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The UN Disability Convention as a Way Forward to Liberation - Tina Minkowitz (Center for the Human Rights of Users and Survivors of Psychiatry)
TINA MINKOWITZ:   Hello.  It is really great to see so many people here from the Australian disability community.  I feel like I want to shout something so let's say "Nothing about us without us".  

The title of my talk was going to be "The convention as a way forward to liberation".  What I really ended up wanting to talk about the most was about legal capacity and supported decision‑making because for many people with disabilities there are some people with disabilities who never really think that legal capacity will be an issue for them and there are other people with disabilities for whom legal capacity and being deprived of legal capacity is one of the main barriers to the exercise of all rights.  So this is something that really was a key article in the convention and I think to give voice to the people with disabilities who are among the most discriminated against, that this is an appropriate way to frame a kind of keynote speech.  I know that in AFDO you are committed to not leaving any person with a disability behind so I hope this will be appropriate for this group.

The title of this talk is going to be "Legal capacity and legal equality".  Do people know about article 12 of the convention?  You can raise your hand if you know about it.  A lot of people don't.  Since I don't have anything specifically about the text of article 12 in my presentation, I just want to let you know a few basic points about what article 12 says.  

Article 12 says that people with disabilities have the right to have legal capacity on an equal basis with others in all aspects of life.  I will explain a little bit in the talk about what "legal capacity" really means but basically it is the right to make decisions, the right to have self‑determination and to live the life the way you choose it.  

Article 12 also says that people with disabilities have the right to have support in exercising their legal capacity if they should need it and that support is supposed to help you.  It is not supposed to take over for you and live your life for you.  

I start out saying legal capacity is a meta right.  "Meta" means it is kind of beyond.  It means it is a right that determines whether the person can exercise other rights.  If you are a person who has legal capacity, it means you can exercise many rights for yourself.  You can decide where you want to live.  You can decide where you want to work.  You can decide if you want to have medical treatment or not.  You can decide if you want to open up a bank account.  You can decide if you want to buy or sell a house or start a business.  If your legal capacity is limited or taken away, then you cannot do many of these things and in some cases your legal capacity is taken away so completely that you cannot do any of those things for yourself and someone else is put in your place to exercise these rights for you.

I hope it is okay if I skip around a little bit but I am going to show the next slide.  When somebody is put in your place to exercise your rights for you it is called "substituted decision‑making"  and, of course, nobody likes that.  We all want to exercise our rights for ourselves and this slide just says some of the different ways substituted decision‑making can happen.

There is full guardianship where all of your decision‑making power is given to another person.  That is sometimes called "civil death" because it is as if the person does not exist as a person anymore.  

There is partial guardianship where some decision‑making power in some areas of your life is given to another person.  Say if somebody thinks you can't manage your own money, the decision‑making power you should have had about money is given to this other person, the guardian.  Maybe you would still have the right to vote or the right to make decisions about your medical treatments but you just would not have the right to manage your money.  That is partial guardianship.  Still, you want to have the right to manage your money.  You want to have all the rights to exercise for yourself.  

A third way that your decision‑making power can be taken away is with civil commitment and mental health laws where the law just says doctors can make decisions for you, or judges can make decisions for you specifically in the area of hospitalisation and treatment in relation to mental health.  Sometimes these laws also include people with intellectual disabilities and they say that for your own good or for the good of society you have to be put away, you have to be institutionalised against your will.  All of that is related to substituted decision‑making because all of those laws are based on the idea that people with mental health issues and people with intellectual disabilities can't make good decisions about how to live our lives so we need to be put away somewhere out of sight and put under the control of other people who are then going to make these decisions for us.

I just want to go back to the first slide for a bit and say that legal capacity is the right to make decisions and to be held responsible for your actions.  Part of having the right to make decisions is that you are also responsible for the results of your decisions.  So if you make a decision to buy a car that is so expensive that you can't afford it, really, you know, you might have consequences.  You might not be able to afford other things you really need.  We all make bad decisions.  That is part of the human growth process, is making bad decisions sometimes, making good decisions sometimes, but somehow if you have a disability society thinks that you don't have the right to make bad decisions even though people without disabilities also make bad decisions.  So it is as if society just thinks that people with disabilities are likely to make bad decisions and, therefore, somebody else has to decide for them but I don't think other people are especially better than I am at living my life and making decisions about my life.  When people are put in as guardians they also make lots of mistakes in trying to run the life of a person with a disability so it doesn't prevent mistakes from being made.  

That was substituted decision‑making, the situation we have now.  Supported decision‑making helps people with disabilities to make their own decisions without taking away any rights or powers from the person.  So in supported decision‑making the person with a disability still is the one who gets to make the choices about how to live their own life, what kind of things to spend money on, whether to have this medical treatment or not, where to live.  All these important choices, the person with the disability is still the one who has the right to make those decisions and, at the same time, recognising that he or she may need support to help understand things or to really come to a process of making a better decision or one that they feel more comfortable with.  They can use support to help with their decision‑making.

I think it is very similar to other kinds of support that people with disabilities might use.  For instance, different kinds of accessible formats, and I think you call it "easy read materials" here and personal assistance.  That is the sort of framework that the supported decision‑making idea comes out of; that you give a person a lot of support but the person with the disability still has the rights to really control their own life and control the support they are getting.  

Supported decision‑making can include things like: for somebody who doesn't speak and doesn't use language, the supporters will pay attention to what are their likes and dislikes.  Say if you introduce the person to someone else and they kind of cringe and they are acting like they are not comfortable around that person, they are spending time with somebody and they act like they really don't want to be around that person, that would not be a good choice for a roommate, say, if you are trying to help make the decision about who the person might want to live with.

The supporters can learn to understand nonverbal communication, and I know that we are going to have a session later on about the communication needs of people who don't use language and I think that would probably be very closely related to what can be done with supported decision‑making for that group of people to empower people without language to make choices in their own lives.

It can also include things like ‑ and these next two are from the psycho‑social disability perspective, I think, or for me anyway ‑ giving observations and feedback.  If I am talking to my friend and she is trying to figure out what to do, she is really not sure, sometimes it helps to get another person's perspective.  Not that I'm going to tell her what to do but I can say "Listen, this is what I think is going on" and if she wants to hear that from me she will let me know and that will be useful for her and it can be a kind of supported decision‑making.  If she doesn't find it useful she can say "No, sorry, I don't really find that helpful" and I don't need to impose my opinion if it is not useful. 

Sometimes I think also just listening.  Listening can create a space for the person to say what it is that they really want.  For people who are interested in really exploring different kinds of supported decision‑making and how it can work, we can do more of that in the concurrent session later.  

Legal equality is the next slide.  In my understanding, legal equality, being really equal to all other people as a matter of law, is very much related to legal capacity because if you are deprived of the right to make decisions for yourself you can't really be equal to other people, you know.  It is as if you are always being treated as kind of inferior, other people won't treat you as their equal, and this is actually something that the SEDOC committee said at the Monitoring Women's Human Rights Convention.  They recognised this in relation to women who used to be deprived of their legal capacity also; that women need to be equal to men and one of the ways is to make sure of equal legal capacity.  So respect for legal capacity of people with disabilities in accordance with article 12 is one of the points of legal equality.  

Another point is inclusive design of laws to include people with disabilities.  We are used to thinking about inclusive design more in terms of services or in terms of physical environment but if we can think about the legal system as something that is created by human beings, we can also try to make sure that everything in the legal system is constructed in a way that people with disabilities can use it just as effectively as non‑disabled people can.  So in a sense we can really see the whole supported decision‑making as a way that people with disabilities who need support to make decisions can engage in these kind of important decisions equally with non‑disabled people, equally with people who don't need support.  

Another aspect of equality is repeal of laws that discriminate against people with disabilities.  In some countries there are a lot of them.  Like in some countries people with various kinds of disabilities can vote or be on juries.  I don't know how much of it you have in Australia but in virtually every country, I think in every country in the world there are laws that allow people with psycho‑social disabilities and intellectual disabilities to be locked up in institutions against their will and it is based on do you have an intellectual disability?  Do you have a psycho‑social disability?  If so, you are eligible for this or for treatment.  If you don't have this kind of disability, you are immune.  You don't have to worry about being locked up in an institution because somebody thinks you should be away from society for your own good or you are going to hurt other people.  So those kinds of laws have to be repealed because they discriminate and that is part of legal equality.  

Another part is accessibility and reasonable accommodation in the exercise of legal capacity.  In some ways I was thinking about this when I heard one of the panel members talking earlier because there are some times when you may not need to have a specific support person helping you with your decision‑making.  

Let's say you are facing a decision about a medical treatment or an operation.  Let's say the doctor has diagnosed you with a kidney problem and they want to do an operation on you.  Maybe you don't really need a support person to come with you but maybe you just need the doctor to explain it very carefully.  Maybe you just need for the doctor to not be put off if you freak out and, you know, start going wild and acting in a way that may not always be socially acceptable.  Maybe you just need some kind of reasonable accommodation in the way that the health care provider is talking to you about this decision, and then there is supported decision‑making.  

I think the reason that I go into these different kinds of aspects is because I think it is important to think of "legal capacity" and "supported decision‑making" in the context as part of a whole package of what it means for people with disabilities to be fully equal as a matter of law to other people and how central legal capacity is to that.  

I have a few slides.  I think because of some limited amount of time I am going to just do some of these slides about supported decision‑making.

Supported decision‑making really involves a relationship with somebody, one or more people who act at your personal supporters in certain kinds of situations where you may need to make important decisions, or in your everyday life in relation to helping to give effect to the choices that you are actually making.  So because this is such an intensive thing, I think that it goes beyond the basic obligations or the concept of reasonable accommodation and accessibility, although it could be thought of as a kind of reasonable accommodation in some ways.  So societies or States will have to establish a legal framework to say how this support is supposed to function.  If you are supporting someone, if you are a supporter, what do you have to do?  What are your obligations?  What are you supposed to do?  What are you supposed to not do?  And to have some way to document that, supporters are being involved in important decisions in a person's life just in case anything is going wrong.  

There is also a need to set up some kind of framework in the government to provide access of support of which there are different models for supported decision‑making.  One could be a network of your friends and family members that you choose or that you come to some agreement with.  Another is supported decision‑making as a kind of government‑funded service, the same way that they might fund personal assistants and other types of support.  There may be other models as well and there is a need to do out‑reach and promotion and help in creating a support network for people who don't yet have support but might find it useful.  

In supported decision‑making it is important to remember that it is a relationship between two people or between a group of people and conflict can happen in relationships, especially when it is really about the purpose of it is to help you to give effect to your choices.  People need to be able to end the support relationship if it is not working.  It is important to understand that the supporter is not responsible for the decisions of the person.  So if I am using a decision‑making supporter, she needs to know that I am taking responsibility for my decisions; that I am not going to blame her if I make a bad decision if I make a decision that I regret later on. And there is a need to pay attention to things like gender and race and other kinds of stereotyping because I know just speaking from my experience as a woman, it is often the case that woman are still treated as if we are less competent than men at running our own lives.  

So women with disabilities might experience gender discrimination in relation to people not thinking that we can be trusted with autonomy, with running our own lives, as well as the disability discrimination, and I think it can work in similar ways in relation to race and one example is that I know in the United States where we have compulsory treatment in the community in relation to mental health, in the State of New York where I live the majority of people put under these compulsory treatments by the community orders are people of colour, people of racial or ethnic minorities and specifically most of them are African Americans.  I think that speaks to racial stereotyping about who is not going to be trusted to manage their own lives and treatment.  

So again, in relation to rights and responsibilities, people with disabilities have equal responsibilities as well as rights in dealing with someone who seems to be having difficulty with decision‑making.  It is important to be able to have a kind of mutual adjustment.  You have to learn how to relate to each other in a way that doesn't stereotype the person and that enables them but also does not kind of get paternalistic about saying "You did something wrong but it is all right".  

I guess what I want to say is disability is not a free pass to do whatever you want, to do things that hurt other people.  So if we are saying we want equal rights, we want to have the right to make our own decisions, we also have to have responsibility, the same as everybody does in society, to not go around acting in ways that are harmful to other people and to be held accountable if we do.  So there is a certain degree of reasonable accommodation and that just means that there has to be a kind of mutual adjustment; people getting to know each other's boundaries.  It does not mean that you are going to be mean and if a person with a disability is having trouble dealing with something you are just going to say "You just have to uphold this standard because that's what everybody else has to do".  There has to be a kind of accommodation in dealing with the ways the people with disabilities are being held accountable to essentially different kinds of responsibilities and one aspect of this is again the concept of laws that are designed inclusively for people with disabilities, and others, to replace the insanity defence which is stigmatising to people with psycho‑social disabilities.  It is a defence to a crime that you have a mental illness which affected your ability to be held responsible for this crime, and we have been saying, and the Office of the High Commissioner for Human Rights in Geneva has agreed, that this is not a good disability‑positive way to deal with responsibility for crime; that there should be laws that include people with disabilities but don't single them out.

That is the end of the presentation but I want to mention one last thing that nobody mentioned in the panel but that affects legal capacity as well as some other rights, which is the interpretive declaration that the government of Australia made when they ratified the convention.  I would like to know who in the audience is aware of this interpretive declaration?  Again, not very many, and it is something that I hope will be talked about in the different sessions, especially monitoring.  

The government of Australia, when they ratified the convention, said that according to their understanding, they can still do substituted decision‑making, putting in a guardian over you, giving the guardian power to make decisions that you should have the power to make; that they can do that when they consider it necessary as a last resort.  

They also say that they, according to their understanding of the convention, can still do compulsory mental health treatment.

And the third part is that they understand that they can still refuse to let people into the country on the basis of health status, which goes to what the gentleman from the People with HIV/AIDS Group was dealing with this morning.

So I think it is going to be important that when you are talking about monitoring and how you are really going to implement the convention, you think about the interpretive declaration.  It doesn't mean you can't advocate for the government to do all of these things, it just makes the jobs of advocates harder and it is something that you need to address in the advocacy.

I hope there may be a little bit of time for questions.  Thank you.  

From Strategy to Convention: Implementing Disability Human Rights in New Zealand - Robyn Hunt (Commissioner, New Zealand Human Rights Commission)
Introduction

Firstly, before I begin I'd like to acknowledge the custodians of the land.  I feel doubly welcome.  

I also want to thank AFDO for inviting me to the conference.   

On a good day I look back over the past two decades and think how far we have come in the pursuit of disability rights. On a bad day I think of all the things still to be done and I feel despondent. This conference provides an opportunity to look back and find some balance in perspective on the development of disability rights. I want to look at the causes for celebration while thinking about what is still to be done. In the process I also want to focus on what has worked and what we might want to do differently in the post-Convention environment. In some respects this journey is also my own.

I have tried to indicate some major themes, issues and milestones. It is of necessity not a comprehensive or detailed survey. I will conclude by looking at some new approaches for the future.

Beginnings

While I have called this speech From Strategy to Convention, the disability rights movement began much earlier with battles large and small. For example blind people, who had founded their own advocacy organisation in the 1940’s, marched in the streets of Auckland to gain control over their own affairs in the late seventies. They had to wait for some time to achieve that goal. Also in the 1970’s a friend of mine led a revolt in his local MS society when alcohol was not allowed at an adult social function! Another well known disability advocate led a strike for better pay in a sheltered workshop. Activism can take a number of pathways.

From the eighties on the world of disability began to change more rapidly. 

Disabled people were beginning to recognise the disparity in financial and living circumstances between those who received compensation for accidents under the ‘no fault’ scheme established in the 1970’s and other disabled people. This eventually resulted is a recent and unsuccessful legal challenge to a disability support system which is still seen as inequitable by many disabled people.

Building access standards were strengthened in the mid eighties. The 1989 Education Act provided for disabled children to be educated in their local schools. While disabled children were becoming increasingly ‘mainstreamed’ there has continued to be widespread dissatisfaction with ‘special’ education.  

Towards the end of the eighties Equal Employment Opportunity (EEO) programmes were introduced into the public service, with disability networks providing a neutral space for disabled people to discuss their issues away from the influence of service providers. Practitioners promoted the term “Disability Pride” and “Who we are is OK” We had discovered the social model of disability. But the early promise of a process which could significantly improve the economic wellbeing of disabled people has sadly not delivered the hoped-for results. 

Organisations of disabled people were developing. DPA was founded as an umbrella organisation for all “of” and “for” disability organisations in 1983. It is now seen as the voice of disabled people. Deaf people’s organisations were beginning to demand their rights to Sign. The second attempt to establish a People First organisation has finally succeeded in the last few years.  

For many disabled people, myself included, the International Year of Disabled People in 1981 marked a turning point. A small number were becoming increasingly politicised, and the calls began for our human rights to be recognised. The Royal Commission on Social Policy report published in 1988 reflected targeted consultation with disabled people, a first of many.   

Change and reform

In the nineties New Zealand was struggling with economic, social and political reforms. Disability policy was not immune to the prevailing change, which was sometimes painful. 

Deinstitutionalisation was proceeding against some resistance, with the last large psychopaedic institution finally closing in 2006. 

The Health and Disability Commission was established in 1994 with the accompanying code of consumer rights and complaints provision.  

The Rehabilitation League became Workbridge, a modern specialist disability employment agency.

But the most significant change in relation to human rights for disabled people was the inclusion of disability in the Human Rights Act in 1993 as one of an expanded list of discrimination grounds. This contributed to disabled people’s increasing confidence as they felt hey could finally seek redress for discrimination and access to the human rights discourse from which they had felt excluded.  

The passing of the Americans with Disabilities Act was followed with great interest by disability activists in New Zealand, as was the Australian disability discrimination legislation. We were looking outwards for new models and ideas and new approaches. 

The New Zealand Human Rights Act was tested by the disability community with varying results. A complaint about inaccessible public transport was discouragingly unsuccessful; another about various aspects of tertiary education was more successful and resulted in positive change to the wider tertiary sector. A complaint from two members of the Deaf community about access to telecommunications services was not finally resolved until 2004 with the establishment of NZ Relay which has expanded just this year to provide videoconferencing facilities on a trial basis.

The tumultuous nineties were often divisive with competition for resources.  Developments were sometimes contradictory. Alongside the new complaints mechanisms, new assessment processes and structures resulted from a move from demand-driven to capped funding for services. These took some time to bed in. But disabled people were learning about their rights, if sometimes from bitter experience. They were developing a taste for the “Nothing about us without us” philosophy  

People learned from the negative experiences and applied the learning to future activities with better results.

 A new millennium brought a more collaborative spirit to the disability community and a rush of disability developments. The New Zealand Disability Strategy was launched in 2001, and formed the focus for much subsequent activity. It was developed by a combined reference group of disabled and non-disabled people. A non-disabled chair was initially appointed but disabled members of the group were dissatisfied until a disabled co-chair was chosen by them from within their ranks.   

The Disability Strategy represented a new approach. It was the first government document to codify the social model as a policy foundation. Disabled people also showed that they as a group had the maturity to work together on a “win for one is a win for all” basis without previous patch protecting. While the Strategy and subsequently the Convention on the Rights of People with Disabilities (CRPD) have been described as our Treaty of Waitangi, our foundation document, a degree of cynicism is developing. It is related to resourcing of the strategy, but more critically in terms of clear accountability and sanctions. Sometimes there is a danger that we fight so hard for something and then when we get it we heave a great sigh of relief without realising that is only a milestone on the way. There is still a good deal of follow up to do and the advocacy and the dialogue must be maintained.  

Mental health services too have seen radical changes with a variety of community based services. The Like Minds Like Mine campaign for respect and recognition is beginning to chip away at the deeply ingrained stigma and discrimination experienced by psychiatric Survivors. For historical reasons this group has kept separate from the rest of the disability community, but much that has been written recently and published by the Mental Health Commission, particularly about internalised stigma, is relevant to us all.   

In parallel to the development of the CRPD there have been a number of other developments. Following the adoption of the Disability Strategy the Office for Disability Issues was established under the aegis of the Minister for Disability Issues. 

New Zealand Sign language is now an official language and it has been included in the school curriculum. We have a dictionary of sign language, a professional interpreter service and emerging deaf studies academic discipline. Deaf advocates and the Human Rights Commission (HRC) have worked with the cinema industry to promote captioned movies in the main centres. 

Disabled people are becoming more strategic in their approaches to systemic issues. The recommendations of the Human Rights Commission Inquiry into Accessible Land Transport have had far more impact than any individual complaints, and the recommendations are still being pursued by a disability coalition.

New technologies and access to information have opened up the world, bringing both barriers and benefits. Government has adopted standards for its own web sites, and disabled people have access to technology in education, the workplace and at home.

The New Zealand Action Plan for Human Rights identified disability as a priority for attention on the human rights agenda.

A strong coalition is emerging around inclusive education on the eve of a review of special education, and the recommendations of a select committee Inquiry into disability support services are about to be considered for implementation by a ministerial committee.

I have left the development of the CRPD until last as it presents the greatest opportunity, and the greatest challenges. 

New Zealand’s contribution to the development of the CRPD was at least partly the result of the establishment of a partnership between disabled people and government officials. It operated in an open manner with each partner respecting the other and valuing what was brought to the partnership, understanding and respecting where the boundaries and confidentialities lay. 

Since signing and ratifying the CRPD the partnership has faltered without such a clear focus.  We have also had a change of government so there are new partnerships to be created.  

What has worked?

Disabled people and their families have increasingly taken a strategic approach to human rights issues. The tertiary complaint I referred to earlier was to all intents and purposes a class action. The complainants focused on strategic outcomes and were prepared to mediate. An ally within the tertiary institution contributed to an outcome which made a difference. Since then a legal precedent has been established for class action complaints and the HRC currently has a class action complaint relating to education of disabled children.

A number of coalitions both within and beyond the disability community have worked successfully. The Convention partnership was one which worked well, at least for a time.

An earlier coalition was formed around making the 1993 changes to the Human Rights Act. It was between disabled people and gays and lesbians. Both groups were seeking inclusion in the Act and both were successful. A concern had arisen that inclusion of both might be damaged by negative attitudes towards HIV Aids. Common Ground was a successful short term coalition focused on a particular goal. Although the coalition dissolved when it had achieved its aim the goodwill it generated has lasted.

A coalition has been formed around domestic violence. It is called DCAV, Disability Coalition against violence. The core group consists of staff and members of DPA and the National Network of Stopping Violence Services. A wider group represents organisations on both sides of the coalition. The formation of the coalition has been a learning curve for everyone involved. Each side brings its own expertise and respects that of the partner. Establishing a lasting and powerful coalition with a clear focus requires intensive effort in building trust and structures and guiding processes that work, setting and respecting boundaries, and learning from each other without compromising the unique voice of each. Working together successfully requires clear agreements and goals, good communication and respect for boundaries.

While such coalitions are not for the faint-hearted they can bring real advantages. Sometimes an organisation with established expertise and recognition can help a disability group get a disability message across to a new audience, or open doors to the policy process that had been firmly shut. They can also help shed light on seemingly insurmountable problems and spread knowledge and understanding around disability issues and rights.

Someone once said “If you're in a coalition and you're comfortable, you know it's not a broad enough coalition.”  Choosing the priority issue and who to work with in coalition requires careful consideration but also an eye for opportunity.

Looking towards the future

The achievement of disability human rights requires us to reach beyond our own communities. Disability policy has been located in silos for too long, both silos within the disability community and between the disability community and other groups. While there are times when we need to work together in our own disability groups or in coalitions across disability groups there are other times when we need to look beyond to the so called mainstream. Silos and ghettos should not be allowed to inhibit progress. Nor should disability competition – mine is more important than yours – divide and deny disabled people their rights. Such competition can be used against disabled people, ad an excuse to do nothing.   

Looking beyond personal and group interests will enable us to work on intersectional issues such as combinations of disability and gender and sexual orientation and/or disability and race. These issues are becoming increasingly important and cannot be ignored.

One of the problems during the development of the CRPD was and is the status of indigenous people. While they are included in the preamble Maori disabled activists in New Zealand were unhappy about the lack of a separate article. In my view the Convention includes all disabled people without exception. An inclusive approach must be a reality in practice.  

It is imperative that there is sound jurisprudence around disability and human rights so the disability community has a sound basis for advancing rights. Human rights lawyers who ‘get’ disability are also necessary. 

Human rights practitioners and disability advocates have to consciously use the language of rights at every opportunity to challenge and encourage the placing of disability firmly in the rights context. We should no longer speak of “special needs” or “special education.” We should talk about disability and human rights and education for all. 

Exploring what a human rights approach might mean in a particular context could also be extremely useful. Teasing out the implications gives real meaning to an understanding of the human rights of disabled people. It will also help those who are still learning what disability rights mean in practice. Marcia Rioux from Disability Rights Promotion International talks about disability work from a human rights basis. What would disability policy and services look like if we did that? Quite different I suspect.

Everyone talks about the social model of disability, but what would happen if really informed our work? Would it change the medical/functional criteria used by a particular service provider to one based on disabling barriers? While the end result might be similar it would be more transparent, logical and respectful, negating the medical ‘deficit’ and ‘charity’ approaches. Exploring the meaning of the social model in a rights based context might be a challenge, but disabled people need to lead he way. Academics might relish the challenge as well.  

Accountability in the implementation and monitoring of the CRPD is critical. You know the saying “If it’s not counted it doesn’t count.” That applies to disabled people. It is not simply being counted either. It is being counted so the data is comparable with non-disabled people. We want to go beyond census data to inclusive social and economic surveys. We want to know, for example, how well disabled children are doing at school compared with their non-disabled peers. How can we plan, review or monitor without such information?

Recently I have been thinking of the application of nniversal design principles to a wider variety of issues. It is a tool usually applied to the built environment and to products and technology.  But it can also be applied to other areas such as systems and processes. As an example I apply it to underpin accessible information. An ageing population and growing numbers of older people with impairments offers some new opportunities to use this tool to support disabled people’s rights. 

In conclusion

The human rights action plan Human Rights in New Zealand Today: Nga tika Tangata o te Motu quotes a disability advisory group member, "What is of fundamental and overriding concern, … is that disabled people struggle to be included is the right to citizenship without exceptions.." This is the fundamental issue that the CRPD addresses.

Using the CRPD as a powerful tool for change will require hard work, inventiveness and determination from us all. We need all the tools and allies we can get.

Disabled people don’t just want a bigger slice of the cake. They want to re-model the whole kitchen and bake a few cakes of their own. We need to change the environment in which the laws are made.

“It is not a case of special rights for a particular group.  It is about equal rights for all.  And it is about making the democratic process open to all voices so that blockages can be dissolved and solutions found to deal with the legacy of the past and build a more inclusive society or all.”

(Gerard Quinn, Irish Human Rights Commissioner in a speech at NZ Parliament February 2009.)

Key Issues from the National Perspective- Rhonda Galbally (Chair of the National People with Disabilities and Carer Council)
RHONDA GALBALLY:   Thank you everybody.  It is really great to be here amongst friends and colleagues.  On one level it is great.  On another level the things that I am going to say to you today make me, frankly, despair.  

I am back 30 years.  I became part of the Disability Rights Movement, which would have been about 1979, and frankly, I think that we are really back there.  You know, in two more years it is going to be 30 years since IYDP, and when I actually used the UN Convention to have my own thumbnail assessment about where we had got to, I despaired.

I want to start on a life span.  I'd like to take a life span approach from birth through to old age or when you are in touch with disability first.  I will start with health, for instance.  

On the discussions and the consultations that we have had around Australia, I actually realised that life expectancy that we talk about a lot, disgracefully, in indigenous communities where there is a 15 year gap would be greater, I think, with people with disabilities because people are seeing the disability, not treating.  All sorts of issues have come up with health care, including the issue of control over the medical record, of forced treatments in psychiatric and mental health, the health care part of disability when you first come in touch with disability either with a young baby or with an injury or whatever, or an illness, is a disgrace.
That is article 25, Graham.  I was going to read out the articles but I know that Graham will so I won't use my time doing that.  Won't you?  I think you will.  But seriously, I can refer you to the articles.  

The second part is then after the disability.  I mean, of course you return to the health care system all the time but after the disability is early intervention, rehabilitation, what is called "habilitation".  The stories about being on waiting lists, this is where the rationing comes in.  There is no entitlement.  There is no human right in Australia to early intervention.  There is in one system more than others.  If you have a catastrophic injury, there is more chance for there to be early intervention and rehabilitation.  But certainly if you are disabled in any other way, no way.  

I could spend my time going through study after study which shows the value of early intervention and when I talk about early intervention I, of course, mean in an integrated setting where it is an enrichment on top of integration not used to stigmatise and withdraw people.  So I want to put that caveat around it.  This is article 26, Graham, but there are probably a lot more articles.  

Then on to child‑care and kinder.  Article 7, I think.  Am I right?  There is more.  Graham can correct all this later but article 7 certainly covers part of it.  

So here is where you face the going off to the child‑care centre and having the parents of children say "No, we won't have them.  They are going to be more expensive.  They are going to distract from our child".  They are going to take away from what I regard as ghastly to the pressure cooker model where we are going to create genius's in child‑care centres, which is part of this society.  So again parents are struggling right across Australia to get their children into child‑care and kindergarten.  

I am speaking at a conference tomorrow about social inclusion.  I tell you, I am going to tell them about social inclusion and what that means tomorrow.  I am so angry about this.  I really am very angry.  

Then you come to education.  I know you have discussed that at length here so I won't go on about it; article 24.  

So this State in Victoria, where I was so proud in the 80s  because we were the State to really bring integration in schools in first ‑ I mean I'm sure other States can claim that but we were pretty proud here ‑ we now have the highest growth rate in special schools in this State, the highest growth rate.  Without going into the detail of what one's expectations can be for children's outcomes from those schools, our assessment of it would be that the mainstream system is failing people and so I come to a scandal which was raised with me just last week where I have been told that in this State, and I would like to know about other States, the children are IQ tested; and secondly, they are not given communication technology if they have no communications to do that test; and thirdly, when they go to school, whether it is mainstream or special, they don't have communication technology either.  

Now, I just find that, in relationship to article 24, absolutely shameful.  Of course we are taking this up immediately but this is within the context of the whole issue of what education is for.  Education is a key part of social inclusion.  

Then you come to meaningful education and training ‑ article 24.2 extends to there ‑ and also community inclusion.  We have community centres, neighbourhood houses, whatever you want to call them, running segregated programs right across Australia where, if you secret shop them and you ring up and you say "Hello, I want to come and do something of interest in a neighbourhood house and I have got a disability", you have to do disability computing.  You can't actually do integrated computing because the funding model is such that the money has come in for you to go and join a segregated program.  So again the very purpose of this whole area of post secondary work ‑ I have got to move on.  

Work, article 27, public sector employment at the Commonwealth, as far as we can gather, has halved.  As a State we are going down.  You know, where they keep statistics.  The nongovernment sector beyond the disability service sector ‑ I take that as a separate part ‑ just hasn't even heard of the topic of employing people with disabilities.  These are agencies in receipt of government grants that are gigantic.  I am talking of the Salvation Army, the Smith Family.  The topic of nongovernment associations and employment is almost non‑existent.  

Then, of course, is the private sector and we will talk about that later.  

Then I wanted to add the whole issue of what I still call "sheltered workshops", alive and well.  Why haven't we got worker cooperatives in this country?  Why haven't we moved to new models that are really exciting, innovative, interesting, where the profit from the work goes to the person who does the work?  We can discuss that at more length.  

Article 19, living independently, being included in the community, being able to have the expectation that as a young person it is exciting and brilliant to leave home to go to a home of your choice where you live with whomever you would like to live with where the housing is accessible.  We finally, in this State ‑ obviously I was going on to built environment, to family, friends and community, article 23, to the right to sexuality and marriage and children.  These are all the areas I wanted to cover but I want to conclude with an optimistic note.  

I want to say that I think it is really appalling.  That I think it is a scandal in Australia.  I think it is a scandal and I want to say that I think there is hope.  That I do think that the National Disability Strategy has to be the blueprint out of this, and I think that at the centre of it, not the only thing in it but at the centre of it there has to be a new way of funding and I am very excited and supportive of the notion of a social insurance scheme because I think that it reinforces individuals being in charge of what they decide to do and it reinforces early intervention for risk mitigation and it doubles the budget, and most of all, it builds in entitlement until we are the only cohort.  That's the only population group in Australia that has no sense of entitlement in any of our systems.  It is all rationed, it is all begging, it is all charity, and frankly, I just feel by ‑ what is it, 2011 ‑ if this is still the case then I just don't know what to do.  I think it is really serious but we have got hope.  We have got a strategy, we have got an insurance model and we have got to make it work.  

Using the CRPD for Practical Change - Graeme Innes (Human Rights Commissioner, Commissioner Responsible for Disability Discrimination, Australian Human Rights Commission)
I begin by acknowledging the traditional owners of the land on which we meet. 

Thank you for the chance to participate in this conference. 

Some of us here were sitting in a stuffy conference room in the UN headquarters in New York when the Working Group completed its drafting of the convention. It was only stuffy because - in true UN style - we had acceded our time limit for the session, the interpreters had gone home, and the air-conditioning had been turned off. But for most of us, these disadvantages paled in the excitement of what we had achieved. And that excitement was amplified as we watched the General Assembly confirm our work. 

Some people foolishly suggested to me that our work in the UN was a good piece of work, but we now had a Convention so our work was complete. Of course, nothing could be further from the truth. 

So it is pleasing to see that AFDO has joined the list of many other organisations around Australia running events to ensure that the Convention, having been signed and ratified by Australia, becomes a part of our domestic law and - more importantly - part of our domestic practice. 

I've participated in some of these events, and seen serious contributors to the international work continuing to progress the issues in Australia- overseas contributors such as Professor Gerard Quinn who visited recently to share his experience and expertise; and Australians such as Phillip French, Kevin Cocks, Rosemary Kayess and others, who have continued the work in various forums in Australia. 

Some of that work, available on the Human Rights Commission's website, will form the foundation for much of the work to be done by Government and community organisations in making the terms of the convention the reality in law and practice in this country. 

It's regrettably common, both for opponents and supporters of enhanced human rights protection in Australia, to talk as if human rights instruments emanate from the UN as some form of world government, which issues dictates to previously sovereign nation states. When the Human Rights Committee issued a report on the breach of human rights involved in Tasmania's former criminal code provisions affecting same sex relationships, gay community activists had fun with this sort of misapprehension, putting out press releases welcoming the imminent arrival in Hobart of tall blond Canadians in blue helmets. 

In the area of international peace and security, the UN Charter does provide for this sort of intervention--either with the consent of the States involved, but also against their wishes where the Security Council decides this is necessary. Most international law, though, including human rights law, is not like that. 

Human rights treaties are not an exception to national sovereignty. They are an exercise of it, in which nations make commitments to the world, but more importantly they make commitments to their own peoples. And mostly, the peoples of the world look not to some supra-national authority, but to our own governments, to deliver domestically on the commitments they have made internationally: 

· through the Parliaments we elect making laws, 

· and through courts and tribunals and other bodies administering those laws, 

· and through decisions being made by Ministers and by the public servants who answer to them. 

Particularly for us in Australia, signing up to human rights commitments reflect values which we ourselves hold deeply, even if we do not always live up to them. 

So what do we need to do to use the Convention for practical change? 

Ratification of this Convention is not a statement that Australia already fully complies with the Convention in practice. Rather, the Convention presents an agenda for action, and gives new opportunities for accountability for how well rights are respected. 

There are clear areas of need for very substantial increases in the level of services and supports available to people with disability and their families. 

There is a great quote from Rene Cassin, one of the drafters of the Universal Declaration of Human Rights, who pointed out during the drafting that 
"it would be deceiving the peoples of the world to let them think that a legal provision was all that was required ... when in fact an entire social structure had to be transformed". 

The Convention on the Rights of Persons with Disabilities reflects an appreciation of this point far more clearly than previous human rights instruments. 

For example, in article 2 of the Covenant on Civil and Political Rights, while we find obligations to respect and ensure the rights recognised, the strategy for how that Covenant is to play its part in "transforming an entire social structure" is not spelt out beyond the statement that parties are "to adopt such legislative or other measures as may be necessary". 

In the obligations clause of the Convention (Article 4) just clause (1)(a) takes us as far or further than that, before we even consider clauses (b) through (i), or the rest of the Article. 

There is a lot to be inspired and activated by in Article 4. 

Article 4,1(c) says parties will 

take into account the protection and promotion of the human rights of persons with disabilities in all policies and programmes. 

Note, that's not just "in all policies and programmes that are expressly directed to disability", its "all policies and programmes". 

It might be said that this is a call for a comprehensive national disability strategy based on the Convention. In fact, I was about to call Bill Shorten to say exactly this--except that he called me to say it first. 

A few of the other aspects of Article 4 to highlight. 

Parties undertake to take measures for the progressive realisation of economic, social and cultural rights "to the maximum of their available resources". That might be argued to involve a couple of limitations on achieving rights: progressive realisation rather than immediate compliance, and subject to available resources. But this doesn't mean economic social and cultural rights are not real rights. Progressive realisation gives real meaning and purpose to planning and reporting functions about human rights because it means you comply by showing how you are making progress over time. In turn, this could be seen as linked with the commitment under article 31 to collect appropriate information to implement the Convention. 

Realisation "to the maximum of available resources" also sounds more like a positive commitment than a let-out clause to me: at least in a country like Australia. I can't see we could argue with a straight face that we are applying the maximum of available resources with the level of unmet needs that exist at present in Australia--for resources and supports in education or employment or accommodation, or access to assistive equipment or other personal support needs, just to start with. 

Article 4 does call on parties to modify or abolish laws or regulations that discriminate against people with disability. However, that task is largely done for the moment at least. Ratification did involve a decision that at present there were no laws directly inconsistent with the Convention. Of course, new laws will need to be measured against the Convention, and there may be a need into the future for further review of laws. More relevant for present purposes, is the place of "legislative measures" among the appropriate measures to be taken for implementation under article 4(1)(a). 

But I would not want to see any audit of legislation as a stand alone task. Rather, consistent with Article 4, legislative measures should be considered amongst more general consideration in each area and level of government of what measures are appropriate for implementation. 

There is sometimes a temptation for lawyers to overestimate the importance of law at the expense of overlooking other tools for change. In the Treaties Committee hearing we were asked what changes to the Disability Standards for Education were needed to ensure equal realisation of the right to education for children and young people with disability. Our response was that most of the issues coming to the Commission in the education area involved a combination of attitudes, access to information on what to do, and a lack of sufficient resources, or, to quote Cyndi Lauper, "money changes everything". 

Even within the law and justice area, better realisation of human rights for people with disability will be more about programs, policies, and resources than legislative change. Consider the position of people with mental illness or intellectual disability in prisons without facilities to respond to their needs, where what courts and others responsible lack is not the power or the duty to make appropriate decisions but the lack of facilities in practice to give effect to what they know to be right. 

Article 4 of the Convention makes clear that human rights is not only a job for human rights agencies, any more than disability rights are only a job for disability service providers. Implementation of the Convention will present issues and agendas for every area and level of government. Here are a few examples: 

For the Department of Climate change--will measures for smarter buildings be co-ordinated with other elements of sustainability, like building for an ageing population which will include more and more people with disability? 

For Treasury--will we see costs of participation including issues like effective marginal tax rates addressed. 

For Department of Health and Ageing- an initiative on health and people with disability similar to the closing the gap for indigenous people. 

For Department of Innovation: The next steps after access to premises Standards. 

Under Article 4 of the Convention, parties promise to 

· undertake or promote research and development of universally designed goods, services, equipment and facilities ... to promote their availability and use, and to promote universal design in the development of standards and guidelines; and 

· undertake or promote research and development of, and to promote the availability and use of new technologies, including information and communications technologies, mobility aids, devices and assistive technologies, suitable for persons with disabilities, giving priority to technologies at an affordable cost. 

I'd suggest that there are very clear and substantial agendas right there for a Government and Prime Minister who want us to continue to be a country which makes things, and who have made clear statements that strategies in this area will be based not on protecting particular industries the rest of us choosing to prefer overseas products, but on promoting innovation and ensuring its benefits are shared as widely as possible. 

