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Executive Summary

There are two chronologies that tell the story of the establishment of the Royal Commission 
into Violence, Abuse, Neglect and Exploitation of People with Disability (the Disability Royal 
Commission) – one known, the other unknown .

The first, known chronology begins with a scandal. On March 21, 2012, Victoria Police 
charged Yooralla support worker Vinod Johnny Kumar with multiple counts of rape and sexual 
assault against people with disabilities living in supported-care accommodation . The trial and 
imprisonment of Vinod Johnny Kumar in 2013 triggered a chain of events, including 2014’s ‘In 
Our Care’1, the first of two Four Corners-Fairfax reports into disability abuse; a 2015 inquiry into 
violence, abuse and neglect against people with disability in institutional and residential settings 
by the Senate’s Community Affairs References Committee; a groundswell of community support 
culminating in the passage of a 2019 Senate motion calling for the establishment of a Disability 
Royal Commission; extensive public consultations by the Department Social Services on the 
draft Terms of Reference for the Disability Royal Commission; and, on April 4, 2019, the issuing 
of the Commonwealth Letters of Patent appointing the Disability Royal Commissioners by the 
Governor General, the Hon Sir Peter Cosgrove AK MC .

That known chronology concludes on September 16, 2019: the day the Disability Royal 
Commission’s first public hearing was held in Brisbane’s Convention and Exhibition Centre. 
At that hearing, the Disability Royal Commission’s Chair, the Hon Ronald Sackville AO QC, 
noted it was ‘entirely appropriate and indeed symbolic’ that the first public hearing was being 
held at Convention and Exhibition Centre as the centre was the subject of a landmark disability 
campaign in 1994 . 

Mr Sackville said:

‘This very large centre was designed in 1992 and construction commenced in 1993 early . 
At that stage, no consultations had taken place with groups representing people with 
disability . Perhaps not surprisingly, the main entrance to the building was designed so as to 
be inaccessible to anyone who could not climb a rather formidable staircase . There was an 
alternative entry to the centre 40 metres away, but that meant travelling through a corridor 
to a lift, thereby effectively segregating people who could not use the stairs from everybody 
else. A complaint was subsequently bought to the Queensland Anti-Discrimination Tribunal 
by Kevin Cocks [OAM], who subsequently became the Queensland Anti- Discrimination 
Commissioner. The president of the tribunal found that the failure by the state of Queensland 
to provide an accessible front entrance to the centre was a breach of the Queensland Anti-
Discrimination Act of 1991. The tribunal ordered the state of Queensland to commission the 
construction of an accessible front entrance at a cost of about $300,000 in 1994 dollars . 
That is how the Convention Centre became accessible to everyone .’2

Mr Sackville’s remarks neatly conclude the known chronology of the road to the Disability  
Royal Commission . They also allude to the second, unknown chronology that shadows  
the establishment of the Royal Commission into Violence, Abuse, Neglect and Exploitation  
of People with Disability . 
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To a large degree, the unknown chronology is not marked by court cases, media reports  
and politicians . Instead, it has been carved out by the long-running, often unheralded campaigns  
for equality and justice by the advocates and activists of the disability rights movement . 

The second, unknown chronology of the road to the Disability Royal Commission is not as clear 
cut as the official version. That is hardly surprising given the fact that the history of Australia’s 
disability rights movement, from its multiplicative beginnings to its confederate tendencies  
to its unsung champions, is largely subterranean . However, this shadow chronology is equally  
as important as the public story of the establishment of the Disability Royal Commission . 

In fact, an argument could be made that the unknown chronology is more important for 
two reasons: first, because it contextualizes the struggles, values and expectations of the 
hundreds of thousands of Australians with disability who have a direct interest in the conduct, 
recommendations and outcomes of the Disability Royal Commission; second, because the 
generations of activists and advocates who built Australia’s disability rights movement deserve 
the recognition . The names of many of those pioneering activists and advocates have been  
lost, but they include David Banfield, Genni Batterham OAM, Geoff Bell, Uncle Lester Bostock 
OAM, Kevin Byrne AM, Margaret Cooper OAM, Jan Daisley, Dr Rhonda Galbally AC, Lesley  
Hall OAM, Frank Hall-Bentick AM, Elizabeth Hastings, Jeff Heath AM, Joan Hume OAM, Margo 
Hodge, Graeme Innes AM, Richard Llewellyn AM, Rob McNamara, Doug Pentland, John 
Pullicino, John Roarty, Kevin Stone and Jeremy Ward . Many of those men and women had  
first-hand experiences of institutional life – and knew what it was like to be educated, housed  
or employed in segregation .3 Many did not live to hear Mr Sackville’s remarks at the opening of 
the Disability Royal Commission . And yet the public platform for Mr Sackville’s remarks would 
not have existed without the collective and individual efforts of those first generations of activists 
and advocates . With that in mind, this essay attempts to make known the outline of the often-
unheralded campaigns for equality, inclusion and justice by generations of disability advocates 
and activists that, directly and indirectly, triggered the Disability Royal Commission . 
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Introduction

This essay is divided into three sections .

The first section, ‘Emerging’, focuses on the activism era in the disability rights movement – 
particularly its highpoint, the United Nations’ (UN) International Year of Disabled Persons in 
1981. In addition, ‘Emerging’ casts back to 1971 and the first known direct action by people  
with disabilities – and forward to the eve of the Disability Discrimination Act (DDA) in 1991  
and the end of the activism era . 

The second section, ‘Engaging’, focuses on the advocacy era of the disability rights movement . 
‘Engaging’ explores why – despite activists moving into powerful advocacy positions, using the 
DDA to win important victories and conducting multiple campaigns – systemic progress was 
limited by a shift in government policies towards neoliberalism . As a consequence, the concerns 
of the disability rights movement were often unheard or ignored between 1991 and 2011, with 
the sector only beginning to find its voice between 2008 and 2011 as the proposal for a National 
Disability Insurance Scheme (NDIS) gained momentum . 

The third section, ‘Uprising’, focuses on the mainstream era of the disability rights movement . 
Beginning in 2011 and running up to the appointment of the Disability Royal Commission 
in 2019, the campaign for and rollout of the NDIS redefined both the disability sector and 
disability advocacy – giving disability issues unprecedented political and economic weight . 
‘Uprising’ explores the domino effect of the campaign for the NDIS: how the Every Australian 
Counts campaign created the first rallying point for the disability rights movement since the UN 
International Year of Disabled Persons, how the campaign led to the rollout of the NDIS, which 
the Commonwealth saw as one of the biggest job-creation opportunities in Australia’s history4; 
how the rollout of the NDIS turned disability, previously seen as a marginal political and policy 
area, into a major socio-economic portfolio within government; how the Yooralla scandal, which 
broke in the midst of the rollout of the NDIS, raised serious questions about the quality of the 
disability services workforce and the safety of people with disability; and how, ultimately, those 
questions of quality and safety could only be adequately answered by a Royal Commission . 

In short, the creation of the Disability Royal Commission was never inevitable, but once the lives 
of 460,000 people with disability were directly connected to the NDIS, a $22 billion social policy 
reform that was expected to create 90,000 jobs, it became unavoidable .5 

Emerging: the activism era 

The fight for disability rights in Australia has been called the last frontier of practical civil rights.6 
Speaking at the 30th anniversary celebrations of the creation of advocacy group People With 
Disability Australia (PWDA) in 2011, then-Disability Discrimination Commissioner Graeme Innes 
AM pointed out that the lived experiences of many Australians with disabilities had not greatly 
changed since deinstitutionalization in the 1970s and 1980s .
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Mr Innes said:

‘Where do we live? In institutions, group homes, with support in the community, or in 
“congregate facilities” . Where do we work? In sheltered workshops, factory settings, 
disability enterprises, for most of us not in the labour market at all, or for the lucky ones 
in a regular job in the community . Where do we learn? In segregated schools, in inclusive 
education, or at regular schools but in a “special” class .

‘The challenges for us to achieve equality and full inclusion are still out there . Report after 
report, the Shut Out report being just one example, show the disadvantage experienced in 
our society by Australians with disability . We are represented as either heroes or victims, 
when we want to be seen as people enjoying equal and included lives in the broader 
community, and as agents of our own destiny .

‘For such an environment we need strong, committed and long-term advocacy .’7

For many advocates, the turning point in that long-term battle for Australians with disabilities 
to be agents of their own destiny was 1981 – the UN International Year of Disabled Persons 
– because that was the year when they became unified and organised. In reality, though, the 
genesis of the disability rights movement in Australia goes predates 1981 by at least a decade .

