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Thank you very much Paul, and also Richard.  

I would like to begin by also acknowledging the Gadigal people of the Eora Nation, the 

traditional owners of the land on which we meet this evening, and pay my respects to their 

elders and ancestors. And I would like to also thank Aunty Norma Ingram for her very warm 

welcome to country, thank you very much. 

Sir Anthony Mason, Lady Mason, Attorney General Brad Hazzard, Justice Margaret Beazley, 

Justice Jane Mathews, Shaoquett Moselmane MLC, distinguished guests, in fact, you are all 

distinguished guests because you are here tonight to celebrate a fairer and more just society. 

Thank you very much Paul for your very kind words of introduction.  

Tonight I’m going to tell the story of the National Disability Insurance Scheme; the greatest 

social reform in Australia since National Super and Medicare. And in doing so I am drawing 

on the outstanding work of many colleagues, many advocates and friends, and some of them 

are here tonight. 

I am going to start in the mid-twentieth century, because prior to that there weren’t really 

solutions at all for people with disabilities. They would either have been beggars out on the 

streets, or they would have been hidden shamefully in families, or they would have been 

relinquished from families. In the mid-twentieth century, largely in response to the polio 

epidemic, institutions were developed. And institutions were developed usually by parents to 

keep their children with disabilities safe, secure and with somewhere to go to live. 

So you can just imagine how parents felt, including my parents, because I had polio when I 

was very young, and my mum was encouraged to put me into an institution. In those days in 

the late forties, it was the place for little children with disabilities, and they stayed there often 

for their whole lives, going to schools that were associated with the institution, then through 

to working in sheltered workshops, and then through to dying. So institutions were life to 

death solutions, and they were solutions where parents could feel assured. But one of the 

downsides was that a view of people with disabilities was established in the society, that they 

were vulnerable, weak, unable to make decisions, and definitely not able to take 

responsibility for themselves.  

And then come to the Vietnam War, and in my potted history I’m going to draw on films, 

because I love films and you might want see some of these older ones. The Vietnam vets 

coming back to the US were grown men who had been in an unpopular war, an ambivalent 

war, coming back very disabled, tens of thousands of them. First was Oliver Stone’s Born on 

the Fourth of July starring a very young Tom Cruise, has anyone seen that film? Do you 

remember it? Coming Home was another one, starring Jane Fonda and John Voigt. These are 

both films worth having a look at because they show Vietnam survivors coming home very 

disabled, and the solution was to put them in institutions, but these films also show the vets 

fighting back. 

They said, “No.” 
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They said, “No, we are not going to be locked away from society. We’ve already suffered. 

We’re going to be part of the American community even if our disabilities are confronting 

and America will just have to make itself culturally and physically accessible.” 

Based on this dictum, the Vietnam vets developed in the sixties what was called the 

Independent Living Movement, and that was the beginning of the Disability Rights 

Movement. That’s not to suggest that other countries such as Canada, Scandinavia and other 

European countries did not have good welfare systems. But in the USA the Vietnam vets 

developed the Independent Living Movement, driven by the people with disabilities 

themselves. 

In Australia, usually it took about 10 years to follow on from the USA, and it would have 

been in the mid-seventies when groups of people with disabilities got together to develop 

their own version of an Independent Living Movement. I see it from a Victorian perspective, 

so the ones that I know of were Victorian, but I know that there were New South Wales 

people with disabilities too, all coming together to start the Disability Rights Movement in 

Australia, and this was very important. These groups were meeting to discuss the fact that 

things weren’t right, and that really there was life outside institutions, and that Australia 

needed to change. 

So you can imagine me as a very young woman in 1979–1980 employed by the Victorian 

Council of Social Service, similar to NCOSS. I’m sitting at my desk, developing a policy. My 

boss had asked me to develop a policy on housing for people with disabilities, and I was 

thrilled to do it.  

I’m writing away, the phone rings and this voice says to me, “Well who do you think you 

are?”  

I said, “Oh I’m the Senior Policy Office at VCOSS and I’m developing a housing policy for 

people with disabilities.”  

“What are you doing developing a policy for people with disabilities for housing?”  

“Well it’s my job, I’ve been asked to by the Board. Who are you?”  

“You come along and meet me because we want to talk to you.”  

Along I went to meet with a group of people of all disabilities, and when I walked in the guy 

who had rung me told me later that he was astonished that I too was disabled, because he 

thought I was just an upstart social worker and a patronising one at that.  