To take a topical example: In considering Mr Bracks' review of automotive industry assistance measures I hope the Government will be giving due consideration to possibilities for promoting development and availability of vehicles which are accessible as well as green. I know that possibilities for development of a universal taxi are being put forward in this context. 

Away from the vehicle industry, there are many less obvious examples that might also find a place on an innovation agenda. Recently we released a discussion paper on accessibility of consumer appliances to people with disability and older Australians. We frankly struggled to find who might be able to take those issues forward. It's another issue that might need work from a range of areas and levels of government--such as innovation and consumer affairs departments--within a cross-government framework, and one that draws in the industry players involved. Much of the provision of assistive devices, and accessible technologies in our country, occurs through a combination of cottage industry and a raft of inconsistent government programs, with plenty of holes in the raft. Here too is a role for leadership to get more out of all the expertise we have out there. 

Governments can provide leadership to industry in various ways of course: by developing regulations and standards; by providing financial assistance on appropriate conditions; but also by the example they set. 

Appropriate responses to Article 4 would include 

· Adoption of an accessible procurement policy by the Commonwealth 

· Review by each Commonwealth agency of its own operations to ensure compliance with disability access requirements, including considering procedures for ensuring accessibility in procurement of facilities and equipment and in contracted services 

· Promotion of such a policy and review process to other levels of government, education authorities and private sector organisations 

· Commonwealth action to lead development of networks for sharing of information on accessible technologies and equipment. 

I've mentioned action at all levels of government a couple of times. I think the Convention and the development of a national disability strategy offer great opportunities to put into practice what our governments have been saying recently about revitalising the federation. 

There is clearly a need for better co-ordination of policy and service delivery as it relates to ensuring human rights in practice for people with disabilities. We could start by expecting every Ministerial Council to look at developing a disability agenda. For a very few the agenda might be quite short and specific, but most will find substantial work to do. 

To give just one example, there is clearly work for housing ministers and ministers responsible for planning to do on issues of universal or lifetime housing. 

People's homes are often their major asset once they retire. So it is a particularly bitter irony that much of the Australian housing stock, even including new construction, is not accessible or adaptable to meet disability needs when the longer we live the more likely it is each of us as individuals and as family members will experience disability. 

Disability, and the Convention on the Rights of Persons with Disabilities, really is about all of us and everything. 

So, to use the latest call for action, can we - as people with disabilities - just point our finger and go chk chk boom and have these changes implemented. Certainly not. 

It's great that AFDO is facilitating these discussions. Because we will have to work collectively, and in partnership with Government at all levels, for the changes to occur. 

We'll need to be strategic, harnessing support from people such as Bill Shorten and other allies, moving towards the easier challenges or low-hanging fruit, whilst ensuring that the larger implementation of rights issues are progressively realised. All of our lobbying and advocacy efforts will need to continue, but the Convention gives us a few sharper tools in the toolbox with which to continue them. This conference, and the other seminars to which I referred earlier, are the place where that work must continue. 

Let's push for a National Disability Strategy which- 

· Sets a baseline; 

· Recognises that implementation of the Convention is a whole of Government task; 

· Contains realistic achievable goals across Government; and 

· Involves the voice of people with disability in its development and implementation; 

and go on from there. 

I look forward to working with you on those achievements. Thank you. 

The United Nations Committee on the Rights of Persons with Disabilities:  Its Inaugural Meeting - Ron McCallum (Professor of Labour Law and former Dean of Law University of Sydney)
As you know, I have the honour to have been elected as one of the 12 persons throughout the world who sit on the United Nations Committee on the Rights of Persons with Disabilities, whose function it is to monitor the recently adopted United Nations Convention on the Rights of Persons with Disabilities.  It is known colloquially  as a treaty body.  There are nine treaty bodies of the United Nations and the CRPD is the treaty body on which I sit.  I am honoured to be the only Australian serving on any United Nations treaty body at present.

I wish to especially thank two people in this room who gave up their time to make my election possible.  Commissioner Graham Innes AM  travelled to New York to work for my election, and Ms Leanne Merrett from the Department of Families, Housing, Community Services and Indigenous Affairs (FAHCSIA) of the Australian government also gave up her time to come to New York.  Without the work of those two people and others not in this room I would not have been elected.

I want to speak to you about the first meeting of the committee which was held in Geneva last February.  First, let me say a few words about the make‑up of the committee.  There are 12 of us,seven are men and five are women.  I hope we get to gender equality soon.  Eight of us are persons with disabilities, four are not.  Five of us are blind or vision impaired, two of us are in wheelchairs and the final person with the disability has a psycho‑social disease.

I hope that after the next election in November 2010 we will have a person with a deafness disability on the committee so that that sector can be represented.  Only two of us are lawyers, myself and Ms María Soledad Cisternas Reyes from Chile, and I appear to be the only lawyer on the committee who has practised in the private sector as a traditional lawyer.  

We are very much like what the Committee on the Rights of the Child was like when it began.  We lack, I think, experience in United Nations procedures.  If I can say generally as a group we lack detailed knowledge of the experiences of the procedures of the United Nations.  This was a similar case with the Committee on the Rights of the Child.  I think it will take our committee three or four years to get fully into stride, especially given that we only meet in Geneva twice a year, although I'm attending a special working‑party meeting at the end of June to help finalise the draft rules of procedure, our working methods  and also the reporting guidelines. Can I say, as the person chairing the Working Group on Draft Rules of Procedure, I am grateful to suggestions made by IDA-CRPD forum by Disabled Persons International and by various colleagues and friends.  

The first point about the meeting was where to hold it.  Meetings of committees of our size in Geneva are usually held at Palais des President Wilson.  I can't describe it to you but it has this big flight of stairs going up and it is totally inaccessible.  Even for a blind person such as me who can walk, it is very inaccessible.  So instead we had our meeting at Palais des Nations which is a big building but accessible with elevators

In hindsight, that is looking back, I think it would have been preferable had we had a week of training before we had our inaugural meeting to get us up to speed on United Nations procedures.  It is a very different forum from when the convention was negotiated under Ambassador Don McKay of New Zealand, but that didn't happen so we had to learn as we went on.  It took us a while to organise ourselves and to be elected, and my friend Mr Mohammed Al-Tarawneh from Jordan was elected as chair.  I was honoured to be elected as national rapporteur.  It means national note‑taker of the convention.

We did write a press release which is on the web site of the United Nations High Commissioner for Human Rights in which we call upon all nations to ratify not only the convention but the optional protocol and I call upon Australia to ratify it.  We called upon nations to get rid of and certainly not to put in place in the first place declarations or interpretations et cetera, and I stand by that.  So that was the first convention meeting

We now have the job of finalising our rules of procedure and of finalising our reporting guidelines et cetera and hopefully that will take place in June.  We will start looking at complaints under the optional protocol hopefully in October, and next year we will be receiving reports from various nations, including Australia, and I look forward to shadow reports from AFDO.  Of course, I will not be on the committee when Australia is discussed.  It is protocol to absent one's self when one’s own country is being examined.  

It was a bit of a shock for the United Nations to be confronted with so many people with disabilities, particularly when we suggested that sign language should be used in case a hard of hearing person wanted to address us.  

The United Nations is on a big learning curve and I think one of the great achievements of the meeting was that it was held with eight disabled people.  It is interesting that five of the eight who were disabled had vision impairments.  I think this shows that vision impaired and blind people have been able to gain educational foot‑holds particularly through the use of adaptive technology.  I look forward to the time when all of my sisters and brothers with disabilities are able to gain such educational achievements.  

In closing, I am honoured to be Australia's representative and to be on this committee and I want to say my final words to the parents in this room of my sisters and brothers, your children with disabilities.  

As my life spans through ‑ I'm one of the oldest people here ‑ I hope that the work we are doing is laying down foundations for your children and the children to come.  We are not a medical misfit.  So long as we have a world peopled by we, humans, we will always have friends amongst us with disabilities.  It is part of the nature of the human condition and it is for a better world for your children, my dear parents, that I am working.  

Closing Address - Bill Shorten (Parliamentary Secretary for Disabilities and Children’s Services)
Hi everyone.  Very nice to be with you and congratulations on the conference you have had.

I would like to pay my respects to the traditional Elders of the land, past and present, upon which we meet.  I would also like to acknowledge the members of the AFDO board.  Days such as the days that you have had are not easy to organise and it involves a lot of people making a lot of effort to be here.  So I do think that one should never underestimate the power of bringing people together, the power of all of us individuals who can quite often feel isolated in our efforts to progress reforms, to make changes, to upset the apple cart, to make a difference, to blow the whistle on things that are made.  To do it as individuals requires a lot of effort from each person, not just physical, intellectual and emotional but it also requires a testing of the will.  But when you have these chances to come together, I regard a conference of like‑minded people ‑ and you don't have to agree on everything ‑ but I regard a conference of like‑minded people as journeying through deserts and periodically being renewed by the oasis of other people's experience and one of the things I'm sure you have garnered from today and from your deliberations last night is that there are a lot of people who think the same way as you think as individuals and it is important for your soul to understand that sometimes the battles you have, even though quite often they are done with anonymity and without a lot of support, moments like this make you realise that if you need to have your batteries of hope recharged that you are, in fact, on the side of the angels and, in fact, there is a lot of other people in the same army of change of which you are occupied.  

The federal government is very committed in the area of disability and it has been a great privilege for me personally to join in the efforts which all of you have been doing, in most cases for far longer than me, to join in the effort about readdressing about what is the fundamental challenge.

The Rudd government has many issues and it is amazing, in 12 months, how much given facts can change, how certainties become uncertainties and how impossible outcomes become a reality.  I am talking, of course, of the global financial crisis.  

When the Rudd government was elected with high hopes, I believe, on November the 24th of 2007, certainly by the budget of 2008 we believed we would have $210 billion more in government revenue over the next four years than what we do.  Nonetheless, the Rudd government hasn't diverted, or been distracted, or digressed, I believe, from what it said it would do generally for this nation when we blew out the cobwebs of 11 and a half years of the Howard government and we did say we would try and build the nation and we are seeing multibillion dollar infrastructure projects.  We are committed to building a national Broadband network.  We did say that we would start an education revolution, and indeed there are thousands of schools in every part of Australia which have become Bob the Builder sites for new construction projects.  It is the largest single infrastructure spent on schools ever in the federation's history.  

You know some of those big numbers.  We are continuing our commitment to act on climate change and not wait on the rest of the world and I think the opposition have got some hard questions to answer when they say "We would like to do something on climate change, we don't want to do it yet".  

Of course, those issues, we enact our fair Australia proposals in ensuring that people going to work will have a fair go at work and that the productivity which this nation requires will be encouraged by cooperative workplace relations.  These are all things you know and in the most recent budget we did see, despite all this difficulty, what I think are going to be legacy reforms.  We did see paid parental leave long overdue finally introduced and this is a great reform.  As you all know, as many of you know, that period from birth in the first 12 months, it is fundamentally important that parents, in particular mothers, as the nature of caring arrangements in Australia are, bond with their children and if they have to make that most difficult economic choice of work or home, at least we have removed some of that burden and we have put in that scheme.  

In addition, my own senior minister, Jenny Macklin, was successful at the upper reaches of the cabinet table to be able to propose some pension reform, the age pension going up by $32.49, the single age pension, which for the first time brings the age pensioner to 66% of the couple aged pension, but in addition ‑ and this is perhaps of most interest and this is what I would like to talk about most which I think may be of most interest to you ‑ having set that scene of the government being committed to driving forward and further, as we are able to, as we did last year with some of our stimulus package, we didn't forget people on the disability support pension, nor should we.  Nor, in fact, should we deserve at clap for doing it but we have done it, nonetheless.  The single disability pension is going up $32.49, and I do not pretend the $32.49 or $4,067 ‑ I do not pretend that $1,600 radically changes the position of the disability pensioner but what I would say is it is again one of the single largest transfer payments to people with disabilities from our income support system in the history of federation.  Indeed, the carer's allowance has been increased and a carer's bonus introduced as well.  These are good real things.  

At the end of the day, as some of you heard me say before, I think one of the reasons to be in politics is not to find out but it is to ask yourself "What is it which you are doing which has a tangible difference?  What does it mean to be the person receiving this government policy, to be the consumers, the customer, the recipient, the citizen?  What is the consequences of the deliberations of cabinet, parliament or legislation?  How does it affect people in real?" and this disability supported pension increase is a real change.  It is tangible.  

We have also started to look at some other initiatives which I might touch upon later in question and answer, if you like, and the government has, as you know, committed 5.3 billion dollars in the National Disability Agreement, which is a significant increase on what we used to pay the States, and we are asking the States to perform up on their obligations and I do understand this is where AFDO plays a crucial role.  Because the part of my talk which I would like to help you conclude on ‑ and I'm going to read the deliberations of this conference with great interest and I trust that some of you know that I mean what I say when I say I want to read what you have said ‑ is that we have come some of the way and you have got a national government who is interested in disability, but really, there is much more to be done.  

We understand ‑ or at least I understand and I said this is one of my privileges and it has been a process and many of you have helped educate me over the last 17 months ‑ disability is still a ticket to second‑class citizenship in this country and saying it is otherwise does not make it as otherwise, and it does not make it that people with disabilities are not making magnificent efforts.  It does not mean that all of you are not being successful in what you are doing but the sum total is that still in this country there is a gap.  There is a gap in terms of outcomes.  There is a gap in terms of educational outcomes.  There is a gap in terms of employment outcomes.  There is a gap in terms of income outcomes.  There is a gap in terms of housing outcomes.  Why?  It is because a person has an impairment.  It is not because the person with the impairment is sillier, is more foolish, is less worthwhile, is less talented.  Not at all.  What it is, is that still, having an impairment, people still have in the community, in my opinion, an appalling ignorance of disability and what we have to do is to change the political equation.

I'm not going to be so arrogant as to tell you about your life but I can tell you about how you affect political change and this is the role which Lesley, a great appointment in her role at AFDO, and the board at AFDO are well placed to conduct.  What we need is we need to change the political equation on disability.  If we know that there are populations the size of Western Australia and South Australia combined, populations the size of Tasmania and Brisbane combined, if we know that this many Australians are not receiving a fair deal, then we have to change that.  As some of you have heard me say before, this country is rich enough to afford better outcomes even in times of financial difficulty.  This country is rich enough and this country should be ambitious enough and this country should have enough self‑respect to demand on behalf of people with impairment and to demand alongside empowered people with impairment that we want the same outcomes.  It is not too difficult.  

For instance ‑ and this is where I see our agenda being between now and the election and I gave a talk to the Press Club and I won't appraise all of that ‑ but you are the practical people of change here.  The fact that you are in the room, you want to be leaders not followers.  You are saying "Get out of my way.  If you can't do something, we want to do something about it".  

If you want to know practically what I think the plan is for the next 16, 18 or 20 months, it goes something like this: one, we do need to make sure that we hold the State to account on the National Disability Agreement.  I know that is what I see as our work agenda.  We set some good priorities arising out of the senate report.  We have set some good priorities arising out of our National Disability Agreement.  What we have to do is to turn the monopoly money numbers that the States sometimes quote to us into real outcomes.  

What we have to know when we deal with the States, if you have got ageing carers you have a great idea of adult people with children with profound disability of what is a good choice.  If you have a bunch of young people and their support who want to move out of aged care facilities, what is real?  What can we actually do?  We have got to be asking the States what are the disability standards they are going to affect.  We have got to be asking the States what is the work force plan to ensure that professionals in disability are paid properly.  We have got to make sure that when the states say they want to have people with disabilities at the centre of individualised processes, what does that mean and how is that happening?  

So one priority is making sure that the commitments that we have got on paper for the National Disability Agreement start to roll out and happen, and today I know we have got here Helen Bedford and other people from FaHCSIA who spent a lot of time working on that proposition.  She is in the corner so you can give her your views directly.  She is always keeping an eye on me too: what is he going to say next?  

Beyond the National Disability Agreement, the other work priorities I see, and it is important when you are affecting change that you can't try and do everything, which I find particularly personally disappointing but I accept the wisdom that I am learning in Canberra ‑ the other priority, I believe, for us to work on is the National Disability Strategy.  Rhonda Galbally and the new ministry advisory council are doing a good job.  I know some of the others on that committee are here today, which is great, but I see that as being the opportunity to articulate a map.  

Lewis Carroll, who wrote Alice in Wonderland, wrote once that if you don't know where you are going any road will get you there, and sometimes I feel in disability ‑ and this is the only perhaps point I might make to you as a group ‑ is that I wish that disability was more united and I do think that sometimes we have arguments between different groups of impairments, you know, "Well our problems are particular and acute and not being noticed".  True.  I'm not going to tell anyone they don't have problems but there are common problems in the field of disability and mental illness and mental health which, in my opinion, need a common solution, which is moving disability up the food chart.  

In our work mission we have the National Disability Strategy which I hope basically informs all policies on disability going forward.  Within that though I see two particular ideas of interest.  "Ideas of interest" is a diplomatic term which I would like to say it happens but I'm not sure and I haven't convinced everyone else.  But this idea of interest ‑ and we will probably be getting the draft report from the Disability Investment Group.  That is a group of business people who have lived experiences of disability or a close experience with disability, and I said "There has got to be more we can do in terms of disability than this current cash constraint approach", which historically disability has been given a bit of money when there is a crisis and then hope it doesn't have a crisis and when something goes wrong feed it another budget increase.  There has been a sense of fire‑fighting over disability funding over the years which always leads there to being less than is necessary to do the job.  So I said "Is there any way we can engage the private sector more and the wealth of the private sector?  I have seen some initial ideas", and they have come back and said the government needs to do more.  Always send a group of business people to come back and they will tell you what the government should be doing but there is going to be some good stuff, economic approaches, which is important.  

When I say that, please don't think you are talking to someone from another planet but wealth is power, and just as politics is power and having been on the national agenda and having a political interest, no person with impairment can hope to be fully empowered if they suffer financial insecurity.  We have to get the money right.  If you follow the money, other things flow.  Money doesn't make you happy but I understand the absence of it certainly guarantees a less happy outcome.  

What we are looking at is the government may come to us and say "We think you should look at the feasibility of a national disability insurance scheme".  This is a fantastic term but what does it mean?  Now, what I understand it to mean is what is the possibility of fully funding life‑time care so that when people receive a diagnosis at a young age, or they acquire an impairment through a medical mishap, or through a motor vehicle, or through work, there is a plan.  There is a plan for the individual and it is a plan which that individual can control.  So we want to look at the feasibility and what I would like to see is if we can get the funding to fund the feasibility, how many billions of dollars would it cost?  

Let's actually do the numbers.  At a certain point doing the numbers alone won't be sufficient.  You have then got to demand it, but in my experience the more crafted your claim, the more research you claim, the more clear you claim, the more you understand your claim so as you can convince the community, the larger, the merrier the claim the more inevitable the outcome.  But if you go in with a half‑baked claim, if you go in not trying to get to the fundamentals, then you already start to let yourself down by the modesty.  

So the idea of trying to create a national level or a National Insurance Scheme to fully fund lifetime care in disability is a sufficiently big idea that it is worth consideration but it will require proper financial analysis.  Not from the point of view of trying to knock it off but if we are going to ask for something, I want to know how much it is going to cost.  
The other proposition which I see as being work for us within the ambition of the National Disability Strategy, acknowledging the work on the National Disability Agreement and the work in terms of disability insurance is a proposition that if you imagine the world of impairment to be a circle, including everyone with impairment in it, that's a big circle.  But if you imagine a cohort, a group within that, a smaller circle, that is people who acquire their impairment through catastrophic traumatic injury, not that they are less or more than any other person with impairment but it is a definable cohort.  It is people who suffer their injury or they received their impairment through motor vehicles, through workers' compensation, through medical malpractice, through what I would call public liability injuries, loosely grouped from rugby league through to jumping off the pier into the shallow water, domestic violence, traumatically acquired, severe brain injury, spinal injury and the like.  

Now, I say that this is a smaller circle and it is not to ignore the larger circle at all.  I believe that we need to have a disability strategy which articulates the whole of life experience of people with a disability.  I believe we need to advance how we fund disability as it should be funded as opposed to how it is currently funded, but within that I have formed the view that politics is a lot about monkey see monkey do.  It is a lot about Australians ‑ I mean in our history of Australians.  It is not just politics.  Maybe it is the theory of Australia I'm going to advance to you.  It is Friday afternoon.  Why not?

The theory is whilst we have inventors, I don't know if we have more inventors than the Italians or the Chinese but we are very good adapters.  It is almost like a shiny S‑line where we might be slow to pick up something.  When there is new technology, we might not have entered the mobile phone era quickly but we now have more mobiles in Australia than fixed lines so we love adapting.  

My view is we can look at a scheme of insurance which already works, and workers comp, it is largely due to the different jurisdictions in Australia.  If you suffer a traumatic injury you have got a line of funding.  Now, it is not perfect but there is a line of funding in terms of care.  In motor accident cases in Victoria and now in New South Wales, and less so I have to say in other jurisdictions, you also can have some lifetime care funded but those other types of injuries I mentioned of a traumatic nature, you are at the minimum scheme.  That's us, the Commonwealth and the State schemes.  

Now, look at a proposition on setting up the first stage of an insurance scheme with a category of people within that circle of impairment who are traumatically injured because already we have some schemes of support.  What we need to do is to say "Why is it in this country that where you acquire your injury and the manner in which you acquire your injury will determine your level of care as opposed to the injury"?  If you have got serious brain injury, you have got serious brain injury.  In you have got C5/C6 quadriplegia, you have got it.  It is not like it is easier if you got it through a sporting injury, medical, public liability or democratic violence than if you got it at work.  

I think Australians are practical people and I have a view that people will understand this debate and I also want to demonstrate that disability is not too hard to adequately fund.  So these are some of the things which I see of a practical nature in terms of working towards a much better deal for disability in Australia.  But in addition, there is another area altogether and again for some of you who know me, I have got another 10 ideas which we are advancing from newborn hearing screening to early intervention for Cerebral Palsy and Down Syndrome and making sure that we win the argument, maintain the argument for the community treatment of medical health.  

There is a lot else we are talking about. I have mentioned the National Disability Agreement, the National Disability Strategy, the feasibility into the insurance scheme and having a debate about a traumatic injury scheme.  

The final of what I see as sort of big areas not more important than small areas, but just big, is the whole debate about employment.  We will be launching the National Mental Health and Disability Strategy.  I don't know if we have announced the date we will be lunching it but it will be within the next month.  I think the aspirations have been affected by the amount of available government revenue courtesy of the global financial crisis but there is much more we can do in the employment space.  So I see that as something to work on practically.  

Having said that, what I would like to conclude on is this: my aim today has been to talk to you a little bit about the federal government and where we are at.  My aim today has been to talk a little bit about what my aspirations are for disability in the lead‑up to the next election and beyond.  I would like to conclude by saying what we need to do, though, is the politics of disability better and that is where AFDO and each of you play a crucial role.  

Some of you would have heard me say "We need more allies".  To see this room ‑ and I wish you could witness what I feel and see here ‑ gives me great confidence but what I do know is that this is not enough.  What I do understand is that it is not even the coalition that are the problem.  I don't think they have issued a press release in six months on disability, and if they did, who would notice.  Sorry for those of you who voted liberal for the last election.  What were you thinking?  All right, I will leave the politics alone.  But the politics of disability, I actually think it could be a bipartisan issue.  The problem is, that not enough other people are raising disability with us.  Yet there are so many people here and so many people and so many people who are affected by impairment and as you appreciate, I always use the word "impairment" and I'm happy to have the linguistic debate.  I use the word "impairment" because it links us.  We all have impairments of different sorts.  What disables people is the practical barriers that the community puts in the path of the person with practical impairment.  What I get is whatever change we make with disability, it has to be run by people with impairment.  It has to be led by people with impairment, and it has to be led by AFDO and other groups in the disability space.  

What I am keen to do is to see it as a political issue at the next election.  These things come home to haunt you, these statements, and the good cynical amongst you would say "Remember that, Bill.  You said that" and I say "Fair enough".  You should hold people to account but what we also need, if I can be that bold, if I can use the word "we", "you", is a clear agenda.  Periodically this movement has been good at articulating issues.  I think the disability sector has been good at defending conditions from time to time but I want us to start getting ambitious about change.  I think we should be ambitious about what we do in terms of demanding real change and that is why I would ask you to reflect, if you wish, upon what I have said so far.  What I would ask you to reflect upon is what is the road map?  Where do we want to be?  Where do we want to be in 2020?  Where do we want to be beyond that?  What sort of life do we want to share with people with impairment?  We are going to come down with the new access standards.  That is happening.  The disability sector has been very persuasive to the parliamentary committee.  You should be very pleased.  That's all the feedback I can get.

It was pleasing that Peter Verwer, the head of Property Council, or the chair of the committee, said "Why did you agree to this change on access?" and Peter said "Because the government asked us to".  That is good but what I would also say is that we need to assert a political agenda.

This government is introduced to help frame an agenda.  We are interested in working with people with impairment to achieve the sort of outcomes that people with impairment would expect reasonably to lead to an ordinary life.  So I believe that the agenda I have articulated is an appropriate agenda.  It goes to the fundamentals of a whole of government whole of life approach.  It goes to the fundamentals of how we fund disability.  It goes to the fundamentals of the power imbalance which currently exists in this society and I keep using this word "power" and I conclude on this.

At the moment, people with disability lack sufficient power to get a fair go.  The way we accumulate power is the equation which I believe each of you should be turning your mind to as I do every day.  Every morning when I get up I think how on earth do I get more interest in disability?  How on earth do we get more people to care about impairment?  How on earth do we do something about improving the education system, the early intervention system?  How on earth do we improve the treatment of people living in State‑run programs and State‑run facilities beyond the reach of health?  How on earth do we ensure the people with impairment don't get discriminated in the design of buildings and access to transport and for good jobs and a career?  

So I would ask you to think very clearly.  We have an agenda in this government but this agenda has been poorly informed by all of you, and for that I am grateful for the lessons you have already taught me, and for anyone who has an impairment or who has worked with people with impairment, you know there is many lessons to learn.  

The question I put to you in closing is always ask what I am doing which changes the power balance.  How do we move power to those who don't have it?  How do we redistribute power to people of impairment so they can be treated in the same class of citizenship as all Australians? Thanks very much. 

Including People with Intellectual Disability - Heather Forsyth & Norrie Blythman
NORRIE BLYTHMAN:   I am from Reinforce.  We work along with SARU to make videos, including people with an intellectual disability and conferences and meetings.  We would like to start by showing the following first video.  

HEATHER FORSYTH:   Yes, that was our DVD. The main message was "nothing about me without me".  

AFDO wanted to do something about including people with an intellectual disability in the work they've been doing.  One was better access to meetings at conferences.  So we make sure that the conference is about helping people with a disability to be included.  The other thing is getting support for people with a disability when they ask for the support.  

The first step is the Project Resource Group Committee. The people there were members from VALID, Victorian Advocacy League for Individuals with Disability; Reinforce; the Self Advocacy Resource Unit; and ADFO.  The meetings were once a month and we met for about two hours each for the month, and the discussions/ideas were about including people, how to do things with no funding, because when we first started doing it, we had no funding to do this.  It was changing things to make other meetings more accessible.  So making sure that the meeting is accessible.  

Ideas: one idea was putting the committee information into plain English, like Sue has done for our presentation, including a conference flyer made up by VALID, the conference program.  Also a kit for self‑advocates, which helped us to get information in plain English.  

The second idea we have was the coloured cards as we were saying that we arranged to have, and hopefully we will have those tomorrow.  The coloured code, making sure that if speakers are talking too fast, they can use those cards to say slow down and so self‑advocates can understand the speakers.  

The third thing is our support workers, the advisory pool over there.  There is a group outside to ask for staff to help them to write their notes or explain what the speaker is talking about.  

The room colours, that was an idea that came out of the Having a Say Conference.  The coloured rooms that was something again.  We had our Have a Say Conference where AFDO took that on board.  

The other ideas, the meeting costs, like money.  For self‑advocates it's on a very low income.  We couldn't afford to come to the conference if we didn't have support from AFDO and a few other organisations which sponsored self‑advocates to come along for this, paying for our transport and accommodation.  

The idea of the pre‑conference workshop that AFDO arranged yesterday and where you came along to get to know what was going on before the conference, with that we showed you what was going to be on in the program, told you about the support and the people that were going to be around and talked to you about the sessions and all about the jargon that was in the sessions.  

The other idea, we had a video, as you've seen.  We made a video where we made the video to get self‑advocates to have their say about how to include them in the conference.  

Other things we would like to have done if we had more time was to have the ratings of the presentations.  Like if you've seen a red star that was easy, the yellow star was a little bit harder, the green stars meant it was not easy to understand.  All presenters gave information about this and talked about how to include it.  

Now I would like to hand over to Norrie, who is going to tell you about the tips.  

NORRIE BLYTHMAN:   Thanks.  The tips are how to include all people in meetings.  One, provide information, agendas, minutes in plain English, read each agenda items before talking, deciding what was taken at the end of each agenda items before going on to the next item, ask each person if they want to say anything else about the item, providing people with support workers if they want one, provide people with support to go through the information before the meeting, ask people how the meetings could be better at the end, how to include all people in a conference, all information in plain English and audio, hold a pre‑conference information session, provide support workers at conferences, provide sponsorship for people on low income to attend, write down the things they tried to include, all people in the conference, to find out other ways and that all people can be included in meetings and conferences, to make information packages for youths by other groups in meetings and conferences.  

People of the Revolution - Aboriginal and Torres Strait Islanders with Disability in Victoria - Jody Saxton-Barney
Thank you for coming here today and for the invitation, Lesley, to attend this conference.  I wish, firstly and respectively, to pay my respects to the traditional owners of this land and pay my respects to the Elders past and present.  

I'll talk a little bit about myself.  I'm indigenous, I'm deaf, but some of you may be thinking "Mm how can that be?".  That's the first barrier that we face.  Who is it?  Who am I?  Who is my culture?  Who do I identify with?  Is it the indigenous culture?  I mean people look at me at a first glance and think "Indigenous?  Mm, but the colour of her skin". Then some people will think how do I communicate with people like myself? 

My presentation today is about indigenous people from Victoria, okay.  I don't have any slides to show you because it's about me, so hopefully I'm visual enough and exciting enough to get your attention today.  

Indigenous people living in Victoria, many of them feel shamed, confused and they don't really identify as to what disability they have.  

One quote that I'd like to read out, and I need to get this right, "A great many people think they're thinking when they are merely rearranging their prejudice".  Yeah?  This is from William James.  It's opinions about people and many of us have that, unfortunately.  We do.  We make judgments of people.  I mean that's human nature.  We do this every day.  

Now I believe that indigenous people don't see themselves or identify as having a disability.  We're only limited by what we do and what people can do and what other people think they can do.  So in reality we have our own limitations.  We actually put extra burden on ourselves with that.  

To acknowledge that how do they learn?  How do they learn, you know, whether what they're doing is right or wrong from how society sees it?  But from their perspective they don't. 

Now when I was growing up I actually didn't think that people were able to achieve things in life.  I know that I as one, and many deaf people, were neglected within the community, okay, and I would follow other community members' beliefs and I would do what they would do and nowadays I don't, I do what I want to do.  They believe that they've been able to control the things that I'd like to do and they think that I can't do things for myself, so for many years I will just follow.  So growing up for me, I've had to overcome huge barbed wires.  

Why I am particularly focussed on that word "barbed wire", because you can think of the sharp pricks on the ends.  If you're climbing up one it's quite sharp, and I'm always stuck between those pricks and that's the feeling I have within the community.  So I'm always having to think who, when, where are the barbs and that prick and how do I overcome that barrier, how do I get over it?

What I have to do is lead myself and also help others get over those, and once I get over those barbed wires we're on a common ground where everyone is welcome; we're all on the same level.  

Victorian indigenous people, they're very visual.  They look at the land, their culture, society, how they live and they're responsible to their own community, and there are many people out in society who have their own feelings of how indigenous people behave because of their health, drinking issues, smoking, what you see on TV.  You can't always believe what you see and hear.  If you read anything that's printed, do you believe it?  Many of you do, but you shouldn't.  

Indigenous people and people with a disability shouldn't actually believe those sorts of things, okay, because they are able to do anything that they can do in life.  We as indigenous people with disabilities, we are able to do whatever it is that anybody else can do in society.  It's no different.  What they have is what we can access too.  

An interesting point: government likes controlling everything.  Am I right in saying that?  You've been told that you're able to do this, you're given funding, you're able to use resources here and there, but it's really not dependent on the needs of that community.  Indigenous people with a disability, they have a strong voice in that area or that arena.  The problem is they don't make decisions as to their own futures, so decisions are made on their behalf.  

If you're looking at the department organisations or services, indigenous people with disabilities rarely have the opportunity to let them know what they really want.  What's important is they provide culturally appropriate services to those people.  Indigenous people with a disability, they still wake up black, they still wake up with a disability.  No other people can resolve that.  You can't fix it, but I can control how I live my life, what I eat, what I decide to spend my money on, what I'd like to do, what activities, my dreams, my future.  I have control over that and each of you can as well.  

Last year there was a national strategic disability meeting, or consultation, and we travelled around Victoria and had these meetings.  I spoke to over 1,000 indigenous people with disabilities.  I consulted with them and I asked them things like "What do you want?  What is it that you need?"  You need a strong voice, you need to feel involved, participate in events, to be educated, have events that are culturally appropriate and be respected as individuals out in the community.  

Unfortunately, we have under 30 people living in Australia that are indigenous who also have a disability who represent a huge mass nationally, okay.  When you're looking at their needs, it's simply just not enough.  I am one and there's a few others out there.  That's all that we have.  Because there's such a large mass, we need more of us to be doing what I'm doing to provide training, recruiting people with a disability and who are indigenous.  Some work with advocates, some are leaders in the community, some are policy writers, but rarely are they involved with important issues to do with indigenous and people who have a disability, especially the reconciliation process.  That is one.  

Maybe you think "But there's so many indigenous services out there being provided, there's many of them and there's huge resources out there", but how many indigenous people with disabilities are involved, you know, as managers in those organisations?  Where are they?  Do we see them?  They're not there.  I don't see them.  I visit the communities, okay.  They actually look after their own indigenous communities but they're not out in the organisations.  So we need to advance and actually get out there and make a difference.  

Many of the issues that I've seen out in the community is that people with a disability ‑ and they're indigenous ‑ they're exhausted.  There's such a mass out there.  There's so much work to be done that they're just exhausted.  This also includes the staff.  So when you work in a particular area and then into another, the problem is what they're trying to do is multi‑skill themselves, and that has to stop.  It has to stop.  

Now I was recently in Western Australia.  There was a health conference.  This is out at Kalgoorlie.  There's practically nothing out there but there was one deaf person that was there talking about indigenous health, disability; just one person that was there available.  Now the public health costs for ear health care for indigenous people with a hearing loss per year, it's $580 million per year.  They've researched that and that information has gone back to Sydney.  So that impacts one issue, okay, and as you can see, there are so many indigenous people with the disability of a hearing loss.  Many of them don't really care.  They've got other issues to be concerned about, you know, their kidney, diabetes.  There are so many other areas that they need to control, but that's $580 million a year.  That's just in relation to one issue.  

So that's eight in 10 indigenous people have ear infections or poor hearing health.  So that's half a million people in this community around Australia who cannot communicate appropriately or they cannot get involved.  They cannot participate because they can't hear.  Whether it's their eyes, their health, their ears, their heart, whatever it is, it impacts hugely on their lives and their involvement in the community.  

I'm here to talk to you about capacity building and what it means to me.  Now here in Victoria I've gathered some information and what I'd like to see more specifically is indigenous people who work with disabilities, have these people recruited and they themselves have a disability working in that organisation.  So they become leaders, they provide training.  I want these people to be involved a lot more and that's what we need to see.  The business itself becomes more core business advocacy, ensuring that there is access and that the needs are being looked at throughout the community.  

Also social inclusion.  This is from grassroots to middle management to the CEO level.  Any of those levels.  Or the Prime Minister.  Who knows?  I don't think it's hard to believe that people can achieve those outcomes.  There should be more training to ensure that they can achieve those appropriately and the frameworks are set up appropriately and businesses need to work with those grassroots in the community.  That needs to be constant and reliable.  

I think there needs to be good intentions that can be achievable outcomes.  That's something that we need to be looking at.  Also, to continue advocating, advocating all those organisations that want to be involved and have indigenous people in their services.  We need to liaise together, have a better alliance, and also respect.  We must always, always consult, and what I mean by that is consult with those who have a disability and those who are indigenous.  It doesn't matter what level, but also at the grassroots level in the community.  It's their needs, it's their rights, it's their culture, it's their belief, it's their tradition.  

So thank you.  Thank you for listening. 

Refugees and other Migrants with Disabilities - Sarah Purcell & Abbas Amiry
SARAH PURCELL:
We work at AMES, Adult Multicultural Educational Services. We work with humanitarian entrants who are essentially refugees.  We talk about that term as "new arrivals"; refugees.  The Department of Immigration and Citizenship refer refugees to our program and approximately 13,500 humanitarian visas are granted each year.  About one third of those people come to Victoria.  

So these are people who have been granted a visa overseas before arrival to Australia and the immigration department then funds a program for us to work with those new arrivals.  So the whole of Australia receives those 13,000 people and then there are different organisations across Australia who deliver the services to support those people.  In Victoria, AMS is the provider for the whole of the State.  

The humanitarian entrants come from different countries, depending on what's going on in the country at the time.  So at the moment we're receiving people from a whole range of countries, particularly from Afghanistan, from Iraq, Iran, Sri Lanka, Burma, Sudan, Somalia, Sierra Leone.  

We have a very exciting job working with people from all over the world.  When we work with these clients we really need to remember the experience they've been through before arriving in Australia and the difficulties they have in settling in Australia.  This particular visa is granted to people who are subject to persecution and gross violation of human rights in their home country and they're in need of resettlement.  So that's why Australia has accepted each year to take 13,000 people because they suffer greatly in their countries of origin.  

I've just listed a few things here that are some of the traumas that these people are facing and have come here with: experiences of torture, of rape, of murder of their family members, they've witnessed killings, they have a very dangerous process of fleeing their country of origin and the trauma of having to leave family members behind.  So often they have to flee in the middle of the night and any time when war comes to their village, and they scatter in all different directions and have no idea where their family members have gone or their entire family may have been killed in front of them and they're the only one left.  These are all very common experiences.  

They also have extended periods of stay in refugee camps or their second country.  So many of our clients have been in camps for up to 20 years, and while they're in those camps  there's no certainty of any future.  They don't have any health care, they may have a lack of nutrition, hardly any food, and they can suffer greatly waiting for any hope of resettlement.  A lot of our clients are actually born in those refugee camps, particularly people coming from Burma at the moment have been in the Thai border around 20 years.  So they're arriving here with very limited life skills, very limited education.  

There's then the trauma of transition into the new country, so coming to Australia and having to learn a new language, a new culture and the new system.  So everything here is foreign to new arrivals.  They struggle to learn the simplest things.  The way we interact with each other is different to that of people from other countries.  The services that we provide, basically we collect people from the airport.  So when they first arrive we go out to the airport and pick them up, so we go through customs and help the new arrivals through customs and take them to their accommodation here in Melbourne.  

From there we have a case coordinator, which is Abass's role, to go to the house and meet the family and just assess what are their needs, do they need to see a doctor immediately, refer them to the schools, to Centrelink so they can start getting an income, for a bank account.  

Then we also work closely with Foundation House, which is a counselling service for people who have experienced torture or trauma.  So we work together with that service.  The service goes for six to 12 months after arrival, so for someone's first 12 months in Australia they would have a worker to support them.  

I'll just pass over to Abass now to talk about his experience of working with humanitarian interests.  We have a number of our clients arrive with quite severe disabilities and Abass has had experience with that.  I pass to him to go through some of the things that we find.  

ABASS:   Thanks for having us today here.  It is a wonderful opportunity.  The previous presentation was just amazing.  

I'll just take you through some of the experience that we do go through, the work we do to the service we provide to newly arrived refugees with disability.  