The first known direct action by people with disabilities8 was staged at Weemala institution in 
the Sydney suburb of Ryde in 1971 . Led by activist John Roarty, Weemala’s inmates formed 
a Residents’ Committee and campaigned until 1973 to gain choice and control over their daily 
lives . Throughout the 1970s, increasing numbers of people with disability took activism in 
their own hands. In 1979, for instance, activists Joan Hume OAM and Genni Batterham OAM, 
together with other members of the Australian Quadriplegic Association (AQA), disrupted 
the opening of the inaccessible Eastern Suburbs Railway at Bondi Junction . Speaking at the 
thirtieth anniversary of the founding of PWDA in 2011, Ms Hume said the protest was the 
impetus for New South Wales’ then-Premier, the Hon Neville Wran AC, CNZM, QC, to  
establish Australia’s first wheelchair accessible taxis and the Taxi Transport Subsidy Scheme.9 

Grassroots activism was also actively encouraged by the Commonwealth . In 1973, the Whitlam 
Government10 established the new Australian Assistance Plan (AAP) – a pilot project, billed 
as a ‘plan for planning’,11 that was designed to allow local communities to prioritise their own 
welfare services . According to historian Jenny Hocking, the AAP triggered an explosion in local 
advocacy in a range of areas, including self-advocacy for people with disability .12 

After the AAP ended in 1977, the belief in community-driven advocacy were taken up by 
Victorian governments led by the Hon Sir Rupert Hamer AC, KCMG, ED, the Hon Lindsay 
Thompson AO, CMG, and the Hon John Cain. As a consequence, Victoria funded programs  
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for local regions, including people with disability, with catalytic results .13 For instance, the Middle Park 
Social Club, established in 1979 as a drop-in service to help people with intellectual disabilities 
transition out of institutions and into the community, evolved into Reinforce – Victoria’s first self-
advocacy group . In addition, Melbourne’s philanthropic sector, especially the Myer and Stegley 
foundations, provided seed funding to numerous disability advocacy groups . 

By the end of the 1970s, Victorian activists such as Geoff Bell, Rob McNamara and Frank 
Stevens had formed a state-wide, multi-disability advocacy network, the Disability Action Forum . 
Ms Hall said of the Forum:

‘It was the first major initiative that was developed that actually, you know, that was actually 
around people with disabilities actually coming together themselves and organising …  
more from a cross-section of disability, because, certainly, there were a lot of groups, you 
know, for specific people with disabilities. This Disability Action Forum was unique in the  
late ‘70s, because people came together on a regional basis, but they didn’t come together  
on any specific disability.’14

Specific activism 

A decade of local activism prepared the ground for the UN International Year of Disabled 
Persons . During 1981, the UN event became a rallying point – connecting the Australian 
activists to each other as well as the international disability rights movement . For instance, 
during 1981, the Premiers’ Conference (the predecessor to the Council of Australian 
Governments) funded ‘Break Down the Barriers,’15 an award-winning advertising campaign that 
told the stories of hundreds of everyday Australians with disabilities; advocates and activists 
gained control of state and Commonwealth-funded organizing committees; high-profile rallies 
and protests were held; and advocate organizations such as PWDA in Sydney and the Disability 
Resource Centre (DRC) in Melbourne were either founded or found their feet . 

One of the defining events of 1981 involved a 26-year-old feminist and activist, Lesley Hall 
OAM. Ms Hall, who went on to become chief executive officer of the Australian Federation of 
Disability Organisations (AFDO), was part of the Women With Disabilities Feminist Collective,16 
which decided to protest against the 1981 Miss Australia Quest. 

During the protest, Ms Hall stormed the stage . A news photographer17 captured the moment 
Ms Hall stood beside the newly crowned Miss Australia holding a sign that read: Spastic 
Society oppresses women . The letters ‘s’ in ‘Spastic Society’, together with the ‘ss’ in the heart 
of ‘oppresses’, are written in the jagged style reminiscent of the Schutzstaffel – the German 
paramilitary organization otherwise known as the SS. At issue for Ms Hall was the contradiction 
at the heart of the Miss Australia Quest: a beauty pageant that raised money for the Spastic 
Society, the then-name of a charity established in 1948 to support children with cerebral palsy, 
but objectified physical perfection and excluded people with disabilities . 
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After her protest, Ms Hall explained why she opposed the pageant:

‘The first thing is the image of beauty that it creates and it reinforces in the public’s mind – 
and we think that it’s very difficult, especially for women with disabilities, to live up to that 
image . The second reason we are opposed to it is because of the charity ethic . People are 
going out into the community and depicting images of disabled people as being helpless, 
child-like, in need of money, in need of the sympathy of the community .’18

Reaction to activism

Those remarks signify a shift in focus for the disability rights movement . During the decade 
leading up to 1981, activism often focused on personal and particular local or regional issues – 
such as Weemala inmates demanding more choice and control over their daily lives . With the 
protest against the Miss Australia Quest – like AQA’s protest against the inaccessible Eastern 
Suburbs Railway at Bondi Junction – activism was increasingly prosecuting a human rights 
agenda and demanding systemic reform . 

Preparations for the UN International Year of Disabled Persons also created new platforms  
for disability activists. In 1979, South Australian activist Richard Llewellyn AM attended the first 
national planning meeting in Canberra – and found he was the only person with a disability in 
the room . Mr Llewellyn complained to the then-Federal Minister for Social Security, Senator 
Margaret Guilfoyle . Senator Guilfoyle responded by appointing a new ‘ground-breaking’ 
committee where people with disabilities represented their own interests .19 Dr Cooper, who sat 
on Victoria’s organising committee for 1981, said the organising committees became arenas for 
debate, with activists shifting the focus of the International Year of Disabled Persons away from 
a preventative message towards self-determination .20 

Dr Cooper said:

‘One of the really good things [to come out of the International Year of Disabled Persons] 
was sitting down at a table with round about 25 other people who were either disabled 
or representing an organisation – some of them were charities, or non-government 
organisations is the politically correct way of saying it – and saying, “Well, what’s the 
agenda? What do we really want for people with disabilities?” And at one of the meetings, 
the key meetings, they decided we would look at advocacy .’

As a result of those meetings, seminal advocacy bodies, such as PWDA in Sydney and 
the DRC in Melbourne, were established – creating formal networks for ongoing advocacy . 
Advocate Frank Hall-Bentick AM, who served on the DRC’s management committee, said: 

‘IDPD [the International Year of Disabled Persons] was a catalyst for us to come together  
to begin to be more organized about addressing the issues challenging the system.’21 
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Activism internationally

One of the activists’ first challenges was to catch up with Europe and North America. 

Prior to 1981, Australia was an outlier in the global disability rights movement . Among  
developed nations, the disability rights movement had been galvanised by the establishment  
of the Berkeley Centre for Independent Living in the San Francisco Bay Area and the 
emergence of pioneering activists such as Ed Roberts .22 That changed when Disabled  
Peoples’ International (DPI) held its inaugural world congress in Singapore in 1981 . 

The DPI congress was a revelation for the Australians who attended .23 ‘They came back 
absolutely radicalised,’ Dr Cooper said .24 After Singapore, the Australians formed a committee 
and, over the next two years, gathered enough support to form an Australian chapter of DPI .  
In 1983, they established DPI (Australia) and elected Mr Innes president .25

Locally, the network of disability advocates grew. In South Australia, activist Jeff Heath AM 
founded the Disability Information Resource Centre in 1982 . In Victoria, self-advocacy groups 
such as Reinforce became increasingly militant – breaking into 112 Drummond Street, Carlton,  
a State Government-owned house, in 1982 and refusing to leave until the premises were turned 
into emergency accommodation of people with intellectual disabilities. After a five-day standoff,  
the Victorian Government capitulated and gave in to the demands of Reinforce . The advocates won .

Reinforce President Colin Hiscoe, who spent years in sheltered workshops and institutions, 
remembered attending his first self-advocacy conference in 1981:

‘I was listening to what was going on and I was absolutely scared of everything, just about 
ready to wet myself, and after a while I started to calm down and I was listening to what 
people were talking about and listening to what people were saying, and I found it absolutely 
amazing. … It just felt like this big boulder had been lifted off my shoulder.’26 

Professor Errol Cocks, director of the Victorian Health Commission’s Mental Retardation 
Division in the early 1980s, said Reinforce became nationally and internationally influential.27 
The self-advocates even drew up a Code of Rights covering the right to receive training 
for employment, be released from incarceration in institutions, choose living quarters and 
companions, have relationships and marry, choose a doctor, control personal finances,  
and be protected from violence and abuse . 