Going to this group of people with all kinds of disabilities was the beginning of me learning 

about peer support groups. About groups of people who know what it’s like, who have been 

there too, and who not only offer support and information to each other, but also advocate 

and fight for rights. I joined them, which wasn’t easy because I’d been in denial. But I was 

challenged to come out as a person with a disability, to join up, and I did. 

So the piece of work we started as a group of people with disabilities was called 

deinstitutionalisation. And some of you will remember that movement. We were against 

institutions for all sorts of reasons, but for one that you would understand very well is that if 

people are away from society, if they’re from a young age right through to old age behind 

walls, then the rest of society never sees them. Or when they do see them they’re shocked, 
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and they’re horrified, and it’s not ordinary. Difference is accentuated, and then the result is 

discrimination. Because people are scared, they fear, and so they discriminate. And so it’s 

sort of like a vicious cycle of out of sight, and out of mind, with discrimination as the end 

outcome.  

And of course if people are inside, then the rest of society stays completely inaccessible, and 

there’s no pressure to have accessible anything, not accessible buildings, not accessible 

transport. Schools don’t have to have children with a disability, no jobs, no children’s sport, 

or community arts groups, so the rest of society stays completely inaccessible. 

Also, institutions were medically dominated, and disability came first. So that if there was 

something to be done to a person’s body, then that happened often at the expense of learning 

and so people would end up with poor education. And we all know that education is essential 

for the next steps into life. With institutions, the body came before learning because the 

disability was located inside the person, which might sound like a strange thing to say as on 

the one hand it obviously is, but the handicap really comes from the outside world. If the 

world is inaccessible then that’s what handicaps people, not the body with its disability. 

Most of all, the risk-free drive as the reason to establish institutions, actually meant that there 

was the biggest risk of all. That you were prevented from taking the risk of living a life as 

you grew up. Because life is risky, and having ordinary risk as you grow up is part of life. 

And of course the truth of it, which we now know, is that any closed system, whether it’s 

prisons or institutions, have intrinsic risk, which we’re now seeing from the Royal 

Commission. So in fact institutional places to live, work and go to school weren’t risk-free at 

all, even though that was the hope in their establishment. 

So from the work of the Disability Rights Movement then in the early eighties, there were 

many institutions closed in Australia. And following worldwide best practice, no new ones 

were built that I know of. But still to this day a handful remain, and I particularly want to 

congratulate the New South Wales government and its representative the Attorney general 

here tonight, because it’s been a very hard thing to face the closing of Stockton, and facing 

the angst about the closure. Particularly facing the completely understandable anguish of 

parents, who feel they’ve had placed their loved ones inside a risk-free environment that’s 

safe and secure and the best, and now – it’s very hard when people face that maybe this 

wasn’t the best thing for their son or daughter. So the way that the New South Wales 

government is standing up in the face of quite tough stuff should be acknowledged by us all. 

However, when we think of all this, I’ll come to another film from the great Rolf de Heer, my 

favourite filmmaker with his latest film Charlie’s Country, which I hope you’ve all seen, but 

I’m referring to a much earlier film – one that I love very much, in fact, my favourite film, 

Dance Me to My Song. Written by Heather Rose, who then performed in it, and with Rolf de 

Heer as the director.  

And Heather – a profoundly disabled woman says very clearly, “I’d rather be out living a life, 

even a grim life in in the community, than shut in.” 

Heather says this several times in the film, and I really do think it’s a fantastic illustration of 

what I’m talking about – please download it and have a look at it if you haven’t already. 

During the eighties, we fought very hard about education, and about getting access for 

children into mainstream schools. And to some degree we were successful. Most states 
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introduced all sorts of schemes to assist children. We fought about buildings, transport, jobs, 

all of the rights issues, and housing of course was very important. And this brings me to the 

Chair of the Law and Justice Foundation, Paul, who is my old and dear friend, with Barbara 

Adams, Paul’s wife. I read Paul’s bio in the program for tonight’s dinner as the Chair of the 

Foundation, and you all know of him as a leader in environmental law and consumer law, and 

many other areas of law that relate to justice. But my meeting with Paul was actually in the 

very early eighties, in his role as the first and most effective, President of the New South 

Wales Anti-Discrimination Board, that’s when I first met Paul. And why I thought he was 

fantastic was not just because of the great policies, and work that his Board did, but he 

partnered with this rather feisty lot called the Disability Rights Movement to further the 

human rights of people with disabilities. I really want to acknowledge this part of Paul’s 

history as well. 

