes in the systems of our society such as:

e Ways to help young women and parents get reproductive justice. That is to understand

more about sexual health, pregnancy, and early intervention services.



e Help with disability advocacy. There was no mention of this. Disability advocacy
helps parents with disabilities find their way through complex issues. This might
include dealing with lawyers and the Children’s court.

e Putting in place laws and regulations to help all parents with intellectual disabilities
and their children be safe. These might include making sure pregnant women get help
when they need it and maternity support.

e Ways for parents with intellectual disabilities to make complaints. Most of these
parents are not getting support through the NDIS. It is difficult for them to complain
about services.

e Ways to lessen the personal and structural violence against people with intellectual
disabilities.

e Changes to child protection services so more children can stay with their parents. This

might include stopping ableism and changing parenting assessments.

Collings, S., Spencer, M., & Mills, R. (2024). A lost opportunity: did the Disability Royal
Commission let down parents with intellectual disabilities and their children? Research and
Practice in Intellectual and Developmental Disabilities, 11(2), 211-224.
https://doi.org/10.1080/23297018.2024.2384047
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Exploring the Disability Royal Commission’s views on the inclusion of people with
intellectual disabilities in the decision -making and governance of disability services.

Bernadette, Curryer, Michelle Donelly and Kim Roots

One of the aims of the Royal Commission into Violence, Abuse and Neglect and Exploitation
of People with Disability (DRC) was to find ways that people with disabilities can be
included in the community. One way is to ensure people with disabilities can provide
leadership to service providers and community organisations. Many disability services have
boards. People with a range of skills and knowledge sit on boards. Their roles on the board
are to ensure the organisation provides quality services. Boards do governance. Governance
oversees the culture and practices of organisations. Governance practices must be fair, meet
the service user's needs and keep people safe. This paper looks at DRC’s recommendations

on including people with intellectual disability in governance roles.

The DRC saw that some good things were happening in some disability services. These

included:

e Service users providing input on service design and delivery.
e Formal committees of service users that report directly to boards.

e Active recruitment of people with disabilities to board and leadership roles.

The DRC wanted more of these things to happen. The authors of the paper said the DRC did

not make specific recommendations about:

e How to change the make-up of boards and governance practice so more people with
disability are included.

e How to include people with intellectual disabilities in governance and leadership
roles.

e The steps needed for disability services to develop inclusive governance.

The authors of this paper know that not everyone wants to be on a board. There are many
ways to provide leadership in organisations and be heard. “Nothing about us without us”
means people with disabilities need to be involved in decisions that might affect their
lives. This often does not happen for people with intellectual disabilities. People with

intellectual disabilities may need a lot of support to give input to service.



There is evidence that listening to people with intellectual disabilities is helpful to boards. It
can improve the quality of their services. The DRC did not say how organisations will be
encouraged and supported to change. It also did not say how support for people with
intellectual disability will be provided. Organisations need to know what they must do to be

more inclusive.

Curryer, B., Donelly, M., & Roots, K. (2024). Exploring the Disability Royal
Commission’s views on the inclusion of people with intellectual disabilities in the
decision-making and governance of disability services. Research and Practice in
Intellectual and Developmental Disabilities, 11(1), 133-144.
https://doi.org/10.1080/23297018.2024.2342417



Don’t judge a book by its cover: What the Disability Royal Commission can do for

parents with intellectual disabilities.
Rhiannon Derzsi, Kathy Ellem and Morrie O’Connor

Kate, an Aboriginal woman from New South Wales, told the Disability Royal Commission
into Violence, Abuse, Neglect and Exploitation (DRC) what happened to her and her
children. Her story is sad. Her children were taken away by child protection services. She felt
she was not listened to. The service did not work with her to help her keep her children. The
DRC said they wanted to know what help First Nations Australian parents needed. They said

two things need to change:

e The state and territory government assessments need to change. Some of the
assessments look at parenting capacity — the ability to provide love, care and safety
for children. These need to be co-designed together with parents of children with
disabilities. They need to fit with the cultural backgrounds of the parents.

e First Nations Australians under 5 years old need to be assessed with a tool ASQ-
TRAK. This might help them get an early intervention plan through the National
Disability Insurance Scheme (NDIS).