Media attention to activism

Meanwhile, other activist groups, such as the Victorian Advocacy League for Individuals with 
Disability (VALID), founded to represent people with intellectual disabilities and their families, 
began drawing media attention to abuses in institutions and boarding houses . VALID chief 
executive officer Kevin Stone said:
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‘We were seeing lots of people living in just terrible circumstances with institutions and 
boarding houses and that governments couldn’t give a stuff, basically. And, so, VALID was 
founded around that call to get people out of institutions. And we got documents off the 
back of trucks revealing conditions in places like Caloola [in Victoria] and got TV cameras 
in and publicity in there . … We became known as an organisation that was prepared to 
expose their shit . … Most of the problems we saw in terms of abuse and neglect of people 
with disability was due to government lack of funding and so that’s where we targeted 
government . There was that big issue of unmet need of people for disability . So that was 
how we saw it . It was all about unmet need . And because needs weren’t being met, people 
were vulnerable to these predators and to neglectful situations .’28

Increasingly connected and organised, the activists were aided, in 1983, by the release of a 
landmark NSW Government report, Inquiry into Health Services for the Psychiatrically Ill and 
Developmentally Disabled. Commonly referred to as the Richmond Report because it was 
chaired by David T . Richmond, the NSW inquiry changed the institutional landscape by, for the 
first time in Australia, explicitly connecting human rights with disability services29 and noting the 
urgent need for advocacy ‘mechanisms’ which actively enabled people with disability to ‘speak 
for themselves’ .30 

Following the release of the Richmond Report and protests outside Parliament House led by 
activist Kevin Byrne AM31, the Hawke Government initiated the Handicapped Programs Review . 
The Review was Australia’s first attempt to systematically consult with people with disabilities, 
their carers and service providers . That consultation – detailed in New Directions: Report of 
the Handicapped Programs Review32 – found that disability services were uneven and lacked 
accountability, called for a move away from sheltered workshops towards open employment, 
and recommended a range of actions to protect people with disabilities . Those actions  
included a national bill of rights, the appointment of a Disability Discrimination Commissioner,  
a strengthening of the rights of people with disabilities to access state and federal services,  
and the funding of ‘self-advocacy’ and ‘citizen advocacy’ programs33 . In addition, New Directions 
paved the way for the introduction of the 1986 Disability Services Act, which, for the first time, 
recognised advocacy as a program requiring public funding .34 

Queensland was arguably the greatest beneficiary of the reforms stemming from New 
Directions . Prior to the election of the Hawke Government, the sunshine state – which had been 
governed by Sir Joh Bjelke-Petersen’s Country Party since 1957 – lagged behind New South 
Wales and Victoria . 

‘Under the Bjelke-Petersen Government there was no funding for advocacy, there was no 
funding for accessible housing . It was very poor . There were no integration plans,’ said advocate 
Kevin Cocks OAM.35 As a consequence, although the state had support groups such as 
Queensland Parents for People with Disability (QPPD), it lacked systemic advocacy. 
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The 1986 Disability Services Act laid the foundation for systemic advocacy in Queensland by 
creating a funding pool for advocacy organisations . In 1987, the Commonwealth went further, 
approaching QPPD to apply for an advocacy grant. Jeremy Ward, a QPPD member and  
lawyer, pulled together the application to secure the funding that led to the establishment  
of Queensland Advocacy Incorporated (QAI).36 By 1989, the final year of the Bjelke-Petersen-
Ahern Government, QAI was leading state-wide campaigns for the closure of institutions  
and the funding of personal support for people with disability .

Mr Cocks said:

‘The [Queensland] police had dossiers on a lot of people, but we didn’t even think of that 
because we were just emboldened and brazen and who cares? basically; we’re fighting  
for our rights and our time has come .’37

Engaging: the advocacy era

If the 1970s and 1980s – the activism era – were decades for laying foundations and building 
networks, the 1990s and 2000s – the advocacy era – were decades for driving systemic 
advocacy and battling internal division. Significant gains were during the advocacy era, which 
ran from 1991 to 2011 as activists and advocates engaged with and worked within government 
and non-government agencies to achieve progress for people with disability, but, without a 
rallying point like the UN International Year of Disabled Persons, the disability rights movement 
struggled to counter neoliberal policies introduced by the Hawke-Keating Government and 
expanded by the Howard Government . As a consequence, the disability rights movement was – 
once again – marginalised . 

The advocacy era started well, with the passage of the landmark Disability Discrimination 
Act (DDA) in 1992 . The DDA created a legal avenue for people with disabilities experiencing 
discrimination and established the Office of the Disability Discrimination Commissioner. But,  
as Australia slipped into recession, governments cut back funding for disability advocacy .38  
In addition, DPI (Australia) folded under financial pressure, leaving Australia without a national 
chapter of the global disability movement . 

Some activists moved into advocacy within government and non-government organisations . 
One of them was activist-turned-advocate Elizabeth Hastings – who was appointed Australia’s  
first Disability Discrimination Commissioner. 

Once appointed, Ms Hastings didn’t waste time. In 1993, she used the new Office to launch  
a campaign against the forced sterilisation of people with disability . At the time, forced 
sterilisation was not a new issue within disability circles . Prior to Ms Hastings, WWDA had 
campaigned against forced sterilisation in 1990 – publishing the text of a speech by Josie 
Atkinson, a young woman with disability . In her speech, Ms Atkinson said: 
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‘Disabled netball has a state team you could only play in if you have been sterilised .  
I couldn’t play because I hadn’t been sterilised . I think that is discrimination and blackmail .’39

Changes as a result of advocacy

What changed between Ms Atkinson’s speech in 1990 and Ms Hastings’ campaign in 1993 was 
Marion’s Case . In 1992, the High Court of Australia in Department of Health and Community 
Services v JWB and SMB – otherwise known as Marion’s Case . Marion’s case involved  
a 14-year-old girl with an intellectual disability . It set a legal precedent by making it illegal  
for a parent or guardian to sterilise a child in their care without the approval of a court . 

Forced sterilisation was now on the national agenda, but forced sterilisations continued .  
Activist Jody Barney recalled being approached by a parent in the 1990s, a few years after 
Marion’s case. Ms Barney said the parent wanted to find a way to illegally sterilise her teenaged 
daughter, who had Down syndrome . ‘I just was so surprised,’ Ms Barney said, who enlisted  
the help of Ms Hall to stop the forced sterilisation .40 

Ms Hastings kept campaigning against forced sterilisations until the Disability Discrimination 
Commissioner position was abolished in 1998 . In 1997, Ms Hastings reported that courts  
and tribunals had authorised the sterilisation of 17 girls since Marion’s case, but that, according 
to Health Insurance Commission data, at least 1,045 girls had been sterilised during the same 
period . Hastings said that the 1,045 number ‘excludes sterilisations carried out by hospital 
doctors on public patients in public hospitals . Comparisons with other data sources suggest  
that the true number is much greater, perhaps by a factor of several times .’41 

The Sterilisation of Girls and Young Women in Australia, a Human Rights and Equal Opportunity 
Commission report commissioned by Ms Hastings and written by Susan Brady and Dr Sonia 
Grover, stated that ‘the law has failed to protect significant numbers of children from significant 
abuse of their fundamental human right to bodily integrity . Worse, the community has aided and 
abetted that abuse by funding it (through Medicare)’ .42

Incidents of abuse

Throughout the 1990s, a series of reports catalogued a welter of other abuses against people with 
disabilities in general and women with disabilities in particular . The National Police Research 
Unit and Flinders University carried out a study of 174 people with intellectual disability and 
found that people with disability were three times more likely to be physically assaulted and ten 
times more likely to be sexually assaulted than non-disabled people .43 In a 1996 essay, Griffith 
University’s Professor Lesley Chenoweth detailed the ‘extreme marginalisation and exclusion’ 
that made women with disabilities more vulnerable to abuse:

‘Practices such as overprotection, segregation, the training of women with disabilities  
to comply with requests from staff, and a prevailing view that women with disabilities are 
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simultaneously asexual and promiscuous all increase the incidence of abuse and violence 
rather than prevent it .’44

However, the most disturbing report stemmed from a 1993 delegation to Ms Hastings . A group 
of disability organisations, including the National Council on Intellectual Disability (later renamed 
Inclusion Australia or IA) and the New South Wales Council on Intellectual Disability, went to 
Ms Hastings to discuss whether the DDA could be applied to issues of abuse in institutions . 
Following the meeting, Professor Robert Conway was commissioned to lead the first significant 
national survey on the nature and causes of abuse of severely-disabled residents in institutions . 

The results, published in 1996 as Abuse and Adults with Intellectual Disability Living in 
Residential Institutions,45 were shocking. Professor Conway found that residential staff were 
responsible for abuse in up to 51 per cent of cases, yet up to 40 per cent of residential staff 
were not trained to recognise abuse . The types of abuse most often reported by the families 
of the inmates of residential institutions were: physical (35 per cent of cases); neglect (24 per 
cent); emotional/psychological (19 per cent); and sexual (14 per cent) . The types of abuse 
most often reported by staff at residential institutions were: physical (53 per cent); emotional/
psychological (23 per cent); sexual (14 per cent); and neglect (11 per cent) .46 Speaking at a 
1996 conference in Hobart, Professor Conway said the incidence of abuse was impossible to 
accurately assess due to the collusion of unions, governments and institutions: 

‘Reluctance to report is a major problem . In some places there is a code of silence operating 
that is far stronger than a will to report abuse . … In many cases we were lied to quite 
deliberately by some government departments and by some non-government organisations . 
If there is no substantial change in the next two years consideration should be given to 
reference to the Human Rights and Equal Opportunity Commission for a major inquiry …  
at a national level .’47

In 1997, Ms Hastings wrote of a follow-up meeting with Professor Conway: 

‘There had been many setbacks, and a great reluctance on the part of some State 
administrations to give [Conway] access to their staff, or to their data on the occurrence  
and reporting of abuse .’48

Political reaction to advocacy 

Ultimately, the Conway Report came to nothing . 