There were many wins in the eighties, and many of them you would all know. And I’ve got a 

slight Victorian bias but the famous case was where Rosie Crossley catalysed 

deinstitutionalisation at St Nicholas Hospital, a very grim hospital institution. The case 

involved Annie McDonald being tested by the Master of the Supreme Court in Victoria, and 

deemed to be capable of making a decision to leave St Nicholas, where she had very little 

communication, and it was assisted communication that had been seriously challenged. That 

story is told in another film called Annie’s Coming Out that’s really worth seeing. 

Another win from that era was the successful challenge to the Miss Australia Quest, where 

these beautiful Miss Australia bodies would parade raising funds for disability, and the irony 

was just enormous. Because here we were trying to breakdown body perfection as the test for 

who’s okay, and here was the Miss Australia Quest raising funds for people with disabilities. 

Some of you might remember the late Lesley Hall leaping onto the podium at some town 

hall, taking over the microphone and halting the crowning of Miss Australia. The quest 

ceased. 

There was a lot of work done with Members of Parliament and Senator Don Grimes deserves 

a mention, because he was a great reformer, and enacted some really marvellous policies, 

including the breaking up of institutions.  

The self-help movement had also started; right across Australia groups were formed of 

people and family members who had lived experience of disability, who really knew what it 

was like. Who were assisting each other, and who in their own way were saying, “We know 

better than professionals,” which they probably did.  

There was a guy in Western Australia, Frank was his name, and he was thrown out of his 

home, which was a room in an institution at the ParaQuad Association, because he’d been 

smoking dope, which was an illegal activity. But if you break the law you should take the 

consequences like anyone, and it’s not to lose your home without even being charged with a 

just process. Frank was a profoundly disabled man, and he camped in front of the ParaQuad 

Association for a year, right through winter, and wouldn’t move until they let him back into 

his room, but this time with a lock on the door. An obvious reform, that Frank could have a 

lock on the door because that room was his home. 

Guardianship Boards and Offices of Public Advocates were established. Antidiscrimination 

legislation, landmark cases in transport and built environment, and here I come to another 

great Australian who is here tonight and who I’d like to acknowledge and that’s Graeme 

Innes, who contributed so much as an outstanding Human Rights Commissioner, and also 
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Graeme contributed enormously to the development of the UN Convention which gave rights 

globally to people – human rights to people with disabilities. 

So it was a great time. But I then want to tell you that some of us, including me, took our eye 

off the ball, and became pretty complacent. And in being self-critical, I think that one of the 

things that I did back in the early eighties when I was working in philanthropy, was fund the 

first group home. At that time, I was very excited, because we went from big institutions 

down to four or five beds in a Community residential Unit or a group home, and we funded 

the first and I was very proud. And guess what, before long these community residential units 

turned into mini-institutions, which we really didn’t know would happen. Locked fridges, 

locked front doors, not being allowed to choose who you live with or what time you have 

dinner, or what you have for dinner, you couldn’t even make a cup of coffee when you felt 

like it. Not a home, more like an institution. 

Segregated adult day programs abounded, that’s where you were with your own kind to 

undertake mindless activities more suitable to a kindergarten. Sheltered workshops remained, 

and even the numbers of special schools grew in some states like Victoria. Also entry into 

mainstream education got stalled, where all the research says that you do get the best 

educational outcomes.  

We had stopped struggling. And we hadn’t stopped people being shut out of Australian 

society. We hadn’t stopped people being shut out of housing, of transport, of buildings. And I 

guess from the mid-nineties into the twenty-first century, I noticed in the media that the 

discourse on disability really became one about how people with disabilities were burdens to 

families. Disability was portrayed as tragedy, ruining families, and the end result was 

tremendous splitting between people with disabilities and carers and their organisations, and 

the service sector. There was splitting from all parts of the disability sector, and that was also 

very detrimental. 

Then came the great idea, and it came as a bolt out of the blue, that Bruce Bonyhady, a parent 

with two disabled children, and an economist, had been working away with a couple of 

mates, and came up with the idea for the National Disability Insurance Scheme. He came to 

see me about it, and I just listened and thought wow, this is a big idea. 

A no-fault scheme where people would get what was reasonable and necessary, taking an 

insurance approach not a welfare approach. So there was a lifetime view of what would be 

needed, where it wouldn’t be rationed. That there would be an establishment of what is 

reasonable and necessary for an ordinary life, not for any special life, but for an ordinary life 

that other Australians expect to live, and where you would get the support that you would 

need to get on with that ordinary life as independent as possible, in the mainstream 

community, taking your place as an Australian citizen. That was the idea, and it was 

modelled, and there were figures, and it was quite a sophisticated proposal that Bruce got into 

the futures summit. 