Rhiannon, a parent with an intellectual disability and advocate, read Kate’s story. She felt the

DRC should have done more for all parents. She said:

e Parents with intellectual disabilities need specific supports. They get their children
taken away by child protection services.
e Parents with intellectual disabilities are people with human rights and need to be
listened to.
e Child protection officers should follow policies and procedures.
e Child protection officers should use simple clear language and make sure the parents
understand what they say or write.
e When child protection take children away they need to talk with the parents. They
need to tell them what is happening with their child. They need to tell them:
o About the child’s carers.
o What is happening with their schooling.
o Their diagnosis.

o Everything about their child.



Derzsi, R., Ellem, K., & O'Connor, M. (2024). Don't judge a book by its cover: what the
Disability Royal Commission can do for parents with intellectual disabilities. Research and
Practice in Intellectual and Developmental Disabilities, 11(2), 225-233.
https://doi.org/10.1080/23297018.2024.2384699



Supported decision-making and the Disability Royal Commission.

Shih-Ning Then and Christine Bigby

The Disability Royal Commission (DRC) said that supported decision-making is important
for people with disabilities to get their rights. Supported decision-making means giving
people the support they need to make choices and decisions. This is important for people with
intellectual disabilities as well as other people, including those with dementia and mental
health problems. When supported decision making does not happen others make decisions for

people.

The DRC gave a lot of attention to supported decision-making. They listened to a lot of
people talk about it. This included people with intellectual disabilities, researchers, and
families. They paid advocacy services to include those who had difficulties communicating.

People said,

e Co-design and leadership by people with disabilities about supported decision-making
is important.

e Supporting people to make decisions takes a lot of time.

e Supporters need training. This includes families.

e Workers in disability services must know how to do supported decision-making.

e Workers in other services must know how to do supported decision making. This
includes workers in health, justice, shops and banks.

e Some people need supported decision making about many decisions. It is not just

about big decisions.

Everyone told the DRC that they thought supported decision making was a good idea. But
people had different ideas about it.

The Commission paid for research on why, and how, to do supported decision-making. The
researchers said supported decision making should be for everyone. It must include people
with severe intellectual disability. They said everyone has preferences. People express
preferences in different ways. Supporters must try to understand what a person wants. This is
called knowing their ‘will and preferences’. If someone else decides, they must take notice of

the person’s will and preferences.



The DRC agreed with the researchers that supported decision making should be for everyone.
They said a ‘principled approach’ to supported decision making was important. The DRC
made many recommendations about supported decision making. Most of these were about
changing the ‘guardianship’ law. Guardianship is when someone is appointed to decide for a
person with disability. The DRC said even a guardian must take notice of the person’s will
and preferences. You should only ignore a person’s preferences if the person is in great
danger. These DRC recommendations were like those of a 2014 report on law reform. The
DRC also said supported decision-making is not one size fits all. People have different needs.

For example, supported decision making may not fit First Nations culture.

The authors Shih-Ning and Christine said the DRC could have done more. They worried that
the DRC looked mainly at changing law. The DRC wrote about wanting to do more about
supported decision making. But there were no recommendations on how to make supported
decision making happen in all service systems. Or about changing how supporters work every
day to support decisions. Or how supporters can work out the hard things about supported
decision making. This was disappointing.

We know supporters of people with intellectual disabilities need training in supported
decision-making. We know supported decision making takes time to do it well. We don’t
know how people will find the resources needed to do this. The DRC did not say anything
about people who need help in end-of-life planning. Shih-Ning and Christine said we need to
know how to help people get the skills they need to support people with intellectual
disabilities to make daily decisions. The DRC did not tell us this.

Then, S. N., & Bigby, C. (2024). Supported decision-making and the Disability Royal
Commission. Research and Practice in Intellectual and Developmental

Disabilities, 17(1), 86-106. https://doi.org/10.1080/23297018.2024.2330961



The findings of the Disability Royal Commission: the relevance for people with
intellectual disabilities in rural areas

Stuart Wark

The Disability Royal Commission (DRC) looked at what happens for people with disabilities
all over Australia. This includes people who live in cities and those who live in the country,
outside big cities. The DRC talked to people in rural, regional, and remote areas. This
included places like Townsville and Alice Springs. We know people who live in places
outside cities have more difficulty getting services. This paper looks at what the DRC says
about people who live in rural areas. This summary uses the word rural to cover the rural,
regional, and remote areas the DRC talks about. Some rural areas have more people with
disabilities than those in the cities. Sometimes the DRC talked to people through the internet.
This was hard for people with intellectual disabilities and some voices were not heard. The
Easy Read report of the DRC’s recommendations did not talk about people from rural areas.
But the DRC did talk about people from rural areas in their larger report. Stuart who wrote
this paper looked at all the recommendations. He said many of the recommendations were
important for all people with intellectual disabilities wherever they lived. Only 14 of the 222
recommendations were focussed on people who live in rural areas. Stuart talked about these