Instead, under neoliberal policies introduced by the Hawke-Keating Government and expanded 
by the Howard Government: advocacy funding was cut; access to the DDA, which had been 
an important avenue for test cases, was limited by amendments that made unsuccessful 
complainants at risk of being liable for court costs; the hours a person could work before losing 
the Disability Support Pension, creating a disincentive for employment; the Commonwealth 
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took 10 years to develop Disability Standards for Education while the restraint and seclusion 
of students with disabilities grew; and, in 1998, the Office of Disability Discrimination 
Commissioner was abolished . 

When the Disability Discrimination Commissioner position was resurrected in 2005, the new 
Commissioner, Mr Innes, was required to also serve as Race Discrimination Commissioner and 
Human Rights Commissioner, limiting the time he could spend on systemic disability advocacy . 
In addition, sheltered workshops – targeted as anachronisms to be phased out by New 
Directions in 1985 – survived by rebranded themselves as Australian Disability Enterprises49 . 
Meanwhile, disability advocates became marginalised on decision-making bodies like the 
Commonwealth’s Case Based Funding Group Reference Group and ‘disabled people and their 
movement lost all control of disability open employment services … [and] policy processes’.50 

Advocates kept fighting against the odds for systemic reform, with limited success. During 
the 2000s, IA attempted to mount an industrial campaign to force sheltered workshops into 
the Australian Industrial Relations Commission, but their effort was sunk when the Australian 
Council of Trade Unions withdrew support . In 2008, the AED Legal Centre rekindled the 
industrial campaign – working against significant opposition from within and without the 
disability movement to launch a test case51 on behalf of two sheltered workshop employees, 
Michael Nojin and Gordon Prior . The heart of the case was that the Business Services Wage 
Assessment Tool (BSWAT) – the instrument used to determine whether employees with 
disabilities are paid as little as $1 an hour – was in breach of the DDA . 

The test case, fiercely backed by IA chief executive officer Paul Cain, was an orphan in the 
disability rights movement . ‘A lot of the advocates wouldn’t support us,’ said Kairsty Wilson, 
legal manager at the AED Legal Centre . ‘They just didn’t believe that we would get anywhere . 
[And] we were threatened quite a bit. I got death threats.’52

Looking back, Mr Innes said the DDA proved only a ‘marginally useful tool’ to deal with cases 
of violence, abuse, neglect and exploitation because ‘you’ve got to be able to demonstrate less 
favourable treatment and to do that you need to compare it to a lot of circumstances’ but ‘people 
without disabilities weren’t put in group homes or locked in institutions or didn’t receive the  
level or type of services that people with disabilities were receiving’ .53 All of which is why –  
with systemic progress limited and the concerns of the disability rights movement often unheard  
or ignored – the 1990s and 2000s became a lost decade for disability rights movement . 

Part of the problem was that the challenge facing disability advocates was abstract . Thanks 
to the successes of deinstitutionalisation, the physical manifestations of disability injustice 
– institutions – were mostly closed . In the minds of fair-minded Australians, that meant the 
systemic problem was dealt with . But, for people with disability, institutional discrimination54  
still existed because they were still shut out of mainstream education, housing and employment .  
In addition, as academics Karen Soldatic and Anne Chapman have argued, the political rules  
of engagement were redrawn: 
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‘Many of the gains made during the 1980s were wound back . … With neoliberalism’s 
intensification, the movement’s institutionalization became further entrenched as advocacy 
groups were embedded within state-contractual relations, which sought to actively constrain 
their representational actions by imposing strict media controls as a condition of funding 
(Ohlin, 1999). Advocacy groups were increasingly reframed by the Howard Government 
as political lobbyists rather than as civil society actors, denying any potentiality for dissent 
and protest . For the disability movement, this assault was driven primarily by the Howard 
Government’s commitment to neoliberal workfare which re-categorized “disability” and 
withdrew social entitlements and state-sponsored structures of social provisioning that 
promoted inclusion, representation and participation .’55 

Shift in policy

In effect, the policy shift from a focus on human rights to one of mutual obligation meant that 
every disability advocacy organisation and person with a disability was on their own .

The impact was felt hardest in South Australia . In 2003, the Howard Government cut funding 
to SA’s leading advocacy group, Disability Action . Then, in 2004, the Rann Government cut all 
funding for advocacy organisations – causing the closure of the Disability Information Resource 
Centre . Maurice Corcoran AM, a leading advocate and public servant who served as inaugural 
president of AFDO, explained the impact of the Rann cuts: 

‘They were looking at where to make cuts and they made a decision that was just  
so embarrassing and still hard to fathom – that advocacy was not a direct service . …  
It really put a huge hole in advocacy services in South Australia .’56

As a consequence, Mr Corcoran said, South Australia lacked the systemic advocacy needed  
to push for a Disability Royal Commission . 

By the beginning of the 2000s, many of the barriers faced by people with disability had barely 
changed since the publication of the Final Report of the Royal Commission on Human Relations 
in 1977 . In its Final Report, the Human Relations Royal Commission highlighted ‘barriers to 
the acceptance and integration of handicapped people into … mainstream life’57; called for an 
immediate investigation into institutions because ‘we were disturbed by accounts of the quality 
of care’58; catalogued the indifference and ignorance of medical practitioners; recorded cases of 
hundreds of children not being educated; bemoaned the lack of sexual education; promoted the 
benefits of early intervention; and called for the establishment of a national disability watchdog. 

In conclusion, the Human Relations Royal Commission said:

‘Discrimination against the handicapped exists in many forms . Their problem stems from  
a failure to treat them as people . Handicapped people are not subhuman and do not want  
to be treated that way. They ask only that “normal” social welfare systems be modified  
to accommodate their needs . … We must ensure that handicapped children and adults  
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are not denied their legal and human rights: the right to a stimulating environment,  
the right to education, the right to work and the right to lead lives which are as close  
to normal as possible . To be handicapped and to be deprived of these rights is unjust .’59

Two cases from the turn of the century illustrate the fraught lives of many Australians with 
disability. In Queensland in 2000, a QAI campaign against that state’s lack of regulation of 
private hostels uncovered a case akin to slavery . With the help of a whistleblower, advocates 
showed how an Ipswich woman effectively owned the people with disability living in her private 
hostel – and attempted to sell the hostel residents for $18,500 each . 

Mr Cocks said:

‘This woman had over 50 people in a melange of hostels or houses within probably a three-
quarter mile radius of her main hostel . … Back in 2000 their grocery bill for the week was 
$760 average . So, that worked out about $2 per person per meal . 

‘These people were given $6 a week of their pension … and most of them spent that money 
on a drink machine where they bought, where they paid $2 for a drink . The owners used to 
those cheap cartons of drink from Woollies that were 50 cents each . So, basically people were 
captives because they had no money, they couldn’t run away and if they did run away the 
owner would report them to the police as dangerous and the place where they’d go out and 
capture them and bring them back to the owner’s hostel . Now, this was a common practice . … 
The private hostel industry is nothing more than a very serious money-making business  
at the expense of highly vulnerable people whose human rights were just denigrated .’60 

QAI called for a Royal Commission into the scandal. Nothing happened. 

In Western Australia in 2001, Marlon Noble, a 19-year-old Aboriginal man with an intellectual 
disability from Carnarvon, was arrested and charged with sexual penetration of a child .  
Mr Noble denied all charges . However, under Western Australia’s Criminal Law (Mentally 
Impaired Defendants) Act 1996 he was declared unfit to stand trial due to mental impairment 
and held under an indefinite custody order – neither innocent nor guilty. Mr Noble was only 
released from indefinite detention in 2012 after an expose in the West Australian newspaper . 

According to an empirical study by the University of South Australia’s Felicity Paton, Andrew 
Davy and Jack White, Mr. Noble’s indefinite detention is not unusual. The University of South 
Australia study found that:

‘People with an intellectual disability are more likely to be detained for questioning and/or 
arrested and fail to understand their legal rights . They are also more likely to confess to a 
crime they did not commit due to their acquiescence and desire to please authority figures 
and are more suggestible . …
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‘They are also likely to possess characteristics which seriously disadvantage them in 
the criminal justice system, including difficulties in their expressive and receptive skills, 
concrete thinking patterns, memory problems, short attention span, a desire to please others 
(particularly authority figures), suggestibility, inability to understand their rights, impaired 
judgement, pretending to understand what is being said to them and attempting to conceal 
their disability .’61 

The University of Melbourne’s Social Equity Institute explained in Unfitness to Plead and 
Indefinite Detention of Persons with Cognitive Disabilities, its 2017 study of the ‘criminalization 
of disability,’62 that people with intellectual disabilities faced barriers at almost every step of the 
criminal justice system – and that Aboriginal people with intellectual disabilities were particularly 
disadvantaged . Unfitness to Plead and Indefinite Detention of Persons with Cognitive 
Disabilities also referenced: a New South Wales Law Reform Commission report that there was 
clear evidence of over-representation of persons with cognitive and mental health impairments 
at all stages of the criminal justice system; a Victorian Department of Justice report that 42 per 
cent of male prisoners and 33 per cent of female prisoners had an acquired brain injury; a 2013 
Victorian parliamentary inquiry that found individuals with an intellectual disability were between 
40 per cent and 300 per cent more likely to be jailed than those without an intellectual disability; 
and a 2012 Australian Institute of Health and Welfare report that 38 per cent of people entering 
prison and 46 per cent of people discharged from prison had received a mental health diagnosis 
at some point in their life . 