But of course, the first thing that confronted us was our completely desperate, disparate, 

dysfunctional sector, where people wouldn’t talk to each other from the different parts of the 

disability sector. So I brought together carers organisations, with people with disabilities 

organisations, with the service sector, and the first meeting of the three parts of the sector was 

in my office in Carlton. It was a very moving meeting. I was thinking as I was sitting there 

about my mum, and how it took me a long time for me to really understand her experience of 

my disability from her point of view. Fortunately I did get it in time, this understanding of 
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how it had been for her. And in those first meetings of all three parts of the sector we were 

able to empathise, to put ourselves in each other’s shoes and we decided to start an alliance 

and we formalised it. We called it the National Disability and Carers Alliance. And it became 

the sort of core of the whole action that needed to take place to get the NDIS established. 

The Alliance gave birth to the Every Australian Counts Campaign, which many of you would 

have seen, a really excellent campaign across Australia, because it was very grass roots.  

At the same time, there was a council that was established by the federal government 

nationally that was really a leadership council. It undertook a piece of consultation work 

called Shut Out that the government owned and put its imprimatur on. And on the back cover 

of the Shut Out report were words such as: rejected, discriminated against, excluded, shamed, 

and that was a government report. Both that report, and another piece of work that the 

government commissioned, stated that we couldn’t go on like this anymore, that it was a 

miserable, excluded, terrible life for people with disabilities. And while some were still shut 

in institutions, there were very few of those. The majority of Australians with a disability, the 

vast majority, were shut out. 

We found that people with disabilities needed things that weren’t available like: somebody to 

come and help you get up in the morning and have a shower, some therapy for early 

intervention which has such good outcomes if it’s good quality. A piece of equipment, a 

wheelchair when you need one as a child and another one when you’re growing, and you’ve 

grown out of it, or as an adult if you decline. The things that people need for an ordinary life, 

these either weren’t available or there were waiting lists that were miles long, and when you 

got anything it was a miserable drip-feed that kept you completely isolated even if you 

ostensibly lived in the community. You couldn’t go anywhere because there was no way of 

getting there, and no way of getting up even to get there.  

So the government used these reports and referred the NDIS to the Productivity Commission, 

who then came back with a positive recommendation to start this scheme, and the 

government accepted the recommendation. It was bipartisan all along, the then opposition 

had been supportive of this, and of course now the government’s changed and the Opposition 

is the government, and they’re still supportive of what is known as the National Disability 

insurance Scheme (NDIS).  

All insurance schemes are based on principles, and this NDIS is an insurance scheme and is 

based on insurance principles, and the principles that insurance schemes are based on, are 

about mitigating the costs over time. So the insurance principles of the NDIS are very 

important. One I’ve already referred to is early intervention, which is most important. A 

second however is also very important, and it’s to become as independent as possible, and 

that is an insurance principle because becoming more independent mitigates the lifetime cost 

of the Scheme. Not only is it good because it’s about inclusion, and access, and getting 

people out and about, it’s a great insurance principle. To be as self-directing as possible is 

another insurance principle, because that’s about self-autonomy, which generate returns 

across a lifetime in mitigating the risk. Being included in every aspect of mainstream life is 

another insurance principle – being part of the community completely. These became the 

principles of the insurance framework from the Productivity Commission report into the 

legislation, into the Act, and here we are. 

And how are we travelling? Well I can tell you clearly we are on time and on budget, which I 

think is really very important. So we’re on time on budget, with a 95% satisfaction rate, 
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which doesn’t leave us complacent. Because the other feature of an insurance scheme is that 

you collect actuarial data to keep adjusting and changing. And so we’re genuinely a learning 

organisation based on data. If you don’t base the Scheme on actuarial data you do not survive 

as an insurance scheme. The data represents the experiences, and you have to keep changing 

and adjusting in response otherwise you will be in trouble. So it has to be a learning 

organisation.  

But there are some areas that I think are really vital for us to learn, and I wanted to end on 

these. At the centre of the scheme is the notion of choice and control, self-direction, self-

autonomy, I’ve already mentioned those. So take choice, the person with disabilities and their 

families choosing, so of course that’s a seismic shift, because it means that the funds will go 

to them and not to the services. This is premised on there being a market that people can 

choose from. And so in one sense, if you take a free-market approach, you’d just say, “oh the 

market will just develop because demands are there”. 