As case coordinators, we normally do get to meet the people, assess their needs on arrival, refer them to the normal services such as bank, Medicare, Centrelink, health organisations or GPs.  You know, school enrolment, English classes and things like that, but also we do get to have some clients with severe disability come through the program.  Obviously it is a challenge as we do have minimal contact with the disability sector, to be honest, and it is a challenge for us, and also, the other challenge that we do get working with these type of people or with newly arrived refugees is the fact that they do not have enough information about the services available in Australia and it can be totally different to their country.  Where they do come from there may be no services at all.  All the services would be provided by a family member and that would be about it.  It is different.  A whole lot of going to different appointments and exploring, you know, in assessing their situation, there is a whole lot of surprising things for the disabled person.  

As a case coordinator we have to get there and do more kind of advocacy role for them, otherwise they just can be left there with no services for ages.  

The other challenges that we do have is that we normally find it difficult to sort of link and channel this disheveled person when they arrive and are totally dependent and reliant on service provision and our service is not designed for their disability.  It's more around the settlement area.  

The other thing is the English language.  It's a huge barrier with our clients.  

Communication, if there is no communication there can be so much more misunderstanding and misinterpretations, and they often do not really get to go to English classes due to their disability that they do have, unfortunately, and not only them, sometimes their family members even who do look after them.  The social isolation is an outstanding issue for our clients, which is a challenge for us as well.  

Lack of appropriate respite for their carers: I suppose it's a bit different when someone arrives with a disability in the country to people who are born or grown up in the community with disability.  I suppose in that early stage if you're born and grown up in Australia, I suppose your diagnosis is picked up and you get channelled to the right services.  There's not much problem really, you get the services, but with new arrivals there is none basically.  So it's extremely hard to get the services on board on time because there's a whole lot of process going to link them into the service, to test them and to do the physical and examination things.  

Timely access to the transport is another big issue.  As a new arrival with family, they are totally reliant on the Centrelink income.  So imagine if they get a taxi on a daily basis to go to their health appointment, how difficult it could be.  

We did have a case study but I think time is pretty much running out.  We will just skip those things.  

A few things to be aware while working with the humanitarian entrants or refugee arrival, it is a great idea to share with you to sort of assess and see if there's a settlement situation how long have they been in Australia and whether they have been linked to the necessary services, whether they have been to the health services, Centrelink, whether they have applied for the right payment that they're eligible for, Medicare, whether they do have a Medicare card.  Do they have inappropriate housing?  And all these things are important to consider, I suppose.  

As mentioned by Sarah, the refugee experience itself, they are extremely vulnerable.  Imagine having to leave everything behind, your belongings behind, the trauma of having to go to another destination, not knowing where you'll end up, how things will go in the second country.  Some people get to register and get some services and get some supports from them, but in many countries there are people who have got no support at all.  They basically just, you know, struggle surviving really.  

Then, of course, the transitional or settlement trauma itself, you know, imagine someone from a country town of Afghanistan or Africa being in Australia having to face new language, new culture, new system.  Everything is just so, so strange.  

The other thing that I thought would be great to see if they have been receiving services from the settlement services, whether ‑ I mean I think it will be great if they have a caseworker or case coordinator who can assist them.  I think that would be a great help for the service provider.  

The other thing is the cultural difference, particularly with disability.  I suppose in many cultures disability is considered a shame, unfortunately, not only for the disabled person but for the whole family.  Often they mean to suppress it to, you know, not even show it up, not really speak about their problem.  So it is quite a sensitive issue in many cultures.  There might be a lot of anxiety around accessing the disability services here ‑ you know, the differences.  It's such a huge difference.  

The other thing that I think is important to consider always is to use an interpreter.  Always it's great to use interpreters.  Not family members because sometimes, you know, it can go terribly wrong, and often with a family member you can't really express yourself, you can't sort of, you know, reflect on all the things.  

Making Human Rights Real for People Living With Mental Illness - Amy McGowan 

In quiet places, in between the confounding language that often surrounds the Convention on the Rights of Persons with Disabilities [CRPD], many of the CRPD’s most ardent fans concede that it is not a practical document. Rather, it represents a ‘paradigm shift’ in the way that we think about the rights of people with disabilities. From this ideological transformation, it is assumed that attitudes, behaviours, policies and legislation will be similarly transformed. However, there is little evidence to support the contention that such a process will simply occur. Rights for people with disabilities have been hard fought and slow to materialise. This is particularly the case for people whose disability is mental illness.

Historically, people who are mentally unwell (‘consumers’ and ‘survivors’) represent a somewhat tenuous category within the broader disability rights movement. As a category, consumers and survivors have been associated, in most cases falsely associated, with concepts of dangerousness, irrationality, vulnerability and risk. Their lives have been highly medicalised, legalised and regulated within a balance of interests framework. In such a context, the noble yet highly aspirational human rights principles contained within the CRPD seem a long, long way away from the lived experiences of people who are mentally unwell.

I'd just like to take a few moments to reflect upon some of the barriers to human rights…

Stigma

Over the past 60 years, increasing attention has been paid to the stigmatization of mental illness. Along with homelessness and substance abuse, which are themselves highly linked with mental disorder, mental illness receives extreme castigation. In fact, despite clear gains in public knowledge related to mental illness over the past half-century, levels of stigmatization as appraised by attitude surveys appear to have increased rather than decreased…[Hinshaw & Stier, 2008].

One of the greatest barriers faced by consumers and survivors is stigma. Stigma is pervasive, it affects all aspects of people's lives. The quote above points out that levels of stigma are increasing, despite ‘gains in public knowledge’. I recently read a study that found one in five people would not work with someone who was experiencing depression. This kind of attitude is culturally embedded across the spectrum of mental health. When we consider that this reaction is about knowledge of a diagnosis, it demonstrates the impact of stigma. This impact is presumably increased when related to the experiences of people who have or who are experiencing a complexity of needs. 

There are too many studies and programs that make links between mental ill health and homelessness or substance abuse or imprisonment. The disturbing aspect of these studies and programs is the focus that we place on people who experience mental health problems. Too much attention is concentrated on what consumers and survivors need to do, rather than understanding the whole person and the effects of such a stigmatised focus. To remove this barrier to human rights, it is most important to let go of the notion of dangerousness and other deadly myths associated with consumers and survivors.

Lack of critical awareness about mental illness

The next barrier that I would like to discuss is the lack of critical awareness around mental illness. Notions about what causes an illness, what constitutes treatment and what do we consider recovery to be? When we discuss the notions of causation, treatment and recovery, the majority of our language is positivist. Discussions about causation are framed in medical language to describe mental health or ill health, effectively branding diagnosis as objective truth. This lack of critical awareness can only be remedied by reflecting upon how we inform ourselves about mental health and who we look to as ‘experts’. Without this critical reflection, barriers to human rights for consumers will remain.

The notion of treatment is similarly positivist. Unless we learn to have a critical understanding of treatment, we will be stuck with definitions of treatment that may in fact harm a person’s mental wellbeing. For one person, ‘treatment might mean medication or hospitalisation and this is entirely valid. What is also valid is that somebody else’s definition of ‘treatment’ might be not being abused and the experience of feeling safe.

Recovery is another key element of the mental health dialogue that requires a critical framework. There are many definitions of recovery.  I have heard it argued that you can never recover from a mental illness and that you will experience some level of mental ill health forever. However, the testimony of many consumers and survivors demonstrate that good health is attainable and full recovery, possible. Without a critical dialogue about what the notion of what recovery means and more importantly, who drives the ‘diagnosis of recovery’, the social distancing of consumers and survivors will remain the norm. 

Persistent stigma against consumers and survivors

I have already mentioned the persistent stigma against consumers and survivors. In the interests of time, let me simply stress that the weight of persistent stigma ought never be underestimated. 

Resistance to treat consumers and survivors as equals

Following on from stigma is the resistance to treat consumers and survivors as equals, contemporaries, citizens with full rights and responsibilities, just like everyone else. This is ironic, as many studies demonstrate that overcoming this resistance, and seeing survivors and consumers as contemporaries, is the best way to combat stigma. This resistance is often so embedded, so ingrained, so unconscious, that we fail to distinguish the way we describe people and the way we see people. 

I can provide an example of this from my work life...

I work in a community legal centre in Sydney City and, alongside my colleague Stephen Kilkeary, I provide training to lawyers in how to work with consumers and survivors from a human rights framework. Some of the descriptions used by these lawyers to describe consumers and survivors are scandalous. For one, the casual linking of words like ‘unreliable’, ‘difficult’ or ‘manipulative’ to particular diagnoses like Borderline Personal Disorder [BPD] is all too common. Of course this brings us back to the earlier question, which is, how do we inform ourselves about mental health?

There are ways to conceive mental health that are outside clinical definitions that are or ought to be effectively meaningless or dangerous to non-clinical people like myself. Instead of BPD being an alarm bell or code for any difficult client that we would prefer not to work with, we could actually let down our guard, step into the client’s space and learn from them about who they are, what their dreams and aspirations are, their problems and difficulties, and how we might genuinely assist. We might discover as we create a safe and supportive space that the client is a real person and that their behaviours, rather than being generalised and written off as ‘bad’, often make sense in the context of lived experience. The evidence shows that more than 75% of people currently diagnosed with BPD are in fact living with complex trauma, a legacy of multiple experiences of abuse.

A key element to overcoming barriers to human rights is for workers to treat consumers and survivors as equals. This is a change that has to happen on many levels. We need to critically reflect on our practice and address the social distancing that has become the norm. Social distancing can be subtle, apparent only in the language that’s used, the assumptions that we make, or who is included in a dialogue. Social distancing can also be obvious, like when people move their chairs physically away or refuse to engage with a consumer as a peer. For those working in the disability field I suggest that if we can't work with empathy, courtesy and respect, we should get other jobs.  

Creating new spaces?

I would like to move on from the notion of barriers to the possibilities in new spaces. The example of new spaces that I want to talk about is in the context of my job.  

I work for an organisation called the Public Interest Advocacy Centre on a groundbreaking project called the Mental Health Legal Services (MHLS) Project. The Mental Health Legal Services Project is an initiative funded by Legal Aid NSW, the Public Purpose Fund [PPF] and the Public Interest Advocacy Centre [PIAC]. Based in Sydney City but with a state-wide focus, the MHLS Project formally started in January 2008. One of the achievements of which we at the MHLS Project are particularly proud is that we have designed and are now implementing four pilot projects aimed at improving access to justice for consumers and survivors. Our definition of access to justice and consumer are both very broad. I am going to run through each of these pilot projects very quickly and I'll talk about one in more depth.

Pilot 1: Shopfront

The first pilot project will provide an on-site social worker position at Shopfront Youth Legal Service to provide a case management/care coordination role for young, homeless clients. Shopfront is an established, highly regarded and extremely busy inner city legal centre. Young people come from all over the State to use this service and, because Shopfront has built up trust with its young consumers, the word of mouth attracting new clients is excellent. These clients are generally homeless and according to the onsite solicitors, 85% of the work is taken up working with people who have mental health problems of some sort. The social worker will work holistically with clients above and beyond the legal problems that draw the young people to the centre to provide an enhanced, joined-up model of service delivery.

Pilot 2: MDAA

The second pilot will provide a lawyer position at the Multicultural Disability Advocacy Association [MDAA] to provide legal casework and referral services for their NESB consumers. MDAA is, as the name suggests, an advocacy service that's based near Parramatta. MDAA is very much a community space. It is a space that people access for information, advocacy and also because of community. People visit the space regularly, have a chat or cook lunch in the kitchen. The advocacy style is very much based on the side-by-side model. We identified MDAA as a pilot location through consultations with consumers that use MDAA. Through these consultations we found that people generally aren't accessing legal services effectively. We spoke to people that have matters that have run for over 15 years but remain unresolved. Our aim is to place a lawyer at MDAA to work with their consumers and advocates. We're hoping by placing a lawyer inside that service that those legal access issues can be addressed.

Pilot 3: IMAJ worker

The third pilot is the development of an Indigenous Men’s Access to Justice [IMAJ] worker position, to work with the Gamarada Aboriginal Men’s Healing and Life Skills Development Program, to facilitate improved access to justice for Indigenous men in inner Sydney, greater metropolitan and regional NSW. The Gamarada program has been around for about three years. It is a voluntary, 10-week healing program run by five Indigenous leaders. All of the clients are Indigenous men. The program teaches participants life skills, healing practices, as well as Aboriginal spiritual concepts.  

Pilot 4: STARTTS

Our fourth pilot project will provide a lawyer position at the NSW Service for the Treatment and Rehabilitation of Torture and Trauma Survivors [STARTTS] to provide legal casework, advocacy and referral services for their traumatised refugee clients. STARTTS is a clinical service that has been around for 20 years. In researching potential pilot locations we identified a gap in the access to justice needs for the communities that access STARTTS services.

We have endeavoured to pilot different service delivery methods and have attempted to capture a diverse cross section of the community, mindful of need and appropriateness. 

Practice principles

When the Mental Health Legal Services Project developed our pilot projects we considered what they should be based on and the best practice that's needed if we're going to shift some of the barriers that I spoke about before.  So all of our pilot projects have been developed according to the following characteristics: 

· they are all embedded within existing legal, health or community services; 

· they are all enable holistic service responses to the complex needs of people who experience mental illness; 

· they all encourage the development of working partnerships between legal, health and community services; 

· they are all designed to capture reliable data on individual and systemic barriers to justice; 

· all of them incorporate a dedicated community healing component for people who have been unwell; 

· all are based on a human rights approach to mental health, one that recognises the right of all consumers and survivors to full legal entitlement; 

· all of them provide direct service, early intervention and prevention strategies.

IMAJ worker pilot:

Development: needs assessment

So just quickly, I want to talk a little bit more about the Indigenous Men’s Access to Justice (IMAJ) Worker position. This is the first of our pilot projects to have commenced operation. The aim of the IMAJ Worker Pilot is to improve access to justice for Indigenous men who may have backgrounds of trauma or mental ill health. The men who attend the Gamarada group learn life skills and techniques, a healing process for them but also for their significant others and the community as a whole. Our IMAJ Worker works with the other leaders of the health program and focuses on connecting Indigenous men to legal, health and community services. The worker sticks with people and will follow them through the whole process, what in Western terms would be called ‘intensive case management’. In effect, the healing approach acts as a buffer to many otherwise potentially adverse outcomes. For example, Indigenous men having contact with the criminal justice system.

In the development phase of this particular pilot we considered the immense need for a culturally appropriate service of this sort. Now I didn't really want to go into the very unpleasant state of Indigenous mental health in this country. There is lots of information about this topic that is freely available. I would recommend taking a look at any of the Australian Human Rights Commission [AHRC], social justice reports or particularly, their ‘Bringing Them Home’ report. The recommendations contained in that report advocated for exactly the sort of program that the IMAJ Worker Pilot has become. When developing the IMAJ Worker Pilot we also explored other similar, successful models, from both Australia and overseas.

Community development

A substantial amount of the effort put into developing the IMAJ Worker Pilot was nothing more than good old-fashioned, grassroots community development. As stated earlier, there can be no substitute to actually sitting down with people and talking with them. We have tried very hard to create genuine community engagement. We want the Indigenous community in Redfern to have real power to make decisions and to have input into the program development and implementation. So, in all of our work we aim to be really flexible and give ourselves sufficient time to achieve that ‘must do’ task. 

Project principles 

I have already mentioned the project principles. In short, we intend as much as possible to provide holistic service delivery but equally as important, flexible service delivery that floats to meet the needs of the client.

Worker attitudes

Our attitudinal focus is a really important aspect of the project. The way that we work with people is centred around the principle of unconditional positive regard. Our aim is to build on community trust and work from strength‑based practice. We do a lot of listening and we try very much to have that reflect into the work that we do.  

Recovery orientation

Another important aspect of our work is positive change or orientation. This has to do with recovery principles, refocussing on the connections in people's whole lives and the right for people to recover or to be unwell. We understand that there are lots of things going on at the same time and often they need to be tackled simultaneously instead of being split into many different areas. For example, an Indigenous man participating in the Gamarada Program might have a whole range of emotional, spiritual and practical needs, and so we attempt to provide spaces for people to get all of that together.

Self determination

Self‑determination is an important concept for all of our projects, but has particular significance for the IMAJ Worker Pilot. We aim to listen and focus on improving our listening skills. When working with Indigenous men we aim to develop a practice of meaningful participation, paying attention to people's knowledge and experience. Following from this our work with the Gamarada Program is not overly prescriptive; we have ensured that the community leaders remain sole custodians of their own healing and knowledge. We make sure we limit any assessment procedures or other intrusions into consumer’s lives and we choose to respect the work that people are doing for themselves.  

The way ahead

In closing, I’d like to look ahead.  Our pilot projects are funded to run for two years. Our focus is on people getting the services that they need. We have an evaluation strategy in place which is independent and something which will continue to feed back into the projects. We know we're not perfect and our action research model means that the services will inform the practice and the practice will inform the services and we will attempt to change as we go on.

Another goal is to identify some of the systemic issues faced by consumers and survivors. One of our leading questions is why those clients with complex needs are the least likely to receive service? We will continue to contribute our learning to policy and law reform processes. In all of our work we are mindful of the Convention on the Rights of Persons with Disability [CRPD], the rights that people have access to, and the rights people do not have access to. Our own practice is very much guided by the CRPD. We want to learn more about capacity, and how the notion of capacity is seen in the legal system.  We want to explore interventions and people's own experiences and we want to keep evaluating the way services are delivered. Most importantly, our job is to think about how we can make human rights real in mental health.  

It has been a significant opportunity for me to be able to work on these pilot projects in light of the CRPD and all the rights documents that have informed the CRPD. It is a great privilege to work on a project that aims to make rights real for consumers and survivors.  It is my hope that this overview makes the practical process of making rights ‘real’ feel a bit more possible. 

Young People in the Disability Advocacy Movement - George Taleporos
There's a slight change to what's on your notice.  George and Bridie will be presenting together.  George is coordinator of the Youth Disability Advocacy Service and Bridie is also from the Youth Disability Advocacy Service.  

Last week Bridie won a Department of Justice Leadership scholarship to do Honours in Psychology at Melbourne University.  

So welcome to them both, and I hope you enjoy their presentation.  

BRIDIE:   So we're here to give you a bit of background about who we are.  We're the Youth Disability Advocacy Service.  We have two focusses.  We focus on individual advocacy.  Any person between the ages of 12 and 25 who has a disability can come in and just talk to us about any advocacy needs that they have, and we have a worker there who will help support the young person in addressing those needs, to acknowledge that some people with a disability are young people first and should, therefore, be inclusive of young people without a disability.  

Also, we have a focus on systemic advocacy as well.  So the way that we go about that is we have a steering committee  made up of a group of young people with different kinds of disabilities and we all get together frequently to talk about what issues are relevant to people with a disability and how we would like to effect change.  So we found that these core issues commonly come up in our service, so we often get young people who are concerned about education, about housing, getting support services, employment, and we also have some young people who have family issues and those issues can be interpolated.  For example, if you have family issues you can potentially have housing issues as a consequence of that.  

That's an overview of what we do.  In our work we've had some positive outcomes and George, do you want to ‑‑

GEORGE TALEPOROS:   As mentioned, there is a wide range of issues, and on the overhead, just an example of some of the typical issues that come up for us.

So the first one relates to respite services.  They weren’t allowing the young person to bring their own support workers into that respite service.  The service talked all about policies and reasons why they couldn't do that.  It was just about us really as the advocacy service to say that that person has rights and part of those rights is to be supported by the person that they choose, and after a couple of meetings that was addressed.  

The second one related to accommodation, and it's an issue that we had to take to VCAT and it did bring some positive outcomes for that young person.  

Often it's just about ensuring that the young person has their issues heard and not ignored, and also if someone has a disability that makes it difficult for them to communicate, it's often about just putting those issues on the table and ensuring that they're heard.  

A lot of our advocacy issues are around attendance at schools.  A lot of children with disabilities are told that they can't attend school as they have so-called “challenging behaviours”.  So what we do is we're often there to look at what kind of supports are being provided and how these supports can meet the needs of the young person, and often once those supports are in place, it's then possible for the young person to participate in school.  

BRIDIE:   I will talk about what disability services might be able to do to be more inclusive of young people, and George came up with this brainstorm and also some examples of projects that are good for young people that we have come up with ourselves.  

We talk about acknowledging the diversity of young people.  Young people are more sensitive, they have all different kinds of aspirations and interests, and at the moment a lot of people like going out to clubs and pubs and hang out with their friends, so it is about asking the young person what they would like to do and why they want to have these services that are being provided, and being involved in any interactions.  It's about telling a young person what is available, and what can be often brought to our service is intuitivity.  

Young people say "Give us a bit of leeway; give us a bit of time".  It's about self‑determination, what I was talking about before.  Let every young person know that you're guiding them so they know what to do.  It's about making it fun.  

For example, one of our projects at the moment, we're looking at making clubs and pubs more accessible to young people with disability, and that's one thing that young people like to do and often young people who have particular access needs can be excluded from that.  So we've developed a project for that which has arisen out of one of our steering committee meetings.  We think this will be a good project for us to look at.  We are getting some local artists out and having a gig, an accessible function, which will be happening in June.  It is important to have people that are approachable, and food is my favourite and George will tell you the joke about how at one steering committee my special requirements are that I can eat a whole pizza all to myself.  I guess if you have these events that you want people to be part of, make sure you feed them.  I yeah, I think that's about all.  Are there any questions?  

GEORGE TALEPOROS:   I might add a couple of things: just that our service is unique in Australia.  As far as I know, it's the only advocacy service which is exclusively for young people with disabilities, and I know that in Queensland, the Youth Affairs Network of Queensland, they're starting up something similar.  So if any of you are from Queensland, contact your local youth affairs people in Queensland because they would be looking for other people to become involved with their start‑up of their service.

Also, I just wanted to add that one of the reasons why we feel like a service like ours is important is that we feel that young people need a space to feel that they can be themselves, that they can actually get involved in advocacy on their terms and not in terms of what older people are saying that they want, and that's a point where we've had to be flexible in the kinds of things that we do.  

Often the projects I find I'm spending a lot of time doing are on things that I didn't imagine doing.  That's quite fun but also quite challenging for someone who has worked in other services that are a bit more conservative and traditional with respect to the type of issues that they will take on.  

The final point I wanted to make is that we feel it's important, because we will advocate for the young person, not for their parents or carers, and we know that young people themselves will have their own wishes about what they want and they might not always be the same as mum's and dad's.  Often I spend half the time trying to convince mum to put little Johnny on the phone because mum thinks she knows what Johnny wants, but she doesn't always.  Our role is to make sure that Johnny's having his voice heard.

That's a summary of our service.  I've got some brochures as well.  They're on the table.  Thanks for your time.  

A National Disability Research Agenda - Rosemary Kayess
This afternoon, what I want to do is I want to introduce the concept that's been bandied around a little bit within our community, our disability community, around a National Disability Research Agenda and an Australian agenda.  There are several reasons that what I will be doing this afternoon is posing more questions than trying to suggest answers, and that's because I want this to be part of an ongoing discussion that we have within our community.  

There's a number of activities that are happening right now, both within the research context but in the policy context, the political context, and the advocacy context that is contributing to calls to establish an Australian Disability Research Agenda.  These activities include the National Disability Strategy process, the Disability Investment Group, statements by the Parliamentary Secretary for Disability, Bill Shorten, and in COAG and in discussions in disability research and community meetings and conferences.  For example, in March, COAG announced 10 million for disability research over the next five years.  

What I'm going to be doing this afternoon is highlighting some of the core issues to be considered in framing a National Disability Research Agenda.  The content of my talk today is drawn from a workshop of the disability researchers, that is disability academics, on how to facilitate the development of a research agenda.  The researchers who could not attend also expressed their interest in being involved in this workshop and have contributed to the ideas I'll be presenting this afternoon.  

In the research we've involved a conclusive collaborative of people in disability research to produce a national agenda.  The Disability Studies and Research Centre offers to coordinate the collaboration until an alternative government structure is agreed upon by that particular collaboration interested in individuals and organisations.  

So the conclusions from this workshop are also a way of seeking participation and comment from other people who wish to be involved.  

In summary, it has preliminary suggestions about the collaborations process and questions about possible research agenda content, content process and governance and opportunities to participate.  

Now this is all operating in the context of the government's ratification of the Convention on the Rights for Persons with Disabilities.  Part of that ratification is the development of a National Disability Strategy.  The convention places an importance on research, an importance that is an overarching focus but also a substantive focus.

Its substantive focus is established in article 31 in "Statistics and Data Collection", which focusses on the collection of appropriate information, including statistical and data research data to enable State parties to formulate and implement policies to give effect to the convention.  So it's about giving an evidence base but also developing normative content for the development of projects and to see the realisation of what people keep calling the paradigm shift.  

The overarching obligation is in "General obligations", article 4.  In article 4 it focusses on universal design.  I'm not going to get into the theoretics of universal design or the term of art versus jargon debates about universal design, but a universalist approach both in the design of good services equipment and facilities, that must also encapsulate policy.  Also, article 4 puts an obligation on member states to promote, research and develop and promote the availability of the use of new technologies, and this is across the range for accessibility.  So information, communication technology, mobility aids, devices and assistive technologies.  So the convention puts forward this normative content for State parties to implement.  

Now the reason for the convention in the first place was that it wasn't willful disobedience that member States weren't bringing their obligations from the various instruments from disability that were already established at the international level, but it was about a lack of capacity.  The governments didn't know what to do, they didn't understand the experience of the individual with disability, they didn't have an idea of how to conceive what the experience was and what to do about it, and if they did conceive, it was conceived in a paternalistic manner or contained within a welfare model.  

So research plays an incredibly important element of providing that information and building that capacity.  For us to be able to build that capacity, we need to be able to present the experience, the lived experience of people with disability.  What they seek is objectives and how State parties or governments can meet those objectives.  

So what would be the content of a National Disability Research Agenda?  The goal of a research agenda would be to develop an Australian body of knowledge on disability theory, methodology and practice.  A research agenda would set priorities for research, priorities would have indicative time frames linked to disability community preferences for prioritised research evidence.  Decisions about researched priorities would be formed by the gap between what we would aim to develop in an Australian body of knowledge and where we are today.  

For example, the National Disability Strategy process included national community consultations.  It identified the priorities from community members for content in a National Disability Strategy, including priorities for an Australian response to its obligations under CRPD.  The national disability strategy consultations could be one source of priorities for national and international research projects.  

Examples of broad areas that could be prioritised include citizenship, human rights, entitlement, social inclusion, participation, control of disability research, meanings of the "lived experience of disability" and "national survey of disability", commonalities and differences in experiences, life course, social interventions, cultural research and applied research.  

We also need to consider the strategies of establishing a research agenda, and these challenges include the potentiality of cross‑disciplinary nature of disability research, the small Australian disability research base, the small pool of disability researchers with experience, of rigorous research, and the urgent demands for an Australian body of knowledge and for research training.  

This raises significant questions that this process is seeking input not just from academics like myself but from the disability community as a whole.  Secondly, that also raises the question about process and governance.  So it's about the question of organising disability researchers.  So whether a research agenda requires an organisation to design, set priorities and implement them, and if so, what governance structure is necessary to maintain rigorous research processes and ownership by the disability community.  There are governance structures such as ARACY, Australian Research Alliance for Children & Youth, or the AHURI models, Australian Housing and Urban Research Institute.  ARACY is a non‑government organisation and it has a pool of money that it doles out in terms of executive research grants.  AHURI as well has a set funding base that it applies to grant applications within research organisations that are part of that institute.  

Other governance questions are whether a research agenda requires government funding or other sources of funding.  How would the funding be allocated to researchers?  The new government has started the Disability Investment Group, which is looking at the philanthropic opportunities to be able to support implementation of the convention on the rights of persons with disabilities and so what is the funding mix potential.  Is it something that should be based wholly within government?  Is it something that should be a broader base that included philanthropic allocations?  

It also raises questions whether a national network of disability researchers should be established to implement or inform the research agenda.  For example, do we need an Australasian studies society, an association and a journal?  What would its purpose be and how would it relate to other discipline‑specific networks?  

How do we ensure local participation in a research agenda to build the local research capacity of people with disabilities, disability community organisations and disability researchers and other people who conduct or apply the research?  

So if we can answer these sorts of questions we can identify principles that should be established to put parameters around the type of research.  So the types of principles we may want to consider for disability research include what should the role of people with disabilities in the research agenda be, roles include choosing priorities, designing and conducting research and disseminating and applying for research.  

Similarly, what is the role of the disability community organisations?  Are they active partners in research?  Are they funders of research?  How would we bridge the gap between goals and capacity in principles for good quality disability research?  Whilst we have objectives that may be up here, we may only have the capacity to achieve something that's way down here.  So what would the activities of a disability research agenda include?  What should the research agenda funding be spent on?  If we have a pool, how do we allocate that pool?  Should it be focussed on C, funding to scope larger projects that would be funded through other sources such as ARC, NHMRC, National Health and Medical Research Council, Government Competitive and Commissioned Research, NGOs or business, or should a smaller number of larger projects be fully funded by the agenda?  

Should baseline datasets about the experience of disability on which to build for future research agendas be the fundamental focus?  Resources for disability researchers are the establishment of a clearing house of national and international research, so we don't keep reinventing the wheel and doing the same research over and over again.  

Web resources: so building our capacity to be able to manage and to manage research better.  

Partnerships: a journal, knowledge management and dissemination.  There's some fabulous research out there, but not all of us have access to knowing that it's out there and so we go back to that question before, which is: if we don't know about it, are we going to reinvent the wheel and waste very scarce funds?  

We also need to consider the international ability for collaboration.  Most importantly is generating a space for disability research training, about developing capacity both within young people with disability that are going through higher education, to promote disability research and disability studies and academia as an area that they may be interested in following in terms of their professional pursuit.  So things like education, training, mentoring, internships and student scholarships.  

What I've done is essentially given you a whole lot of questions.  The reason for that is because we really want you to partake in this discussion.  So the Australian Disability Research Agenda Collaboration, of which my role at the University of New South Wales has been able to facilitate these discussions, would like you to contribute to this discussion by thinking about the questions I've posed today and giving us your comments.  So more information about the Collaboration is currently available at the website that I think it is dsrc@unsw.edu.au.  So information about the collaboration is at the website of DSRC Arts New South Wales, and to register your interest and add your comments, and receive information for further events or for more information, you can contact us via email through dsrc@unsw.edu.au.  

So we encourage you to comment on the material that you have heard this afternoon or any other agenda material you have come across, or just your own thoughts.  Let other people know who might be interested to know about the Collaboration because we want it to be inclusive and for people to collaborate.  

Building a Social Movement of Indigenous People with Disability - Damian Griffis
I'd like to begin by acknowledging the traditional owners on whose land we meet today and pay my respects to Elders past and present.  

I would also like to make a brief announcement, slight adjustment to the session today.  After myself, Sue and David have done our presentations, I would like to give five minutes to my friend, Kenneth, who has come from the Kimberleys.  They run a disability program over there which will be valuable to hear about.  

What I'm talking about today is a way forward to an international indigenous organisation.  I am the executive officer of the Aboriginal Disability Network.  I would like to talk about disabilities that aren't well understood or well‑known.  

Firstly, anecdotally it's been believed that the prevalence of disability in our indigenous communities is twice the rate of the non‑indigenous population.  That is borne out to be fact.  It was recently quantified as 37% of the Aboriginal and Torres Strait Island population having a disability or long‑term health problem.  

What is important about that statistic is it is a conservative one.  It doesn't, in fact, measure mental illness, which is perhaps one of the great unknowns in our indigenous communities, as it says it's a conservative result given the lack of data on the presence of psychological disability.  

Some Aboriginal psychologists, and unfortunately there are very few across the country, talk about depression, anxiety and post‑traumatic stress disorder as being normalised in many indigenous communities.  Unfortunately, there is very little reference material on people with disabilities in the area, very little research, but one of the fundamental issues in this area is that many Aboriginal and Torres Strait Islander people do not identify as having a disability and there are a range of reasons why that happens.  It can be as simple as why on earth would you want to take on the label of "disability" when you already experience discrimination based on your Aboriginality?  

Aboriginal people with disability are far more likely to acquire a disability due to a preventable health condition.  Some examples include things like diabetes or heart disease.  They're very likely to experience multiple barriers to their meaningful participation in community life; double disadvantage, triple disadvantage.  They're likely to experience multiple layers of discrimination, very unlikely to be in employment.  They're likely to have withdrawn or not accessed the education system at all.  We meet young Aboriginal kids with disability who have never been at school, or if they have, we're aware of situations where young Aboriginal kids are being expelled from school even at prime school age.  It's very unlikely that they've accessed a service in any meaningful way.  If they have, it's very rarely by chance and not desire.  

In Pitjantjatjara language there's no word for "disability".  Many Aboriginal languages didn't have a word that describes disability.  It seems to be that it was accepted as a part of human experience.  Aboriginal people with disability were often supported within their family and community, but this becomes a great challenge when the family or communities can be economically disadvantaged with very little resources.  

The other point to make as a general observation is that the medical model of disability has had a profoundly negative impact on the lives of many Aboriginal and Torres Straight Islander People with disability.  

Myself and our president of the organisation, one of the founding pioneers of Aboriginal media in Australia, also with a disability, were last year asked to go down to Canberra to do a talk on disability.  There were 20 of the most prominent Aboriginal leaders in the meeting and we had six people in the room.  That's where disability sits in the Aboriginal Rights Movement.  

There is no closing the gap for Aboriginal people unless the needs of Aboriginal people with a disability are addressed.  

A couple of quick stories that will explain that better are an old fella goes to hospital with complications around diabetes.  Because he has left it too late he goes to hospital and has to have his leg amputated.  He is wheeled out the front of the hospital and he goes back to an inaccessible home and community.  His quality of life deteriorates dramatically and very quickly and in a couple of years he will probably be dead.  So again that's an example of where only part of the job gets done, too much focus on health and not on the whole of life, which is having a dramatic affect on Aboriginals in community.  

There are a number of factors, including lack of access to health care; including health promotion and health prevention programs; lack of access to housing in urban infrastructure; greater and greater abuse and brain injury that can occur; the psychosocial impact of colonisation,  an area little understood or focussed on but the mental health consequences of losing access to country, the sadness and the deep pain that many Aboriginal people feel; and higher rates of substance dependence in many indigenous communities.  I always qualify that point by saying that evidence says there's no more alcoholics in Aboriginal communities than there are in non‑Aboriginal communities, but those people that do drink do drink to extreme levels.  

I need to talk about the lived experience of these people with disability.  We talked a bit about the prevalence of disability being very high.  Having said that, though, there are also higher rates of undiagnosed disability.  Hearing impairment is one example.  Mental illness is another.  There's also the issue of identifying having a disability.  

We're often talking about the denial of the most fundamental of human rights, and they can include the basic human rights of access to shelter, access to education and access to employment.  

This might sound an obvious thing to say, but indigenous people with disability have different experiences depending on where they live and the availability of services.  The Aboriginal and Torres Strait Islander community is an extremely diverse one.  My friend Kenneth will describe his country is vastly different to where we stand today.  Again, my country is very different to someone else's country, so we're a diverse group of people with different degrees of heritage, some of us.  But the common story is that there's very poor access to information, very little information provision that has meaning for many Aboriginal people.  In my State in New South Wales, which frankly is far and away the worst State in my experience and my travels around service provision, but as it relates to Aboriginal people particularly, where people produce brochures with nice Aboriginal motives on it, that's the end of it.  

There needs to be a concerted approach.  You need to be sitting down describing what your services do and what they are.  There's a lack of awareness and assistance in social programs and there's a diversity of experience depending on where you talk about in the country.  

Racial discrimination, sadly, is alive and well in the many parts of the disability services sector.  It can be quite sudden in the way it's supplied but simple questions like in some regional towns in New South Wales where the population can be up to 60% to 70% cent Aboriginal yet no Aboriginal access to the local service says enough to me to suggest that there's racial discrimination going on.  

There are competing priorities in the Aboriginal Rights Movement.  Talking about closing the gap or land rights, it is hard to get that voice, the disability voice heard in the wider movement.  The reality is, Aboriginal people with disability live in extreme poverty and they have very low access to advocacy services and we need to change that early.  

I'm getting towards the end.  That's presented a pretty bleak picture.  I guess all too often these talks are quite negative but we have a way forward.  Our way forward is by placing a social system where these people are at the centre and the approaches are a three‑pronged approach, one where we build the capacity of State and regional‑based networks and there are regional State‑based networks for these people.  My organisation is the only incorporated one in the country, but our role is to support those in South‑East Queensland.  

There are a lot of activities in the Kimberleys.  South Australia and other parts of the country are starting to get their own networks off the ground, because the role of these networks is also to educate the wider Aboriginal sector about what they need to do better to be able to meet the needs of their own people with disability.  

The first Aboriginal medical centre built in Australia, set up in Australia in the 1970s, was not in an accessible building until two years ago.  

There's much that the Aboriginal service sector needs to learn too.  Our land councils, our health services but also to educate the wider disability sector, the non‑Aboriginal sector, about their role; how they can become more culturally appropriate in their service provision.  There is never going to be the economies of scale to provide an Aboriginal service sector.  It's not a reality.  

The next best thing is we need to all come together and learn from Aboriginal people with disability themselves about how to provide services in an appropriate way.  That's got to be more than bush tucker and things like that.  It's got to be meaningful engagement that's based on creating relationships and relationships that are ongoing, and like any relationship, you have the good times and the bad times, but as long as it's honest and open you will have access. 

The National Indigenous Disability Program shows that.  It is a non‑Aboriginal rights organisation.  At any given time between 20% and 25% are Aboriginal people.  That's pretty extraordinary for a non‑Aboriginal organisation but a credit to the way organisations work together.  That's about building a capacity of State and regional networks. 

We're also embarking on a National Leadership Program for indigenous people with disabilities.  Our first meeting will be in August of this year where we're having 25 indigenous people with disability from around the country coming to Sydney for a two‑day workshop so that we can learn from one another about how we can go back to our communities and be leaders in our communities.  We have a fantastic representation that will be coming from the Kimberleys region.  We're also trying to advocate for a national indigenous program.  That hasn't started yet, but we're working on it.  We will create a way forward with these three services.  

Unfortunately, in Victoria there's not a lot of activity happening down here around developing an Aboriginal disability network.  There's certainly a number of individuals who are active, but we're very much ensuring that Aboriginal people with disability themselves create these networks also.  So there are service providers that do some work from time to time, but we're very much about identifying Aboriginal people with disability to become leaders so keen to make some more contact with people down in Victoria about that stuff.  

I've talked a bit about the National Leadership Program and the idea behind the National Indigenous Disability Advocacy Program.  

Thanks for your time.  I'm happy to deal with any questions.  

Brave New World? Is the Convention on the Rights of Persons with Disabilities a blueprint for Utopia? - Sue Salthouse
Synopsis

Women with disabilities in Australia are over-represented in the most marginalised portion of the population. The twin discriminations of disability and gender, coupled with political, corporate and community neglect over many years have entrenched us amongst the poorest of the poor. A raft of prolonged and pro-active measures is needed to address this polarisation. Systemic advocacy is a primary tool which Women With Disabilities Australia (WWDA) has used to begin the long haul to redress and eradicate these imbalances. National and international funding support has enabled WWDA to conduct several capacity building projects. This paper examines the successes and shortfalls of these activities. It looks at whether the new UN Convention on the Rights of Persons with Disabilities (CRPD) will help or hinder WWDA's agenda. How can the CRPD be used to drive greater cooperation within the sector and through the sector to the wider populace? Much responsibility now rests with persons with disabilities to ensure that there is integration of input from Disabled People's Organisations and Disability Service Organisations. Our "Nothing About Us - Without Us" mantra and the CRPD should now be the impetus to justify women with disabilities being enabled to more fully engage in all aspects of society. Utopia may be a pipe dream but glimpses of hope have appeared.

Brave New World?