14 recommendations for people with intellectual disabilities.

e Getting services.
o Difficult to get transport to take people to services.
o Governments asked to give better supports for people who get in trouble with
the police.
o Governments asked to give better supports for people who live in violent
homes.
e Who gives the support?
o There is a lack of services. There is an urgent need for a provider of last resort.
That is someone who can give people the services they need.
e How to get more expert staff.
o Ask NDIS Quality and Safeguards Commission to help get more behaviour
support practitioners to work in rural areas.
o Find behaviour support practitioners to hep First Nations people in remote
areas.

e First Nations people.



o Ask NDIS Quality and Safeguards Commission to set up a First Nations Unit.

o Ask NDIA to get more community connector programs.

The DRC Easy Read report needed more information. It is important that Easy Read helps the
reader understand difficult words. Some people with intellectual disabilities felt left out. The
DRC Easy Read report did not mention that people live in different places such as rural,

regional or remote.

Stuart said the recommendations focussed more on people who lived far away — in remote
communities. This was good for those people. But there are more people who live closer — in
rural and regional places. There need to be more recommendations for these people. Some of
these people might be helped in the NDIS review in December 2023. This review had some

recommendations like the DRC’s report.

Wark, S. (2024). The findings of the Disability Royal Commission: the relevance for people
with intellectual disabilities in rural areas. Research and Practice in Intellectual and
Developmental Disabilities, 11(1), 121-132. https://doi.org/10.1080/23297018.2024.2340573



Mainstream housing and the Royal Commission into violence, abuse, neglect, and
exploitation of people with disability.

Ilan Wiesel

The Disability Royal Commission (DRC) said that people with disabilities have great
difficulty finding somewhere to live. The DRC said that people with disabilities should be
one of the first people (priority group) to get help with housing. This is good policy but there
are many people who need housing. There are not enough houses for everybody. Many
houses are not accessible for people with disabilities. It can be very expensive to rent a home.
There are many people with intellectual disabilities who are homeless. People who are

homeless without support are more likely to have violence in their lives.

The DRC put forward some recommendations. Illan who wrote this paper made some

comments about the recommendations.

e People with disabilities should be a priority group to get help. This should be said in
all national housing plans. Also in homelessness plans. People with disabilities should
be named in strategies, policies, and action plans.

e The DRC looked at ways to help with homelessness. They suggested using a lot of
support as in the Housing First model. Ilan says sometimes this model might not be
right for people with disabilities. Putting people with disabilities to live with many
other people without extra support may lead to more violence. They would need extra
help to make sure this did not happen.

e There are building standards that make houses accessible for people with physical
disabilities. Not every state has the same standards. The DRC says New South Wales
and Western Australia need to have standards like other states. More houses would
then be accessible.

e There needs to be more social housing for people with disabilities. This can be done
by changing policy about who is a priority. It also needs to be easier for people with
disabilities to ask for help with housing. Some of the houses need to change. People
who have difficulty moving around need it to be easy in their house. Getting physical
changes made to houses is not always easy. Ilan says the waiting list for social
housing is very long. If someone is offered a house but cannot get through the front
door, they might not get another chance at a house. A more supportive approach to

social housing is needed.



e Residential tenancy laws need to change. People with disabilities who rent a house

often do not know how long they can stay in the house. They need laws that say they

cannot be thrown out of the house for no reason. The landlord needs to have a good

reason. Ilan says Australian laws are not good for renters, particularly private renters.

e There needs to be improvements and checks for quality and service standards in

boarding houses. Boarding houses are often not safe or pleasant places for people with

disabilities. The DRC says boarding houses need to:

©)
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Do better support planning.
Keep records of the support people get.
Make sure complaints are heard.

Help people find independent advocacy services.

Ilan says the DRC report is a very good start. He agrees with many of the recommendations.

He wants to see more housing for homeless people, but with better support for those with

disabilities. He wants to see more social housing built. He wants to see national and state

funding to build more houses that people with disabilities can live in.

Wiesel, I. (2024). Mainstream housing and the Royal Commission into Violence, Abuse,
Neglect and Exploitation of People with Disability. Research and Practice in Intellectual and
Developmental Disabilities, 11(1), 29-38. https://doi.org/10.1080/23297018.2024.2335506