But I worry about that premise. And I wonder will the supply develop? And I think there are 

two things, you can look at – from supply and demand.  

Looking at it from the supply side, it’s really vital that there’s a supply, for example, of new 

home opportunities for people with disabilities. And when you look at a home, most of us, 

and I hope it’s true for all of you, choose who you live with. This is absolutely basic that as 

an adult, you wouldn’t have to live with people you hadn’t chosen to live with, so choosing 

who you live with is number one. 

You choose all the other aspects of the home, how to live, when to eat, what to eat, all of 

those things are part of a home. So that means that the group home supply issue has to 

transform. And we’ve got one state in Australia and that’s Western Australia, where they’ve 

put such effort into diversity of homes for people with disabilities, that they now have a glut 

of group home places. People aren’t choosing the group home options because there are so 

many other options in that state. So our job is to learn and to influence supply so there is a 

diversity of choice, so that people really do have genuine choices, because choice and control 

won’t mean anything if there is no choice, so that’s number one. 

Number two, people need a choice of what they do with their day. And they need creative 

opportunities. We’ve got really great examples, and I know you have these in New South 

Wales, of theatre and sporting opportunities, where children can play sport alongside 

everybody else. There are great examples of cricket teams, where they’ve started with people 

with intellectual disabilities at certain levels, and then they start playing A-Grade cricket at 

the local level. And they’re going to community houses – I secret shop my own 

neighbourhood house, where I ring up and say, “Oh I’m disabled and I want to do 

computing”. They say, “Yes you can do disabled computing”. I say, “No, I want to do 

ordinary computing”. Why wouldn’t people do ordinary computing alongside everybody 

else? Integration into mainstream is part of supply. 

Work is another area where we’ve got sheltered employment still. We need as part of supply 

what a very few services do which is to reverse integrate, they’ve brought in non-disabled 

people so the workforce is mixed, they pay award wages. And then they have transitional 

pathways to open employment. 
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And then of course there is the open employment issue, and again I’m coming back to 

Graham Innes, because I think he’s done an absolutely wonderful, and very courageous job, 

pushing corporates to get employment rates up for people with disabilities.  

So there are just three areas of supply but I could go on for a long time on this issue.  

But I also want to mention demand, because it’s vital for people with disabilities and families 

to genuinely choose. We’ve had person-centred planning for a long time but often you’ve got 

the same old things to be person-centred about – group homes, sheltered employment and 

adult day programs, so this won’t shift demand. What will shift demand are those self-help 

groups, the peer support groups that I came into in the early eighties, these little gems right 

across Australia. For example, Down Syndrome associations where parents meet, and one 

parent will say to another, “Well my child goes to the local school, and it’s going okay, and I 

had to fight like mad to get them in. I was told, no, you should go two hours down the road to 

the special school, that would be best for your child. Not based on evidence mind you. And 

so I had to fight to get my child in, and this is how you do it.”  

Another parent says, “Well my older son said he wanted to leave home like other kids and we 

were worried, and he said he didn’t want to live with other disabled children. So we worked 

out a solution. We advertised for a renter who pays low rent and puts out the dustbins and 

does a few things, he’s there, but he’s become a friend, he’s not a paid worker, he’s a friend 

and it’s a really important distinction.” 

 Members of the groups inspire each other. There are thousands of them across Australia. 

And those networks are really valuable to change the demand by inspiring people to choose 

the insurance principles, which are more independent than you were, using these funds to be 

more part of the society, to be self-directing as much as you can be; because really at the end 

of the day, the scheme is about Australian citizenship. The scheme is about people with 

disabilities having an ordinary life, and families too, because a lot of families don’t have 

ordinary lives to date. So people with disabilities and their families being able to have 

ordinary lives, that’s what the scheme is about.  

There are very many challenges. One of the challenges is of course making sure that 

indigenous Australians are fully included, and CALD communities, there are very many 

challenges. But really it’s about the right to an ordinary life. And I do think that every person 

here who supported the National Disability Insurance Scheme, and I know you all did, that in 

ten years’ time you’ll feel very proud. 

We were talking earlier about the ghost of Gough and whether he was here with us tonight, 

because he always came to these dinners. And of course a similar scheme was mooted back 

in the early seventies, and it didn’t eventuate, but I’m not sure that the time was right then. I 

think the time is right now. We now demand full citizenship for all Australians, including 

people with disabilities. 

Thank you very much. 

 

 