However, two bright spots did emerge from the 1990s and 2000s: a new breed of systemic 
advocacy organisations combining feminist and disability rights, and the creation of Australia’s 
first disability rights organisations for First Nations people.

The National Women’s Network, formerly a group within DPI (Australia), broke away and 
incorporated as Women With Disabilities Australia (WWDA) in 1995 . Carolyn Frohmader, 
WWDA’s executive director, said the rise of women’s disability groups was necessary because 
‘the disability rights movement, traditionally, was sort of like dominated by men with disability 
and so they dealt with men’s issues, things like – and that’s not to trivialize those issues – things 
like, you know, access to taxis or transport or issues like that . Whereas the women’s issues 
were just never considered .’63

Sue Salthouse, former president of WWDA and former chair of Women With Disabilities ACT,  
said women wanted to speak for themselves within the disability movement . ‘Women like 
Patricia Woodcroft-Lee and Margaret Cooper and Joan Hume,’ Ms Salthouse said, ‘they were 
feminists first and wronged disabled women second, and from that point of view they just 
wouldn’t – they wouldn’t stand for being ostracized and being disempowered by blokes.’64

In Victoria, a feminist group that began meeting in 1992 incorporated as Women with Disabilities 
Victoria (WDV) in 1995 . Ms Howe, former executive director of WDV, said the atmosphere of 
the disability rights changed in the 1990s. ‘The second wave of feminism had finally caught up, 
you know, and so those of us who had a disability started making the link between feminism and 
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disability advocacy,’ she said .65 Western Australian advocate Samantha Jenkinson moved to 
Melbourne in 1999 and was struck by the differences. By comparison, she said, ‘there wasn’t  
as much of that self-advocacy’ in WA, where ‘it was strong from a family perspective’ .66

First Nations advocacy

For First Nations people, the catalyst for change was the 1991 Meares Oration67 delivered  
by Uncle Lester Bostock OAM. At the Oration, Mr Bostock, a board member of PWDA, became 
the first person to publicly speak of the notion of double disadvantage faced by Aboriginal 
Australians with disabilities. As Damian Griffis, chief executive officer of First Peoples Disability 
Network Australia, explained, Aboriginal Australians with disabilities were effectively ‘walking  
in three worlds’ – forced to navigate Indigenous, mainstream and disability cultures . 

Mr Griffis said:

‘There’s at least 30 Aboriginal people with disability indefinitely detained in Northern Territory 
prisons – they’ve only got two prisons there – because they can’t be accommodated 
anywhere else, basically . So, they end up living in jail, basically . 

‘The intersection between racism and ableism …plays out at its most acute in prison, or in 
interactions with police for example . Because our system in Australia is so siloed it doesn’t 
know how to deal with intersectionality . You’re either black or you’re disabled – you know 
what I mean? – you can’t be both . … So, we talk about walking in three worlds, mate . We talk 
about Indigenous rights, disability rights and then the mainstream . It sort of plays out very 
acutely for a lot of Aboriginal people with cognitive impairment, especially . You’re very likely 
to end up in the back of a paddy wagon, for example, if you’re an Aboriginal person with  
an intellectually disability . You’re very unlikely to get a service intervention, you know what  
I mean? You criminalise it [disability].’68

With that in mind, in 1999 the Aboriginal and Torres Strait Islander Commission hosted a 
meeting in Alice Springs with Aboriginal disability representatives from every state and territory . ‘ 
At that gathering,’ Mr Griffis said, ‘a number of recommendations were made and one of those 
was for people to go back to their states and set up state-based networks of – and for – Aboriginal 
people with disabilities .’69

In 2002, the Aboriginal Disability Network NSW was incorporated, with Mr Bostock president  
and Mr Griffis70 executive officer. Other states and territories followed suit, with varying results.  
In Queensland, a group worked with the Queenslanders with Disability Network; in Victoria and 
the Northern Territory, no formal structures were formed; in South Australia, Aunty Gayle Rankine 
led an advisory committee of Aboriginal people with disabilities; and in Western Australia, there 
was only a network of health professionals .71 In 2008, Mr Griffis met with the Parliamentary 
Secretary for Disabilities and Children’s Services, the Hon Bill Shorten, and secured funding to 
take the next step and establish a national advocacy network for Aboriginal people with disabilities – 
leading to the establishment of First Peoples Disability Network Australia in 2010 . 
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By the end of the 2000s, the First Peoples Disability Network Australia was not the only signal of 
progress. A corner was turned in 2007 when the Howard Government ratified the United Nations 
Convention on the Rights of Persons with Disabilities, which included, under Article 16 of the 
UN Convention, the requirement to protect people with disabilities from and take all appropriate 
measures to prevent ‘all forms of exploitation, violence and abuse’ and:

‘Put in place effective legislation and policies, including women- and child-focused legislation 
and policies, to ensure that instances of exploitation, violence and abuse against persons 
with disabilities are identified, investigated and, where appropriate, prosecuted.’72

In addition, the Australian Capital Territory in 2004 and Victoria in 2006 introduced charters  
of human rights for their jurisdictions – Queensland would follow suit with its own human rights 
charter in 2019 . Each human rights development was avidly followed by PWDA . Before the 
ratification of the UN Convention, said Therese Sands, former chief executive officer of PWDA, 
Australia lacked the framework to properly address violence, abuse, neglect and exploitation:

‘Discrimination law was limited in being able to address the circumstances . It just did not 
cover those areas and it was – you know, there was issues around forced sterilization, 
forced treatment in mental health facilities and in disability institutions … compulsory 
detention … or deprivation of liberty in disability institutions [and] in mental health 
institutions. [People] being compelled to live in places because that’s where you get your 
support and if you don’t live there you’re not going to get any support . … [Before the UN 
Convention] the human rights organizations didn’t really understand why it [disability] was a 
human rights issue. They saw it as a social welfare issue … [and abuses] were perceived as 
kind of one-off things in one location, maybe, and individual perpetrators. Trying to generate 
a human-rights narrative was so difficult prior to the CRPD [Convention on the Rights of 
Persons with Disabilities]. 

‘That’s why there was such a strong push globally by the disability rights movement for  
a human rights focused convention that would strongly locate people with disability 
as subjects of rights, as rights bearers, and that would enable all the human rights 
mechanisms . So, everything to do with the rights of the child, elimination of discrimination 
against women, civil and political rights, economic and social cultural rights would apply to 
people with disability – and everyone would have to kind of go, “Oh. OK. So, this is what that 
means.” And the CRPD kind of did that … what it meant was human rights organizations 
had to, as part of their business, had to once the CRPD was there, they had to kind of go, 
“Oh, so we do have to deal with these issues now. What do you mean forced sterilization? 
Does that really happen?” Or, “What do you mean false contraception or forced treatment in 
mental health facilities? But that’s condoned . That’s legal .” Yeah, that’s the point . These are 
legal forms of violence that people with disability endure .’73

In 2007, the Senate also began to pay serious attention to disability abuse . That February, 
the Standing Committee on Community Affairs released Funding and operation of the 
Commonwealth State/Territory Disability Agreement, a report suggesting that all that had 
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changed since the 1996 release of Professor Conway’s Abuse and Adults with Intellectual 
Disability Living in Residential Institutions was that the settings of the crimes against people 
with disabilities had shifted from institutions to group homes, hostels and boarding houses . 
WWDA told the Standing Committee that people with disability living in inappropriate living 
environments, such as hostels and boarding houses, were ‘more vulnerable to abuse and 
exploitation’ .74 ‘With one of the lowest rates of labour force success and one of the highest rates 
of poverty, women with disabilities clearly stand out as a group in need of greater opportunities 
for employment,’ WWDA’s submission said .75 

The Disability Advocacy and Complaints Service of South Australia’s submission stated:

‘People with disabilities living in public housing experience isolation, harassment from 
neighbours, and often sheer fear of being assaulted and taunted . Many have no access  
to any other services, their flats decay, many feel too embarrassed to ask for help.  
These are the forgotten, but accommodated people with intellectual disabilities .’76 

In 2008, another corner was turned . That April, the newly-elected Rudd Government held the 
2020 Summit – a national brainstorm intended to shape Australia’s long-term strategy – but 
failed invite anyone from the disability rights movement . Not to be denied, Professor Bruce 
Bonyhady AM and Helen Sykes snuck a contraband submission, Disability reform, into the 
Summit . Disability reform had one big idea that became the kernel of the policy idea that would 
become the National Disability Insurance Scheme (NDIS) – the biggest social-economic policy 
reform since the introduction of Medicare .