Before starting, I would like to acknowledge the traditional owners of the land on which we meet today, to salute the wisdom of their ancestors and the role of the current custodians. 

'Brave New World' is a title that has been mistakenly hijacked to become a hackneyed phrase inferring our being on the verge of utopia. In reality the satirical world Aldous Huxley created tapped into a 1930s paranoia about societal values being sacrificed to mass consumerism, promiscuous sex, and the comatose indifference induced by taking the government issued 'soma'. I think similar paranoia persists today. He actually meant the opposite, being on the brink of disaster. 

Feminism

Today I do want to look at the marginalisation of women with disabilities but in order to assess if the UN Convention on the Rights of Persons with Disabilities (CRPD) will fulfil the hopes we have for it, I would like to begin by doing a quick comparison of the history of the women's movement and the history of the disability movement. And how can we definitively say when or where either movement began? If we look at the continuum from the appearance of homo sapiens from the primordial slime to the emergence of modern democratic thought, I think it is difficult to pinpoint the birth of either movement.

So, to take an arbitrary starting point with feminism, I go back to the suffragettes' movement of the late nineteenth and early twentieth centuries. Women came together in the realisation that to change their social and economic situation they needed to have the vote. Similarly people with disabilities in the '60s and '70s realised that to change their social and economic situation they needed similar solidarity. It is worth reflecting that the word 'suffrage' was used in the American constitution to mean an 'inalienable' right to vote. It was then used as a derogatory label for politically active 'ladies', and from that adopted by the feminists. It proved to be an apt and symbolic word for the movement - being almost a homophone of 'suffering' and neatly containing the word 'rage'. People with disabilities are perhaps more accustomed to the use of derogatory labels: cripple, cretin, moron, defective and idiot have been coined as medical terms and then used to belittle and dismiss.

In Australia we know that women claim universal suffrage from 1902 - but the starting line is somewhat blurry, and shamefully delayed till the '60s for indigenous women. So, what have women achieved in Australian society in the intervening 100-odd years since obtaining the vote. Here's a few facts about women in Australia:
· on average women who work full-time earn 17 per cent less than men [1]; 

· a 25 year old woman starting work today will earn nearly a million dollars ($900,000) less than here male peer over her working life [2]; 

· women have drastically lower retirement savings; 

· employment is heavily gender segregated with women working poorly paid jobs in health, education, cleaning, and in textiles, clothing and footwear factories [3]; 

· women's labour force participation is 58.8%, 13 percentage points lower than for men, one of the lowest rates in the OECD [4]; 

· only 55.4% of Women are in F/T work, compared to 84% of men; 

· those women in P/T work make up three quarters of the P/T workforce; 

· representation on company boards and in top managerial positions has decreased between 2006 and 2008 [5].

The Personal Safety Survey of 2005 [6] revealed sobering statistics about the incidence of violence against women [7]. In 2004 Access Economics [8] estimated the cost of domestic violence to the Australian economy at around $8 billion dollars per annum. It is significant that neither of these studies looked at the levels of violence against women with disabilities, or against all people with disabilities, so that the violence we experience remains hidden and regarded as inconsequential. This litany of dismal figures is simply a quantitative reflection of the pervading societal values where women are devalued, objectified and exploited. We need only to look at the world of football or men's sport, to know how true this is.

For women then, this can hardly be called a century of progress. And remember I have not yet mentioned specific statistics for women with disabilities. Nor will I. You get the picture. Suffice to say that women with disabilities have significantly low outcomes in any parameter that you care to measure. Women have needed and continue to need some national and international instruments which focus attention on their situation and promote use of positive actions of redress. 

What part has human rights played in this? Australia ratified the UN Convention on the Elimination of all forms of Discrimination Against Women (CEDAW) in 1983, and on the 25th anniversary last year ratified its Optional Protocol. In CEDAW the civil rights and legal status of women are addressed in great detail. Some positive actions were brought about by the Equal Opportunity for Women in the Workplace Act 1999. However the fact that women have gone backwards in many areas of life signals that the main barriers to progress are cultural and attitudinal. 

I maintain that employment, employment conditions and employability are by far the most important factors in raising the status of women. And to change these factors we need a number of actions:
· national leadership 

· positive discrimination 

· elimination of gender bias in education 

· use of CEDAW as an agenda to drive change 

· a National Plan to reduce Violence 

· a National Women's Health Plan 

· a National Women's employment plan 

· a national paid maternity leave plan 

· unbiased access to the justice system; and 

· a liveable government support scheme for women not in the workforce (e.g. single mothers)

People with Disabilities
And what is the equivalent term to Feminism to describe the disability movement? The terms Ableism and Disableism have both been commandeered to describe the discrimination visited upon us from the non-disabled world. So there seems to be no equivalent 'ISM' left to use.

Once again, I need to take an arbitrary starting point for the Disability Movement. I have chosen that point in Australian history which saw the return of soldiers from the first world war. These men, and some women, who had acquired their disabilities as a result of the war could not so easily be consigned to the 'asylums' which still housed many of those with congenital disabilities. Prior to that, in fact since before biblical times, society's treatment of people with disabilities had been to ignore, hide and curse us. When visible we were exhibits, freaks, oddities and objects of ridicule. I am using the past tense here somewhat advisedly. In the late 1700s in America, about 80% of the people in 'poor houses' and prisons were people with disabilities. Sterilization of people with mental illness, mainly women, was accepted. A societal mentality which feared difference and disability, and condoned eugenics held sway. Once again I use the past tense with irony.

The inadequate state of mental health services in Australia is such that prisons are holding grounds for our mentally ill [9]. The 2001 NSW Inmate Health Survey [10] found that 50% of males and 30% of females needed a mental health referral for major depression during their incarceration. The incidence of psychiatric disorders was more than 3 times that of the general population, and 12% of the prison population has intellectual disabilities compared to 2-3% of the population outside prison.

In the late 1800s and early 1900s there was a marginal improvement in attitudes to people with disabilities. The 'asylums' which housed us and kept us "in cages, in closets, cellars. Stalls, pens! Chained, naked, beaten with rods, and lashed into obedience" [11] (this is a quote from an American reformer) were rebadged as 'schools', 'hospitals', and 'institutions'. Today there are still too many incidents of such mistreatment, although over-medication may have replaced the physical chains.

In fact, the Australian Government has had indirect involvement with disability movement. It could be argued that the introduction of the Invalid Pension in 1908 enabled people with disabilities to contemplate independence and a rightful role in society. However, from 1918 onwards the first government funded rehabilitation programs began because the shame of hiding the returned heroes overcame the shame of disabilities. During the Second World War the number of people with disabilities again increased rapidly, and the Commonwealth Rehabilitation Service (CRS) started. At the same time the number of volunteer organizations running 'sheltered' workshops and accommodation services for people with disabilities expanded. Through all of these changes, no matter from what disability model or motivation, the fledgling belief that people with disabilities have a right to lead decent lives strengthened.

In the '60s and'70s the disability rights movement, spearheaded by people with disabilities ourselves, gained some momentum from the civil rights movement in the United States, our own aboriginal rights movement, and the women's rights movement. Of pivotal importance was the emergence of people with disabilities with professional qualifications working in the area of rehabilitation. Treatment of people with disabilities began to be wrested from the exclusive domain of the non-disabled.

A watershed year was 1981, the International Year of Disabled Persons. In this year Disabled People's International held its first World Assembly in Singapore. 13 Australians participated [12], setting up the Australian branch of DPI on their return. Emphasis on the rights of people with disabilities was recognised in the Disability Discrimination Act 1992 (DDA), which focuses on identifying discrimination, equality in the law, and acceptance of the rights of people with disabilities to fully participate in society [13].

A number here at this conference have been intimately involved in the disability movement and promoting our rights nationally and internationally since before the '60s. Thus many factors have culminated in Australia's ratification of CRPD last year. We add this convention to the toolbox of instruments which are needed to bring about real changes in our lives.

Similarly, I maintain that employment, employment conditions and employability are by far the most important factors in raising the status of women with disabilities. And to change these factors we need a number of actions:
· national leadership 

· positive discrimination 

· elimination of gender & disability bias in education 

· use of CRPD with CEDAW as agendas to drive change 

· inclusion in a National Plan to reduce Violence 

· inclusion in a National Women's Health Plan 

· inclusion in a National Women's employment plan 

· rights to motherhood and a national paid maternity leave plan 

· unbiased access to the justice system; and 

· a liveable government support scheme for women with disabilities not in the workforce.

Perhaps for both women and people with disabilities, I should have started my pondering in 1948 at the UN with the Universal Declaration of Human Rights, for each movement has been rights based. The parallels between these two struggles fill me with equal measures of optimism and trepidation. It is more than 100 years since women got the vote, and a quarter of a century since ratification of CEDAW. Undeniably many gains for all women have been brought about by both instruments, yet cultural, societal values and negative attitudes have changed little. Similarly it is cultural, societal values and attitude which are the main barriers to the full participation in society of people with disabilities [14].

So do we have reason to be filled with hope that the CRPD will deliver for us? But to be hopeful, I need to turn that question around to ask how will we use CRPD as an instrument by which we will deliver better outcomes for ourselves?

I do not forget the anticipation that was felt by people with disabilities around the world when CRPD was adopted at the UN in 2007; the greater excitement when it came into force, and the elation here when ratified by the Australia Government on 18th July 2008. So I do believe that CRPD has the potential to serve all people with disabilities well. I also acknowledge that since 24th November 2007 there has been a growing list of positive changes for people with disabilities. I applaud Bill Shorten for naming the neglect of the sector and naming the barriers to inclusion, doing both loudly and often, and not only to the converted. 

As people with disabilities what do we need to do to drive the implementation of CRPD?

Firstly we need increased numbers of people with disabilities involved. Since 1995 WWDA has conducted several capacity building and leadership projects, through which we markedly increased the number of our constituents with expertise to undertake systemic advocacy, or the confidence to advocate for their individual rights. Significant numbers from all over Australia have been involved. However on a daily basis WWDA still faces a shortage of women who can represent us. Many women with disabilities have stronger affiliations to specific disability organisations, many do not affiliate at all, and some are in the workforce (all power to them) but therefore not available. I would like to suggest a three hats policy for all women with disabilities, especially those at this conference. Certainly be a representative and advocate for a specific disability. That's hat number One. At the same time be aware of the low status of women with disabilities and advocate for improvement, Hat Number 2, and Hat Number 3 is to know and use the articles of both CRPD and CEDAW to give a human rights basis to all actions.

Secondly, implementation of CRPD demands that we begin to act for the whole of the sector. Fragmentation into specific disability groupings without increased cooperation, and collaboration is detrimental to the sector as a whole. CRPD does not single out any specific disability group, but does single out women (Article 6) children (Article 7) and violence (Article 16). Yes! specific disability groupings still have a role but we now need more cross-disability involvement and awareness.

Thirdly, CRPD demands that we seek better cooperation between Disability Service Organisations (DSOs) and DPOs. We need to reach and engage with all those people who are clients of DSOs and who access the wider community with their support. These organisations are no longer the charitable institutions that we struggled to leave. Many are committed to a rights based approach. But they are an industry in themselves and very different in structure from DPOs. We need to work with DSOs to further change their philosophies and operations so that people with disabilities are empowered to have autonomy in the arrangement of their support needs and to live independently in the community. To do this we will have to work cooperatively with and from within DSOs. Together we will need to work to change government philosophies.

Fourthly, we need to engage with those who define us therapeutically and medically. This too is an industry relying on our disabilities. They too need to widen their viewpoints, to look at rights based outcomes for what they do, to help them relinquish a little power (or even a lot) and put it back in the hands of their patients.

Fifthly, we need to engage with those who research our physical conditions and those who conduct the burgeoning disability studies courses, to ensure that they are contributing to our capacity building; getting baseline evidence about aspects of our lives; assisting more people with disabilities into employment, and helping to make us more visible in all walks of life.

Lastly, an implementation taskforce is a great initiative, but as individuals we all have responsibility to crusade a little for the cause. The dynamics of power have to change; we can no longer be outsiders. "Nothing about us without us" remains a meaningful and apt mantra.

Finally, I have some questions for AFDO:
· how do we strengthen DPOs? 

· how do we improve cooperation between DPOs? 

· how do we create points of contact with DSOs? 

· how do we engage the clients of DSOs? 

· how can we change the disability culture which of the professionals in our lives? 

· how can we use research and education institutes to get the baseline evidence we need to measure what we achieve?

In conclusion, I return to the concept of a "Brave New World", I know that the CRPD is just a beginning, it is not our 'soma' to lull us into a belief that we have reached utopia. I believe that it is the most useful tool for driving change. This conference is part of the pathway of working out ways of cooperating to use CRPD to achieve better life outcomes for all people with disabilities.
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Working Together for a Stronger Impact on Disability Policy - David Craig
That's a bit of pressure for me to say what I need to say in the time given and leave time for questions.  I'll try to keep to a pace that I don't normally speak at.  

I suppose like the two speakers before me, I would like to affirm or acknowledge the Elders of the land and the information they give to our community, that it applies to all our lives.  

I would also like to just acknowledge that I think Sue was talking about wearing two hats.  I unfortunately don't wear any hats in the context of her conversation but I feel very privileged to be able to speak, to be an employee of an organisation for people with disabilities and to acknowledge that through my 30 years of working in this sector I've been very privileged to have some fantastic insights into the lived experience of disabilities through friends and colleagues and bosses, and so I certainly acknowledge their input to what I have to say.  I also will probably drop a few little bombs in there to think about because there's not enough time to go into and articulate everything I'd like to say, but we need to think in the context of this conference's theme revolution.  

I suppose, also, I don't want to go against what was said in the earlier sessions, that we have got two presentations that are trying to articulate some of those specific issues for people with disabilities who have a second hat to wear that leads to disadvantage, but to put that in the context though of how we need to work together around those things we have in common to make sure we get somewhere around disability rights ‑ I should read the story first.  I think there are stories that need to be read again and again.  They were written to keep informing us of wisdom we need to hold to be effective as a community or a society.  I've tried to gender neutralise a story because it was about a father and sons.  

A certain parent had a family of sons and daughters who were always quarrelling.  No word the parents could say did the least good.  So the parents cast about for some very striking example that should make them see discord would lead them to misfortune.  

One day when the quarrel was much more violent, and each child unhappy, the parent asked one of them to bring a bundle of sticks.  Then, handing the bundle to each of his kids in turn, he told them to try and break it.  But although each of them tried their best, none was able to do so.  The parent then untied the bundle and gave the sticks to each of his kids one by one and encouraged them to break them and they did it very easily.  "My kids", said the parent, "do you not see how certain it is that if you agree with each other and help each other, it will be impossible for your enemies to injure you.  If you are divided, you will be no stronger than a single stick in that bundle".  

The challenge there in unity is strength, and I believe that as much as you know Damian's identified some issues that exist for the indigenous community, they have done so much better at getting some of their issues on the agenda than I think the disability sector has.  

There are some good examples of leadership we can learn from the women's movement, even though issues still prevail.  

I think the time is right to take action and for some revolution.  I suppose the idea of revolution and capacity building, which is what this forum is about, don't sit together nicely because revolution often throws things up in the air and causes chaos, but I think the notion of revolution that the conference theme is trying to raise in us is that there is a need for something more radical to be done quite differently if we are to make progress.  

So the time is right, I think.  I think there's some capacity that we're not using fully to bring about change, and I think we need to think about how we can unify our efforts to bring about that change and I'd just like to go through each of those three points in a little bit more detail.  

In terms of timing, a number of people have identified, I think, in recent conferences and forums in this sector, that there is a window of opportunity but not a very big one that we have at the moment.  We had a government that did open the door for some reformed thinking and new ideas.  As much as they've gone back on some of the radical ideas that they envisaged with the 2020 forum, once the door is open it's our job to push it open and go in there and make change.  

I think there is an interesting social possibility in the disability area we have not been allowed to talk about under the previous relationships, anything about how much money for services.  No interest in policy at all, so there is a policy discussion and framework that we can participate in.  There is upheaval and change from a global financial crisis, and while some people think that's bad for us, I think that when we were cruising along wealthy and happy as a society and doing well, there was no sympathy or empathy or concern for the marginalised, and sometimes it is in the hard times people tune into the values that need to articulate those which are important to the societies far more than wealth creation.  

I think there's an interesting social inclusion on the social inclusion board, although sadly neither people with disabilities nor some of the broader issues other than perhaps employment are included or represented through the people that have been chosen for that board, so we have a bit of work to do to influence that agenda.  

The UN Convention, the human rights framework, is such a feature of this conference.  It is a critical opportunity we need to use well.  It is only a tool but it's up to us to use the tool and use it well. There's a push for a national charter on human rights and the people who are pushing for that are looking more broadly but they say that people with disabilities living in some of the most marginalized places in our community are some of the best examples of why we need a human rights charter and we need to bring those stories forward. 

We also have some different peaks and groups representing and represented by people with disability not necessarily working together that we need to draw on, but at least they exist and they are things that we need to use more successfully, and the discussion of a social model of disability is on the table but I think as was highlighted by Robyn Hunt this morning, we may understand the concept, I think our implementation of it, it would be more fully understood how to apply it, we may be much more successful than we are, and so we need to talk about that much more.  

We have a minister that is committed to this area.  This doesn't happen very often and as an ambitious minister, how long will disability be a part of that portfolio?  So it is an opportunity that we have a limited time frame to work with.  We have a new National Disability Advisory Commission that has great leadership and hopefully the disability strategy that is developed through that will be also another critical opportunity or tool that we can use in this process.  

I did come here today specifically or invited as a representative of a new entity that's been created in the organisation, the Disability Advocacy Network Australia, which is a peek network for the independent disability advocacy sector.  Sadly, this sector hasn't united nor had any kind of national point of coordination and leadership, and that reflects fairly badly on us as a sector and it really wasn't until our funding was threatened by government and there was some thought it might be handed over to the Salvos or Mission Australia to run in the future that the sector got its act together a bit and decided we needed to conference and talk about more effective ways of protecting and promoting the need for independent advocacy, particularly for more vulnerable people with less voice.  

I think Sue made reference to the fact that there are many people in institutions in quiet corners in our community living in darkness for whom there isn't a voice.  It is this sector that has some potential to be resourced to reach into those dark places and to make sure their voices are included in the change.  

For the Disability Advocacy Network, things are pretty hot.  We've got funding, recently incorporated 2007, we had our first national conference where over 20 people from across the Australia unanimously supported the idea of forming this network, and a second conference last year affirmed the strategies and the directions that were put together by the working group, and about half an hour ago someone delivered to my hot little hand the new membership form.  There are currently 29 founding members who helped form the organisation, and we are inviting now independent advocacy organisations and other interested groups to be associate members to join up.  

We have some membership forms here, so if you want to join up and you are from an advocacy organisation, please come and see me.  

We think this is important because it represents a particular piece of the puzzle that needs to be working together with AFDO.  They bring together representative organisations who bring specific interests to the table.  The Disability Advocacy sector has advocates working in institutions with people using various models of advocacy, doing systemic advocacy work, has the capacity to be tapped in the movement in a better way than it has in the past and I think it is time for us to bring, and I suppose my challenge today was for us to begin to bring together the different groups and leadership to develop shared and common strategies for those things that will make a difference in the future.  

Some of those organisations are quite active in other forums just at this point is pushing for strategies for monitoring of the UN Convention and ways in which we can bring that to bear in Australia.  There are also, you know, in some States ‑ Victoria in particular has made a rich investment into development in disabled funding.  This is money out in local communities trying to foster understanding.

I see some of the people here who work on those local disability advisory committees and forums and I think we need to tap into the energy that they can bring to the same cause.  

The things I observed are that we tend to compete with each other around models of things, doing ideology, and we have lost ground because we've lost focus of things that are different.  

The third point is the need for us to think about ways of unifying the causes that we all represent and that we're all pushing for.  We tend to focus on a lot of competition between the voices of different groups of disability groups according to the type of impairment so we have competition often, and we present competitive voices to policy makers around which group will get what and what advantages.  

I think Robyn Hunt highlighted in her representation about some groups who had better access to education and opportunity have been able to advocate more strongly to groups, but we haven't had a universal voice of doing that to all disabilities.  

We can be quite jealous of organisations and their turf, and I can't remember who it was, but it might have been Rhonda who said we need to end the turf wars in this area and get our act together.  We need to understand that relationship between special interest groups as we've had presented to us, how we get unity around a universal argument around inclusion in society for all citizens, and we have to think beyond just disability to do that because no‑one should be marginalised, and I think that there are some principles around universal design that we need to incorporate in our work.  

We need to be focussing on achieving the kinds of things that are put in the UN Convention and work out how they can benefit all groups and how the different interests and perspectives and stories can inform an effective outcome.  

I had the good fortune to go to the conference in Newcastle I think last year to hear of some of the people who work in countries that have very little resources achieving great things when they look at all the assets that they can tap, and they don't think just money and budgets, they think much more broadly about the capacities, the stories, the individuals.  

What we can do collectively is to use all that is available to us to make a difference.  

One of the items on Barack Obama's election was how in Chicago they organised a grassroots movement to help him get elected.  When you think about where he came from and how that was achieved, we don't hear the stories about that but there are some very strong grassroots of well thought strategies to bring together for people to have a leader to head to social change.  

Some of the principles are that we need to think about the most marginalised person as a test case for what we're trying to achieve because if we can do that, we're more likely to achieve the outcomes that lead to inclusion.  I think this conference has really tried to do that.  

I think it was Robyn Hunt who said if a coalition is comfortable, it isn't good enough.  We're trying to be inclusive of a diversity of issues.  I think it can be done with good process and leadership, but it is a challenge and it is easier to retreat back to living and thinking how you used to live.  

I think we need to be more holistic and get caught up with pushing one issue into another.  I remember the Disability Services Act implementation.  I was working in promoting recreation opportunities as a vehicle for social participation with people with disabilities, people with significant disabilities, and when the shift in the voice of the advocacy movement pushed strongly for employment, the money shifted in all of that direction and the social participation opportunities dried up very quickly.  Many people weren't going to get much benefit from employment. That was a discriminatory movement.  We need to think of life participation in all areas of communities.  

I, as a non‑disabled person, am sometimes confronted and challenged about not having a disability and working in this sector and I think we need to think and articulate I suppose a new perspective on how we incorporate all those who want to help bring about social change and human rights for people with disabilities and the "about us and about them" needs to be certainly a mantra, but I think it needs to be a warning about excluding all those who want to contribute to social progress in this area because I think the movements that have succeeded in bringing social change seem to incorporate all effort and capacity and there needs to be particularly articulated some messages about that because it can be confusing and difficult and it can constrain our capacities.  

It's not an easy thing to sort out and I think the leadership from disabilities is one of the things that limit some of our capacity.  I think we need to move from a victim mentality to a victor mentality, to be thinking about achievement of outcomes, affirming rights and being concerned about, you know, perpetuating the victim mentality that exists in the community around this particular area.  

Good leadership has been talked about before.  I think that's critical.  There are some leadership initiatives happening that I think are really important for us to tap into and support and we need to follow and support leaders.  I hear a lot of begging from people trying to make an effort and they get one thing wrong and they get picked on, and you hear people trying to do their best get slammed when they do something wrong or make a mistake.  I think we need to build on what we can do to build what we need.  We need to make sure it is dialogue.  It needs to lead to action.  We need to get campaigns happening.  

I suppose I'm really keen for us to move forward with establishing a forum.  Already Dana has approached AFDO to have a memorandum of understanding to work together to affirm that we have different roles to play because we're tired of being forced into one camp.  

I think there are other players that need to be at the table.  I think the National Disability Advisory Committees and other committees are critical to that, and other peak bodies need to come into a forum where we at least have a collective action plan for bringing about change, a national agenda that we all agree to and we follow and support to develop an asset‑based map of all the capacity we have and think about how we can tap that and use that to get politically organised and loud and persistent.  

There is a quote from Homer Simpson: "Never hit a man with glasses; hit him with a baseball bat".  I think we do need to have an impact on public opinion.  I think far too long Bill Shorten has been saying this, for far too long we have belted the politicians and the bureaucrats with the bats, and each other perhaps, but the public opinion in this area is a long, long way away from where we think it is, and some research we did in Victoria leading up to the previous State election when we were trying to lobby with the service providers and the Careers Association to have a common front in our attack on government, we did some research through the firm that was helping us on what was the public's view on disability and it frightened us.  We thought we were much further down the track than what they were picking up in their polling of the people they spoke to.  

We are very close to these issues but we are not very close to the public opinion on these issues, so I think we need to take advice to that particular front seriously and think about how we begin to shake public opinion that shapes political perspectives and policies.  I'll leave it there.  

CRPD Implementation – Challenges & Opportunities – Michael Fox
Thank you for this opportunity to join colleagues in this important conference in Melbourne.  As an architect I have been involved in accessibility particularly for about 30 years in Australia and for the last four years I was the global president of RI, formal name Rehabilitation International.  RI, or Rehabilitation International, today primarily advances rights and inclusion, and RI has been actively involved in the UN Convention drafting. It is a pleasure to meet Tina here today because I worked closely with Tina for the last four or five years in New York through all the drafting sessions, all the debates, all the discussions that have created the UN Convention on the Rights of Persons with Disabilities.  I will be saying CRPD, if that is okay, which is the Convention on the Rights of Persons with Disabilities.  CRPD is the acronym which is used all over the world these days to mean this UN Convention.  If it is okay, I will refer to CRPD and the Convention as I am making a few comments.  

There are both challenges and opportunities in relation to this convention.  What I would like to do is to talk a bit about some of those challenges and opportunities in this discussion today, but firstly, I want to add a few additional comments.  

We had a presentation from Tina this morning.  For those who don't know Tina ‑ I have known her, as I said, for about five years ‑ she really is one of the benchmark figures in this convention.  When negotiations began about five years ago, the idea of legal capacity really didn't exist as a global term, as a global awareness.  Tina really started that debate, she continued that debate and she really spear‑headed this issue such that we ended up with article 12 in the convention.  I was going to make a comment earlier this morning to publicly thank Tina but I do so now; that I and many of us should thank Tina for her commitment to this cause and particularly to the issue of legal capacity.

As Tina said this morning, it is connected with article 9 with Accessibility.  I was very involved in the drafting of article 9.  It is fundamentally connected with article 32, which is monitoring.  I think one of the speakers earlier this morning said it has got to be seen as a convention in totality because all the articles connect.  I think the challenge for us all is how we effectively implement the convention.  So as I said, I want to thank Tina.  I think she also made a very important comment, which I think is raising the bar a bit further.  She talked a lot about the connection between rights and responsibilities.  Now, that is something that was not really a focus of debate in New York in the drafting of the convention but it is a very logical outcome of article 12 and this convention; that along with rights go responsibilities.  

I mention articles 9, 12 and 33 and many others that are so important.  Also, Tina made the comment this morning about the significance of Australia ratifying the convention, which we all thought was great news last year and I and many of us lobbied the government all through the Howard years to try to get some awareness but Howard was on the Bush team so we got basically nowhere, and as soon as Rudd came to power we had a few connections there and it was great to see that by July last year we had the convention ratified.  Two unfortunates.  I think the number one unfortunate was the interpretive declaration which was so disappointing.  Tina and I were involved in talks to the government trying to delete the declaration but we couldn't.  The second disappointment is the delay it is taking Australia to ratify the CRPD Protocol.  So I think they are two core issues which I would like to suggest we talk about in this meeting today.  

The conference themes today I think are linked; capacity building, monitoring, and liberation.  They are obviously connected and I think part of these workshops should consider how these three aspects inter‑react.  I think that The CRPD obviously is only as strong as the quality of implementation.  I think so far we only have a piece of paper.  The real issue is how do we make this CRPD document effective.  One of the questions this morning, "How do we know when we have been successful?" and Martin made some comments about.  It is a huge question and I think the quality of implementation in 10 year's time is going to be the real judge of the success of the CRPD.  

Therefore, our core challenge is, we need to clearly state ‑ that is the first thing we need to do ‑ we need to state and monitor what are the rights‑based expectations of government.  What do we expect governments to do?  What do we expect the global community to do?  We have to articulate the issues.  We have to get into the media, into the mainstream media, mainstream awareness to articulate what the CRPD is all about and what are our expectations.  The opportunity is for effective CRPD implementation to create a global agenda for change.  This is a huge opportunity that is before us and we have to meet the challenge. to achieve that opportunity.  

I have known Tina particularly through IDA.  Who has heard of IDA?  A couple of people.  IDA is the International Disability Alliance.  IDA came into being about 10 years ago and there is now a Steering Committee, and a CRPD Forum group in relation to the convention that meets regularly and globally.  The international members of IDA are the peak disability organisations worldwide.  The international members are DPI, Inclusion International, International Federation of Hard of Hearing Persons, RI, World Blind Union, World Federation of the Deaf, World Federation of the Deaf Blind, and Tina's organisation, the World Network of Users and Survivors of Psychiatry.  

During the process of the convention we decided to expand IDA to include regional membership. as well.  Regional members include Arab Organisation of Disabled Persons, European Disability Forum, Asia Pacific Disability Forum together with Handicap International and Survivor Corp.  In many ways IDA is the reason why we have the CRPD and most of the IDA member organisations are represented in Australia, with global affiliation to one of these eight global groups. I have provided some information about RI Australia, which is the RI member organisation in Australia.  

There is a blue RI Australia document on the front counter and you are welcome to have a copy of that and there are some contact details there.  Through that and other links you can access information about IDA and see what is going on.  At this moment IDA is very involved in shadow reporting and how to make the committee that is managing the convention effective.  It has had one meeting in New York so far that we will hear more about.  So IDA is an important part of this process of involving people with disabilities at all stages of CRPD implementation. and process.  

Some of the challenges – include the varying procedures and processes for ratification of the CRPD in developed and developing countries.  The PowerPoint table illustrates current numbers of CRPD and Protocol ratifications. Many  many developing countries have ratified very quickly, both the convention and the protocol, and I have been to many of those countries because in the last four years I have been travelling the world meeting heads of government everywhere explaining the convention, asking governments to ratify and so on, and many developing countries have ratified fairly quickly without perhaps fully understanding the implications.  

Developed countries including Australia, like the UK at the moment, like Canada and Europe, they are ratifying more slowly because they are going through a very careful assessment process before they say "Yes, we really can ratify it".  An example of that was Australia's ratification where, after discussions at State and territory level for about a year, the government decided to include an interpretive declaration.  It is interesting to look at how this is happening global.  Therefore, a key challenge is how we in Australia can exchange experiences between ratifying between developed and developing countries and also between ratifying and non‑ratifying countries, or States as they are called in the UN, and how we develop an effective shadow reporting process in relation to the monitoring and article 33.  

As people know, Australia, because we ratified in July 2008, and the first government report is due in two years, which is July next year.  It is not long.  It is almost a year from now, and there are opportunities for shadow reporting by NGOs, by DPOs.  So there is not much time to get that organised so it is an important issue for debate as well.  I will run quickly through those because I know time is an issue, as always.  

To date there are 57 CRPD ratifications 57 States, maybe more today because it happens almost every couple of days.  The last time I looked there were 57 ratifications and the numbers are really interesting.  You will see there are 17 ratifications in Latin America.  I have been to many of those countries, to Ecuador, to Mexico.  These countries ratified very early and we are now, in fact, discussing implementation with several countries. and we don't think much is happening.  They made a political decision to ratify the convention but how you get the follow‑up is a real challenge from a global perspective.  

There are 9 ratifications in Africa and 11 in Europe, including Germany, Italy and Sweden.  In North America there is nil at the moment but North America really means US and Canada.  Canada is in progress towards ratification. so that will happen reasonably soon.  But in the US, George Bush was opposed 

You will be interested to know, when we started the negotiations through the Bush years, the standard comment from the US government was there was no need for a UN Convention.  ‘All the world needs to do is adopt all the US rules and laws’.  People said "Come on".  It was a pretty amazing thing.  That took quite a while to get a rapport.  In 2006 the US delegation came to one of the meetings and for the first time said "We are not going to oppose the convention".  Before that they were actively opposing it.  Then they went neutral.  Then we took the vote.  There were several issues which were voted on and the US voted "No".  At the same time, Australia sided with the US, which was very embarrassing, on several issues.  

The end result was the CRPD was adopted and now Obama, as you probably know, there has been a lot of lobbying through lobbying by colleagues in Chicago in particular President Obama has made a commitment to ratify the convention so we are following that up now.  We are hopeful that the US and UK to ratify later this year. will ratify maybe this year.  The same thing is happening in the UK at the moment.  I think the UK will come out with interpretive statements as well.  

Ratifications varying from Rwanda to Sweden, from China to Egypt illustrates the dimensions and impact of the CRPD globally.  A tremendous range of agendas around the world.  It is a really interesting process.  In comparison to that, on the protocol ‑ is everybody familiar with the protocol?  The Protocol is sort of the other half of this CRPD process.  The convention, when it is ratified, simply says that a government, like Australia, commits to implementation. our government has simply agreed to ratify the convention and we are basically saying "Well, I hope you do a good job".  That is really what the convention means.  

The Protocol importantly provided any  individual or group with the right to lodge a complaint, or a challenge or a comment about anything the government is or is not doing in relation to the CRPD.  So the Protocol, in our opinion, is absolutely essential to this process and in our discussion with the Australian government we noted CRPD similarities to the DDA. said "Well, we can't understand what the drama is because essentially that is what the DDA does".  The DDA is also based on a complaint mechanism but for some reason and hopefully our federal government can soon ratify the Protocol.  

In February of this year the federal government undertook to commence the process of ratifying the Protocol.  Also, the government is moving ahead with the Access to Premises Standard (APS), which is very good news.  So hopefully this year we will achieve ratification of the Protocol and adoption of the APS, which I have been very involved in regarding accessibility. 

Many of the 36 countries that have ratified the Protocol are the same countries that have also ratified the Convention but you can see the difference in numbers.  You have got 57 versus 36.  Twenty developed countries similar to Australia decided to ratify one and not the other so there is a big agenda and a larger global ratification and implementation task.  

One of the key articles in the convention on all of this is article 33 on monitoring, describing the process for monitoring, the need for government to set up a mechanism to monitor the convention, and most importantly, in the third part of article 33, that civil societies, in particular persons with disabilities and their representative organisations, shall be involved and participate fully in the monitoring process.  So article 33.3 is an absolutely critical clause in the convention.  

Shadow reporting I think we know about and perhaps that will be discussed a bit more here.  IDA is developing guidelines regarding shadow reporting and last week the CBR network only last week circulated guidelines on shadow reporting.  So there is a lot of information is available about this and it is an very important thing that civil societies and DPOs become involved.  

Finally, opportunities.  Again, lots of opportunities.  I think centrally these        In response to these challenges, a major opportunity is active and cooperative involvement of all stakeholders.  We need to involve the media, the governments, NGOs, DPOs, activists and advocates.  We really have to get this into the mainstream agenda and that needs a very powerful program of mainstream public and media awareness.  

At many of these conferences, we are talking to the converted.  We all know the issues but the general public by and large is not aware. We really have a media problem and this is one of the key challenges and opportunities to create mainstream involvement and awareness.  

Australia is developing outreach programs in the Asian Pacific region.  This provides opportunities to link the DDA and CRPD, with emphasis on the Protocol and capacity building.  

I also suggest that AFDO and interested organisations develop a strategy to address the Australian government CRPD interpretive declaration. a is a really important issue and I'm wondering if anybody in the room has been involved with the Australian government, or any other aspect, who may perhaps, in question time, be able to expand on that interpretive declaration because that is something as a group we should be addressing.  

The conference documents include copy of the CRPD and Protocol and useful websites are www.un.org   and www.riglobal.org. My contact details are phone 02 6552 9333 or email accessaustralia@ozemail.com.au.

Monitoring Rights and the Victorian Human Rights Charter - Lee Ann Basser
I am obviously challenged in my height in relation to the lectern so I hope you can see me.

I am Lea Ann Basser from La Trobe University.  As Mark said, Paul Ramcharan sends his apologies.  He is very disappointed to have broken his foot and been unable to attend today.  I would like to thank the organisers for inviting us to speak.  

Our paper actually kind of addresses the challenge perhaps that Michael has set out about implementation of the convention.  What can we do?  And our brief was to really start the conversation about monitoring and implementing the convention through monitoring.  

You will see the title of our paper in the program is "Monitoring Human Rights", the Victorian charter of human rights.  I'm not going to say very much about the charter today because this is a conference on the convention but mainly because the charter sits alongside the convention, it is not as comprehensive.  It is a piece of legislation that we have in Victoria that is binding law.  So unlike the convention where there are all sorts of issues about implementation, in Victoria we have a charter but basically the rights in the charter sit alongside the rights in the convention and the things I am going to say about monitoring the charter really apply equally to the convention.  

I have probably completely departed from my slides.  

So monitoring is going to be one of our biggest and most important aspects of implementation and this is monitoring processes as well as outcomes and it is monitoring at many different levels.  

Michael has already referred you to article 33 and monitoring at a national level ‑ I know I am jumping ahead of myself ‑ and that is very important.  State reports are very important.  All our involvement in the development of State reports is important.  Shadow reporting by NGOs is extremely important but I am not really going to talk about that level of monitoring.  I am interested in talking to you about monitoring at the grass roots and developing some kind of national approach to monitoring so that the monitoring that each of our organisations does can feed one into the other.  

Paul and I would really like to see AFDO taking a leadership role in this regard because it is the root body of many disability organisations and if we can, over time, develop a template for monitoring that is generally adopted, we will have some very powerful evidence to make our case about the position of people with disabilities, both where rights are respected and where rights are abused, and that will be a very powerful tool for lobbying for change at the State and federal level.  

This kind of grass roots monitoring really does require groups to come together and to consult with each other and work out exactly what elements the groups want to monitor, the issues that they think are most important.  It is not going to be possible ‑ well, it is a very big challenge to monitoring all the rights in the convention, which include a full range, as I'm sure you have already heard, of civil and political, social, economic and cultural rights, or even the more limited range of rights in the charter, which are basically civil and political rights.  So we really need to identify what key rights we want to monitor and we need to develop a set of indicators to measure not just compliance but to measure the experience that people have of rights‑respect or rights‑abuse.

Michael talked about educating the community about the convention and this kind of monitoring process is very important to that education process.  Because if we can get, for example, organisations that are provided services to engage with a human rights‑based approach in the development of their policies in the way they deliver services, in reflecting on the outcomes good and bad, we are starting already to educate some of the community and we can take the information we collect and use that again in the media in different ways for education.  

So the starting point is to get organised to find a league person or a league group possibly to establish a committee that goes across Australia with representatives from each State, but as I said, I think AFDO actually is probably a very good organisation in which that committee should sit.  A lot of training is required.  

I can see Jan sitting there from CAUS.  She has been actively engaged in a lot of human rights training around monitoring.  That training obviously extends way beyond monitoring.  It extends into all the processes as well as all the outcomes and the monitoring and we need to decide how we are going to do that monitoring.  We can do it simply through statistics that are collected by agencies.  We can do it through gathering together people's stories, through their individual experiences.  We would be arguing that keeping statistics is very important, keeping records of what is going on, but what is really life‑changing is to know people's stories and we need to be collecting the stories as well as doing kind of a formal statistical analysis.  

There is lots of different approaches to monitoring at this level, or at all levels actually, and there are a couple of different models that we are referring to here.  There are many models.  The British Institute of Human Rights, firstly, they developed FRED, which is fairly, respect, equality and dignity, and then later they added autonomy to their principle.  So we could be looking at charter rights or convention rights, the ones that we think we want to focus on at the moment or that are most important, and mapping them against these principles.  That is one set of principles we could use.  We could use the principles in the convention, we could use the list of principles in the charter.  

I think the set of principles that we think might be most useful in terms of ensuring that we are getting a collection of information through this monitoring process that is comparable ‑ I don't know if that is a word but anyway ‑ that we can compare from one organisation to another, UNESCO developed the set of guidelines called "PANEL", which as you can see, stands for "participation", "accountability", "nondiscrimination", "empower", and most importantly, "linkage to human rights".  So you are tying that again back to the human rights standard, whether that is in the convention or in the charter.  I can say a bit more about that later, if you like, but I am quite aware of time so I will just move on and talk a little bit about what we need to do to bring about change.  