The NDIS proposal changed the political perceptions of disability issues . What was previously 
seen as a peripheral issue in Canberra became a major socioeconomic portfolio . The Minister 
for Families, Housing, Community Services and Indigenous Affairs, the Hon Jenny Macklin, and 
her parliamentary secretary, Mr Shorten, fast-tracked the acceptance, planning and rollout of 
the NDIS . Ms Macklin and Mr Shorten established an inquiry by the House of Representatives’ 
Standing Committee on Family, Community, Housing and Youth; called a Productivity Commission 
inquiry; held extensive public consultations; developed the 10-year National Disability Strategy; 
and used the data from public consultations to publish Shut Out: The Experience of People with 
Disabilities and their Families in Australia. 

Shut Out – written by Kirsten Deane OAM and published by the National People With 
Disabilities and Carer Council chaired by Dr . Rhonda Galbally AC – was an indictment of the 
nation’s disability services, finding that 39 per cent of the 750 public submissions raised the 
issues of rights and discrimination . ‘The gap between the principles enshrined in the legislation and 
the lived experience of many people with disabilities was a recurring theme,’ Ms Deane wrote .77

Mr Shorten, meanwhile, travelled the country, encouraging activists to campaign in unison 
to win public support for the NDIS . As a consequence, between 2008 and 2011 the warring 
tribes of the disability sector – advocates, service providers and carers – came together and, 
through the peak bodies of the AFDO, NDS and Carers Australia, formed the National Disability 
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and Carers Alliance and appointed Ms Deane executive director . Australia’s disability rights 
movement, marginalized for decades, now had a national rallying point for the first time since 
the UN’s International Year of Disabled Persons in 1981 . 

Uprising: the mainstream era

The Disability Royal Commission was not inevitable, but the domino effect of the mainstream 
era would make made it unavoidable . 

The first domino fell on January 25, 2011, with the launch of Every Australian Counts (EAC). 
EAC was the grassroots campaign established by the newly formed National Disability and 
Carers Alliance to lobby for the creation of the NDIS. What EAC created – for the first time since 
the UN’s International Year of Disabled Persons – was a rallying point for people with disability, 
their families, friends, carers and service providers . The grassroots campaign quickly grew to 
more than 100,000 Australians . 

‘[EAC] had a different approach,’ said Mr Hall Bentick, 

‘It had a different advocacy approach. It had a party approach. … The party approach was, 
of course, “Let’s get together and have a good time . Let’s celebrate .” Which brought a lot of 
people together in those, sort of celebrations . It opened the eyes of a lot of parents to know 
what would be possible; … so, it got them involved, got people with disabilities involved,  
got politicians involved .’78

Mr Innes said:

‘I think the sector really started to coalesce around … the NDIS campaign, and Bruce 
[Bonyhady] played a big role in that. And Bill Shorten certainly sat a number of us down at 
different times and said, “If you really want this, if this is what you want as a sector you have to 
[unite].” But, probably, the NDIS, at the same time that it helped to build momentum for a Royal 
Commission it probably sucked some of the oxygen away from it for a while. So, this stuff was 
still going on, when I say stuff, abuse. and I heard of it in group homes and institutions, but 
I also heard a lot of it in schools, and I did some work around schools and I did some work, 
when I was at the [Australian Human Rights] Commission around access to justice because 
there was significant problems in the justice system around – particularly around people who 
were found not fit to plead and were just locked up and never went to trial.’79

EAC did more than rally old-guard disability advocates; it also connected a new generation of activists . 

The epicenter of the new generation of activism was Western Australia . Ms Jenkinson –  
who had moved home to Perth to run People With Disability Western Australia (PWDWA)  
after a decade in Melbourne and a stint leading AFDO – said EAC was a point of connection:
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‘[We were] starting to look at the collecting information for the Shadow Report on the  
UN Convention [on the Rights of Persons with Disabilities], which then sort of brought  
in the stuff from Women With Disabilities Australia about the sterilization and abuse issues 
from there, but also then institutionalization. So, having things like the UN Convention in 
place, having things like the NDIS as a national scheme, almost were a catalyst for that 
[realisation], “Hey! This is all one big thing here.”

‘I came back to Perth and not long after that People With Disabilities Australia and AFDO 
were doing the first Shadow Report against the UN Convention … and, so, I remember 
the lawyers coming to Perth … and its remit was to talk about not just abuse or domestic 
violence or institutions, but a whole range of things . So, I guess, you know, the mechanisms 
were in place to make those conversations broader .’80

Setting up the NDIS

Just before EAC’s launch, in late 2010, a group of activists met at Ms Jenkinson’s Perth house . 
The group, which included Ms Jenkinson, Samantha Connor, Karen Harvey, Leanne Pearman, 
Peta Green, Rayna Lamb and Nihal Iscel, became the core of an activist group called the 
Bolshy Divas . 

The Bolshy Divas made their public debut in February 2011 when the heads of all Australian 
governments flew to Canberra for a Council of Australian Governments (COAG) meeting.  
The Gillard Government wanted the Premiers to agree to the implementation of the NDIS, but 
WA’s Premier, the Hon Colin Barnett, refused . In response, Ms Connor and fellow Bolshy Diva, 
Jo Russell, wrote a 100-page document called The Other 100 Conversations.81 Copies of the 
document, which included harrowing first-person accounts of what life was like for 100 Western 
Australians with disabilities, were waiting for the first ministers at COAG. Its opening page was 
addressed ‘to our elected representatives’:

‘There is no finger pointing, no blame, no politics involved in providing you with this 
information . We simply want the voice of people with disability and their families to be heard 
and for our most disadvantaged citizens to be supported to participate on a level playing 
field. All of our lives depend on it. … Are you listening?’82 

Mr Barnett later signed WA to the NDIS . 

The second domino fell on July 31, 2011, when the Productivity Commission released its final 
report into the feasibility of the NDIS. Besides condemning existing disability services as flawed 
and recommending the full implementation of the Scheme, the Productivity Commission estimated 
that a national, no-fault insurance scheme for disability would, by 2050, create 220,000 jobs and 
boost Gross Domestic Product by 1 per cent . ‘The bottom line,’ the Productivity Commission 
concluded, ‘is that the NDIS would have substantial economic impacts, and its benefits would 
significantly exceed the additional costs of the scheme.’83 (By 2017, the Productivity Commission 
would be estimating that during the rollout of the NDIS – which is slated to run to 2022 – one-
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in-five of jobs created in Australia would be created by the Scheme.84) The Gillard Government 
committed to the implementation of the NDIS on August 10, 2011 – just 10 days after the 
release of the Productivity Commission’s final report. That commitment to the $22 billion rollout 
of the NDIS was the moment that disability went from a peripheral to a mainstream concern of 
government – and therefore the national media . What had begun as a grassroots campaign for 
better disability services was now embraced as a socio-economic policy that promised to boost 
GDP and create a new industry for Australian workers .

As Mr Innes said, the campaign for the NDIS ‘sucked some of the oxygen’ away from the push 
for a Disability Royal Commission. But, by elevating the national profile of disability issues and 
connecting the economic dots, the NDIS campaign also increased attention on any and all 
reports on malfeasance in the sector . All of which is why – as the sector prepared for the  
launch of NDIS trial sites – the Yooralla scandal attracted such intense media attention . 

The third domino fell seven months after disability became a mainstream political concern . 
On March 21, 2012, Victoria Police arrested Vinod Johnny Kumar, a disability support worker 
employed by Yooralla . Vinod Johnny Kumar was charged with multiple counts of rape, as well 
as other sexual offences, against people with disabilities living in supported accommodation. 
The charges were shocking, but unsurprising – disability service providers and government 
authorities had known of similar abuses for decades . This time, however, the abuses came  
to light at a time when the disability sector was the focus of unprecedented political attention . 

One of Vinod Johnny Kumar’s victims was Yooralla client Jules Anderson. WWDA’s Ms 
Frohmader said Ms Anderson showed immense courage by giving evidence, then speaking 
publicly . Ms Frohmader said: 

‘One of the interesting things about that case is that if Jules Anderson had had an intellectual 
disability the likelihood of him ever being charged and being convicted would have been nil . 
You know, we have many women with intellectual disability living in settings like those who 
were raped by support workers, et cetera, but they never get justice because they have an 
intellectual disability . And the police say, “It’s just not worth it because they won’t  
be believed . They’ll be just torn to shreds in in court .”85

Following the arrest, VALID’s Mr Stone became one of the first advocates to call for a Royal 
Commission into institutional abuse against people with disability . ‘We know it’s happening out 
there,’ Mr Stone told ABC TV’s Lateline. 

‘We think it’s the tip of the iceberg . We think it’s happening in far more services than we dare 
think about . And we think it’s not only happening in Victoria – it’s happening across the country .’86

Ironically, three months after Johnny Vinod Kumar’s arrest, the Australian Civil Society Shadow 
and Baseline Report to the UN Committee on the Rights of Persons with Disabilities or Shadow 
Report was released . The 2012 Shadow Report, which measured Australia’s compliance with 
the UN Convention, was damning. It found that ‘people with disability remain significantly behind 
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people without disability in Australia as well as people with disability in other comparative 
countries’87 and warned that people in residential care were at ‘heightened risk’ of violence 
and abuse for a range of reasons, including the fact that ‘many institutions and residential care 
facilities are understaffed or have staff that are improperly screened or have insufficient training 
to recognise, prevent and respond to exploitation, violence and abuse’ .88

In the end, Johnny Vinod Kumar pleaded guilty. On November 20, 2013, County Court Justice, 
the Hon Felicity Hampel SC, sentenced him to a maximum sentence of 24 years imprisonment . 
In her sentencing statement, Justice Hampel said:

‘This is offending of the greatest order and greatest gravity. No civilised community can 
countenance such abuse of the disabled for whom the whole community has a responsibility  
to care . Disabled people are entitled to have their dignity respected, to feel safe in their 
homes and safe with those who are entrusted with their care .’89

In December 2013, the Australian Human Rights Commission published Background Paper  
on Access to Justice for People with Disability in the Criminal Justice System, a combination  
of legal research and public feedback that concluded:

‘There is a variety of far-reaching legislative and administrative protections available to 
address the issue of violence against people with disabilities in residential care settings . 
However, such mechanisms fail to overcome the significant barriers that people with 
disabilities regularly experience when seeking to prevent, stop or obtain redress for acts  
of violence . Indeed, in certain circumstances the extensive laws, regulations and policies 
may even worsen the situation . As such, reform that is more preventative in nature (and  
which addresses the root causes of the problems, rather than merely the symptoms of it)  
is necessary, as is a more independent oversight of the residential care service providers 
and their workers .’90 

Meanwhile, more evidence of systemic violence, abuse, neglect and exploitation emerged .  
In 2014 and 2015, Yooralla support workers Timothy Hampson and Colin Stewart Hoyle were 
jailed for separate assaults on Yooralla clients with disabilities. On June 30, 2014, the Interim 
Report of the Royal Commission into Institutional Responses to Child Sexual Abuse was 
handed down and found that children with disabilities were more vulnerable to abuse and 
arguing that segregation made children with disabilities increased the risk of abuse . 

Then, on May 15, 2014, WDV released Voices Against Violence – a landmark, seven-volume 
study of family violence and women with disability . 

WDV’s then-CEO Ms Howe said:

‘That report is watered down because it was so ghastly . The details of women’s violence 
were horrific, and that was one of the [internal] debates: to what extent do we amplify that? 
Because you know you can overwhelm people with the facts . And, also, we didn’t want 
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to be too specific about women’s deeply personal experiences. But the material was just 
horrendous . What women were experiencing was just revolting . I was shocked . I was really 
shocked. I mean, we would, you know, periodically get horrific stories, but just story after 
story after story was so terrible . … All of that was really powerful and had a huge impact  
on family violence services and policy makers . And we kept building on that .’91

Setting up a united voice

Ms Anderson’s guardian, Peter Cross, took the next step – creating an advocacy group, United 
Voices for People With Disabilities, and approaching journalists at Four Corners. On November 
24, ABC TV broadcast ‘In Our Care,’ a Fairfax Media-Four Corners investigation by reporter 
Nick McKenzie into abuse in the disability services sector in general and Yooralla in particular. 

‘I call him the monster,’ Ms Anderson said of Johnny Vinod Kumar . 

‘Why? Because that’s what he is . That’s what he is and will always be . … I couldn’t speak 
to anyone because of fear of not being believed or the monster might take his threats … 
seriously, the threats he gave me .’92

The calls for a Royal Commission grew – and with disability elevated to a major portfolio by the 
dominos of the EAC campaign and the NDIS rollout those calls were amplified by those political 
and economic investments . 

On November 26, 2014, Senator Rachel Siewert moved a parliamentary motion calling on the 
Commonwealth to hold a national inquiry into abuse against people with disability, telling the 
Senate: ‘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 .’93

Senator Siewert’s motion was adopted on February 11, 2015, after WWDA arranged to fly  
Ms Anderson to Canberra to be on hand for the vote . The 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, including the gender and age 
related dimensions, and the particular situation of Aboriginal and Torres Strait Islander  
people with disability, and culturally and linguistically diverse people with disability . 

Ms Anderson appeared before the inquiry; as did the Bolshy Divas’ Ms Connor, Ms Green,  
Nihal and Zel Iscel, Ms Pearman and Jackie Softly . The Divas and the Disability Clothesline – 
both Ms Connor’s projects – collated the stories of victims of abuse and a document,  
The Uncounted . Then the Bolshy Divas appeared before the Senate Standing Committee . 

‘We took long-stemmed white roses and dressed in funeral garb,’ Ms Connor said, 

‘And we had veils and we just read these stories [from The Uncounted] – and we had to 
have a braille conversion done for the blind women – but we just said, “We bear witness for 
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these people .” And we would go through their stories . As we did it, we lay down a white rose 
a bit performatively on the table – all these long-stemmed white roses . It was very emotional, 
I guess, that you had people talking with uncontrolled rage and emotion about dead people 
… because a lot of them were people we knew .’

Senator Siewert said of the inquiry: 

‘There was absolutely no doubt that it needed an inquiry beyond the ability and the powers 
of a Senate inquiry . We didn’t have the resources to do the sorts of things that you know 
you’ve got to do .’94

The Standing Committee handed down its report in November 2015. Its first recommendation 
was to establish a Royal Commission into violence, abuse and neglect of people with disability 
and ensure its terms of reference were drawn up in consultation with people with disability, their 
families and supporters, and disability organisations .

In 2016, two more damning reports were released in Victoria. The first, in March 2016, was 
the Final Report of Victoria’s Royal Commission into Family Violence . The Final Report made 
eight recommendations directly related to people with disabilities and found that women with 
disabilities were at greater risk of family violence . The second report, released in May 2016,  
was Inquiry into abuse in disability services, from the Victorian Parliament’s Family and 
Committee Development Committee . Inquiry into abuse in disability services supported the 
Senate Standing Committee’s call for a Disability Royal Commission .95

Advocating for a Royal Commission

However, despite the frequent demands of the Green Party’s Senator Siewert and Senator 
Jordon Steele-John, the Federal Parliament did not immediately back calls for a Royal 
Commission. One possible explanation for the failure to act was that, between 2013 and 
2019, the Commonwealth was already holding two Royal Commissions – one the inquiry into 
institutional responses to child sexual abuses, the other the inquiry into banking malfeasance – 
and some Coalition and Labor members of parliament were reportedly reluctant to commence  
a third Royal Commission . 

That possible explanation is feasible for Labor, but not the Coalition . 

Labor threw its support behind a disability inquiry as soon as the Royal Commission into 
Institutional Responses to Child Sexual Abuse came close to finalising. On May 27, 2017, 
the then-Opposition Leader, Mr Shorten, called a media conference in a suburban Melbourne 
backyard and announced that Federal Labor would back a Disability Royal Commission .

Throughout 2017 and 2018, the Turnbull Government then the Morrison Government,96 resisted 
calls for a Disability Royal Commission . During that time: Four Corners aired a second expose 
on the violence, abuse and neglect meted out to Australians with disabilities; more than 100 
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academics sent an open letter to the then-Prime Minister, the Hon Malcom Turnbull, expressing 
concern at the Commonwealth’s refusal to call a Royal Commission; the Victorian Disability 
Services Commissioner and New South Wales Ombudsman both released reviews into the 
deaths of people with disabilities, including numerous preventable deaths; and at least six  
online petitions were circulated, including one that garnered more than 33,000 signatures . 

The Government’s reluctance to act on disability abuse became harder to fathom on  
September 16, 2018, when the Prime Minister, the Hon Scott Morrison, preempted the ABC’s 
broadcast of ‘Who Cares?’ – journalist Anne Connolly’s Four Corners expose into the failings 
of Australia’s aged care system – by calling a Royal Commission into Aged Care Quality and 
Safety . Advocates called for the Terms of Reference of the Aged Care Royal Commission  
to be expanded to include disability . Senator Steele-John, a disability activist before being 
elected to parliament, explained why:

‘The view of a lot of other disabled people at the time was there was actually no way to run  
the Aged Care Royal Commission without it overlapping into disability anyway, because …  
we have younger disabled people within the aged care system . We still have thousands of 
them . We have the reality that many older people are themselves disabled . And we have the 
reality that many of the providers in the aged care space are also providers in the disability 
space . So, in my mind, and in the mind of many others in that moment, the most sensible 
course of action was actually to announce a Royal Commission whose terms of reference 
covered older people and disabled people in all residential and institutionalised settings, 
because then you could have basically conducted one Royal Commission into the financial, 
physical abuse of disabled people and older people because there was that complex overlap .’97 

The calls for action intensified when The Australian’s Rick Morton published an early copy of 
the first quarterly report of the NDIS Quality and Safeguards Commission – the new watchdog 
touted by the Government as a ‘better response’ to abuse than ‘another inquiry’ because it 
would drive systemic reform .98 The quarterly report’s numbers were staggering: in the three 
months to September 2018, the NDIS Quality and Safeguards Commission received 184 cases  
of abuse or neglect, including 29 reports of sexual assault against participants in the NDIS .99

When Parliament reconvened on February 14, 2019, Senator Steele-John moved the  
following motion:

(1) That the Senate— 

(a) Notes that: 

(i) despite the hard-won progress of the disability rights movement, disabled 
Australians continue to be subjected to discrimination and are routinely denied  
the rights guaranteed them under international law, 



26Introduction

(ii) this discrimination creates and sustains the barriers to employment, education, 
transport, social and political participation experienced by disabled Australians and, 
most concerningly, manifests itself in horrific violence, abuse and neglect to which 
they are subjected, and 

(iii) from July to September 2018, over 184 incidents of abuse and neglect were 
reported to the NDIS Quality and Safeguards Commission (the Commission) – the 
Commission has also released data that shows in the same three months it received 
62 reports of expected and unexpected deaths, 91 reports of injuries, 34 complaints 
against individual staff or service providers and 75 cases of unauthorised restrictive 
practices; and 

(b) calls on the Government to request His Excellency the Governor-General of the 
Commonwealth of Australia issue Letters Patent to establish a royal commission to 
inquire into violence, abuse and neglect of people with a disability . 