I think the first thing, which we are starting to do in a lot of different ways but we need to run some kind of national consultation to get everybody involved, a conference like this begins that process because people from a very wide range of organisations are brought together.  We need to agree as a group which experiences for people with disabilities need to change.  What are the most pressing issues?  And we need to look at what is being done in relation to those issues to do an audit of the current situation and to look at where we have got good outcomes, what has made the difference, what has brought about that good outcome.  Where we don't have good outcomes, to start thinking about how we can move things along and change.  

We have borrowed this table from the Victorian Equal Opportunity and Human Rights Commission.  It is a way in which you can use the principles.  So you can kind of map out what it means, say, in relation to a principle of participation and a right for participation in society.  We could be talking about voting.  We could be talking about whether or not the electoral commission makes provision to support the rights of all people to vote, but it is not just do you have the right to vote.  Are the voting papers prepared in a number of formats that allow people to vote?  Can you get into the building?  Can you get to the building?  Are there ways in which an individual's understanding of what the issues are is supported so that they can exercise their right to vote?  So we can actually start to develop the beginnings of an audit tool by mapping the principles against the particular rights that we have identified as being the ones we want to work on for the moment.  

Sitting alongside all of this we have human rights indicators.  When we talk about indicators, access to voting would be an indicator; how many people are involved in work; people's ability to make their own financial decisions; housing; access to education, a range of things.  

Indicators are things, as you can see, which indicate and show how things have changed across time.  We can map them now, we can map them next year, we can map them in five years and see what differences have occurred.  If we use the same ones, then again we are able to compare across a range of different areas and across the country and that will make our monitoring much more meaningful.  

I have already made this point: that we don't want just figures, we want people's stories, we want good stories as well as bad stories, and at a certain point, having collected the information, we need the either individual organisations or again, more importantly, the coordinating body, perhaps AFDO, to write a report to publicise that report, to use that report to again feed into Michael's point about educating the community about implementing the convention and implementing the charter for people with disabilities.  

We can also use this information in our advocacy work and it is important that the findings are disseminated along advocacy groups and other allies of people with disabilities.  We can use the information, as I said earlier, to advocate for change.  

I can't take credit for that slide.  Paul put that in.  We have given you a list of references about monitoring.  I will just finish.  I mentioned that Jan Ashford at CAUS has been engaged for a number of years now in developing a monitoring tool to audit human rights for people with disabilities and the reason Paul and I were invited to come along is because we have a project doing the same thing in relation to the Victorian Charter of Human Rights and responsibilities, and our next step ‑ it has taken quite a while to get approvals and what have you in place but our next step is to bring together a group of people with disabilities to work with us on which rights, which indicators we should be auditing and to work with us in actually implementing our audit tool in creating and implementing our audit tool.  

Thank you very much for your time today.  

A New Zealand Perspective - Robyn Hunt
It is a great pleasure to be here in Melbourne.  It is slightly warmer than Wellington, where I left it wet.  When I looked at the weather forecast it looked like I was bringing it with me.  I apologise if I have.  

I have been asked to give a New Zealand perspective on monitoring and I will do my best to do that.  I thought what I would do is just describe what we have done so far.  Some of you will know that you beat us to ratification but only by a little bit.  We ratified last September.  It was ratified by all parties, or agreed to by all parties, which was particularly important for us because we had an election coming up.  We wanted cross‑party support for ratification. We will have to provide our first report not long after Australia.  

New Zealand ratified without any interpretive declaration.  

At the moment NGOs and government have not reached any final views on monitoring.  There is some discussion around the processes, how we are going to structure, where will the focal point, where will be the coordinating body.  We may be somewhat limited, of course, by the downturn and lack of resources, but one of the things that has happened ‑ and this is part of the reason why we haven't moved very far in terms of monitoring yet ‑ is that as a result of a parliamentary inquiry into disability support services last year before the election, we now have a ministerial committee, for which the terms of reference have published. But we are not sure yet what the relationship the committee will have with the convention.  So we haven't progressed as far as some of us would have liked to.  However, we also have the Office For Disability issues which is also progressing this work.  

One of the things that I think is really important is that disabled people will need to be involved in all of the mechanisms.  Today we are talking about monitoring but it is important to note that disabled people do need to be involved in the whole lot.  

Also ‑ and I am speaking really from the perspective of a national human rights institution ‑ some of you will know, in article 33, one of the important provisions is an independent monitoring process.  The government is responsible for implementing the convention but the monitoring has to be independent of government.  So the New Zealand Human Rights Commission takes the view that it could be our role to be the monitoring body because we, as a national human rights institution, are bound by the Paris principles, one of which is that the NHRI is independent of government.   

So we are starting to think about how this might work and one of the things that we could consider would be a disability council, which would be quite a high level council.  We would also have to think about what the underpinning principles might be because before you can start monitoring you need to think of the principles that will guide that monitoring.  

We are talking to disabled people and disabled people's organisations to see what they think about their part in monitoring. Late last year, we talked to Marcia Rioux, who I know has been to Australia as well, from Disability Rights Promotion International.  She spoke to a very interested group of disabled people’s organisations and others who have expressed an interest in taking up her model.  However, it is going to be quite difficult in the current economic climate.  Resources will be an issue. 

If we do establish a council we know that there are some barriers to overcome. There are rumblings in the disability community in New Zealand because they are sick of being on toothless advisory groups and so if we had a council it would have to be a real council, not an advisory group. That is going to be quite a challenge for us, since we are a small institution without a lot of resources at our fingertips.  But the group that we would establish would relate purely to monitoring and not to any other aspect of the structure or process related to the CRPD. We would have to think about how it would be inclusive in terms of disability, gender, race, indigenous people, and how we would make that work well.  

We are also concerned that for monitoring to work there would need to be links with other parts of the process.  One of the things we have just heard about was collecting data and whether it is quantitative or qualitative, which is the stories, the experience, which we found to be very powerful in our work on a national action plan for human rights and during our Accessible Land transport inquiry.  Those stories are valuable because they indicate what is going on and they do it in a way which is difficult to challenge.  You can argue over statistics but you can't challenge somebody's life story.  It is their experience and they are often very telling, those stories.  So we have used them a lot too.

The other thing about data ‑ I am going to talk some more about this tomorrow too ‑ is it needs to be comparative data.  A lot of the data collected around disability and the research that is done does not compare with anything else.  So for us to be able to look at our monitoring on an equal basis with everyone else, which is what the convention is about, then the data that we gather must be comparative with the data for other people and that is quite hard.  But the way statistics are structured is really important to make sure that they are the same for everyone.  So you can compare disabled and non-disabled people in terms of education, and employment, for example. Often it is those economic social and cultural rights which are the ones that count in terms of people's daily lives.  

However, one of the things we need to remember, too, is that civil and political rights have to be realised immediately under the UN system so that is really quite critical, and social, economic and cultural rights are realised over time as resources permit.  That is not an excuse for doing nothing so some progress must be made.  

It is very interesting that this convention has been quite widely ratified.  Just referring to some of the things that Michael was talking about, some of you may know that the Cook Islands has just ratified the CRPD, which was very exciting because not many of the Pacific Islands States have.  Vanuatu is the only other Pacific Island State to ratify so that is good news.  

I think there may be some work for the Asian Pacific Forum ‑ the New Zealand Human Rights Commission belongs to the Asia Pacific Forum of National Human Rights Institutions and we have been doing some work in the Pacific. Pacific States will be looking to Australia and New Zealand maybe for some assistance on how ratification and monitoring will work for them.  

I haven't got much more to say because I am really interested to hear from disabled people in the room what they think about monitoring and how they would like to be involved so I am going to leave it at that.  Thank you very much.  

Using the CRPD to Achieve Migration Rights for People with Disability - Dinesh Wadiwel & Zeliha Iscel
DINESH WADIWEL:   I would like to acknowledge the traditional owners of the land.  I would also like to thank AFDO for organising this important conference and giving us an opportunity to speak on this important issue.  I would also like, before I hand over to Zel, to acknowledge the presence of Dr Siyat Abdi in the room.  People may have seen him on TV.  He is a published scholar in the disability field.  He won an important antidiscrimination case in South Australia.  He became the State's first registered blind teacher.  Some of you will know Dr Abdi has been fighting a battle with the Australian government to find residency in South Australia.  His story was being covered on TV.  He has had some good news today.  We obviously wish him congratulations but I hope this gives you a sense that they are very real people struggling with the current laws in Australia to gain residency and get fair treatment.  I would like to now pass on to Zel, who is Senior Policy Officer at NEDA.

ZELIHA ISCEL:   You will have to bear with me a little bit because I am following a computer.  

The Disability Discrimination Act of 1992 does not apply to the Migration Act of 1958 and this has resulted in much discrimination against people with disabilities attempting to gain residency in Australia, and I am one of those ‑ my sister and I, when we were young.  I was only six and my sister was about 13 or 14 at the time and the Australian government told my parents that everybody else could come to Australia except the two of us and my mum said "No way.  I'm not coming either if they are not coming".  So eventually, after a long, long battle we managed to arrive in Australia with the whole family, including us, as you can see.  However, Australia's ratification of the UN Convention on the human rights of persons with a disability has given way to resolve these issues and we need to believe that a satisfactory resolution of these issues is vital because policies affecting my grants and refugees have an important flow‑on effect for social inclusion and cohesion for all.  If my parents hadn't managed to bring us over to Australia I think our family would have been a lot less happier in Australia and we would probably never have contributed as much.  Neither would my sisters and brother.  And, of course, they would run around and talk about how bad Australia is, blah, blah, blah, and so I think the sense of racism among my family, in our circle, would have been much higher and it would have been so much more difficult to get some kind of cohesion in the country.  Because you know that every time something goes wrong, every time you miss out on an opportunity, as a person with a disability you say "It is because of my disability".  As a person from an ethnic background, you say "It is because I'm not from Australia".  So that would always come in.  

Last year, NEDA actually sought legal advice to verify whether the treatment of a person with a disability in the Migration Act 1958 complied with the UN Convention and the response that we received highlighted great inconsistencies in the health assessment and the lack of access to the disability support pension by migrants, but we will talk more about the DSP a bit later.  Right now we are going to talk about the ways in which the Immigration Act violates the UN Convention using as a basis the NEDA report entitled "Refugees and Migrants with Disabilities and the United Nations Convention on the Rights of Persons with Disabilities".  I will then talk about the way forward, particularly focussing on the review of the joint standing committee on migration on the treatment of people with a disability.  

First, I just want to talk briefly about NEDA, about who we are.  Are most people familiar with our organisation, the National Ethnic Disability Alliance?

The National Ethnic Disability Alliance ‑ we actually say NEDA for short ‑ it is the national peak organisation representing the rights and interests of people with disability who are from culturally and linguistically diverse backgrounds.  We also support their family and carers.  We support, as I say, national peak, being at the federal level. 

NEDA estimates one in four people with disabilities is a person from a first or second generation of non‑English ‑ people from non‑English speaking background.  So that represents approximately one million people across Australia and that is actually one quarter of all the population of people with disability in Australia.  So a quarter of all the people with disability in Australia are actually from non‑English speaking backgrounds.  

Most people who have a disability in Australia right now are people who were born with a disability whose parents migrated here and then they were born with a disability here, or those who had an accident after arriving in Australia and acquired a disability.  

I just want to give a background on the immigration policy in Australia.  Since the settlement of Australia by the English, authorities have always be conscious of who is permitted into the country and those who must not enter.  The white Australia policy comes to mind as an evident example of this.  What is not so evident is Australia's systemic discrimination of people with disability who wish to enter into Australia.  While the white Australia policy was discontinued in the 1960s, the discrimination of people with disability still persists today.  Each migrant and refugee applicant must go through a health and medical check.  Now, that applies to each and every migrant and refugee that goes into Australia.  For a person with a disability, the health test also involves assessing the potential health costs of an individual over their lifetime.  A threshold of $21,000 is a criteria.  In the words of the Immigration Minister, Chris Evans and a recent senate hearing, basically anyone with a condition which is above the threshold of $21,000.  So the great majority of people with a disability or mental illness that have been diagnosed in the country before migrating to Australia, the great majority of them actually require more than $21,000.  

Those who are diagnosed to have a disability, mental illness or mental condition are routinely refused entry under the health assessment.  The health assessment is based on the assumption that people with disability are a public liability on three counts.  Firstly, that the supports and services they utilise will be of great financial expense to the Australian community in the area of health care and community services.  The second way that a person with a disability is a cost, that they present as competition for the scarce resources allocated to Australian citizens and permanent residents who have a disability.  Thirdly, that all people with a disability are going to use the health care and community services.  So not everyone with a disability migrating to Australia actually uses the services and supports that are available.  

I will hand over to Dinesh to talk more about the problems with the health test.

DINESH WADIWEL:   I will try to be quick because of the time signal.  

There are a few problems that are worth highlighting in terms of the kinds of barriers they create.  The first that we think of is it is really a barrier to fairness.  While the health assessment does not actually name disability, the reality is that people who might require costly treatment, in the view of the medical officer who assesses them, are more likely to be excluded from a visa.  

Secondly, it is a barrier to social inclusion.  As Zel has said, this is actually a policy that affects families.  It affects communities in the long‑run.  The reality is that Australia is a migrant country.  This policy does not really discriminate on the basis of ethnicity.  It affects all migrants.  Migrant families can report a story where  either someone in their family or a friend of their family has been excluded from migrating to South Australia because of this health test.  

Finally, it is a barrier to refuge because you have to remember that the health test applies to refugees as well.  The very sad situation is that there are a large number of refugees who have been refused residence in Australia because of their disability.  Of course, we have to remember these refugees are escaping situations of war and trauma where it is very likely that they come with disability, chronic illness or mental health issues.  So the positives seem extremely unfair when you look at refugees as well.  

I will just run quickly through the legal advice that Zel spoke about that NEDA obtained in June 2008.  The advice found that on the face of it, of course, because the health test does not actually name disability, it is not discriminatory on the face of it and it is permissible under human rights law.  However ‑ and this is a big however ‑ it was very clear, in the eyes of the lawyer who looked at the migration law and the UN Convention, the current health assessment can give rise to unjustifiable indirect discrimination against refugee and migrant  disability and the discrimination occurs because, firstly, the threshold for that health test is very low so the large number of people with disability or with chronic illness will fail that test.  

Secondly, indirect discrimination against refugees and migrants with disability may also occur because the evidence requirements are not very strong.  What that means is that it is one medical officer who does this assessment.  The medical officer is meant to assess the health costs over a lifetime.  As you can imagine, for any person it is almost impossible to imagine the kind of health costs that they will incur over their lifetime.  I could have a heart attack in 20 years.  You may or may not know that.  It may attract particular health costs and they may or may not exceed that threshold.  So there are some real problems with the way that the evidence makes the decisions and it is made by one officer and there is no right of review.  At the moment, the test is extremely unfair.  

Finally, indirect discrimination may occur because refugees and migrants with disability who apply, there is a lack of ability for them to actually talk about their own ability to meet their own costs.  So you have a number of absurd situations where relatively wealthy migrants with disability apply to migrate to Australia and are knocked back even though they are in a position, and they say it openly, where they will use private health care and pay for their own support services.  Again the barrister who looked at the Migration Act for us noted that this would lead to indirect discrimination against people with a disability.  

ZELIHA ISCEL:   I will quickly wrap up.  You might be aware that Chris Evans, the Senator for Citizenship and Migration, and Bill Shorten, who is the Parliamentary Secretary for people with a disability, they have announced that there will be a review on the treatment of people with disabilities in migration.  NEDA will make the submission and our two very important recommendations will be, firstly, that the Disability Discrimination Act be applied to the Migration Act 1958.  Secondly, and I guess most importantly too, that the immigration system recognise people with disability as valuable members of the Australian community who also make important contributions to the Australian society.  I think it is very important that their impression of people with disabilities as being a burden on society, as not being able to make up their own minds ‑ they are still going by those old impressions and they really need to update or get back in line and be in tune and realise that people with disabilities do actually quickly realise that people can contribute even though they have a disability.

Thanks very much.

Mind the Gap: Human Rights Experience of People with Little or No Speech – Jan Ashford
CAUS developed and implemented a Monitoring tool and we would like to share our experiences.  

Mind the Gap: The Human Rights Lived Experience of People with Little or No Speech.  The rationale behind the HR Monitoring Pilot program was the belief the existing system being legislation, policies etc failed many of CAUS members when it comes to protecting their rights.

CAUS – Communication Rights Australia provides individual advocacy and information to people with little or no speech.  Our research has found that individual advocacy has not provided the mechanisms to bring the change required to protect all our members' rights.  As advocacy works for those who have the capacity to ask for assistance and those who are not able are left behind.  Further people are fearful to take action because of repercussions from people in authority.   In addition there is no mechanism checking on the health of the community regarding how people's human rights are experienced.  

I would like to outline our experience at CAUS - Communication Rights Australia and I represent the membership who has asked me to present here today.

The three points we would like to put forward are:
· our experience of monitoring and what was revealed; 

· the benefits of monitoring; and 

· areas of concern and lessons learnt.  

"It is difficult to think I have rights when I need people to do my care and help me communicate".  That was a comment from of one of our members when we talked to them about human rights and what it meant to them.  

Our Experience of Monitoring and what was revealed:

CAUS adapted its advocacy process in context of a scoping paper completed in 2005.  We reviewed mechanisms available to get better outcomes for people with little or no speech.  We commissioned a discussion paper which was completed on ‘Auditing and Human Rights’.  An overseas visit provided little input to grass root monitoring programs.  

Top priority for CAUS was to let our members know about human rights prior to monitoring their experience.  We felt very excited because we believed Human Rights was going to be a wave that washed over all and made it better for the vulnerable and oppressed.  CAUS was very positive.  We needed to ensure our members knew about rights and how to exercise them. 

First task was the development of a Human Rights Training program which included information on Monitoring.  

From here we developed an Audit Tool.  The Tool was a series of questions on what were the lived experiences of people from our community.  It was a questionnaire around the convention as well as the Victorian Charter of Human Rights.  

We talked to 30 people, randomly selected, and we employed outside facilitators to carry out the interviews.  What we found:

1. A huge difference between the human rights legislation and the lived experience of people with speech difficulty;  

2. People with communication speech difficulty lived isolated lives, and as a result, their rights were very easily overlooked;

3. There were many discriminatory practices within the community and government departments which impacted upon people's rights.

Let's just take the last issue first.  There are a numbers of people with speech difficulties who rely on other people to support their method of communication.  This means people having the time to communicate, a desire to find out what the person wants to say, and understanding of the process.  

If the receiver of the message does not have the right attitude to receive the communication - communication may break down.  It takes time to communicate and to support the person to communicate and to eliminate the barriers.  

An example is found in schools.  We have a number of advocacy cases where the schools do not provide appropriate levels of staff training or have understanding on how to support the student who has little or no speech.  Within the classroom communication is the critical tool for learning, reading, writing and thinking.  The impact of barriers within the school environment leads to poor literacy and academic results.  This leads to young people not having an equal chance in the classroom.  Further their opportunity for employment is restricted and we now see very few people employed in open employment throughout Australia. In addition there is limited availability to income and as a result more reliance on the welfare system.  

So we look at the second point, which stated that people who lived on the margins of community have their rights easily overlooked.  Although our members live within the community in their own homes their access to mainstream community is limited.  They do not have the supports required to access the community and easily become prisoners in their own home.  They are reliant on funding for someone to go out with them.  

Some of the results stated that people feel they cannot access the community freely, interact with the general community, hence socialisation is restricted.  This can be a major problem.  Yet there is an acceptance by some "we don’t care if people do not want to communicate with us” but it becomes an issue when there is an emergency and they need someone from the community to communicate with them quickly.  

Results showed 59% of the people felt that they were able to communicate freely with their service provider and received information to allow them to make a decision.  Yet just under half of people reported being able to communicate independently with their doctor.  

Further 76% of people reported that they had access to health services as required but only 41% reported they had access to therapy.  

53% felt that they were not treated as other members of the community but 35% felt that they didn't have the same rights as other members of the community.  

The third point identified was that there is a shortfall between human rights legislation and the lived experience.  A healthy community is required and it’s about protecting the human rights of all our citizens.  11% of our members reported that they didn't have a means to communicate in all situations and that in itself was an infringement of their rights.  94% said that they had their basic needs of foods met, 82% said that their housing and health care were met, while 64% said that their education needs were met.  82% voted in the federal election; 76% in State election; and 65% in local.  

The benefits and concerns of Monitoring: 

A Monitoring Tool obtains information about human rights, their application and effectiveness

Monitoring tools are designed to gather information and measure against benchmarks or standards. 

Australia is obliged under each of the international treaties to report periodically to the United Nations about the implementation and realisation of rights for their citizens.

It applies to everyone.  HR discussions should be a community approach not a disability;  

Australia is obliged under each of the international treaties to report periodically to the United Nations about the implementation and realisation of rights for their citizens.  Human Rights apply to everyone.  Monitoring tools are great tools but you have got to be very careful how you implement them and be very respectful of the people.  You have got to be inclusive.  This might mean how do you include someone who has no means to communicate?  If you are really going to go down this path of monitoring, it is a huge issue to be inclusive.  

Lessons Learnt:

Education must run alongside the collection of data.  You cannot do it in isolation. 

Use of language and amount of information collected: accessible information is essential for many people as questions may not be understood therefore people may respond to protect their embarrassment.  In addition do not collect too much information at one time because it is overpowering.  Further you need to ensure, if you are speaking to somebody about their experiences, that there is follow-up advocacy if required.   

There needs to be general community comparisons to ascertain gaps within systems.  

A systematic approach and attached funding to the collection of data is essential to ensure the information is reliable.  

It is important to have both a community reporting as well as a Government response.  This will guarantee a robust report to the UN.  Gaps need to be highlighted so they can be responded to in future action. 

Outcomes:  two sets of recommendations - CAUS internal processes and the development of the tool.  

Internally: CAUS needs to improve our systemic advocacy processes.  Further we need to develop a database around human rights, use human rights in advocacy arguments and provide more information on human rights to people.  

CAUS has established systemic advocacy around the ‘right to communicate’ and this includes being able to choose the method of communication without being constantly questioned.  

A human rights database is being developed that will promote advocates to collect data on infringements, use arguments focusing on rights and implement strategies based on the key principles. A yearly report will be provided to Government.

Human Rights Education is essential.  All CAUS advocates undergo training.  A mentoring process and support program is provided to each advocate.  An issue comes to CAUS - we analyse and respond from a human rights perspective.  Training is provided to our community throughout the State.  CD version is also available.

To finish, we have travelled a long way and we are still struggling with many issues.  There are many matters we need to consider but we are confident that we are heading in the right direction with human rights.  On behalf of the people, we have had some wonderful outcomes using human rights with service providers and government departments.  We are nowhere near the end of our journey but our members and staff feel very happy with the direction.  Evaluation from people requesting advocacy support has encouraged us to continue with the process of monitoring and supporting our members on experiencing human rights from a grass roots perspective.  

Monitoring the UNCRPD through Disability Action Plans - Edward Birt & Deahnne McTackett
DEAHNNE MCTACKETT:   My name is Deahnne.  I'm from Life without Barriers in Newcastle and we are here to talk about Life without Barriers accessibility action plan and how it monitors the CRPD through disability action planning.

EDWARD BIRT:   Hi, my name is Edward.  I'm the national disability practitioner from Life without Barriers.  We are here to give you a brief introduction to the practical application of article 9 of the CRPD and the accessibility action plan which was launched on International Day of People With Disability 2008 at Life without Barriers.  

DEAHNNE MCTACKETT:   Our aim at Life without Barriers is exactly what the mission statement says; to break down barriers to life's opportunities so that there is no barriers for anyone.  Everyone can participate in life as they want to.  

EDWARD BIRT: I think a lot of those disability services have those wonderful names so it is a good name.  I like the name.  I hope you do too but it is very easy not to live up to expectations.  

DEAHNNE MCTACKETT:   So the accessibility action plan was put into place by the National Disability Consultation Group in 2008.

EDWARD BIRT:   This group is a really exciting group.  Life without Barriers, for those who don't know, is a nongovernment organisation, a secular organisation which operates in all the States and territories in Australia and we have got here representation from Wollongong, Dale is from Townsville, I'm from Sydney, Martin is from south‑east Queensland.  We have got people from various parts of the organisation in terms of management, direct support roles, lived experience of disability etc. So these people we are indebted to for the development of this plan for our organisation and the consultation process is really a key for getting it right for your service as well, or wherever you are working.

DEAHNNE MCTACKETT:   The accessibility action plan's main focus was on article 9 of the CRPD to eliminate barriers and to take action to do that straightaway.

EDWARD BIRT:   Absolutely.  I think we made specific reference to article 9 within the accessibility action plan as well.  It was very deliberate that we reference the recently ratified international legislation, which we were very excited about.

DEAHNNE MCTACKETT:   The accessibility action plan, which was put into place as Edward said on National Disability Day, it affects and benefits everyone in the community and it stops discrimination.

EDWARD BIRT:   Yes.  There is a reason we didn't call it the disabilities action plan as well.  Because our service supports children and young people in out of home care and people with mental health issues as well.  So we wanted people to make sure that they realise this is for everybody.  It is about finance, it is about IT, it is about human resources, it is about everything.  Because what was happening was people were going "That's a disabilities action plan.  Okay, we will give that to Ed and the disability team".  "No, hang on.  This is going to affect your recruitment processes.  It is fundamental to everything we do", so that was deliberate, "and all those other things".  There is wonderful resources, as people have identified, on the Human Rights Commission web site you will find as well.

DEAHNNE MCTACKETT:   To make the accessibility action plan work you need to listen to people with the lived experience.  They are the experts.  So Life without Barriers, one of their main aims is to listen to clients and people living with disabilities to find out what would be best for them and what they want in their lives.

EDWARD BIRT:   Absolutely.  And the other point I think Dee was making is around the fact that all services have these forums already.  You have team meetings, complaint processes, incident reporting.  You have got everything under the sun.  So if you just use and listen to the systems and processes that you have in place already, it is not necessarily a matter of reinventing the wheel.  It is about focusing on what the issues are and really listening.  

I thought we would just quickly outline the process very briefly.  I do think the important thing that many people we have heard talking of today is about attitudes.  I like, as well, the comments from Robyn this morning around allies.  I think the most important thing is to develop a real buy‑in from everybody within the agency or wherever you are working for because if we sort of just go from the point of view of legislation, good luck to you.  We have really got to get the property and fleet manager on side with this and the finance officers as well who might not see this as their area, but if we don't change attitudes there ‑ or the front reception desk is another place to look at as well ‑ if we don't change attitudes there, we are in big trouble.  We can shout and scream however we like but we really have to create that buy‑in.  

Planning, research, shared goals: we spend a lot of time in formulating shared goals around this action plan.  If we don't know where we want to get to, we are stuffed.  It is a bit like the old individual personal‑centred plan processes where you start with the goals of the individual, where they want to get to, and you consider their support needs and how that works into that scenario.  But the shared goal setting is really critical, making sure that the plan is developed and then you have the opportunity for people to say what they think of it, getting it signed off.  

Dee and I presented the plan at board level.  We took it to the board in August last year because we knew that there were serious financial implications around this plan because of tenancy agreements that we have in inaccessible premises, for one example.  Web site design ‑ there are so many things we need to do better but that is why we needed board level buy‑in.  I have actually recently negotiated that the plan sits with either the CEO or the national operations manager as well because it is just too important.  

Launch it: we did the international day.  I think it was a good chance to do it.  Chuck it in on 3 December and then implement, monitor and report and it is early days for us at the moment.  Obviously that is the cycle.  

DEAHNNE MCTACKETT:   The five target areas of the accessibility action plan are awareness, physical access, information access, client participation and employment access.

EDWARD BIRT:   And for all those areas there are actual goal statements associated with them.  I think develop positive knowledge and attitudes to accessibility at Life without Barriers is a goal statement for that target area number 1.  Then we have a range of strategies within that target area and they are not perfect.  Already we are seeing them being ripped apart, which is great.  So you will see this plan and you will go "That's crazy", but the thing is, it is giving people a licence to move forward.  So that is the important thing.

DEAHNNE MCTACKETT:   To monitor it we have the AAPRG, Accessibility Action Plan Reference Group, and Ed will talk a bit about that.  

EDWARD BIRT:   We have a range of people and strategically you can see Todd Fisher at the back.  He is our property and fleet manager.  He has the right attitude, this guy.  I am over the moon with him.  He is great.  You will see what I mean in a minute.  

Also, we have an independent.  Susan Thompson from Vision Australia is an independent on the panel.  I am thrilled to have Susan.  She is a wonderful advocate for people with blindness and vision impairment.  I think people are learning a lot from her.  We have a range of backgrounds and HR people and management.

DEAHNNE MCTACKETT:   One of the ways we are monitoring it is with audit tools.

EDWARD BIRT:   I will just quickly talk about this. We have audited 59 of our premises across the country.  They are public accessibility offices, day services etc. What we have done is developed a tool on the building codes of Australia, a standards tool which we have come up with a seven point assessment tool.  Zero means if you have a mobility impairment you can't get in the building.  As you can see, it is a warts and all look at our agency but you can see a massive one in three of our buildings are actually inaccessible.  It’s quite unbelievable but we now know where we stand with this.  

What we have also done now, for managers, is to put on our brochures and things where you state if your building is accessibility and no manager likes to have that on their brochure.  So it is a nice little "When are we moving?" or "What are you doing to the modification to sort this out?".  And this is the main reason it is a five year plan, unfortunately, because of some of our lease arrangements.  

Also, as I was saying, we have mental health and out of home care services and because of the level of actual awareness in some of those services, they kind of thought mobility disability wasn't important to them.  So this is the reality, that people just are not thinking too clearly on this at the moment.  Again, we want this to be a “light bulb” moment for people.  At the moment it as outrageous, scandalous, it is all those things Rhonda was talking about this morning but at the same time we want it to be a light bulb moment and for people to move things forward in a positive direction.  We can reserve our right to be outraged and we will be calling on management or the chairman of the board to do a bit about that if it was required.

DEAHNNE MCTACKETT:   This is one of our new buildings.  This is head office in Newcastle and it was a two‑storey building but thanks to the accessibility action plan and Todd Fisher they are already making changes so it is more accessible.  You can see the little box down on the right is where the elevator is going to go in and it has indicators on the stairs and I'm not too sure what else has been upstairs because I haven't been up there.  

EDWARD BIRT:   Yes, exactly.  I think Dee is excited and looking forward to seeing what is going on upstairs but this is a practical example of what this plan has achieved already.  So it is our national office but there were many silly statements like "That's okay, it is only the national people working up there".  You know, honestly, I'm not joking, but don't kid yourselves about the levels of understanding.  I know you don't, I know you don't, but we just have to let that almost wash over ourselves sometimes and think practically.  

Now we have an elevator on a boat, on it’s way to us from Switzerland, so that is great.  That is a practical outcome.

DEAHNNE MCTACKETT:   Monitoring, communicating and reporting. 

EDWARD BIRT:   As part of our annual reporting, we are building that into our annual report.  My boss is always asking me for update reports.  She wants one for next week's board meeting, for example.  So it is being built into the reporting cycle and we are still working on that in terms of the actual forms of formats for people but it is happening and it is starting to filter through.

DEAHNNE MCTACKETT:  It is all about giving yourself the licence to change.  

EDWARD BIRT:   Yes, we just wanted to say there that it is a national plan.  It gives you the licence much like the CRPD as to change.  Again this plan will form plans which will form plans.  It is a licence to change.

There you go.  Good luck.  There are copies of the plan available here too. 

UN CRPD Monitoring and Implementation - Kevin Cocks & Therese Sands
KEVIN COCKS:   Thank you Karen, and thank you for the opportunity to speak today.  Before that I would like to acknowledge the traditional owners of the land that we meet here on today. I think there is some very strong parallels of this gathering and when indigenous people come together to meet to talk about the future and the ways that they were moving forward, and today we are here to talk about the future in quite significant ways that we potentially can bring reform.  

I would like to start with a quote:

"Where, after all, do the universal human rights begin?  In small places, close to home ‑ so close and so small that they cannot be seen on any maps of the world.  Yet they are the world of the individual person; the neighbourhood he or she lives in; the school or college he attends; the factory, farm or office where he works.  Such other places where every man, woman and child seeks equal justice, equal opportunity, equal dignity without discrimination.  Unless these rights have meaning there, they have little meaning anywhere.  Without concerted citizen action to uphold them close to home, we shall look in vain for progress in the larger world."

I quote Elena Roosevelt from a speech in 1948 and how relevant her words are today.  

In our society, some people with disability are fortunate to have benefited from the last 20 years when human rights started to become discourse in the disability world.  They have benefited from personal, community and government networks that work.  Unfortunately, they are far and few between.  However, for many, and I say most persons with disabilities, they are subjected to multiple and aggravated or continuous harmful forms of human rights violation, including the neglect of their basic survival‑related needs.  Virtually every Australian with disability encounters human rights violations at some points in their life and very many experience it every day of their life.  

In 2009, in one of the most enlightened and wealthiest nations in the world, it is possible for persons with disability to die of starvation in specialist disability services, to be raped or assaulted without any reasonable prospect of these crimes being detected, investigated or prosecuted by the legal system, and to have their children removed by child protection authorities on the prejudiced assumption that disability simply equates with incompetent parenting.  

The Convention on the Rights of Persons With a Disability sets a very ambitious agenda for all governments and societies to respect, protect and to fulfil the human rights of persons with disabilities, yet the Australian government's recent national interest analysis undertaken in the lead‑up to its decision to ratify the CRPD concluded that Australian laws and programs are, in all essential respects, compliant with CRPD rights and obligations.  I would say this has been a deceptive victory because we know in policies and practice, and in the real lived experience of persons with disabilities, there is a long way to go.  

But before we can properly ascertain Australia's current level of compliance with CRPD rights and obligations we must come to terms with the fundamental character of human rights obligations in general and the specific character of CRPD human rights obligations in particular.  State parties to international human rights treaties accept three levels of obligation in relation to these rights.  They must respect human rights, they must protect human rights and they must fulfill human rights.  The obligation to respect requires States to refrain from violating human rights.  The obligation to protect requires States to prevent other actors from violating human rights, and the obligation to fulfill requires States to take active steps or positive action to ensure that right may be realised.  

These different levels of obligation may be illustrated with respect to the right to life for persons with disability perhaps in the health system.  In order to respect the right to life a State ought to remove all barriers so persons with a disability do not experience discrimination in any aspects of the health system.  In order to protect the right to life in the context of the health system, a State ought to take measures such as enacting and enforcing laws to prevent discrimination in the provision of health care, particularly with respect to life‑sustaining treatments, or end of life or palliative care.  

In order to fulfill the right to life, States ought to take measures such as those necessary to ensure the higher standards of health are obtained by persons with disability.  We know where people have been in care, particularly in large institutions.  There is a recorded history of people having poor dental care, poor nutrition, lack of sunlight, lack of exercise, often resulting in osteoporosis.  However, the right to life is not restricted to health services.  It, equally, is applicable in the context of main roads in the Department of Transport to ensure that they do everything to ensure the safety of persons with disabilities in crossing a road or using public transport.  In Victoria, you all know very well of people who have been killed in level crossings. It could be argued that the government had not met their obligation to respect and protect people from those dangerous situations.  

So when assessing Australia's level of compliance, we must interrogate to the degree to which implementation action equips these three levels of obligation.  It is not simply a question of whether national laws violate or fail to respect CRPD rights.  

The CRPD will be as effective as we give rise to.  By that I mean it requires more than lip‑service from authorities and it requires discernment and vigilance by people with disability, their families and allies to be keepers of the dream, to be actively involved to ensure persons with disability's human rights are respected, protected and fulfilled.  

The CRPD provides all of us an opportunity to engage in and contribute to cultural change or a paradigm shift as called for by persons with disability in the development of the CRPD.  

There was a very, very, strong call by all people with disabilities about "nothing about us without us" but they saw the CRPD as the tool or framework to create that so overdue paradigm shift.  What does a paradigm shift mean? 

People's decision‑making frameworks are significantly influenced by their personal values, belief systems and commonly held assumptions about class, culture, race, gender, sexuality and in particular disability.  Two dominant models historically have shaped how the world understands and engages people with disability, and we all know them: the moral model, which is based on religious mythology and it regarded disability as a result of sin and shame.  The medical model of disability emerged as science took over from religion in the explanation of natural phenomena.  Of course, under this model we are treated as diseases or illnesses to be cured by doctors and when the cure is not coming the problem is located within ourselves and, therefore, there is no obligation on society to make a place for people with disability and support services tend to be limited and inadequate and the lives of people with disabilities are determined by professionals.  

What are the effects of these powerful paradigms that we have been living in?  For people with disability, it has subjected us to social degradation, including rejection by family, neighbours, workers and services; isolation from non‑disabled peers; restricted options for development, group and enrichment; concentration of people with disabilities into social groupings of rejected people; a very circumscribed set of role options; loss of control and autonomy; material poverty impacting on health, housing and life expectancy; diminished sense of individual (inaudible); and uniquely, restricted social relationships resulting in a lack of allies in times of need and neglect, damage and abuse.  Society's beliefs and attitudes about disability are not mistaken in any simple way.  In fact, each of them contains a kernel of truth about encounters between those with authorities and those of us with disabilities.  However, when tacit theories and assumptions like this underlie public policy and social relations, they severely limit the life opportunities of people with disabilities, their families and allies.  

The CRPD provides us with a framework to realise this much called for paradigm shift.  In fact, the targets for this shift are not only government policy‑makers, it must also include people with disability and their allies.  Last but not least, it also must include the broader human rights sector.  

In closing my component, I will leave you with another quote that came out of a 1993 community citizenship forward‑thinking report in the Netherlands:

"Belief in the values of the common people is their only hope.  We cannot judge from how people behave under pressure of a society that forces them to compete for self‑interest, or to be excluded.  We must step out of our narrow, social environment and learn to know the underprivileged who have never participated in our activities when we have them with us.  That will be real change from below."

THERESE SANDS:   

While the Convention on the Rights of Persons with Disabilities (CRPD) provides us with a framework to create a paradigm shift from social welfare to human rights, it is only effective if we use it. As Kevin has said, CRPD will be as effective as we give rise to it.  The CRPD is a tool; and implementation means we need to use this tool, and use it skilfully.  

Now this may sound simplistic (yes, we know we have to implement the CRPD; yes, it is a tool for change) but my key points here are:
The CRPD is not a solution or cure-all in itself:  if I can use an analogy that a colleague used a couple of weeks ago at a forum for people with disability to discuss a National Human Rights Charter, he described the process of realising our rights as a process of digging in hard ground with our hands; we now have a shovel or a tool to dig the hard ground (the CRPD), but we still have to dig.  
It was the lack of recognition of our rights that lead to the formation of the disability rights movement over 25 years ago; it lead to active lobbying and advocacy by people with disability about our rights; and it lead to the development of the CRPD itself – and we need to remember that the development of CRPD was significant in that, unlike the development of other Conventions, people with disability played a significant role in the negotiations at the UN (representative organisations of and for people with disability played a significant part in the development of the text of CRPD).  This makes CRPD our tool and we should own it, be actively using it and teaching others how to use it too.

Yes, we want governments to implement the CRPD, but it will still be our role to advocate for this to happen, and to advocate for how it happens.  

We know that government policies and programs are often based on agendas other than human rights; and in many cases governments have been active in instigating human rights abuses against people with disability.  For example: we only need look at the NSW Government’s current policy of redeveloping (literally building) institutions, not closing institutions for people with disability and describing this policy as innovative and in line with human rights.

And, we want the human rights sector to implement the CRPD.  The human rights sector is so experienced in using human rights mechanisms – using different Conventions in its advocacy; participating in monitoring processes such as the development of Shadow Reports; and using the UN system.  Yet, in the main the human rights sector has not included people with disability in their work nor have they understood how human rights apply to people with disability.  We have been marginalised, ignored or completely excluded by this sector.  I think this has changed slightly over the last few years, largely because of the development of CRPD – it has forced the human rights sector to take notice of us because the CRPD firmly places people with disability in the realm of human rights.

So the CRPD is our tool and we should own it, be actively using it and teaching others how to use it too.  There is a significant opportunity and a need for people with disability, our representative organisations, disability advocacy organisations and our allies to implement and monitor the CRPD, to use it to ‘protect, fulfil and promote’ the rights of people with disability (as Kevin outlined); as well as to lead the human rights sector in understanding, implementing and monitoring our rights; engaging in human rights mechanisms, including the UN reporting process.

This is our role in the implementation and monitoring of the CRPD.

However, I think this poses some challenges for us.  The fact that we have, in the main been marginalised from the human rights sector and not traditionally engaged with human rights mechanisms and reporting processes means that we need to build our own capacity to do this – to build our own capacity to develop within the disability sector, within government, within human rights organisations and within society as a whole an understanding of CRPD, the paradigm shift it embraces, the rights it enshrines.  

Kevin and I thought it might be useful to look at these challenges from a practical point of view.  I’m not saying we have all the answers to how we might go about this, but I would like to provide some practical ideas or questions in relation to this.

It might be easier if we look at 3 interconnected levels to begin to look at our role in CRPD implementation and monitoring:

Three Levels:

1.
Local 

· within our organisation

· the area / region

· people with disability we represent / work with
2.
National 

3.
International

Local level implementation:

By "local", I mean within our own organisations, not only those organisations that are national but also those that are regional organisations, working at a very grassroots level providing representation and advocacy.  

We also need to look at how these organisations implement and monitor CRPD at the national and international levels.

We need to acquire knowledge of CRPD 

· the Articles; the structure; the relationship to rights in other human rights conventions:

· www.humanrights.gov.au
Strategic plans, advocacy plans should be developed in the context of CRPD

At the local level, I think it is really important that we acknowledge that perhaps some of us are not yet familiar with the convention.  We need, within our organisations, to begin to acquire knowledge of the CRPD, what the different articles are, the structure of it, what are the general obligations.  When people talk about civil and political rights and economic cultural and social rights, what are the articles that they refer to?  What does ‘progressive realisation’ mean and ‘immediately realisable’; and what do these mean for our rights? What are the relationships to the other conventions?  

There are a number of useful resources that can assist with this – on this slide, I have just referenced the website of the Australian Human Rights Commission where there are a number of resources on CRPD. We need to use resources such as these to educate ourselves and our staff to be ‘literate’ in CRPD.

As well as becoming CRPD ‘literate’, we need to begin to redevelop our strategic plans or our advocacy plans in the context of the CRPD.  So if, for example, we are working on voting rights, we need to be clear that our plans refer to CRPD article 29, participation in political and public life, so that our advocacy can be aimed at achieving the CRPD (as a minimum).  In this way, our advocacy is clearly aimed at achieving CRPD right; it enables us to engage in CRPD implementation and monitoring.

We need to understand issues for people with disability in the context of the CRPD 
· document issues in terms of human rights violations (for example, databases / case studies)

· reframe service dominant language

· Human Rights Indicators for People with Disability: a resource for disability activists and policy makers

We need to develop partnerships / work collaboratively with human rights organisations

We need to develop partnerships / work collaboratively with all levels of government

We also need to understand the issues and concerns of people with disability in the context of the convention.  So by this, as an example, I am thinking of how, at People with Disability Australia we have documented individual and systemic advocacy issues with reference to the CRPD articles within the systems we use for recording these issues – including this information on our databases where we can refer or provide statistics back to the government or our funding bodies; we can include this information in our case studies et cetera for our annual reports or to report to our members.  These are perfect ways to begin to frame our issues in terms of the articles in CRPD.  It enables as to know what articles we are aiming to implement; and then it also gives us a monitoring framework. This gives us immediate reference to how we can monitor implementation – measuring success in our advocacy efforts.

I also think it is an important way to refrain service‑dominant language.  Just to give you an example, the New South Wales Ombudsman is required to produce a disability deaths report, where the Ombudsman provides and analysis of the deaths of people with disability that have occurred in supported accommodation.  Those reports provide case studies around the situations of people who have died in care and they talk about failures within the service system, for example, not providing adequate nutritional support or service staff or not having appropriate training.  But nowhere are those case studies framed in terms of human rights violations, such as violations of CRPD article 10, the right to life or CRPD Article 16, the right to be free from exploitation, violence and abuse.  So it is important that we frame these issues this way, that we talk the language of rights and not the language of the service sector.  

On this slide, I have referenced the Human Rights Indicators for People with Disability: a resource for disability activists and policy makers.  This is a very valuable resource for beginning to look at our issues in the context of human rights rather than a service system framework.  It has been produced by Queensland Advocacy Incorporated and available on the Australian Human Rights Commission website.

We also need to develop partnerships, and work collaboratively with human rights organisations.  Many of us already work in partnership with disability organisations, and are members of a range of networks, such as the Victorian Disability Advocacy Network (VDAN), the NSW Disability Advocacy Network (NDAN) and the Disability Advocacy Network Australia (DANA). We need to develop these kinds of formal and informal networks with human rights organisations.  

We need to see that we are the human rights experts on people with disability, and we need to present ourselves that way also with all levels of government.  We are the human rights experts on people with disability; and we need to be actively engaged with our local human rights organisations as they will need to incorporate advocacy for people with disability into their work as well.  

National

· Partnerships / collaboration with human rights organisations, disability organisations and government

· Participate in Shadow Reporting processes 

· not just CRPD

· Participate in the development of Government Reports to UN (CRPD Baseline Report)

· Participate in national policy development processes: National Disability Strategy, National Human Rights Consultations

At the national level, of course, we also need to develop partnerships with human rights organisations, disability organisations and government.  This is important to feed-in our local issues, reporting, data, case studies etc to the national level. 

We have talked throughout this conference about the importance of shadow reporting.  A NGO CRPD Shadow Report will be important for us to engage in, as this is a way for NGOs to provide the status of people with disability to the United Nations; but there are other shadow reporting processes taking place that we can use to talk about the rights of people with disability.  At the moment, the shadow report for the Convention on the Elimination of all forms of Discrimination against Women (CEDAW) is being developed.  It is really important that organisations that work with women with disability or have information about women with disability, ensure that that information is included in the NGO CEDAW Shadow Report to the United Nations.  The NGO shadow report for the Convention on the Rights of the Child, is also beginning, and again this report should include information on children with disability.  So there are some disability organisations that get involved in that but we need to be engaged in these processes, and not leave it to human rights organisations to include our rights – and as discussed before, this is not always likely to happen.   

Working with human rights organisations is an educative process for both parties (we learn human rights mechanisms; they learn disability).

At this point I just want to flag that there has been obvious support during this Conference for the development of a shadow report, an NGO shadow report for CRPD, and I am really pleased that I can announce that People with Disability Australia, Queensland Advocacy Incorporated and the Disability Discrimination Legal Centre of New South Wales, are in the process of negotiating a retainer ‑ I think that is the legal language ‑ for pro bono support from a law firm where we will have that support for one year to assist us to develop a shadow report.  Importantly, we now need to develop a project group to support that and we are very excited that AFDO have agreed to be part of that project group but we will also be inviting other representatives and networks from advocacy, the legal sector and the disability sector so that those networks can work to their local level to gather the grassroots information that we need to formulate the shadow report.  So we are in the early stages.  I won't say more about that now, but I wanted to mention that because it has been discussed here a number of times.  

The organisations: People With Disability Australia, Queensland Advocacy Incorporated ‑ Kevin is the director of that organisation ‑ and the Disability Discrimination Legal Centre of New South Wales. These three organisations participated in several of the ad hoc committee meetings and were quite active in the development of the convention at the UN.  

Just moving on, we also need to participate in the development of government reports to the UN.  The Australian Government has to make a number of reports to the UN about their obligations in relation to a whole lot of conventions and, they will shortly be beginning the process for the CRPD baseline report.  We should be providing our expertise; our knowledge of the issues we work on (reframed in terms of CRPD and not service delivery) into this process.

And we also need to do this by participating in national policy development processes like the National Disability Strategy and the national human rights consultations.  These are very important processes to advocate for implementation of CRPD – that is, our participation should be aimed at ensuring that policy should be developed in line with the CRPD so that policy aims to implement CRPD rights.  Policy processes should include appropriate reporting frameworks so that CRPD implementation can be monitored through those national policy development processes. 

International

Need to understand and engage in the UN review process:

· Government and Shadow reports

· UN CRPD Committee (other committees)

· Pre-sessional Committee meetings

· Constructive Dialogue

· Concluding Comments

· UN Special Procedures 

· Rapporteurs

· Universal Periodic Reporting

My time is coming to an end but very quickly let’s look at the international level.  At this level, we need to really understand and engage with the UN review process.  This is where the formal reporting and monitoring process occurs in terms of the Australian Government being accountable to the UN for CRPD implementation. 

But it is not just about the Australian Government report and the NGO Shadow report to the UN.  The reporting process has a number of elements that we can participate in to raise our issues and concerns.  

One of these is establishing relationships with the UN CRPD committee that will review government’s progress in implementing CRPD.  We are lucky to have an Australian, Ron McCallum on that committee, as this makes it easier for us to establish a relationship with the Committee. There are a number of pre-review meetings that the UN CRPD committee will have prior to looking at the Australian Government report and these meetings provide another opportunity to engage with the committee to raise issues and concerns prior to the review proper.

During the review, or "constructive dialogue" as its called, it is really important to have NGOs at this process to lobby the committee to ensure that they understand the NGO issues and recommendations, the issues and recommendations we have documented in the NGO shadow report.  The more influence we have on the CRPD Committee, the more likely they are to make recommendations to the Australian Government that address our issues and concerns.  These recommendations to the Australian Government, or ‘concluding comments’ as they are called can then become an additional tool for us to assist our ongoing advocacy to Government; to keep them accountable for CRPD implementation.  

Another element in UN human rights mechanisms is what is called "UN special procedures".  This is where the UN appoints a person, called a "rapporteur" to investigate and report on particular issues, such as violence against women or the right to adequate housing.  A Special Rapporteur will visit a country to talk to the government and NGOs to investigate an issue and then report back to the UN.  For example, the Special Rapporteur on the right to adequate housing visited Australia a few years ago.  As part of that visit, People with Disability Australia conducted a roundtable of representatives from disability organisations to present the key issues and concerns for people with disability in relation to housing.  These were included in the report to the UN.  Importantly, this report provides advocates in Australia with further tool to raise issues related to housing for people with disability in Australia.

Finally, I will briefly mention a new process that has developed out of recent reforms in the UN.  This is the "universal periodic reporting", which is required of governments, and this report is meant to contain a status of all the Government’s human rights obligations in one report.  It is another reporting process that will be valuable for us to engage in.  

I will leave it there.  That is really just some food for thought.  Thank you.  

Implementing and Monitoring the UNCRPD: a FaHCSIA Perspective - Leanne Merrett
It is a great honour for me to be invited to speak here.  There is a wealth of knowledge in this room which has been demonstrated already in the last two days and, in fact, a lot of the things that I would like to express have already been covered.  

Now, I have a presentation.  First of all, I'm here to really speak to you from FaHCSIA's perspective.  I can either be taken as one of the 80 persons whose lives have been touched by disability or potentially one of the three per cent in the Public Service who may have a disability myself.  You would not necessarily know that.  I can tell you that in my immediate work area we have very close to 20% of people with disability so I have some claim that people with impairment are involved as closely as possible in our immediate work.  

In terms of implementation and monitoring, I have really chosen to talk about it as a potential lever for change and what that may mean for government. One of the key areas where this change is occurring is all of the work that is happening in the National Disability Strategy.  The strategy is a very important process.  It is the way in which we can try and link the individual stories of people with the interests, the concern and the decisions of government.  

Government is a very complex system.  It is often driven by data, and decisions seem aloof: how do you humanise that system and make the connection so that the kinds of decisions which are made, are meaningful for people; so that the kind of information and data that is collected is the right information; the kind of information that can be used to change decisions or make improved decisions so that people have better lives.  Fundamentally, it is about how do you achieve full citizenship for everyone in Australia, and many people have talked about the issues that relate to that.  

In FaHCSIA we don't pretend to have all the answers.  We are really here as one of the partners, as Robyn Hunt has ably described this morning, in a collaborative sense and how we might take that partnership forward.  The partnership might be slightly uncomfortable at times but that sounds like it is appropriate as well.

What I do have, and what Families, Housing, Community Services and Indigenous Affairs (FaHCSIA) more broadly has  is knowledge of the government's system at a Commonwealth level, an engagement of how that works.  In fact, what we may have to offer is some useful insights into what points in that process it may be worthwhile engaging.  

I'm not going to go through the key facts.  I think everybody has heard those already for this session and earlier yesterday, but one of the key issues about the convention is precisely its uniqueness that others have also mentioned.  This is something that we are very, very, strongly aware of.  It is cross‑sector.  It is across all of the areas which touch people's lives.  It is transport, it is buildings, it is designing legal systems or services, it is education.  It is how do you actually manage to make improvement across all of those areas?  

As Graeme Innes has said, yet someone else who has raised an excellent point, it is about involvement of people with impairment in critical decisions across program formulation.  It is about involving people who know what the issues are; and again the National Disability Strategy is really essential to the way that we move forward.  

I think it is also worth noting that the current national human rights consultation process has already had 17,000 written submissions.  That is an incredibly impressive effort.  I think that demonstrates that there is a degree of interest and concern in human rights as a framework.  We have yet to see where that process goes but I think it is an interesting one very worth watching.  

As I have said, with a unique convention such as this, because it is a tool, it is a potential tool to guide change, it is aspirational in some regards and in other regards it restates things which really should already be in place, but that need new actions or new behaviours.  So the question is about how you bring that about?  How do you achieve a fundamental shift in thinking?  And people have talked about that as the paradigm shift.  It is about moving from the social welfare or charity model to a human rights issue, or a citizenship model, or full democracy for every citizen.  It is whatever language you choose to use to describe that.  But it is also being undertaken in a context in the Australian national government where huge reform is already underway.  These are large processes.  

I am not going to bore you with excessive details but these big changes also present lots of opportunities and those are some of the things that hopefully, in my opinion, we can share with some of the major disability organisations, if you are not aware of them already.  For example, we are moving towards a much more integrated system of performance reporting at the moment; there is an aim to head towards a single integrated system of reporting for States and Territories in particular areas so that you don't have lots of different unrelated sets of data; so that they might actually be more meaningful for people.  

There is an opportunity at the moment for people to have input into that process.  There is a current review of the role of the functions of the productivity commission in the review of government services.  It is probably an obscure report for most people but it is actually really, really important as a process that links into what information  governments actually collect and is that information useful and meaningful?  What is the data that is being used on which those decisions are made?  

There is a discussion paper out on the web site at the moment and I think you have until mid June in terms of putting comments in.  

As you are also probably aware, the initial report from the Australian government on the Convention is due to be lodged by August next year.  That is coming around fairly soon.  After that it is a four year cycle.  

At the moment, the intention is really, we have to draw on existing sources of information because there really hasn't been enough time for enough change to have happened to set up new ways of collecting data.  That work is underway under major agreements, such as the National Disability Agreement, but it is not something that is actually going to be ready to deliver information to use for that August 2010 report because requests for information will obviously have to go out early in 2010.  

These things take time.  The whole issue of defining the data sets and actually starting to collect it can take quite a while, but there is certainly investment now in trying to reinvent that and make it more meaningful.  

We are acutely aware of the role of the NGO sector in shadow reporting and in other independent organisations and we are very interested to hear that the development that Therese has mentioned; that work is proceeding, that there is some planning and development already occurring.  

Looking forward, another aspect of the statistics and data collection which I would like to mention, perhaps throw out there as a concept, of which people may not be aware, because again it may be an obscure government report, is another report by the productivity commission.  It also produces a report that is more thematic and related to case studies and people's work in a very difficult area - where again there was not a lot of data, but over time that is improving and there has been, in fact, significant shifts in policies and programs - and that area is Indigenous disadvantage.  The Overcoming Indigenous Disadvantage Report, may be an approach that people are interested in looking at and how that has evolved.  

There are some questions that are as yet unresolved.  The government is currently considering the next steps in terms of how we prepare for the reporting phase against the Convention, but one thing is clear, and it is obvious in the Convention, that awareness‑raising, as many others have talked about, is central.  There is a role here for the Australian Human Rights Commission as well.  This is something that we are actively in dialogue with them and the Department of Attorney Generals as well, but it is not just with us.  We also consider it to be part of the relationship with the NGOs and the broader disability sector about how that information is shared.  Because after all, I think it may be a little difficult to report on articles in the Convention next year if people are not aware of what the articles are about.  I think that is a very telling factor: are those 80% of the population aware of the Convention and what it contains?  

So this is an opportunity that we have for using the monitoring and reporting process to really provide feedback and to improve the services and lives of people, and that is the approach that FaHCSIA is taking to this; saying "Well, we don't really know what the road ahead entirely is going to look like but we have a bit of a map now and we are pursuing that.  ".  

There are independent reports that are required and we expect that NGOs will be involved in the shadow reporting process, but the human rights commissions, and Commonwealth and State and Territory Ombudsmans, will also have a role.  I must say, that Ombudsmans' roles, I think, are critically important because they have powers to investigate systemic issues.  They can take those reviews on off their own bat and that can be a very powerful tool.  Those powers are very similar to those of a royal commission.  

I am just going to move ahead here because I think we are basically on track.  So our next step in FaHCSIA is bringing the structure of the Convention and the reporting requirements, which we already know is largely going to be undertaken by the Attorney‑General's department because they have a specific function in terms of reporting information.  

Our precise partnership with them and with other areas in government is still developing; that is part of our active dialogue in the National Disability Strategy discussions with other Commonwealth departments but also with States and Territories that is already underway.  So we need to bring that together.  They will be going forward hand‑in‑hand because the NDS is one of the key vehicles for realising many of the aspirations in the convention.  We have got to make it real at a domestic level and at the moment that is the opportunity that we have.  That is our tool.  

The optional protocol has also been mentioned.  Recommendations came forward in March from a Joint Standing Committee on treaties that Australia should go ahead and ratify it.  The recommendations of that committee are currently under consideration by the government.  Hopefully the considerations are not going to take too much longer but again that is something that is in the hands of ministers and not departments.  

I am really going to end it there because I think this is an opportunity for discussion and there are other angles that can be explored.  Thank you very much for the opportunity to participate today.  

A Model for Monitoring – Lesley Hall
My talk today is about a model for monitoring. One of the things when we were planning this conference, one of the strands was the monitoring strand.  So we were really, really keen for us to be looking at how we actually monitor human rights, and when we were looking at some of the keynote speakers that we wanted to have, one of them was people from the International Disability Rights Project.  We were perhaps hoping to have a bit of a hook‑up with them but that was not to come off but this is something that AFDO is really keen to explore with people about how we actually monitor human rights, particularly so that we can have input into the shadow report that is due in October 2010.  As I said before, we were really interested in this model.  There are many, many models.  It is not to say that this model is the right model.  This model is something which, if people are interested in exploring, that is something that we could adapt to our own particular situation.  

One of the things we really wanted to do with this conference was to actually get people's feedback as well about what you think of this model, whether it works in terms of the work that you have already done.  Because I think just from Jan's presentation, that is one of the really important things, that we are in our different work looking at monitoring human rights and how do we actually bring that together so that we have got a consistent voice to government and to the United Nations.  

What other things do we really like about the International Disability Rights Project?  Firstly, it involves people with disabilities.  In fact, people with disabilities are a crucial part of this project.  They are core.  They are absolutely essential.  

One of the other things that we like is that it takes a cross‑disability approach.  So it is just not one particular subgroup of people with a disability but it looks at making sure the voice of all people with disability is included and that includes diversity, ages, different sort of conditions, different degrees of disability.  

It also involves human rights organisations.  So it is something that is a partnership with other organisations that are already doing human rights.

Another aspect of it that we really like is because it looks at the media and it looks at what the media is saying.  How is the media presenting the rights of people with a disability?  What do media articles say?  Do they show people as needing charity, as needing sympathy, or do they show us in our strengths and our weaknesses?  Not necessarily all people with disabilities do good things but how is it presented when they don't do good things?  

The other thing is that it actually examines laws and policies.  So it looks at what are the current laws and policies throughout Australia and it actually examines them in relation to human right charters.  

We talked before about involving people with disabilities in three ways.  One, in terms of having an overall reference group.  Two, as project workers.  Three, as interviewers.  I think to me, this is one of the most exciting parts of this kind of approach because people with disability are actually central to every aspect of the project.  

It also means that people with a disability can get paid employment and this is one thing that a lot of us actually want and it is often very difficult to get.  Particularly the approach that I like about it is that it includes people with disabilities as interviewers.  So people are interviewed by their peers and that means that not only is that good in terms of providing some part‑time employment for people, but it also means that people may feel more comfortable with other people with disabilities but it actually means that people with disability can actually do the work.  

Involving human rights organisations: as I say, this is a partnership approach and that is one of the things that AFDO is very clear about, is that we want to have partnerships.  We want to be able to work with other organisations.  We want to be able to bring people from other organisations together.  There is a lot of groups around who are doing terrific work.  A lot of groups are working on the ground with people and all these organisations have a lot of knowledge about what is happening to people with disability on the ground.  Some of these, of course, are advocacy groups, particularly groups which work in individual advocacy.  Those groups actually know exactly what is happening to people on the ground.  

Human rights organisations: universities.  Part of this approach is to actually work with universities and utilise their research capacities, particularly with law students, to be able to look at laws and policies and examine those.  So they are just a few of the examples of the different types of organisations that it is really important to form partnerships with.  

Cross disability approach: Now, AFDO is quite often criticised for being formed on a medical model but we actually dispute that.  We actually think we do have a cross disability approach because what we do is we actually bring a whole lot of people with individual disabilities together to actually share information and to actually learn and listen from each other.  So because our membership is very strong in that respect, we think we are actually in a good position to be able to go back through those organisations and get different people with different disabilities involved.  

I said before about people with disabilities interviewing each other.  It makes total sense to me that people who are deaf interview other people who are deaf to get information.  People should be all ages.  So not just people between the ages of 20 and 60.  AFDO really believes that people over 65 who have disabilities should be included in the work that we do.  

Coming from different cultural backgrounds, it is absolutely essential that we make sure that any project actually includes people from a range of cultural backgrounds and this is where it is really important to be working with organisations like NEDA to actually be able to get to those people and make sure that they are included.  

We need to involve both male and female and people who have different life styles.  Because one of the things we know about people with disabilities is that we are diverse.  We want to make sure that it does not matter whether you are a Muslim woman who wants to go to a mosque and get support, that you can get it.  If you are a gay man and you want to go night‑clubbing, you can get it.  Whatever your lifestyle is, that it is important to be able to get support. People with disability come from all of those backgrounds and obviously a lot more.  

Part of the project is to actually look at the media: how are people with disabilities portrayed in the media and has this changed over time?  

Now, last year the Office for Disability, in conjunction with Leader Newspaper, did a terrific campaign here in Victoria.  Part of that project, which was absolutely fantastic, was it actually worked with editors and sub‑editors and journalists around language.  So it took on those issues and said "This is the sort of language we want it to be reported in".  At the time there was terrific commitment to that but I also noticed that things started to creep back into papers so that while some things have an effect for a certain period of time, unless there is fundamental change and fundamental understanding of that change the language keeps coming back into the media.  

So that is I think one of the reasons that media is very important in terms of monitoring it.  Because the media basically will reflect what the rest of society thinks.  So if the media has stopped using these words and started really presenting people in really positive lights, then I think that is a really good indication that society again is starting to get this.  So if we can see a consistent change and no creeping back in language and no creeping back in showing people with disabilities as the poor unfortunates, then I think that certainly is a really positive sign that we are actually starting to get some change within the community's views.  

Laws and policies: I said before, one really important aspect to this project is to work with universities and other organisations.  This particular approach likes to actually engage research students, particularly around laws and policies.  To actually look at those laws and policies and look at what they actually say and do they support the implementation of the United Nations Convention on the rights of persons with disabilities.

Interviews: as I said before, it is really important that people with disability are employed to interview other people with a disability.  To me, this is one of the strongest parts of this project because not only is this about monitoring, it is also about capacity‑building.  It is about building up the strengths of people with a disability and also building up the strengths of linking those people into other organisations of people with a disability.

What next?  Okay, as I said before, this is one approach that we are looking at.  We are not committed to this approach but we want to put it out there and see what people think.  We also want, through the course of this conference, to actually find out what people are interested in doing.  Are people interested in coming together around Australia to actually look at how we actually monitor so that we can actually feed back into the shadow report?  But not only that.  Then, how we use that information after that.  So the shadow report is not the be all and end all but it is part of the process.  

I think, Jan, you were saying some really interesting things and I know that other organisations have done this in their work as well.  That there are things that we need to look at.  You know, you go out and you talk to people and people are a little bit sick of being consulted, but quite often if you talk to people about their lives it will reveal things that actually show how their rights are being abused.  You can't just walk away from those people.  You have to be able to link those people into other organisations so that if they want to get assistance they can get assistance.  So I think there is quite a lot of little things that we can explore along the way.  

My information about this can be got from the web site address.  If you would like to find out more about this, just get onto that web site but please come back tomorrow afternoon.  I'm not going to go through this again but it is one of the things that I want to come out of tomorrow afternoon, is who is interested in working with AFDO to actually explore the monitoring of human rights. 

Attitudes, Platitudes and Social Exclusion - Kevin Murfitt
I hope you enjoyed lunch. The morning session was stimulating. It started the conference well. So, Attitudes and Platitudes, the Last Frontier of Social Exclusion. Basically, all I am saying is I believe, and many others agree, that attitudes are the remaining barrier to liberty or liberation for people with disability. That is what I will focus on. I will talk a little bit about employment of people with disability but I am sure you all know a lot about that, attitudes or platitudes. ‘Blink’, which is a book I read in my holidays, has really changed my thinking. And the implicit association test, which really is a survey that we measure unconscious attitudes, which is what I am hoping to highlight. 

And I will talk about potential solutions to that last frontier of attitude barrier. And ecological perspective, sounds like a complicated word. I won't get into that because I won't have time, but if we do have questions and you can't think of any, please can ask me about ecological, because it is actually quite important. And then just the conclusions. 

So the question I am asking:  Despite equal opportunity and antidiscrimination legislation, it is here in Australia now, also, technological advances and a growing community awareness of people's rights, people with disability rights, despite all of that, in the 15 years or so since the enactment of the Disability Discrimination Act in 1992, employment of people with disability in Australia has fallen. Whereas, employment for everyone else has actually risen. If we ignore the last year. The attitude literally also shows some more positive attitudes about employing people with disability. 

But the question I am asking is:  Is this people just saying the right thing? You know? Doing the socially right thing and saying, "Yes, we should employ people." Is it actually hiding an unconscious attitude that still really drives our behaviour? 

So on focussing on employment in this liberation theme, because employment is really how we define ourselves in a lot of ways. And it is certainly how a lot of other people define us and our place in the world. Also, employment, or economic rights are actually the key to liberation. Because it is how we can participate in the community. So employment is the focus for me. 

Now, just some examples of the statistics, the downward spiral for us, in Australian Human Rights and Equal Opportunity Commission report, in 2005, called ‘Workability’, found that since 1993, employment of people with disability has fallen, while the rate for others has risen, as I said. There is a really stark example that was actually given in this morning's panel session. That is, the Australian public service, who should lead employment inclusion, employment of people with disability, has fallen from 6.8% in 1996, to 3.8% in 2006. It is just disastrous. 

So, what is going on? We have got to ask. We have got strong equal opportunity and antidiscrimination legislation. We have got great adaptive technologies now to assist people in their independence, as Robyn mentioned in the earlier session today. And we have got much better access to education. As another speaker said, many more of us are actually succeeding in our educational goals and coming out with degrees, etc, but we still have reducing employment. 

And that is why I look closely in my PHD on attitudes to employment of people with disability. There is a large body of research, which I just couldn't list here, that actually agrees that negative attitudes are very prevalent in our society and the negative attitudes actually do produce a barrier for us getting jobs. That is because there is a lot of myths or misconceptions out there in the community about our potential and what we can do. 

These myths include, compared to other workers, employers who think disabilities require more expensive workplace modifications. We are less productive, we have more sick leave, we pose a safety risk, we don't get on with other co-workers, all negative misconceptions about people with disability in the workplace. 

Now, what does the evidence actually say? It, not surprisingly, for those of us who live with disability, the evidence overwhelmingly says that these are, indeed, myths. They are not true, those statements. A good example of that is the Australian Safety and Compensation Council Report in 2007. This is Australian evidence and in launching that report, the President, Mr Bill Scales, said that the research says that on average, people with disability have a lower number of occupational health and safety claims, and they actually, a lower cost for employers in terms of compensation claims. And he quoted, "In reality, the productivity of people with disability is similar to others." And studies show that people with people with disability actually have a higher retention rate, they stay at work longer, they stick to a job longer so they actually offer a lower cost for employers.

Finally, Mr Scales also noted that if the workplace does need to be modified, those workplace modifications don't cost much at all. And when you look at the increased productivity of a person who gets work place modifications, it is actually a cost benefit to get them. Also, they are often funded by government. So the evidence is very clear that the misconceptions that produce those negative attitudes are all wrong. 

Now, as I said, on my holidays I read a book called ‘Blink’ by Malcolm Gladwell. The lights clicked on. It has been frustrating me all the research is there, everyone knows the "right thing to do" but still the transition to employment is not happening. So there is something else happening. 

Malcolm Gladwell, I am going to quote two pieces of research. The first I call “stilettos and platforms”. It was a research study he did where he surveyed half the Fortune 500 companies in the US. So that is about 200 companies of the big ones, like the IBMs of this world and stuff. What he found was really interesting. You won't be surprised that most American CEOs are white and they are male. But only 14.5% of American males are 6 foot or over, so only 14.5% of all American males are over 6 foot, but, wait for it, 58% of American CEOs are over 6 foot. Even though 14% of the male population are over 6 foot. 

You can staff organisations with predominantly white men, we know they do it, you can explain why women and minorities are not prevalent in management yet because we had a severe lack of access to those top floors but how do you explain that? You can't staff an organisation with only tall people. But, most of the CEOs are tall. 

What it is saying is that unbeknown to the interview panels, they are actually biasing their selections because of an unconscious attitude that is, or perception, that tall people are stronger, tall people are leaders. Those sorts of associations were made by observing the media portrayal of the heroes, the rugby players, the top the white male CEO. All those associations were embedded in our unconscious schemes so an interview panel, without knowing it themselves, are biasing their selections because of the height of people. 

What does it say about an interview panel when a person with disability walks into the room? It is what is called an implicit attitude, or unconscious attitude, driven by stereotypes we may not be aware we are using. 

The second example I will give to you is another fascinating one which captivated me, about Abbey Conan and the Munich Philharmonic Orchestra.  Abbey had been lead trombone player for some time. She applied for a lead trombone position in the 1980s. She got a response, but it was addressed, "Dear Herr Conant", a male. Now, the applicants were placed behind a screen, or a sheet, for the interviews. One of the interview panel members, one of his children, sorry, were actually interviewing as well. So confident were they that they judged it on musical ability alone, they said, “We will put a screen up”. So they did. Abbey was number 16 in the list of about 30-odd. And they stopped the interviews after her. She was just so far ahead of the rest that they didn't bother going through the 30. They asked "Herr Conant" to come out and Frau Conant came out. It sent the interview panel into a complete spin because there is absolutely strong stereotyping in the ‘80s that women could not perform lead roles in classical orchestras because they did not have the genetic or physical capability to do that. 

But it was an unconscious attitude. They still truly believe these interview panels that they were judging people on the musical ability. But that was an unconscious bias. When she walked out, it totally shocked them to choose a female to be a lead trombonist. She got the job. She got demoted when the opportunity arose, she had to have lung capacity tests, 15 years of going through the courts, and Abbey Conant won and she also won equal pay for the first time. 

From then, a revolution occurred in classical music. Blind interviews or auditions became much more common because people starting realising there was a lot of inside jobs and bias in selection, including, and most importantly, against many talented females. So that became much more common. In the 30 years since, women in top orchestras has increased five-fold. So that is how powerful these unconscious attitudes can be. 

Just imagine, me being chair of Vision Australia, I think these blind interviews do have a lot of potential. I think we could actually experiment a bit, because certainly at Vision Australia, we think blindness is no barrier to employment. So maybe our recruiters could also just judge people on their talent and their stated skills, rather than what they look like. Just an interesting thing I am going to pursue. 

As I said, there are two levels of attitude. There is the conscious attitude and there is the unconscious attitude. What my research is focussing on now is trying to measure the unconscious attitude. And Gladwell and all the other researchers agreed and this is what I found in my thesis is, we have to actually get people from thinking to feeling. And the only way that Gladwell says, and you can agree to change the unconscious attitudes is via experience. Our unconscious attitudes are a culmination of our experiences through life, of our association, say, a smile with being happy, with someone talking fast to being in a hurry to get through their presentation. Those sorts of things. So we build those associations up and very accurately most of the time, we will see a person smiling and say, "Yep, they are happy." 

That might not be correct in certain circumstances but mostly it is. 

With disability, culture has told us you associate disability with needing help, with being sick, with really not being able to contribute much to society. That is embedded in our culture and therefore, in our upbringing, and therefore in our conscious or unconscious. So what we have to do is live a life in culture that actually disputes all that. So, experiential programs are the key to liberation in terms of employment. 

So very much in my research I found they run seminars talking about how positive and how people can achieve, for disability, they don't actually run very many experiential programs when they are doing disable awareness seminars. It is usually people like me up here talking about it. 

Sure, it will raise awareness, but to change the deeply embedded stereotypes we need programs like mentoring. I have to mention the mentoring program but those sorts of initiatives, internships, actually getting people into jobs to show their potential is the key to liberation and addressing the unconscious stereotype we all carry within us. 

Advocacy and Capacity Building: Discovering Abilities – Toni Holgate
Hello, my name is Toni Holgate. I am from Perth, WA, I work for a not-for-profit organisation called People with Disability WA, also PWDWA for short. Today I am going to share with you some of my experiences about disability, discuss the possibilities of liberation for people with disability and also the behavioural and environmental strategies that I believe are important for the promotion of this liberation. My current area of study is in health promotion. So much of what I talk about will be based on my understanding and academic background in the area. If you don't understand, please feel free to put up your hand. I have tried to get rid of most of the jargon so everyone can understand. The aim is for everyone to take away the opportunity to reflect on their own perspective and the attitudes that are based on disability. 

As a child, I could not wait for the opportunity to be an adult. I wanted to spread into that area and do all the adult things that all the adults got to do. Now I wish I could actually go back and have a look at my attitudes and recapture some of those important memories and feelings associated with that innocence. More importantly, I wish I could revisit some of the attitudes I thought as a child were quite obvious but as an adult, society has told me to question them or put them away as inconsequential or unrealistic. 

Some of the best things I remember about being a child are: 
(1) Being sneaked chocolate by my auntie whenever she could and playing with all the wonderful contraptions around her house. 

(2) Sitting in the TV room of my grandmother’s house and not have to be with the grownups. 

(3) Lying on the floor of my grandma’s kitchen, pretending to be a dog, and wriggling my bottom the whole way. 

(4) Being read the same book over and over again by my grandfather and him doing the voices every single time without any show of boredom. I loved it. 

These are really wonderful memories. I wish that I would keep them as they were when I was a child. But now, that I have grown up, society has informed me that: my auntie couldn't play because she had physical disability and speech impairments, so she could compensate by buying me anything she could, and the wonderful toys I got to play with were actually walking aids and wheelchairs; I got to sit in the TV room of my grandmother’s house because she was schizophrenic and not considered safe to be alone with; My grandma had polio and she made a game to assist her in the kitchen instead of us getting bored; and my grandfather had dementia so he couldn't remember reading the book ten minutes ago, his lack of boredom was actually a lack of short-term memory. 

Unlike the general population, before the age of ten, I had encountered most kinds of disabilities. So in my environment, disability was normal. There wasn't anything different about a disability. I didn't think anything of it until my adult years but when I reflect back on the memories I had, I actually believed that the adult society perceptions and attitudes I have now are incorrect. And the perception I had as a child was correct, because the attitudes my values are now based on or that I see and encounter everyday, are unchanging and unacceptable. 

I grew up in two countries, the UK and Australia. I went to primary school, Special-Ed unit because of my learning disability. I sat with all the other different students who had varying disabilities and types of disability and I didn't like primary school. It was only high school when I was liberated from the typical disabled life I spread my wings. I took an interest in my education and future. Suddenly, I was worth the effort and the someone putting in the effort was me. I was ‘the someone’. From primary school when the teacher told me I would never achieve anything, maybe getting a year-10 education, maybe go to TAFE if I was lucky, I blossomed, when the teacher introduced me to the prospect of, "If you want it, work for it." I now hold my year 12 certificate, I sat my year 12 state exams, completed a Diploma of Australian Sign Language before starting my current studies of a Bachelor of Exercise and Sports Science and a minor in health promotion at the University of Notre Dame Australia: Fremantle where I have been offered honours. 

People with disability, to me, are, for a lack of a better word, normal. There is nothing different about having a disability, to me. 

I heard this great definition from someone:  Normal is only the abnormalities of the community around you. It is so accurate. The normal for someone here, maybe completely abnormal for the someone over here. So you have to remember what is normal to them and abnormal to you, and swap them over. Because of my childhood, having a disability was normal, which is the abnormality of my childhood. It was only the last seven to eight years I came to the confusing realisation that society's perception of people with disability is that they are not normal. It was at that point I decided I wanted to do something about it. 

My first job of high school was a carer, down the road from my house. I worked as a support worker in a community outreach program. I worked there for four years and finally left, due to burnout at the age of 21, which was very young. I had stayed there three and a half years longer than the normal turnover for that company. But I had finally been exhausted by the constant ignorance and injustice of the people and the daily lives of those around me. 

After leaving that organisation, I was introduced to People with Disability WA Incorporated. I will give you a brief background of that. We were developed and governed by people with disability for people with disability in 1981. So the organisation provides individual and systemic advocacy for people all across WA when there was no alternative or appropriate agency available. Importantly, we put people with disability first. While we may work with the families or support workers and service providers and others, we actually put our core focus on amplifying the voices of the people with disability themselves. Assisting them and working to build their own skills to advocate for their own rights and needs. Our work includes individual and systemic advocacy, as well as a program called Disability First Stop which assists people in the first two years of diagnosis with navigating the disability system. 

We also support a self advocacy WA group, a program supporting people with intellectual disabilities to use advocacy in their day-to-day lives. We also run projects and workshops. 

So I am going to discuss advocacy now.

Advocacy is an environmental strategy for change, influencing the area around you, not the person itself. 

In the Oxford dictionary it is defined “To support an argument or cause”. 

When people think about advocacy, they say it is like a lawyer crossed with a social worker with a sprinkling of politics in there, which is not very correct. But I saw a brilliant definition of advocacy recently which is, “Advocacy is the pursuit of influencing outcome”, which I think is very good. It doesn’t mean you will get the other guy to pay for damages or everyone with a disability  gets a free car, it is not like that. For me, it is a slow process of change. Changing attitudes and pursuing win-win situations whenever possible. 

This pursuit of influencing outcomes to me sounds like a really logical system to provide for everyone. It would be great for preventative, it means stopping it from happening and a curative, fixing it when happens, service provided to everyone. Slowly over time people would change their attitudes to people with disability because they are constantly exposed to empowered people with disability who are able to advocate for themselves. 

However, in reality, unfortunately, there are not advocacy services for all. The self-advocacy support groups that are available would not be able to cover everyone in Western Australia. And the services that are there are overstretched and underfunded.