(2) That a message be sent to the House of Representatives seeking its concurrence  
in this resolution .100 

The Senate voted 35-30 to pass the concurrence motion, sending it to the House of Representatives 
to be voted on after Question Time. However, that Question Time turned out to be the longest 
on record in the federal parliament . As a consequence, there was no time left to consider the 
concurrence motion .101 

Parliament was expected to grapple with the question of a disability Royal Commission when it 
reconvened on Monday, February 18 . The day before – on Sunday, February 17 – the Attorney-
General, the Hon Christian Porter, was interviewed by Barrie Cassidy for ABC’s Insiders 
program . Mr Cassidy raised the concurrence motion .

CASSIDY: Finally, if you were to vote for a Royal Commission into abuse in the disability 
sector tomorrow or through the week, would you support a Royal Commission and then  
not act upon it?

PORTER: Well, I think that the advice that I would provide is that a Royal Commission 
looking backwards into issues around disability care is essentially a Royal Commission that 
would look into state facilities. This area is in a period of enormous change. Our Government 
spent has in excess of $200 million establishing a Commonwealth safeguards assurance 
and protective agency for disability care102 . But that, I think would, at the very least, require 
consultation and agreement with the states, and likely letters patent from the states .  
So, the idea that you could affect that Royal Commission simply through a Greens motion  
in Parliament I think misunderstands the complexity .
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CASSIDY: So, you could vote for it but not set it up?

PORTER: The idea that you would need to have assurances from the states, and I think, 
likely letters patent from the states, before you get to that point . I think it’s a matter that 
needs to be discussed very closely with the states .103

The next day, activists and advocates from as far away as Western Australia flew to Canberra 
to demand a Royal Commission . Some activists crowdfunded to raise money for airfares; one, 
Monica McGhie, spent the day in a Qantas aisle chair because the airline lost her motorised 
wheelchair; and, to minimise costs, a group crashed at the house of Canberra-based activist, 
Sean Fitzgerald. 

On the Monday, the activists fanned out across Parliament House. ‘We just invaded them,’  
Ms Connor said .104 When Question Time was called at 2pm, the Opposition Leader addressed 
the Prime Minister .

SHORTEN: … How can the Prime Minister claim that his government never opposed 
a disability royal commission, when every Government senator voted against one just 
four days ago? Will the Prime Minister reverse his Government’s position and commit to 
establishing a Royal Commission into violent abuse and neglect of people with a disability 
before the next election? 

MORRISON: … At no point as Prime Minister have I ever said that I oppose a Royal 
Commission . What I said very clearly in the House last week was that we would consider 
this matter very carefully . That matter will come before the House later today, and I fully 
expect the motion to be passed . 

Later that afternoon, the House of Representatives passed the concurrence motion . 

Between March 13 and 28, 2019, the Department of Social Services carried out public 
consultation on the draft Terms of Reference . The Department received 65 written submissions, 
with 46 of those submissions from peak bodies, advocacy organisations, legal and human rights 
organisations, and 19 from individuals . 

The submissions wanted: people with disabilities as Commissioners; people with disability to be 
used as experts and prioritised over academics; the issues faced by Aboriginal and Torres Strait 
Islander people with disability to be examined; the effect of multiple disadvantage arising from 
the co-existence of disability with other attributes, characteristics and perspectives, including 
race and gender, to be examined; the UN Convention on the Rights of Persons with Disabilities 
and a human rights framework to inform the Terms of Reference; the provision of redress from 
the Royal Commission into Institutional Responses to Child Sexual Abuse included in the Terms 
of Reference; improved data and research on violence and abuse towards people with disability; 
the provision of culturally appropriate supports, legal assistance and specific supports for people 
with cognitive and psychosocial disabilities; the provision of funding to Aboriginal and Torres 
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Strait Islander community-controlled disability support services, and increased resourcing of 
disability support workers and advocates throughout the duration of the Royal Commission; 
all Royal Commission materials and resources to be accessible across languages and in 
Easy English and Easy Read; the Royal Commission to consider all services and supports 
funded under the NDIS . These submissions urged for a consideration of the quality, safety and 
availability of services provided under the NDIS; and the establishment of a Research Advisory 
Panel of people with disability to oversee all research undertaken by the Royal Commission . 

On April 4, 2019, the Governor General, the Hon Sir Peter Cosgrove AK MC, issued the 
Commonwealth Letters of Patent, appointing as Royal Commissioners the Hon . Ronald 
Sackville AO QC, the Hon Roslyn Atkinson AO, Barbara Bennett PSM, Dr Rhonda Galbally AC, 
Andrea Mason OAM, Alastair McEwin AM and the Hon John Ryan AM. 

On September 16, 2019, Mr Sackville made his opening remarks, signifying the end of the long 
road to a Disability Royal Commission – and the start of a new journey . 
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Conclusion

In hindsight, the Disability Royal Commission was unavoidable once the NDIS became a reality 
in 2011. It was unavoidable because an investment of the size, scope and economic importance 
of the NDIS would not only shake up the existing disability sector, but also attract increased 
levels of attention from the media . It was unavoidable because the EAC campaign for the NDIS 
united the disability sector and created a public platform for a new generation of activists and 
advocates . And it was unavoidable because the Yooralla scandal broke just seven months after 
the Commonwealth committed to the rollout of the NDIS – at a moment when disability was 
elevated from a peripheral to a mainstream political and economic concern .

However, the unavoidable momentum for the Disability Royal Commission would not have been 
achieved without the generations of activists and advocates who took direct action in the 1970s; 
networked and progressed in the late 1970s, 1980s and early 1990s; survived the neoliberal 
changes of the mid-1990s and 2000s; and rallied in the late 2000s .

The generational struggle for a Disability Royal Commission raises questions about its ultimate 
outcome. Will disability remain a mainstream political issue? Will the findings and recommendations 
of the Disability Royal Commission be acted on promptly? Or will the conclusion of the Disability 
Royal Commission signal the beginning of another long struggle for justice?

Two incidents demonstrate just how much depends on the strength of the Disability Royal 
Commission’s findings and the rigor of their implementation. 

On April 6, 2020, a 54-year-old woman, Ann Marie Smith, died in Adelaide. According to  
South Australia police, Ms Smith, an NDIS participant with cerebral palsy, was allowed to  
die in ‘disgusting and degrading circumstances’ . Ms Smith’s care worker, Rosemary Maione,  
has been charged with her manslaughter .105

On May 25, 2020, the body of four-year-old Willow Dunn was found in her Brisbane home.  
A post-mortem found that Ms Dunn, who had Down syndrome, suffered ‘serious 
malnourishment’ and ‘sustained mistreatment’ . Her father, Mark Jack Dunn, and stepmother, 
Shannon Leigh White, have been charged with her murder .

Ann Marie Smith and Willow Dunn both suffered terrible deaths after Mr Sackville’s opening 
address, signalling the commencement of the Disability Royal Commission . 

How many more Australians with disability are at risk?

For Maurice Corcoran AM, an advocate and former Principal Community Visitor in  
South Australia, the preventable deaths of Ann Marie Smith and Willow Dunn are indicative  
of systemic failure . 

Mr Corcoran pointed to a 2019 scoping review of the causes and contributors to deaths of 
people with disability by Dr Carmela Salomon and Professor Julian Troller . Dr Salomon and 
Professor Troller found that: Australians with intellectual disability died 20 years earlier than the 
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general population; people with autism spectrum disorder had mortality rates two to three times 
higher than the general population; 38 per cent of the deaths of people with intellectual disability 
in NSW were classified as ‘potentially avoidable’.106 Since May 2019, Mr Corcoran said, South 
Australia – the home state of Ms Smith – had stopped allowing community visitors to check on 
people with disability in non-government facilities . ‘That’s 2,200 people that we no longer got out 
to,’ Mr Corcoran said .

‘We’re at greater risk now, I think, a lot of people, as we are transitioning a lot of stuff over  
to the Commonwealth NDIA and the NDIS Quality and Safeguard Commission. …

‘When you’re transitioning from one model to another model [of care] the risk of people 
slipping through the gaps … I guess has been highlighted by Ann Marie Smith’s death .’107 

For the Disability Royal Commission, the stakes could not be higher .
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