It is where everyone else comes in. I would like to make a suggestion, as service providers or people with disability or organisations alike, start thinking about the impact you can have by just changing your own internal workplace ethics by thinking about how your workplace can be socially inclusive and equal. We need to start in the disability area and start in the organisations and small communities and groups. We can set a benchmark for social inclusion and social equity for other organisations to follow. It is not all that difficult to do. 

So to follow on from that I would like to explain another key ingredient for your advocacy efforts to start blooming out and discovering the abilities of the people around you, especially the people with disability and the organisations helping them and that is capacity building. 

Capacity building is the behavioural strategy for change, it is talking about the individuals or organisations or groups and helping them change. Capacity building is loved by the health promotional world, it is the buzz word, if you can throw it into every other sentence in a grant application, you‘re doing well and they will love you. But it doesn't make sense if you don't know what capacity building means. It means building the independence of others or yourself. In advocacy, it is talking about focusing an organisation, group or individual on social inequity. 

Social equity means fairness and social exclusion is people being kept apart from the communities. They are my own definitions; you will probably find something else in the dictionary, but for this it is what I am using. 

It means an individual is being kept separate from the community; it is because of the community's ignorance and perception that the individual's impairment is a disability, that they are not able. 

So with looking at these challenges you have to realise it is really important to fight against them. Because if you have an individual who doesn't experience a supportive community, or the pleasure of basic human rights, it is very unlikely the person will feel valued or fulfilled. 

How can an individual, with no supportive community or basic human rights, begin to build the foundations needed to build a more socially inclusive community? 

This is what I think. I think it is important to assist an individual in building foundations - I said “assist” - and for the independence, so the individual can then build on those foundations themselves. In the beginning of the building those foundations you have to remember that one of the most important factors of someone dealing or working with someone in a vulnerable environment or someone who is vulnerable, such as someone with a disability, is acknowledging you will not always be there. No matter what happens, even if you are a parent, you will not always be there. It is very counterproductive to support an individual or a community or an organisation so much that they are dependent on you. So when you look at building the basic foundations for an equal and competent lifestyle, remember you will not always be there. Because by assisting in building those foundations you are bringing independence into the person's life and promoting sustainability because they are build it themselves - build their own foundations. It is empowering them and promoting their liberation. 

However, in saying this, it often not very clearly, how to build an individual’s capacity. Unless you want to go out there, and I encourage you, and do a degree in health promotion and social work. 

First, acknowledge whose capacity you need to build. Often organisations say, “We are going to change the individual to fit the community.” This is probably easier to do. However if you with are working with people with disability, changing the attitude of the whole community can, in some cases, be more sustainable, the individual is upheld by the community to support them.

I’ve have some key strategies on the projector for you. They are health promotion strategies, and you will find them in any textbook if you want to read them. They are, and I will explain them in a moment: 
First,  formative research with needs analysis; 
Second, Setting aims, priorities, milestones and objectives; 

Third, Implement with, not for;

and Fourth, evaluation. 

I will have to go through them quickly because I know I am running out of time. 

Formative research means getting to know the strengths, interests and needs of your community and building on them, rather than looking at the negatives and what they need. Rather, look at what they already have and how you can build those up. And it will also give an opportunity to look at the attitudes and the lack of education, the lack of funding, the peer-pressure issues that are possible causes, because, remember, just because your organisation has seen a need, doesn't mean the individual or community wants to change. Needs analysis is important, but remember, for promoting empowerment and liberation, you need to look at the strengths: how is this individual or organisation fantastic at something? Is that fantastic thing somewhere you can look and go, “How can we improve to make it better?” You can highlight the issues faced by people with disabilities by empowering their opportunity for change rather than making them out to be a victim.

Setting the aims, priorities, milestones and objectives. I always use smart objectives, which is specific, measurable, achievable, relevant and time-specific. If you follow these guidelines your programs really, they are really good to evaluate at the end of the day and it is easy to follow. Also, let your community set the goals. Because then the community owns the goals. They feel excited about doing something for themselves. Promote ownership of those goals. Celebrate your successes with social gatherings. Get together and pat each other on the back, “You did good”, Celebrate! 

Implement with, not for, is from the social model of disability. It is at this point people in a leadership role need to throw off the superman cozzie and hand over the responsibility and empowerment with it.  Leadership is really, really important but control is disabling. If you have got someone with a disability already and you disable them by controlling their actions, it is counterproductive.  Maintain directions with your goals and let the programs flow from there. Often when your programs don't go as well as you hoped, it is when new and better and alternative ideas come up. Don't forget to embrace the opportunity. We are in the disability sector and if there is anywhere you where you need to embrace imagination and creativity, it is here. 

Evaluation, so many organisations forget you need to evaluate what you did. When you look back and say, “How well did we achieve what we set out to achieve? Did it go well? Did people enjoy it?” you may think, "I don't know, because I didn't set goals in the first place to know where am going." However, if you did set goals and look back, you realise you did great and you achieved what you set out to achieve then write a report and hand over the paper to a funder because you just might get funding. 

Summing up, as service providers and members of the communities of people with disability we have a responsibility to promote the alternative perception about disability. I feel it is possible to change the belief, that people with disabilities lead disabled lives. But we have to achieve this by setting a benchmark for social inclusion and equity for society to reach through empowerment, promoting awareness, advocacy and upholding the voices and differences and independence of people, we can make a difference. 

I wanted to thank you for the opportunity to speak to you. I hope you can reflect on your own opinions towards people with disabilities with a new found perspective and attitude. Thank you. 

Liberating through Technology - Leah Hobson
I am the policy officer for AFDO. For a lot of those who can't see me very well, I am one of the people wearing orange scarfs today. If you have questions about the conference after this, please feel free to grab me. I am also a bell ringer. If you find it annoying, please feel free to come and throttle me also. I am going to be talking today about telecommunications. I know you have seen the blurb of what Gunella was going to say, it was mostly case studies but because it has been done on such short notice I am going to talk more broadly. 

When we think about telecommunications, it is a really big area. Lots of people use telecommunications in very different ways. So you have some people who only want to use a landline phone for their telecommunications. They want to be able to maybe call friends and family. They want safety assurance if there is an emergency at their place they are able to call 000. Or an emergency in the community, like the recent Victorian bushfires, they want to get notification of that via the telephone, by a friend or family or a member of emergency services giving them a call. 

But for the other end of the spectrum, you have people who love having their landline as a back up. But they have a mobile phone, the Internet, SMSing people, making phone calls out on the go, using the Internet to read emails, newspapers, to chat with their friends, to have an up-to-the minute understanding of what their friends have eaten for dinner through Twitter and FaceBook, have a whole range of uses. 

For people with disability, some of the uses can be fairly critical to their general life, rather than just being able to talk from one person to another. So I have already mentioned the safety concerns that can be delayed through telecommunications. But for somebody who has a physical disability, they might find they can shop at a shop - but it is physically inaccessible because of steps - online. There are a whole range of ways in which people with disability use telecommunications and find them very effective. 

The UN Convention recognised that, under Article 9, governments need to make sure information technologies are made accessible for people with disabilities. They are made accessible at a reasonable price and governments encourage research and development. 

When we think of the issues that come up for people with disability in terms of telecommunications, we can talk about telecommunications in two different categories. The first is the telecommunications everybody uses - a standard mobile phone or computer or a standard landline phone. 

The second area is, of course, those especially adapted pieces of equipment. It might be an adaptive technology, like a net loop that you add to a mobile phone or a Braille interface you add to a mobile phone. It might be something more specialised designed to replace a piece of equipment, like a TTY, a telephone text writer for those who are deaf or hearing impaired. When we think about those different categories, we think about them in terms of a couple of different issues. 

First of all, thinking about the telecommunications we think, "What do I know about the equipment and how easily can I use it?" It is about accessibility. Then we think, "How am I going to pay for it?" And that is about affordability. 

I will go into more detail on the two categories I mentioned earlier. When it comes to telecommunications, being able to use the same devices as everybody else has some really significant advantages. You can just go into the local shop and pick it up. You don't have to go to a special service provider, you don't have to wait for weeks for modifications. If you are in a rural or regional area, that is particularly important. Because, actually, getting to a specialist service provider can be a really big challenge. If you are somebody who has low English proficiency, because you are from a non-English-speaking background, it can be helpful to have people who know your language and know how to use the same piece of equipment. So you don't have to go for specialised training to use the equipment. You can have people around to show you or just read a manual. 

There are some pieces of equipment now especially designed with the idea of being usable for people with disabilities in mind, from scratch. So you find now there are landline phones that have big buttons, mobile phones that have screens with very large text on them. So the big buttons help somebody with dexterity issues who have problems pressing the buttons and the large screen helps someone with a vision impairment. 

Of course, there are still very significant gaps in the market. We know you have to get specialist software if you are blind or your vision is so low you can't read the screen. There are no adaptations, necessarily, for people to be able to use a standard mobile phone with an assistive communication device if they don't speak very well. So there is still very significant gaps. 

There are also other issues that the general public also faces with telecommunications devices. So firstly, they are sometimes the issue of being able to understand what is out there. So we don't always publicise the accessibility features of standard telecommunications devices very well. 

And secondly, the issue, the very significant issue of understanding what you are signing up for. If you are signing up for an Internet plan or mobile phone plan, it is very important that everyone is able to be able to read through the papers or have somebody go through them with them and to understand what it is you are actually signing on the dotted line for. Many people who don't have any kind of disability have some difficulty with that. Because telecommunications providers are deliberately trying to make it a very confusing process so that people can't easily compare what they are going to be getting. So that is a real concern. 

And a particular concern, because at the moment, in Australia, we have a system which is self regulatory for telecommunications. That means that the companies who provide us with our phones and our Internet connections have a pretty large say in the way that they operate. It is sometimes very difficult for consumers to have a clear understanding and a clear say in the process. Then we have adaptive technology. At the moment, there are a couple of ways of getting hold of adaptive technology within Australia. You can get it through the disability equipment programs, but the telecommunications providers run. But these programs vary in terms of cost, they vary in terms of size, and they only cover landline telephones. There is a lot of concern out there about that. 

The Australian Government has just started looking at having an independent disability equipment program which would perhaps be located away from any one of the service providers so you wouldn't have to be a customer. It would encompass things like mobile phones and Internet coverage. 

There is also a big concern about the cost of adaptive technology. Sometimes it can cost thousands of dollars to get a special piece of software or a special piece of equipment. At AFDO, we believe it should be paid by the government, not by people with disability. We believe it should be paid through something like a disability inclusion allowance, which would allow people with disability to meet lots of different costs that they face in everyday life because of their disabilities. 

There is also the further issue of getting equipment in from overseas that we currently don't have. For example, overseas they have a video-relay service for the deaf so that you can have a long-distance conversation with someone in Auslan and see the other person talking in Auslan. We don't have that here in Australia yet. It is important that governments work towards knowing what is out there at an international level. We need to know what is out there at an international level and lobby for it. 

At AFDO, we strongly believe, I believe, you need to work closely with other consumers in the telecommunications sector through a body called ACCAN the Australian Communications Consumer Network, which is just formed and hopefully strengthens our liberation and communication through telecommunications. 

Thank you. 

Supported Decision Making and Legal Capacity - Tina Minkowitz
What I want to do now, since I gave a lot of the general ideas about supported decision making before, I first just wanted to clarify a couple of things that might have been misunderstood and then I want to give just a few examples of some ways that supported decision making can work. 

First, I understand that here, sometimes when I say "support" in this kind of context, I am just using "support" as a shorthand for supported decision making. There is financial support and what I am talking about support now, I am talking specifically about what supported decision making. Supported decision making is really, it is a relationship where you are enabling the other person to - I am sorry, I am really not doing this very well. Basically, supported decision making is usually in the context of a relationship, and it is a relationship of trust. So if I am the person who needs supported decision making, I have to choose the person who is going to support me and I have to - it has to be someone I can trust. I just wanted to give a couple of examples of things, of ways that some of it as anecdotes about how supported decision making can work. 

This is one I was told by someone in an inclusion international, this is in relation to a person with an intellectual disability. A young man with an intellectual disability was asked if he - I am sorry, a young man with an intellectual disability was told, "Your sister needs to have somebody donate a kidney. Do you want to donate one of your kidneys to give your kidney to your sister?" OK. And he said, "Yes." His idea was, "I love my sister do I want to give her something? Sure, if she needs it, I will give it to her." But he didn't know it would mean having an operation to take out one of his kidneys. And so people who are trying to support him and his decision making, you know, they just wanted to make sure he really knew what it was all about. They went and explained it to him very carefully, "Listen, do you know you are going to have an operation if you want to give you sister your kidney." Once they explained it to him, he said, "No, I don't want to do it." So that was a situation where you know, somebody it might have been nice if, we might think, "Gee, it would be nice if you give you sister your kidney." But he was the person who was going to have the operation and he had the right to decide, yes or no. 

One thing supported decision making can do is make sure that it is the person who is deciding what they want, and not just giving into other people who think it would be nice if he does this, this, you know, thing that they would like him to do. 

Another example, also, from intellectual disability, but an example of people with very high support needs, there was a man with intellectual disability who didn't speak or use sign language. He also used a wheelchair. He had a network of supporters, including his mother. They started to notice that whenever he came home, he would scoot his wheelchair over by the door. He would just try to get close to the door. His supporters figured out that he was growing up, and he was showing them that he wanted to get his own apartment, he wanted to be more independent. They decided to try and help him to find his own place to live. And then the second part was they were trying to figure out who he could live with. Because since he needed so much support in his daily life, it wouldn't be, they wouldn't have the money to really be able to have him live all by himself in an apartment. 

So they were trying to find someone he would be comfortable rooming with. They started out, they put the two men together and had them, I guess, try out being together and hanging out together. It turned out one of them loved to watch opera on television and the other one hated it. So they figured out, "OK, this is not a match that is going to work." And that was sort of the point at which they were at when the mother of this man told the story. The mother was acting as one of his supporters. 

So I don't know, and I would really like to know how it is turning out and if they kept trying and if they found someone he could room with. But it is an example of supported decision making of someone who doesn't use language. How can it give effect to the wishes of someone who is communicating verbally. 

Two other examples, from the context of psychosocial disability. Excuse me, I will take a drink. 

There is a program in Sweden that - in Swedish they have a term “personal ombud” - personal ombudsman sounds too funny so I will say PO. Essentially, the PO is somebody who reaches out to people with psychosocial disability or mental health problems who are very isolated and as it was put in the description, living entirely in a symbolic world of their own. A person who is - who is away from community. It was started because people realised that these individuals were not getting access to some services they might want, they may even be able to get money, that they are not claiming, they may have rights, that they are just going without, because they are living in such an isolated way. 

So, this PO program, they reach out to these individuals and they basically helped them with whatever the person with the disability decides they want help with.  The PO is accountable only to that person with a disability. They don't go and report to the police or the mental health system. If I am the PO, I try to make contact with you. If you are interested in talking to me, we start having conversations. Then I might ask you, "Hey, do you want me to be your PO? I will just, you tell me what you want me to do and I will help you work on it." If you say yes, then I become your PO and we start working together. And you might say, "Well, you know, I want to get a better relationship with my family." And so we will talk about how to do that. And I would help you do that. Or you might say, "Well, you know, I really want to tell my doctor that I would rather have this medication than that medication. I want to get off the medication." The PO could help you do that. 

Sometimes the PO will just have a lot of conversations with the person about big life issues. So, the example that was given, the person might just want to talk about, “How come I am living the life of a mental patient? Why can't I get my life together? What is it? What is really going on?” Just by talking about these things with another person, it can allow the person to start figuring out what they really want to do to make changes in their own life. 

This program in Sweden has been very successful. It costs money in the beginning but gradually as people start to take more control over their own life, they need less and less of that kind of service. So it becomes more cost effective. It really helps people to become more integrated into society and more included.
And that is an example of a program that works for people with psychosocial disabilities, where the disability is considered rather intense, or significant. It is not for just somebody who is, who has a small disability. 

The last example I want to give is also psychosocial disability. For a lot of us, people go through a crisis period in psychosocial disability where you may go through a crisis and then the crisis is over with. Then you go through a time where you just living an ordinary life, then you might have a crisis again. So it goes up and down. 

In the movement of people with psychosocial disabilities, there is a thing called "pre-crisis planning" that has been developed where you can start to figure out, “If I start not sleeping, I know it might make me get very hyper, and it might lead to a manic episode.” So I am going to figure out how to take care of myself in that situation. 

Some people who I know, Chris Hanson and Cherrie Mead, have created a plan based on peer support. One of the features they talk about is the concept of shared risk, which is like what I said this morning about rights and responsibilities. If I am - if we are trying to support each other, let's say I am saying to you, “I am afraid I am going to commit suicide”, or, “I want to commit suicide”, you might have different ways of responding to me. One response is to say, "Please don't do that! I don't want you to do that." Another response would be, "Well, that really makes me feel disturbed to hear you say that. I just find that really hard to listen to." 

And I don't think I am - I am probably not really giving this a very accurate idea of this, but I think the main thing is, that you want to be open and honest with the person about what you think about what they are really saying, but you don't take responsibility for making sure that she doesn't commit suicide. If I am supporting someone, you just try to have a conversation about what it is with the person, rather than feeling like your goal in supporting her is to make sure that she does doesn't commit suicide. 

This is a way of doing a kind of peer support that allows the person the freedom to express herself, the freedom to take responsibility for her own decisions, and also, gives her the space to explore her feelings and maybe work it through in a way that, maybe, she won't need to commit suicide. Suicide can be a very hard issue for people to deal with. 

So, in that way, you also want to be honest, you know, if you feel personally, like, ‘Wow! This is really tough for me to hear you say you want to commit suicide.” That is another kind of boundary thing. I might decide I can't be the one to support you, because it is just too hard for me to hear that you want to commit suicide. And so there is this kind of balancing of how you deal with each other in that situation. This is all about interrelationship and community and relating to each other. And not about, "I am going to take control over your life. I am going to make sure you don't do that horrible thing." So I just hope, with these examples, that maybe in the discussion, we can talk about ideas that people have, about different kinds of supported decision making, or what might count as supported decision making. 

If you have ever been in a situation where you have been trying to give someone support in that way or you needed support. If you have been in a situation where other people were taking control over your life, and you didn't want that and you have idea about what could have been done differently, that is what I would hope to bring out. 

Because I think this is a very new area in terms of really creating good kinds of supported decision making, for different diverse types of disability issues. And also, in terms of creating any kind of legal framework, to govern supported decision making. So it is a very new area. It is going to need a lot of conversations in disability communities throughout the world. Things are going to start happening at the UN, the Conference of States Parties, international conferences to try and really look at some of these issues. So maybe we can get some of that going and you can do it here, you know, in AFDO. OK, thank you.

Disability Housing Support Policy Making Using a Disability Rights Framework - Karen Fisher
I would like to start by acknowledging Country. It was very exciting to hear Annie introduce, you were all roused up and I thought, "Wow! The afternoon is going well." That is great. 

I am going to talk about disability housing support policy. I am a policy researcher. It is the result of a number of research projects we have done around the country, talking with people with disability about what they want from housing support. I am not going to use the word "accommodation" because it has a number of different meanings and I am going to use the word “housing” instead. 

There are lots of people involved in the research. I am the only one standing here, but the other names on the PowerPoint, Sarah Parker Christiana Purcal, Ofir Thaler, Edwina Pickering, Peter Abelson, Sally Robinson and Megan Grithers.  They may have spoken to you. 

Today we are aware we are entering a different time because we have the power of the UN Convention. In terms of housing and housing support, it means around Article 19, which gives us the right to live in the community, live the way we want to, where we want to, who we want to live with and to change our decisions about those choices. I suggest we use the rights framework as a way of understanding housing and housing support as an entitlement. And I know that we are a long way from that in Australia at the moment. But I think that this sort of meeting today is a chance to reframe the way that we think about those very fundamental rights, right to housing and housing support. If we had that as an entitlement in Australia, what it would mean about our other rights and our other choices in our lives. 

So what I will be talking about in true fashion, I will let you know where I got the information from, what the goals might be around having a new way at looking at housing support policy, what some of those trends have been so far in Australia and comparing where the different states are going. And then probably least defined, and perhaps where you might be able to add in the discussion, about what the facilitators and barriers have been to housing and housing support. What it might mean for the future, the implications for housing support policy. 

The experience of housing and housing support for people with disability in Australia is not in isolation from other people throughout the world. So the way we have done this research is to find out what the experiences have been of other people with disability and particularly around what the aspirations might be for the future. Secondly, we have interviewed people. We have spoken with people and listened to their stories about their experience of finding housing or not finding housing. And we have spoken to the government officials about what their expectations are what they should be doing, what they would like to be doing and what they are doing now. 

Third, we took a number of case studies where we knew there were new exciting ways where housing support is being provided and what we can learn for change around Australia. 

I won't talk about the case studies particularly today but one of the interesting parts of policy development, I think, is that these new ways of providing housing support emerge from the community, they don't particularly emerge from government initiatives. They are from people like yourselves saying, "OK, this is not meeting my needs. How can we do it differently?", and the government learning from that experience. 

Before we start looking at the experiences in disability policy, I think it is important now we have the UN Convention, what are our housing policies and goals? There are four goals. 

The first is the disability rights, in this case around housing, but more generally what does it mean? Why is it we have a right to housing? We have a right to housing support and how that affects other rights in our lives. So once we have our house, we are choosing where we want to live and who we want to live with, what does it mean about the other ways that we can participate in our community and interact with other people in our lives? 

Of course, the basic standard around that is in terms of equal rights to be, to those expectations as other people in Australia. The second though is - Tina was talking about this morning - was around empowerment to have control over our lives. 

The second goal and policy then is to improve the quality of life and including social participation. I think the UN Convention, unlike previous conventions, is very strong on this in terms of that being a particular goal, a reason for having these rights, is so that we can maximise our quality of life. We can get the best enjoyment out of our lives. 

The third goal for policy then is around independent living, in terms of making choices around where we live and so on, and having the right to be the person who determines those choices. Those choices are not made by other people on our own behalf. 

Because it is a policy question, the fourth goal is that it is cost effective. Policy means, in a government context, that it has financial implications for society.  It means that there are choices around where taxpayers’ money is spent. 

What we are looking for in these goals is that the housing and housing support is most cost effective for the person themselves primarily but also, is the best use of government funding. For example, it is argued sometimes that large institutions are cost effective for government. It is very important for us to be able to argue that, in fact, there are more cost effective other options, both for government and, of course, for the people whose rights we are talking about. 

Before I move on to the facilitators of disability housing rights, I would like to talk about our understanding of where we are up to in Australia in terms of housing and housing support policies and those policy shifts. I would like your input into that later on, and discussion, particularly if your experience is different to what we have been finding in the research so far. There are three directions of policy change. 

Of course, most people with disability in Australia receive no government support. They live independently, in the community, not necessarily with the choices of what they - where they would like to live, and certainly not with the choice of level of support they would prefer. However, for those people who do receive support, the policy changes have been around movements towards independent living or semi independent living and particularly taking advantage of the wider choices that are open to other members of our community and around public housing and shared housing and options in the private housing market. 

The second policy direction is around individual planning. And there is lots of very interesting change going on in this direction. A number of sessions at this conference talked about this. But planning on a number of different levels, one, in terms of trying to understand what people's needs and preferences are, but secondly, also, more innovatively, looking around funding so there is individualised funding available to people so that they can make choices and change those choices. 

And the third aspect of individual funding is a movement away from a crisis approach: this person is homeless or about to become homeless, to the earlier steps of prevention and early intervention. It is predictable that somebody will need a house, somewhere to live, their entire life. It shouldn't come as a surprise that that is going to change, for example. 

The third direction of policy change is around supporting informal care, or informal social networks. So that is how we make sure that the formal state intervention into somebody's life is minimised and is in a way that people, when people want government to be involved in support, in formalised support and where do they merely want support to help them with their other social networks. 

Now, I have a table here that I am not going to go through and I have merely included it. So those who want to be able to access it later off the website, this is a table that describes policy shifts by state. And down one column is each of the states, and down the other column is the directions of change. And it is probably fair to say it is not the same throughout the country. I am sure that there are people here from around the country today, so we can benefit from your experience in different states. Some states are further ahead than others and some are a little bit further north of here. Some are a long way behind. 

So if we have - in the first state on the list, for example, New South Wales, where it is still professing to be focussing on closing large institutions, which is somewhat stalled. Clients initially moving into group homes and now very slowly looking at other flexible options of housing. 

The second is Northern Territory where they are claiming to be shifting more weight on to user preference. I think the Northern Territory is a good example of where, through necessity, they are looking at more individualised options and particularly, more support and funding for living within a person's own informal network. This is particularly relevant for the large Indigenous population in the Northern Territory. 

The third is Queensland. You can see a common theme here of individualisation. 

South Australia, closing institutions and trying to look at the greater supply of social housing. It is very much a problem, not just within the disability government sector, but within the housing government sector, the supply of housing. 

Tasmania, greater individualisation. 

Victoria, again, moving to individualisation and particularly now moving towards individual support packaging, the funding.

Western Australia, where we have seen the greatest change over time, other states are looking to see what can be learned from Western Australia, much more explicit commitment to individualised service funding. 

However, in all these cases what we are not seeing is a rhetoric around entitlement. It is one of the differences that we should be advocating for in our understanding of rights to housing support. 

So the last part of what I am going to talk about is barriers to successful policy. What the government is saying they are doing is not necessarily what people are experiencing. 

The first of these surround requiring effective legislation and agreements. An example of that is what we have been talking about today, with the UN Convention. But there are also national legislation and agreements. And probably of most interest here is the more informal needs around coordination and standards. So we have formal agreements, such as the national disability agreement, which supports specialist services. But one of the big barriers we are seeing is the less the formal the implementation requirements that are needed between disability and housing agencies in order to make rights more effective, in terms of access to housing stock, for example. 

The second is around funding and demand management. Where we know that this country, particularly, has been very slow around addressing what is known to be the tens of thousands of people not able to access the type of support or the type of housing that they would prefer. One of the responses to that has been the start now, I think, to look at more flexible ways of responding to what somebody says they need, rather than saying, "OK, I need housing, therefore in ten years’ time in Victoria, for example, I will be able to get to the top of the social housing list." Or, "I need housing and when I am in emergency, I will get addressed and get into a group home." 

The third area is round flexibility and choice in options of the types of housing support, not particularly, again, not as a service necessarily but as an entitlement in your life. What a difference that makes if that conceptualisation of support is changed. 

The fourth I think we have spoken about in terms of support and involvement of family and friends. Particularly taking heed of what Tina said this morning around what this means about supporting people to enable them to use the other resources in their lives to support their own capacity. 

Fifth, the area that doesn't particularly get a lot of mention in this area, which is the protection against discrimination. There is obvious discrimination around disability but then there is the multiple discrimination for people with other parts of their lives, whether it is Indigenous background, cultural background, agenda and a shared experience around socio-economic disadvantage. 

Especially when we are talking about housing, one of the big problems we are talking about is affordability. I think a lot of the work that AFDO is doing around recognising how fundamental a right to housing is, is one of the areas that will be required in order to overcome the barrier over the rights to adequate housing support. 

What does it mean for future disability housing rights? I think it has implications in terms of what are cost-effective models, focussing on what does somebody need. What does somebody want in terms of their quality of life and that requires flexibility. It also requires that we think about a separation between housing and housing support. So, somebody's choice about where they live is different to somebody's choice about how they are supported to make those decisions about where they live. That then necessarily means a much quicker move towards individualised funding. It is different to be talking about individualised planning or funding. Only in those frameworks will we move towards understanding housing as an entitlement, which is a true meaning of the right to housing support. 

The Last Taboo: Sexual Rights of People with Disability - Matthew Bowden
Thank you, Annie, and everybody. I would like to thank Ian Hunter for his welcome to us today and acknowledge the land of the Wurundjeri people that we are on today. 

I am just going to be starting off the presentation, talking about advocating for the sexual rights of people with disability. First of all, what I am going to do is show a music video or DVD. The band Sigur Ros, for their single Svefn-g-englar and I apologise for any Icelandic speakers in the room for my pronunciation. A group of actors who are based in Reykjavik, a group of actors who have disability, many are people with Down’s syndrome. I will describe the video before we see it. It is set in a kind of beautiful landscape Iceland, a grassy plane with rock cliffs around it. The group of actors are doing interpretive dance, maybe dressed as angels in white kind of costumes, acting out a scene to the music.  Could you press play, please. 

Now, just describing what happened at the end of the video there. As the music faded out, there was a long kiss, you know, a few seconds long, between two of the actors. Both of them have Down’s syndrome. The first time I saw the video was on ‘Rage’ on the ABC. It was a late Saturday night, I had fallen asleep on the couch and sort of woke up and this video was playing and at the time - most of my work background has been working in the area of sexuality for people with disability - I thought I have been working way too hard and I had died and gone to heaven. One or the other. I was really struck by the video. What it made me think is we so rarely see positive representations of people with disability, particularly people with intellectual disability. 

We don't see it in the mass or popular media at all. I thought it was an interesting  thing that Sigur Ros and the people, the acts in the video were involved with. 

So I have spoken about the fact we don't have much representation in the sexuality of people with disability in the media. Why do we need to advocate? I think we need to advocate because people with disability experience high levels of disadvantage, stigma and discrimination in relation to their sexualities. 

In that sense, the issue of sexual rights is dealing with one of the last taboos. The belief of eugenics which didn't go away in the Victorian era. It is very much alive. We have to watch out for it in the use of information through the human genome projects. And the area where we see people with disability having difficulties, exercising their sexual and reproductive rights, eugenics is at the centre of it.  

The marginalisation of people with disability creates risks and increases the incidents of sexual assault and transmitted infections. It is a large area to focus work on. As well as that, the negative attitudes held by many people in society about the sexualities of people with disability make people feel very unfulfilled and unhappy and self esteem and the way they view themselves. 

In 1987, a colleague of ours, Anne Craft, developed a sort of charter of sexual rights of people with learning disability, or intellectual disability. She spoke about people with disability having the right to sort of grow up. So not being seen as eternal children. And if you are, of course, seen as a child all your life, you are seen as a non-sexual being. She always said people with disability have the right to know, the right to know about their own bodies, the right to know about other people's bodies and the information to do with sexual and reproductive health. They also have the right to be sexual and make and break relationships. So the element of dignity of risk comes in here. So people learn from having their heart broken or having poor or less than fantastic sexual experiences. And that is a valuable thing and people have a right to do that. 

She also said that people shouldn't be at the mercy of individual, sorry, the individual sexual attitudes of different care givers. That is something that really is quite potent in supported accommodation settings, where in the course of a week, there might be 11 or 12 different support workers coming through that person's home. Each of them bringing with them their own moral judgments, values, religious beliefs etc., which might play out in the way they support or create a barrier to the person actually being able to live out the choices that they want to make. 

She also said that people have the right not to be sexually abused. The rates of sexual assault in the disability community, particularly for people with intellectual disability and women with disability are outrageously high. Many studies show this to be 85%-90% of women with intellectual disability will experience sexual assault in their lifetime - unforgivably high. She also talked about environments people live in being critical to the sexual opportunities and the sexualities of people with disability. So she sort of called on humane and dignified environments. So move away from institutions and institutional practices that would prevent people from living happy, safer, sexual lives. So Anne Craft, writing about that in the 1980s and now we have the Convention on the Rights of People with Disability, or CRPD as I will refer to it. 

I won't read through all these slides. People can go to Article 23 after this if they want to read more. 

But basically, it is fantastic that CRPD spoke directly about the sexual rights of people with disability. The right to marry and form a family. The right to receive sort of family planning, reproductive assistance, sexuality education, to exercise rights. One thing I was really delighted to see in the convention was around retaining fertility for both women and for children. Particularly, girls with disability. Where you know, it really spoke of the issue of sterilisation. The article 23 goes on to state the responsibility to enable people with disability to parent and assist them in areas where they might need assistance. It also spoke about including and keeping children with disabilities in families. It also spoke at the overrepresentation of children of parents who have disability in care and protection systems. 

It basically says intervention should never be based on the parent having disability, but should only occur in the case of the best interests of the child, where there clearly is abuse or neglect occurring. And in the instances where family placement not being possible, that alternative placements must occur in family settings, which obviously speaks children not being placed in children's homes or institutions when a family placement breaks down. So it was great we got that. 

At PWD, we engage in various levels of work around sexual rights of people with disability. We sort of are involved in work around sterilisation, sexual rights, including same-sex relationships, preventing sexual abuse and parenting and also access to the adult industry. I will speak briefly at some of these slides. 

Sterilisation occurs in Australia, particularly mostly women and girls with disability. There are excessive and extreme controls of the sexualities of women. There seems to be an enormous fear and it ties in with the notion of eugenics of women's capacity to have children and those children might also have disability. It is something society seems to be really frightened of. Obviously, there are enormous negative sort of psychological and physiological impacts of a woman having sterilisation without her consent, knowledge or being coerced into it. 

But further than that, in our work on individual advocacy, we see many social attitudes that sterilise women. Even if they haven't had a tubal ligation or hysterectomy without their consent, the opportunities they are blocked from having, have the same impact. The views about them potential parents or fit mothers, I think, sterilises them where operations have not actually occurred. Often, women with intellectual disability are prevented from menstruating. They are seen as not benefitting from it, but there are benefits. 

We also do work in the area of the sort of over prescription or the readiness of doctors to prescribe medications to control the libidos of men, where there is unwanted sexual behaviour. However, we are not seeing it prescribed to men who are sex offenders as part of a program but often men who have a sexual disability who are masturbating more than people think they should or in a place where people think they shouldn't do it. We see the medication being prescribed in boys as low as 12 or 13 where no attempts are made to educate the boys where might be an appropriate place to masturbate or any education programs. It is straight to the drugs cabinet and, you know, slamming them down and, I mean, I view this as a sort of chemical castration. We most commonly have seen it being used in men who are Aboriginal or men who are from other culturally and linguistically diverse backgrounds. I don't think it is a coincidence. 

The sterilisation of women has an enormous impact on them, of course. It also has an impact on people in the community and their partners. I worked with men with intellectual disability who spoke to me at their sadness of not being able to be a father because of what happened to their partner and the impact on their relationship. It is not only an impact on the woman who has the operation experience. 

In the area of sexual health we do quite a bit of work around people with intellectual disability who are living with HIV/AIDS. An appalling response from disability support services, health providers, and people in the community where there is enormous amounts of stigma and discrimination against those individuals. A great attempt to control them. These are people we see being contained and often, without any sort of approval from guardianship, where people are kept away for the benefit of, supposedly, for the benefit of the community. 

We have most often seen this occur for women who are living with HIV. For Aboriginal people and again, people from culturally and linguistically diverse backgrounds. It occurs for people with intellectual disability or psychosocial disability. 

Again, I don't think it is an accident who we are deciding to keep away from our communities and think are dangerous or we should be afraid of. People have the right to information, obviously. The information means that people will be safe. This is one of the things that we advocate for. Access to sexual and reproductive health services is something we see as critical. 

The issue of sexual abuse, I spoke about a bit before. So with 90% of women with intellectual disability experiencing sexual assault within their lifetime, we have to sort of look at what creates that. And I think it is largely about a lack of information for those women. They are often living in unsafe living environments. The infantalisation, the woman being viewed as childlike, also disempowers her and doesn't actually help her to stay safe. There is a really poor response from disability support services, the police and justice system in terms when a sexual assault is reported or suspected. 

We have a very potent culture of denial and cover up which silences victims and allows perpetrators the perfect and ideal environment to actually commit offences. I also think that one of the things that is difficult, of course, there are the majority of offenders are men, sometimes they are men with disability, too. 

Men with disability who actually want to seek assistance to stop offending or deal with the arousal pattern which they have, which is obviously very difficult, there is poor access for offenders to treatment programs. They are very thin on the ground anyway when it is a man with a disability, particularly a man who has a cognitive impairment it is almost impossible to find a treatment program for him to be able to engage with. 

The CPRD speaks at parenting. And there is work obviously we need to do to prevent the overrepresentation in the care and protection system of children of parents with disability. 
Another area of our work is about access to the adult industry. So basically, talking about people with disability having this being able to enjoy the same access to adult services that other people enjoy. So whether it is access to pornography or erotica or erotic massage or sex aids or access to sex workers, and there is a project we are involved in with an organisation called Touching Base, which is about improving and facilitating access to the sex industry for people with disability. 

There are, obviously, things that we have won in the sort of movement for sexual rights. We have seen legislative changes in the sort of Guardianship and the Disability Services Act and the UN Convention which have been positive in supporting people around either protections from abuse or from sterilisation or supporting people's rights to be seen as sexual beings. We have seen organisational, cultural policy change. And we have certainly had the voices of people with disability being heard through self advocacy about sexual rights. 

There have been, obviously, notable positive media about sort of relationships, body image and sexualities. I particularly point to Belinda Mason's work in the Intimate Encounters project. I think there are people in the room who were involved in that, which was very, very positive. But it stands out because it is so rare. 

Many people with disability are living fulfilling and safer sexual lives than perhaps they once were. And people are demonstrating for their sexual rights as well. 

This year, PWD had an entry in the Gay and Lesbian Mardi Gras held in Sydney. I have just got a few photos to finish with from the Mardi Gras. Not everybody who attended were gay, lesbian or queer. But many spoke about being heterosexual with disability, you need to fight for the space to be able to live a sexual life, that you need to claim that right to be sexual to be seen as a sexual being, and that your sexual rights and access rights are something that need to be demonstrated for. 

So, this is one of the photos of the parade before we were sort of starting off. And there was a young guy with not very much on, who decided to have a kind of photo opportunity with one of the women who uses a wheelchair, who was marching with us up Oxford Street, just before we took off. There is a photo of a guy, who on the back of his wheelchair, had a sign which said, "We get horny too." He has got, I think it is a blue angel halo sort of made out of blue feathers and that was his costume for the night. And it was a great sort of opportunity for carers and people with disability, people who are sort of activists for sexual rights of people with disability to come together and there was some TV coverage and there were a couple of photos that made it into the gay press in Sydney, which was a rare thing too. 

Thank you very much. 

Implementing Self-Directed Supports: Understanding the Auxiliary Roles Required to Sustain Self-Determination in Individualised Arrangements - Michael Bleasdale 
[Slide 1 – Title Slide]
Introduction: 

Firstly, I would like to apologise for not being here in person to deliver this conference talk.  I’ve been called back to Sydney because of some family matters.  However, I am very grateful to my friend and colleague Matthew Bowden, who will be reading this paper for me.  I was intending to do most of the talk off the cuff, whilst going through the slides.  His way is much more formal, so please bear with me, and, of course, don’t attribute this formality to Matthew – in other words, don’t shoot the messenger.

I had hoped to use today’s talk to generate some useful discussion in the period of time for questions after all three presentations had been made.  I have no doubt this will be a really interesting session, and regret not being there for it.  However, as I won’t be there to answer questions, instead I’ll just point out my email address in the following slide in the hope that people will be inclined to correspond about the particular points I am raising.

[Slide 2 – email and useful web addresses]
On this slide you will see some useful internet addresses which you can copy down now, or use for later,  I would recommend you have a look around and get a taste of the huge literature that now exists around individualised funding and self-directed supports.  We can put this slide up at the end of the session for those of you who may need more time to write them down.

And this brings me to the topic about which I am speaking today, and my first main point.  Individualised funding, and the delivery of self-directed supports, have been around for a long time, and so much of the material in this brief talk is neither original, nor my own.  And I would particularly like to acknowledge the work of Steve Dowson (from the UK) and Brian Salisbury (from British Columbia), who organised the first international conference on individualised funding and self determination in Seattle in 2000, and their granting me permission to use a tiny portion of it for this presentation.  I would also like to acknowledge Tim Stainton and Carmel Laragy, who recently came to talk about individualised funding and self directed supports at PWD in Sydney, and whose thoughts and ideas I have no doubt borrowed from.  And thanks to Eleanor Brand, from PWD, who assisted me wit the writing of the paper.

Individualised funding as a means to facilitate self directed supports is not a new idea.  It was in the mid-1970s that the first individually funded arrangements were fought for and used to assist some young adults with intellectual disability to move out of a large institution in British Columbia.  The families of these young people were instrumental in conceptualising the notion of individualised funding and self-directed support, and pressurising the authorities into providing services in a completely different manner to what had been experienced previously.  The premise was simple – give us the money that you were spending to run inefficient and punitive institutions, and we who know our children, and are prepared to take the time to listen to what they want, will purchase the support they need to lead fulfilling lives as adults in their local community.

So, what is Individualised Funding?

[Slide 3 – Block-funded services]
To understand how individualised funding is different from what we have today, we first have to understand how our disability services system currently works.  This slide demonstrates what is described as “block-funded” service provision.  You will see that funder, who is usually the state disability department, or could be the Transport Accident Commission – someone with dollars – now provides the money directly to service providers, who in turn make their services available to people with disability.  There are many problems with this model, but to put it in a nutshell, it requires individuals with unique and diverse needs to “fit” into the rigid box that is provided by the service delivery agency.  Despite the requirement to develop individual plans, the parameters of what is possible usually dictated by the service to the individual, who only has a limited number of options.

[Slide 4 – Individualised Funding]
In this slide we can see that the target of the dollars is different.  The funding body again holds the money, but instead of directing it to the service provider agencies, it provides it directly to the individual wit disability.  The person then has a number of options.  She or he can:

· Contract with a service provider, to deliver the supports required, in the manner required;

· Employ her or his own personal assistants; and/or

· Purchase readily available commercial or community services that will meet her or his needs.

Or any combination of the above, or in fact other options that might be available.  The simplicity and elegance of individualised funding is the control it brings to the individual who requires the supports to make the decisions about what is best for them.

PWD’s Vice-president Robert Manga, a man with physical disability, has recently talked about the great difference to his life made by individualising his supports such that he, in effect, became the employer of those people who assisted him daily with personal care.  Robert’s initial support within the disability services system left him with little control or choice over significant aspects of his life. He had no input into the selection of the individuals who provided his care, and the typically high turnover of staff in block funded disability services meant that he had to open his doors to a constantly changing stream of carers, with whom he had little opportunity to build a rapport or trust.  The inflexibility of the service system meant that Robert had to structure his days around the availability of carers, and was unable to arrange times which fitted in with his full time job. 

However, things changed significantly for the better for Robert, after he was selected for the NSW Attendant Care Direct Funding Pilot Project in November 2006. Robert’s attendant care funding is deposited directly into his bank account. Robert had the choice of directly employing carers, or paying an agency to recruit staff on his behalf. Robert elected to directly recruit carers, and in doing so he saved money on administration fees. He has employed two carers, and has been able to direct the savings into their pay, enabling him to employ two well paid staff, selected on the basis of both experience and personal qualities which suits Robert’s individual needs and preferences. As a result, Robert has been able to develop an exceptional level of trust with the carers, and a great relationship has developed between the carers and his entire family, including his children. The ability of the staff to work flexible hours means that Robert is able to go out when he chooses without having to wrangle with a home care service coordinator trying to manage rosters.  Robert uses the word “empowerment” to describe the changes that have been brought about through the direct funding program, particularly in terms of his ability to hire his own support staff. 

Robert’s example is typical.  People across the world are using individualised funding to control the supports they receive, so that the support they receive become a means to an end, rather than an end in itself.  Robert’s support enables him to successfully manage his family life and his professional life, with as little disruption as possible, giving him the optimal number of choices, and control in every decision.  And this is achieved using the same amount of dollars that is available to him, were he to have his money paid direct to a service agency, to which Robert is but one client.  Tim Stainton in the talk he gave at PWD last week, indicated that the evaluations that have been done internationally of Individualised Funding have found that it is at least as cost-effective as any other community-based service provision.  More importantly, though, it scores infinitely higher on scales of satisfaction, quality of life, control, empowerment, inclusion and participation.  There is evidence that it works, and has been working now for over 30 years.

Individualised Funding/Self-Directed Supports and the UN CRPD

The way that individualised funding has been put into practice across the world varies from place to place.  In the UK legislation has been passed, the Direct Payments Act 1996, which entitles people who receive funded supports to have those funds converted into actual money, paid direct, if certain criteria are satisfied.  Phillip will talk about this after me.   Elsewhere, it has largely been a policy decision, and I am not aware that there is any conclusive evidence that one approach is better than another.  I believe, however, that individualised funding works better when it is universally available for all people in one jurisdiction who are entitled to receive support, rather than being applied as a pilot program.  I do not have the space to elaborate here, but it needs to be resourced to be supported, not just left to people with disability to “cope” with managing their own services without any assistance.

For the timebeing, I would like to draw your attention to the fact that PWD is in the process of developing a position statement on this issue, which will shortly be available on our website.  It references the principles of self-determination and individualised funding which were drawn up at the Seattle Conference, by a committee which I had the privilege to participate in.  It also references important aspects of the UN CRPD which underpin the need to move to this form of support delivery if countries are to conform to their obligations under the Convention.

[Slide 5 – UN Convention on the Rights of Persons with Disabilities]
The Convention Preamble, particularly through points (n) and (o), clearly articulates the principles of independence, choice and decision-making as underscoring the rationale for the Convention: 

(n) Recognizing the importance for persons with disabilities of their individual autonomy and independence, including the freedom to make their own choices, 
 (o) Considering that persons with disabilities should have the opportunity to be actively involved in decision-making processes about policies and programmes, including those directly concerning them.

Convention Article 19 (Living independently and being included in the community) and Article 26 (Habilitation and rehabilitation) speak strongly to the need for governments to provide the opportunity for people with disability to direct their own services and supports. 
Article 19 requires countries to ensure this independence and inclusion by ensuring that:

(a) Persons with disabilities have the opportunity to choose their place of residence and where and with whom they live on an equal basis with others and are not obliged to live in a particular living arrangement;

(b) Persons with disabilities have access to a range of in-home, residential and other community support services, including personal assistance necessary to support living and inclusion in the community, and to prevent isolation or segregation from the community;

(c) Community services and facilities for the general population are available on an equal basis to persons with disabilities and are responsive to their needs.

Article 26 of the Convention sets out the requirement for countries to ‘organize, strengthen and extend comprehensive services and programmes’ in the areas of health, employment, education and social services, in such a way that people with disability are able to ‘attain and maintain maximum independence’ and ‘full inclusion and participation in all aspects of life’.  
Article 12.2, the acknowledgement of legal capacity and equality before the law, is very relevant too.  Something that I want to flag, but don’t have time to deal with in this talk, is the pivotal role that decision-making takes in the experience of control and empowerment that is universal in the descriptions of the benefits of individualised funding in the accounts of people with disability.  The concept of supported decision-making, strengthened by the supports around self-directed supports, and its capacity to render guardianship unnecessary, has exciting possibilities.

The inability of block-funded disability services to provide comprehensively individualised support to the extent necessary to successfully achieve these goals is widely recognised. In order to demonstrate a genuine commitment to the Convention and to the realisation of the rights of people with disability, it will be essential for state and federal governments to make Individualised Funding and Self-Directed Support programs freely available over the coming years. 

Supporting the delivery of individualised supports
I’d like to conclude this presentation by quickly going through a set of overheads that were developed by Steve Dowson quite some time ago.  I said earlier that individualised funding and self directed supports are elegant in their simplicity, both in how they operate, and what they deliver.  However, it is also a fact that, if applied half-heartedly, they can be just as bad as any other type of service that fails to meet an individual’s  needs.  Inadequate funding, lack of flexibility, and a lack of support for the individual to make decisions, are some reasons why these arrangements fail.

I want to make the point that when we, as the disability community, are lobbying governments at all levels within Australia for the application of individualised funding and self-directed supports, we must clearly articulate the need, and lobby, for auxiliary services that support the person with disability to take on the responsibilities of being in control of her or his own supports.  Robert Manga, whom I spoke about earlier, is a medically trained doctor and a very capable professional person, who finds it helpful to employ an accountant to manage the financial aspects of his individual package of funds.  The application of auxiliary supports in these arrangements is, then, very much the norm, and not the exception.

We should bear this in mind when we consider how we provide people with intellectual disability, or other cognitive impairment, with the opportunity to self-manage their supports.  Remember that the first individualised funding arrangements were innovated to address the immediate needs of people with intellectual disability.  Evidence-based research, then, would indicate that this is entirely possible.

[Slide 6 – A Cyclical Process]
These slides illustrate the various components of a support or service delivery process.  The Circle illustrated here is called the EMPRISE circle - you can correspond with Michael to find out why!

[Slide 7 – End Goals – Wants]
The first stage in the process is for the person wit disability to be clear about what she or he wants.  Planning that will ultimately lead to the provision of resources for the purpose of purchasing supports must start with the individual, and their identification of what they require support for.  This is more than just a simple needs analysis.  Ideally it begins with how ones life is to be lived, a person’s aspirations.  In many cases these might be quite ordinary, but it is nonetheless important for these to be thought through and articulated.  It doesn’t have to be a lifelong plan, especially if this individualised process is to be truly cyclical, reviewed and renewed frequently.  But it does need to be holistic.

[Slide 8 – Information about possibilities - Means]
Because we cannot know everything there is to know, at this point it is very useful to have advice and assistance.  But it is important to remember that at this point we are focusing on broad lifestyle goals, not honing in on specialist or other supports.  Like the process of brainstorming, it is best to place as many ideas and possibilities on the table, before refining these.

In relation to Means - this stage involves an evaluation of where you as a person are now, in comparison to where you want to be, and what needs to be put in place to reach those goals you want to achieve.  Often these can be broadly categorised into housing, employment, education, leisure, social and family life etc.  This is still not the stage in which we translate ordinary life goals into specialist service options, so specialist knowledge of that type is not required.  However, 2 kinds of assistance might be required:

[Slide 9 – Clarification of current situation]
Some obvious medical or allied medical assessment may be useful in determining the particular aids or appliances that might be needed and available to assist a person from where they are to where they want to be.  The control the person has over why these assessments are required is a crucial difference to the way that assessments are often undertaken.

[Slide 10 – Supply of information about resources and opportunities]
Additional information may be necessary, eg about welfare benefits, employment opportunities etc.

These elements are meant to support the original goal/want, not to subvert it or redefine it.

[Slide 11 – Making a Plan]
I think that most people are aware of the term “person centred planning”.  This is used to convert the wants/goals into something concrete, and look at real possibilities, real resources, that will be required to put these into effect.  It’s important to realise, though, that a necessary first step is to go through a process of articulating those wants in a very subjective fashion.  The planning process is, to some extent, the beginning of the refinement of this, into something that can be funded and supported.

[Slide 12 - Gaining access to resources]
Some of the resources and opportunities may be easily available.  However, a case may need to be made to obtain other resources.  This is the time to identify what resources are required, and from where they may be obtained.

[Slide 13 – Negotiating Funds]
You will note how long it has taken before we go knocking on the department’s door for dollars.  Resources might be available more generally in the community.  There is evidence to suggest that resources which are negotiated in and of the local community tend to stick and have more meaning for people than those which have to be specially purchased.  However, we are all aware how inaccessible the community is, in so many respects, and so it is highly likely that specialist supports will be required.  In this process good skills of negotiation and advocacy will be required.

[Slide 14 – Implementation]
Negotiation is one thing – finalising a contractual agreement, and bringing about the delivery of supports in the way originally envisaged is another process in itself.  Attention to detail is vital in this stage.

[Slide 15 – Service Provision]
All the previous stages have been concerned with identifying and accessing the components required to achieve the end goal.  Now the services and other opportunities have to be provided.

[Slide 16 – Funding]
The funds previously agreed now need to be provided.  This is typically done by the funding body, the disability services department.

[Slide 17 – Evaluation]
The funding body is well within its rights to ensure that public funds are used effectively and appropriately.  We might refer to this process as “acquittal”, and should be looked at differently from a “review” of the effectiveness of the supports, in terms of the positive impact they have had on the person’s life.

[Slide 18 – Review]
There remains a need to evaluate the plan, and determine whether or not it has fulfilled the wants that were originally identified.  This process can also take into account whether or not the person’s needs and wants have changed, and to factor these into the next round of planning.

[Slide 19 – (completes the circle)]

[Slide 20 – the EMPRISE circle complete]
The process is cyclical, and addresses the wants and needs of the individual.

From the above slides it is apparent that there are a number of stages in the process where a person who requires support can also benefit from assistance in devising the goals, objectives and strategies that can direct that support.

[Slide 21 – Technical Supports]
This slide indicates that the first two stages in the process need to be under the control of the person with disability.  Namely, the articulation of their wants and needs.  Also, the process of review needs to be in their control, such that they can determine whether or not the supports have actually achieved the intended goal.

The slide also points out that information about resources, planning, understanding what resources need to be applied to meet the needs, negotiating funds, and assistance with the implementation of the resources to the supports required, should all be under the control of the person with disability, but can have the assistance of independent, technical support.  I’ll come back to this briefly at the end.

The slide indicates also that the stages of providing funds and evaluating the effectiveness of the use of those funds rightly sits with the funding body, usually the disability department..

And, finally, it indicates only one element of responsibility to the service provider agency – namely that of service provision.

This analysis is particularly interesting to use to map the areas where service providers actually have control of the process, under block-funded or case-managed arrangements.  But we don’t have time for that here.

[Slide 22 – Independent Support Brokers]
This slide represents the roles played by people who provide the technical assistance to people with disability, who utilise individualised funding and self-directed supports.  Tim Stainton was one of the first brokers in the 1980s, so this is a role that has been around for a while.  There are arguments about the extent to which it has to remain independent from, for example, other support roles such as the accountant dealing with the money and the human resources in Robert Manga’s arrangement.  But it is essential that this role is carried out independent of both the funder and the service provider.  And this represents the challenge for us at this conference.

The tasks of a broker include:

· Provide information, advice and technical support

· Prepare and cost personal support plans

· Assist in funding negotiations

· Arrange and implement plans

· Monitor and evaluate services, based on user satisfaction

· Modify existing services, or develop new ones

· Mediate and solve problems
The type of expertise and experience for providing this kind of advice to individuals with disability, who want to take advantage of an individualised funding arrangement, lies predominantly within organisations of people with disability.  In some instances it is appropriate for families to fulfil this tole, but they have other, more important and less instrumental, roles to play, so others should be available.  I propose that in order to make individualised funding and self-directed supports a realistic option for all people with disability in Australia, we need to build up our capacity within user-led organisations to provide this kind of support, to develop best practice in its provision, and to demand that government adequately fund these auxiliary supports in each of the individualised funding packages it provides.  Such activities would increase the range of proactive and deeply practical activities we undertake to improve the lives of people with disability.
Conclusion

In summary, then Individualised Funding and self-directed supports provide the means by which the principles and articles of the UN Convention can be translated into practice.  If any impetus to stimulate our disability services legislation was required after 23 years, the Convention provides it, and individualised funding and self-directed supports provide the means to deliver it in practice.

Organisations of and for people with disability need to be united in their support for the implementation of these support options to all people with disability who require support.  We need to lobby for the adequate funding of the support arrangements that need to be put in place to assist people with disability manage these supports, and make a particular case for people with cognitive impairment who may need assistance at various stages in the support process.  I have briefly touched today on the role of the support broker, which is just one of the ways in which this spot can be provided.  Our organisations should not only be lobbying for adequate resourcing for these supports, but also using our own experience and expertise to shape and, in some instance deliver, these auxiliary  supports on the ground.
A Personal Experience of Living under the UK Direct Payments Scheme - Paul Collier
Hopefully you have all got a good idea now what self management or self-directed funding, direct payments or individualised funding means. All of those names essentially mean the same thing. OK. 

But what I want to talk to you about now is to try and give you some sort of impact of what self management can mean and the incredible difference it can make on your life if you are confident enough to demand the same rights and opportunities that everybody else takes for granted. 

So I want to show you now, just a little bit about how the life of a variety and spontaneity, that life that Ron was talking about earlier this morning that he idealised about is really easy to achieve and, in fact, is already a reality. 

Now, I have high level quadriplegia. It means I need support for just about everything. Like most of you, I suspect I receive the minimum levels of support, couple of hours a day just to get up and go to bed, curfews, restrictions, no choice at all who provides me with the most intimate support and virtually a prisoner in my home because of no transport. It sounds familiar? Right. 

Let me tell you, it does not need to be like this. Australia is in the Dark Ages. I am - have my little note saying Australia is a good 30 years behind what is happening in Europe and North America, and Rhonda said not just an hour or two ago, exactly the same thing. It is very, very true. 

Now, I was really lucky because I got offered a scholarship and a place to do a masters, a doctorate degree, at Oxford. This college became my home for several years. I didn't realise it at the time but I was the first person to be admitted into Oxford with a major disability. Good stuff. It was built in 1610. Guess what? They didn't think too much about access in those days! Alright. 

What makes it worse is all the buildings are what are called “Grade 1 heritage listed”. If you know much about the heritage listing of buildings, it means they have very, very strict rules how they can be modified. You can't change a screw even without getting an army of bureaucrats to get approval. So when I arrived, there was absolutely no access, no facilities, not even an equalities officer let alone anything to do with disabilities. So it was really a case of being thrown in at the deep end. 

This is the dining hall. Yes, it is just like Harry Potter. 

But I knew I was in somewhere pretty prestigious but I was adamant I wanted to be treated and accepted just like any other student. I didn't want to be pitied and treated separately. I didn't want to be stigmatised or seen just as the "disabled student". I was pretty adamant I wanted to be involved and mixed in. 

These are some of the views. That is the garden. That is pretty well the view I had from my room, OK. 

Despite all the huge difficulties, the college, the university, were determined to do everything they could to make the situation as best as we could. They were backed up by government that had taken up the challenge to radically reforming the entire disability community. It follows largely in part because of a huge campaign run by the entire disability community, a whole range of all disability groups, it was called a Rights Now Campaign. It really demanded the disabled people should have the same rights as everybody else. I was really taken that Rhonda, at the end of her speech this morning she said, "We need to get real." The disability community in Australia needs to take up the action and take it to our politicians. It is what the Rights Now Campaign did. I got in at the very end. 

I don't want to talk too much about it but I will give you one example. I attended a rally at the House of Commons and there was 1,000 people in wheelchairs. It was a mess, but my God, did it make an impact! 

Politicians, across all parties, realised something had to be done. It was the real start of change in Britain. 

Now, I will spin through a couple of quick slides. I became the pinup boy for Oxford because I was in a wheelchair, so it was a pretty visible disability. But we worked close and changed everything. All the main buildings became accessible. All the colleges have rooms for disabled people. There was a full disability advisory team and whole range of disability services and policies. Now, for me, that was great. Because it means I could go on, finish my studies, and eventually, hopefully, I graduated. This is the theatre, built in 1664 by Christopher Wren but now totally accessible. But all is a far more important side of being a student. The social life! It is the parties, the drinking, the dinners, the more parties, and even more parties and the whole scope of all the theatres and the events. Every night something different would be going on. You want to be part of the social scene, the same as all the other students. I was really keen, I wanted to be part of that as well as taking - doing all my research and going and visiting all the archives and museums and places I had to in London and Washington, all over, that I had to do. Travelling across the whole of Britain, part of my research, my studies. 

I also had been very keen I didn't want to be just stuck in the university. So I became a board member on the UK's Spinal Injury Association and travelled across the entire UK as part of that, working with local government and central government, developing ideas about policies of direct payments and what the impact could mean on people with disability. 

Now, I was the first person in my local authority, the council if you like, not like a council here, a local and very small council, the local councils cover the entire county in the UK. They are responsible for administering direct payments. Me, the first one, I was the guinea pig. So we worked very closely to develop how it works and what it meant. 

So essentially, what it meant, all I had to do was simply open a bank account and every fortnight, the local authority just paid in money, the cash equivalents of what my support had been. I went out and purchased my own support. I decided who, where, how and when, totally down to me. 

Now there is a number of ways that you can do that in practical terms but I want to just emphasise there is no one set method in the system. OK. The whole idea of individual budgets or direct payments is the system needs to be totally flexible. And it can change, depending upon each and every one's own individual circumstances and a level of control that you want to have. 

Now, I don't want to concentrate on the nuts and bolts here while I am talking but I am happy to answer any questions at the end. But what I want to emphasise now there were some absolute few rules. But because of that flexibility, it means people can decide for themselves how you want to live, where you want to live, what you want to do, just like Matthew was talking about before. This is the idea. 

But what did it mean in practice? Well, I mentioned earlier I like to travel and had to visit places to research. Washington is one place I went. That is me in front of the White House, but how did I do it? I just did it myself, and my PA, decided, “Let's go to Washington for the week”. She provided the same services for me, working on the archives there, the same as Oxford. Between the two of us, we decide, “Let's go.” 

Me in front of Congress, President Obama fluffed his lines and the Lincoln memorial where “I have a dream speech” was given. 

I had been asked to give a paper at a conference in Calgary, in Canada. I don't know if you know, even I know it is a pretty amazing place. My PA at the time, we both thought we are going all that way for three days it would be nice to stay on for a bit and have a bit of a holiday beyond the three days. So to cut a long story short, I had a fully accessible car, easily done, just through the Internet, no problems. We stayed for six weeks! 

This is me on the little Big Horn, doing my impersonation of Colonel Custer and his last stand. Through the windy Rockies. 

But we did this, I want to emphasise, without any contact what so ever with my case manager. None! We didn't have to beg or get approval. We had no interfering bureaucrats telling me what we could and couldn't do and how we had to do it, nothing. We just went, on our own. OK. 

This is what I want to try to get across. If you have got the will or the ideas that you want to do something in your life, whether it is travel or work or anything, you just do it. Same as everybody else would do. If somebody wants to, go on a holiday. 

I will talk about the questions again, but employment, it is assuming disabled people will work. Because you have the support to get up in the mornings, the transport to get back and forwards to work and you got the flexibility. It is so much more easy to get employment. I am happy to talk about that more, further, but let's just summarise. This is me crossing the Rockies. Higher than what I did a sky dive from in Adelaide. But we organised this entirely through the Internet. Entirely. Just like anybody else would make a booking of a holiday over the net. 

I just want to finish with couple of photographs, this is a glacier that goes to the top of the Canadian Ice Cap. Those of you with good eye sight might see one or two tiny black dots. It is one of them. That is me at the back, if you can see, getting on and off. 

I want to remind you, we are in Melbourne, which dreams are being one of the major capital cities in the world. I can't even get on a bloody tram out the front, but in Canada, I can go to the top of the world. 

A Model of Self-directed Funding for Australia - Samantha Jenkinson & Robbi Williams
Samanha Jenkinson:
Robbi Williams and I are very pleased to be presenting at the Australian Federation of Disability Organisations (AFDO) conference. We feel there is a strong connection between what AFDO and this conference embody, 'nothing about us, without us' and the purpose of In Control Australia, which is having a support and service system that has people with disability being in control of their lives with whatever support is needed.  

We are presenting in the Liberation stream of the conference which is about transforming the words of the Convention on the Rights of People with Disability to real change. With that in mind I thought it would be useful to look at the articles of the Convention which relate to people with disability having control and choice in their lives.

I didn't have to look very far.

Article 3 of the convention is the general principles. There are 8 principles and they underpin all the articles in the convention. They include things like non-discrimination, accessibility and equality of opportunity. We expect these things to be in the principles of such a document. There are two principles that I would like to highlight that I believe have the most relevance to our discussion on self-directed funding. These are,

Respect for inherent dignity, individual autonomy including the freedom to make one’s own choices, and independence of persons;

and

Full and effective participation and inclusion in society;

These principles are very much a reflection of the global movement for disability rights.  The right to have an independent life as an adult, sometimes using paid support instead of being institutionalised, is a major goal of the disability rights movement, and is the main goal of groups calling for independent living and inclusion.  

The basis of this views is that people with disabilities are the experts on their needs.  In the Independent Living philosophy, people with disability are primarily seen as citizens and only secondarily as consumers of healthcare, rehabilitation or support  services.  As citizens in democratic societies people with disability have the same right to participation, to the same range of options, degree of freedom, control and self-determination in every day life that other citizens take for granted. 

These ideas have a strong underlying theme of shifting power and control to people with disability. They are also very pragmatic in that they have lead to specific tools such as person centred planning, individual budgets and self-directed funding to achieve these goals. 

The convention was developed with a huge amount of input by people with disability and so we expect to see these same themes of self-determination, choice, support and community inclusion in the convention. Which of course they are.

As well as in the principles, the articles of most relevance to this discussion are:

Article 4 – General obligations which includes committing to developing laws and procedures to implement the convention, to get rid of discriminatory laws and procedures, and most importantly to consult with and actively involve person with a disability in decision making and policy and legislation development. 

Articles 12 and 17 – 12 being about equal recognition before the law, which says person with a disability have legal capacity, and where needed must be supported in a safe way. And 17 being about inherent dignity and respect.

Article 19 -   Living independently and being included in the community.

So how does this all get reflected in the way that support and funding for people with disability should be implemented in Australia?

This is a question that many individuals and groups in Australia have been asking for many years, and is where the movement that is In Control Australia has come from. 

Robbi Williams is the convener of In Control Australia and will give some background on the movement.  

Robbi Williams:
In Control Australia came about as a movement because of increasing interest by many groups around Australia in people with disability having control of their support services.  State governments have started to do individualised funding  or models close to it but not always fully or available to all. There has been a lot of pilot projects and consumer or family managed groups which are using the tools of person centred planning, brokerage and shared management, sometimes despite the rules set by government policy.  A need was seen for a concerted lobby, a clearing-house for information, place for reflection, and a bringing together of all stake holders. 

A number of individuals and organisations in Australia have been impressed by the work done in the United Kingdom (UK) by a group called in Control, and have been citing this model of support as an example of how practice and policy in disability support could look.  The Julia Farr Association, the National Council on Intellectual Disability (NCID), and a number of other affiliated groups had been in contact with Simon Duffy, the CEO of in Control UK, about  bringing the learning and practice of In Control into Australia.  This led to a meeting being convened in Perth, early in 2008 with Caroline Tomlinson a founding member of In Control UK and a parent of a person living with disability. This first meeting involved discussion on what the  role In control Australia  could be, which led to the development of the five places of In Control Australia.

From this first meeting myself, Mark Pattison and Samantha Jenkinson formed a working group to build the momentum of In Control Australia. A second meeting was held in Adelaide in September 2008, with a larger group of people. The actions from the September meeting were to hold another forum in the eastern states, and to gather information on what is currently happening on individualised funding. Further meetings and forums have taken place  in Melbourne and Sydney to build the momentum of In Control Australia. There are also forums in June in Adelaide and Brisbane which are already booked out.

The Julia Farr  M. S. McLeod Benevolent Fund has provided some resources towards the building of In Control Australia's website and some limited staff time. This initiative is also supported in-kind by the Julia Farr Association and NCID primarily, as well as all those people and organisations who assist in spreading information and awareness about self-directed funding.

The state CIDS, service providers like Leveda in SA and Sunnyfield in NSW, and family managed groups such as Mamre in QLD, have all contributed to holding forums and supporting the movement. AFDO, and other peaks such as Physical Disability Australia have supported the movement as there is a close connection between the In Control funding model and a Disability Inclusion Allowance which AFDO has a policy position paper on. 

So what do we do? As a movement we have developed these 5 places where we think we need to put our efforts. They are:

Reference, information and awareness

People with disability having control of their lives is not a new or radical approach to disability support, but the information about it and how it works needs to be shared and available.  In Control Australia has reference material on the range of tools used to support and ensure people with disability have control in their lives, as well as research documents showing how this approach has made a real impact for people. We are working on being a repository of information and want to collect the real life stories of people in Australia who are in control and can show that this approach works.   

Critical enquiry and reflection

It is not easy for governments, service providers, or even people with disability and their families, to let go of the current systems which emphasise risk aversion, professional intervention and detailed accountability. Even the best services or policies which allow self-management for people with disability can fall back into old systems, or they may do things better.  In Control Australia is a place where people can ask critical questions of our service systems and reflect on where and why these systems may not be allowing people with disability and their families to have control of their lives. We want to encourage research in this area and have people actively involved in reflecting and improving on their own practice in the disability sector. 


Dialogue and exchange

There are many ways in which people with disability can be supported to self-manage and these are improving and changing. In Control Australia is a place where information can be exchanged and discussion happen on the diversity of ways people can self-manage and be supported to stay in control. We can learn and improve things by being open to having a dialogue.


Collaboration

Systemic policy change involves many groups from different areas working together. In Control Australia believes that developing partnerships and collaboration allows for greater understanding and sharing of knowledge between diverse groups. A transition towards people with disability self-managing  has a greater momentum if families, service providers, and funding bodies are included in that transition. We believe that there should be the possibility of a group in WA connecting with a group in Victoria and learning from each other and working together.
Leadership and influence

In Control Australia will push momentum for  the discussion on self-management for people with disability and raise it on to the agenda of governments, service providers and advocacy groups. Those who are leading the way in practising personal control now must be given the opportunity and space to tell their stories. In Control Australia is a place where these leaders can be fostered.

At the moment we are doing this by building our web presence, linking groups and people, and continuing to build momentum through state forums.

Just briefly I would like to explain self-directed funding.
There are many terms used to describe the way that we want disability service and support systems to operate so that a person living with disability has greater control, such as 'individualised funding', 'self-managed care' , 'direct payments' and 'individualised budgets'.  We use the term self-directed funding.  The key theme, or concept is the same – that the person living with disability is supported to be in control of their support services and funding.

The following definition from Dowson and Salisbury (1999) incorporates the ideas of recognising ability, citizenship, and inclusion in community:

“...public funding that is allocated to the individual based on his/her unique strengths and needs, and placed under the control of the individual to enable them to live in the community as a full citizen.”

We also have a set of principles which underpin self-directed funding and which we believe must be the basis for any funding system. In Control UK developed these principles and a model to ensure all people with disabilities could have control. These principles reflect the UN convention, - independent living, choice, support where needed. They are:

1. Independent Living

I can get the support I need to be an independent citizen.
2. Individual Budget

I know how much money I can use for my support.
3. Self-Determination

I have the authority, support or representation to make my own decisions.
4. Accessibility

I can understand the rules and systems and am able to get help easily.
5. Flexible Funding

I can use my money flexibly and creatively.
6. Accountability 

I will tell people how I used my money and anything I’ve learnt.
7. Capacity 

My capacity is assumed, and I can also get information and support to build my vision of what is possible in my life

There are also a lot of common misconceptions about what self-directed funding is and who it is for. I want to state very clearly that self-directed funding is for everyone, it is about the supports that are put in place and encouraged to allow maximum capacity of people to be realised. It is also so much more than just giving people the money. The model or framework we are presenting today has come from a lot of work by In Control UK and addresses these issues of how can it be for everyone. The principles must be the framework under which any funding model is developed.

Samantha Jenkinson:
A model for self-directed funding and the issues on building a model

Eligibility for services

This is usually in state legislation and through policy gate-keeping. The main issue is limited resources which restricts access and means there are waiting lists even though people might be eligible for a service. We would hope the idea of a National Disability Insurance scheme could be fleshed out to address this resource issue. However a secondary benefit of self-directed funding is that it should cost no more and there  may be possible cost savings.

Resource allocation system

Where there are limited resources there needs to be a fair and equitable system for allocation of those resources. The questions which get asked are 'how much funding should a person get? how do we work out the amount? and who does the assessment?' In the UK a self-assessment tool is used to give people a nominal amount which they then use for planning. This questionnaire need not be more than 10 questions as long as it indicates the level of support a person needs and takes into account the types of support they already have. The benefits of a self-assessment are that the person with a disability and their family have the expertise and knowledge of supports needed. There are also benefits of assessment being separate and prior to planning. Planning should be flexible, creative and with the resources available already known. Assessment done with planning become restrictive and can limit the creativity of people imagining better as assessments are usually based on known parameters not possibilities. Another issue with resource allocation is that people have to go through an assesment for funding for all the separate programs, such as in home support, equipment, post-school options, community access and recreation, respite etc. Resource allocation should be funding for all aspects of support you need in your life, not separate program silos you must fit into. 

Planning

There are many reasons for having a plan as part of the process for funding. It is a guide for the person or family and/or services as to the goals and aspirations of the person with disability as well as a guide for how they want to reach those goals and the support they need. It is also an accountability tool for both the person and the funder, as well as allowing the review of the plan to give an opportunity for reflection and change. It is an exploration of possibilities and imaginings and an identification of the persons abilities and aspirations – it says what is important to them. A plan can come in all shapes and sizes and be done by the person, family, or facilitator. There are so many different tools and ways of planning available with the emphasis on person-centred planning, and so many ways a person can be supported to participate in planning and remain central to planning. Often a budget is a part of the plan, but like any budgeting process is subject to adjustment.  

Management of funds and implementing the plan

There needs to be lots of options for managing funding and support for the options. For example options could be getting funding as a direct payment with the ability to employ support workers, co-operatives of individuals employing support workers, brokerage services to assist you in finding and purchasing services and goods, service providers holding all funds, financial intermediary holding funds for you while you choose what to purchase, or a case manager doing it all for you. This is the space for creativity and development of new services. Some options include support for implementing a persons plan eg, case management or brokerage, some don't. There needs to be support for capacity building ( person with a disability knowing their rights, learning how to manage a budget if they don't have that experience, management skills, bookkeeping, tax and employment related training if wanted) and support for service and community development (encouragement of mainstream services to be disability aware and disability services to collaborate with mainstream). For this to work funding bodies must help provide the infrastructure and space for community inclusion. Flexibility in planning and purchasing will also depend on the business rules, how restrictive should the rules be? In direct payments the only rules about what you could but were, no gambling, nothing illegal, and it is to support the person with a disability. The plan provides the framework for purchasing.

Accountability and evaluation

Of course there must be some accountability back to the funder. But it needs to be simple and doable by the person with a disability and not onerous in terms of timing. So once a year is reasonable, once a month is onerous. Accountability is to the plan the person has done with reasonable expectation of change that might occur over the year.  If a person has a plan with broad goals, and they me those goals with budget then they fill out an aquittal of funds and start the next year. There needs to be opportunity for reflection and evaluation in the service system as well. Review and evaluation are important to give feedback to the system as well as for the persons own life. 

Infrastructure

A really important part of self-directed funding is the support from the community generally being in place. Where people are purchasing services from all areas for disability support then they should have access to mainstream complaints systems, and rights protection, which means the disability sector should be liable under normal trading and discrimination laws as well. There needs to be support from tax laws and centrelink for self-directed funding and any barriers removed. Plus to facilitate community inclusion there sill needs to be government support and regulation to ensure accessible transport, housing, built environment, communications and community access generally.

Principles

We believe that in any model of funding there needs to be regular checking back by the system that principles and values are still relevant, and the model has not strayed from its intended purpose.

What is happening to bring about change in Australia now? 

There has been a lot of discussion about disability support and funding through the Council of Australian Governments (COAG) reform councils. The new National Disability Agreement has replaced the previous Commonwealth State/Territory Disability Agreement which set out the area of responsibility for disability supports and services ad who funded what parts. This new National Disability Agreement has Objectives and outcomes which are all about inclusion and choice. The question is how this then gets put into effect at state level. The UN Convention and the NDA really set things up for self-directed funding being the way to go.

The National Disability Strategy is still in development but is supposed to provide the framework for all disability policy in Australia. It is also going to be aligned with the Un Convention.

This essentially shows a policy level commitment to self-directed funding at a national level. On the ground it is much more patchy, but we think it is time for government at all levels to take a step forwards.   

What is In Control Australia doing with people with disability, families and service providers;

· we are available to fine tune the model in each state and territory 

· we want debate and discussion of theory, philosophy and principles

· we are encouraging reflection and critique on current practice

· we are lobbying and educating – giving a monograph on individualised funding to politicians, service providers being engaged by service providers already in the discussion.

· holding forums – raising awareness of different options

· spreading case examples – real people telling real stories

We hope that you can be part of the debate discussion and movement of people with disability being in control.

For more information go to www.in-control.org.au

The Other Film Festival – Rick Randall
How much capacity do you have to listen to more people talking? Put up your hand if you can handle five minutes? Lovely. Great. I will do ten. Welcome. We are really pleased to be able to bring some of the best films from the Other Film Festival 2008 for a screening here this evening. My name is Rick Randall and I am the director of the Other Film Festival. 

A little bit of housekeeping first off. We are providing an audio-description service for this screening, which means that people who are blind or have a vision impairment are able to access the description, a live description of the, of what is happening on screen, which is interspersed during the dialogue of that film, which you can access here in headsets. Bob from Word of Mouth is at the back of the room, there are headsets available should anyone require one. I see somebody putting their hand up over there. And just, just wanting to let you know, we do have spare headsets, if anyone is curious about the provision of this service, I invite you to try the service. There are a couple of people here. So thank you. The person who is bringing the headsets to you is Beau. Beau is providing a live audio description service, it will be him in the privacy of another room providing that service, thank you, Beau. So, is everybody kind of ready? 

Just while people are finalising getting their headsets on and functioning I would just like to point out a small limitation of the audio description service, which you will notice, that the very first film called ‘Creature Discomforts’ has no audio description because there are no gaps in the dialogue. It is one shortcoming, if there are no gaps you can't cut. 

I will actually start just to get going. So forgive me. So we will give you a very, very thin slice of some of the 40 films that we screened at the Festival in 2008. The Other Film Festival is presented by Arts Access Victoria. 

We have grown as a festival and we have primarily grown in terms of what we are trying to do. There are two things, two very simple, and what I believe, are quite obvious things. One is that we want to show compelling and authentic stories about the experience of people with disability. We want those stories seen, we want them up on the screen and we want them seen by a broad audience. We also want to ensure the cinema experience is universally accessible to everybody. 

That is very different from simply making the cinema accessible, it is thinking about why does anybody go to the cinema? We want that full experience available to everyone. You want to be invisible. You don't want to be made a fuss of, you don't want to necessarily identify as a person with a disability or impairment, you want to go to a session of your choice, you want your needs taken care of in a discreet way, because when you are in a cinema, you are a voyeur, you are sitting in the dark, crouched down, looking through a keyhole. The last thing you want is someone looking at you while you are peeping through the keyhole. So that notion of a private, communal experience is part of the cinema.

Rather than talk about what we do and how we try to do it, I want to talk to you very briefly about art and censorship. 

First, why is art important? Well, it is an act. It is a fundamental act of communication. It is a communication of an experience. And as you know, the experience of another person is always hidden to you, except what they can convey to you. So it is an urge to express yourself and it is an urge to know the experience of the other. It is a desire to be visible. It is a basic existential human need. It has been around for 200,000 years, art. By the way, commerce and business is Johnny Come Lately and it has been around for only 600 years. 

So, art in its many forms has been around for 200,000 years and some of the most powerful forms of art, most powerful forms of story-telling is where you tell a story to a group. Not to the individual, but to a group. 

It makes it powerful because you know that story is being heard by others, which is why cinema has endured. Because we have a communal experience. We can access it on iPod, we can access it on our computer, but it does not have the power of sitting in a cinema, with other people in the darkness, sharing that story. It is group voyeurism. 

How does it get censored? Well, as we all know, that exclusion is bullying. My seven-year-old daughter can tell you with some authority that the main form of bullying is exclusion. And that is what happens when you do not see stories about the experience of disability, compelling, authentic stories on our TV screens and on our cinema screens. That is bullying, because it is exclusion. 

There are many, many obstacles to getting stories up on to our screen. 

And I would like to share with you, as I close, with possibly one of the most absurd. I am reading from an article in ‘The Australian’ last year. In 2008, when the British Board of Film Classification classified the low-budget film ‘Special People’, it tagged on a warning that the film contained "disabled people". The film's director, Justin Edgar, a previous guest of our festival, told the ‘Daily Mail’, “The guidance the film had a disability theme unfairly singled out a section of society”. Censors in the UK have previously used the warning “disability themes” for its classification of the Australian comedy ‘Summer Heights High’, which carried the following consumer advice, "Contains moderate references to sex and disability". 

So a word of warning... before we screen the films, I would like to advise everybody present that these film may contain simulated, implied or invisible disability, low-level disability, medium-level disability and of, course, the crowd-pleasing violent, all-singing disability with missing limbs. Please enjoy the films. 
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