Please sir, not more of the same – people with disability in control
Michael Bleasdale –People with Disability Australia Inc. and In Control Australia

1. Introduction
This very brief paper will attempt to sum up 25 years of disappointment and lowered expectation, following the passing of the Disability Services Act in 1986, and point to what will make a difference to the lives of people with disability, if the reforms recommended in the Productivity Commission’s Interim Report into disability care and support are implemented.
2. So why don’t we want “more of the same”?

The Report from the Productivity Commission has been an excellent record of what current exists, in terms of reports and other data, about how the Australian disability service system is broken, and is in need of a total overhaul.

Most importantly, the Report reflects the personal stories of people with disability and their families, trying to cope with this broken system, and being constantly frustrated by its inadequacy, its inflexibility, and its dishonesty in promising to enable people to exercise their rights and live full lives in the community – but instead delivering a patchwork of poorly integrated supports which result in fragmented and segregated lives, often lived in poverty.
The Report has pointed out the fundamental fragmentation of supports that has occurred with the various States and Territories delivering their own versions of services, with differing eligibility criteria, lack of portability, and lack of consistent quality controls – and has recommended that we have a single, national scheme, the NDIS, which is governed centrally and administered locally.  We agree that this is the best structure which offers the possibility of greater equity in both the amount of support provided, and its quality.

The Report has, very importantly, validated the call from those campaigning for a NDIS, and from a huge number of people with disability and families, for all resources that are provided by the new NDIS, to be provided on an individual basis – and not delivered as block funding to service providers.  This individualisation of funding, which has the capacity to be cashed out as direct funds, is the engine of the new service system, and, done well, has the greatest potential to make a difference in the lives of individuals, and in consolidating the systems change that will improve service quality, and deliver outcomes for people with disability into the future.
But there are some things which are not fully explained in the Report, and which we need to consider, if we are to truly learn from our mistakes and get it right this time:

a) We are aware that significant boosts in funding to disability services have been made in many States, with little change to the crisis-driven and inefficient systems that are delivered there.  We are about to devise a new scheme which will effectively double the total national resource-base for disability support – we need to know where the true inefficiencies lie in the current system, and why exactly directly funding the suppliers of support does not deliver the outcomes we expect.

b) More importantly, though, there is very little scrutiny of what good services and bad services look like.  This is not so much a failing of the Report, but rather the lack of an evidence base about quality of service provision for it to draw upon.  This in turn points to a significant failure of the administration of these systems over the past 25 years.  Endless reporting data has been sent to these agencies, and only the Minimum Data Set has emerged to give a snapshot of the demographics of those people who engaged with the system at any one time.  Government as contract managers of service providers has led to a system of monitoring the quality of outputs, and not adequately scrutinising the quality of outcomes of those who actually use the services.
3. So, how do we achieve the “paradigm-shift”?

Going back to the title of this session, I would like to briefly focus on the two words at the beginning, “Please Sir”.  These words speak volumes.  They indicate the cap-in-hand posture that has been required by people with disability and their families just to access the bare minimum of support.  They illustrate the continuation of a “command and control” method of administering disability support resources, which has numerous, negative effects (which I’ve already spoken about), but which, crucially, retains all the power and control within the hands of administrators, professionals and support providers, and only allows for self-determination of people with disability in limited service settings.

The approach of “we know best”, or “you can have choice of what you want, within the limits of what this facility provides”, is rightly criticised as one area of service delivery that will have to change, to one which listens and is truly responsive instead.  But this to a large extent is an effect of a system that has been set up to place and contain people with disability in specialist settings, rather than, as was always the intent of the DSA, to provide them with supports which are in tune with their strengths and wishes and needs, and which lead to them leading full and inclusive lives.  Services must be enabled to become the means by which people with disability achieve their outcomes – rather than be the endpoint of a struggle for resources.  Good services, which currently adopt a posture of response and value the direction provided by the service recipient, are often frustrated by the program and other constraints which are imposed upon them by our service/program-based systems.
So, the mechanism of self-directed supports, resources provided to the individual so that the individual can make choices about who provides them with support, what support is most useful here and now, and the quality of that support, are critical to a paradigm-shift in the way that disability services are provided.  This places the individual in the position of command and control, and means that accountability is measured in terms of outcomes, not outputs, and has far greater potential to make supports work for the individual and to effect change on the way that services provide their support in general.
There has been a lot of talk about making services ready for this new, demand-driven environment, and resources have been directed to service provider peaks to ensure they are ready.  But little thought has been given to how we make the key engine of this new system ready to take over control, and I want to focus on this briefly by way of conclusion:
a) People with disability and families will be expected within this new system to be quite specific about the resource demands and the outcomes they expect.  After generations of being told not to expect anything, and to be grateful for what they get, significant work will have to be done, to generate the capacity within these groups to make these demands, working on their existing expertise and passions and assisting them to become fierce and effective self-advocates.  This work must start now, otherwise we will have a new, bigger system which is ready to respond, but which is responding to requests for more of the same.

b) The Report talks about the role that Disability Support Organisations (DSOs) might play in assisting people with disability and families in conceptualising and running their individualised supports.  We say that it is crucial that everyone has access to this kind of support, and, as Steve Dowson said yesterday, this has to be delivered by people who are independent of service providers and administration – it cannot be done by the staff of National Disability Insurance Authority (NDIA).  Again, we need to start the ball rolling about how we establish these DSOs, and funds should be made available to see how capacity can be built in this area.

c) Governance of this new body will be critical.  The Productivity Commission has made the point that those in charge must have actuarial skills, experience in insurance, and other managerial and administrative skills if the twin responsibilities of ensuring there is enough money, and administering it equitably, are to be successfully applied.  It has missed, I believe, the crucial area of expertise in the lived experience of disability, which needs to inform every decision that is taken at the highest level, so that the purpose of this entire endeavour is present in every decision.  There must be people with disability and family members in governance, not advisory positions.
4. Conclusion

At the beginning I said too little scrutiny had been cast upon what constitutes bad and good services.  Whilst poor services do deserve criticism, the way that the various systems around Australia have been administered over the past 25 years, and previous to that, is the real area of concern for us moving ahead.

It is really the administration that is the “command and control” centre of each system.  It is the administration that has got it wrong.  If we are genuine about making this significant change for people with disability, and families, about them assuming control over their lives and their supports, then administrations have an awful lot of work ahead of them determining how they function when they no longer assert this control.  And they must not be allowed to do this work without the scrutiny of all the other stakeholders in the disability service system.
The work of the Productivity Commission is almost over, and they are to be commended for this monumental Report.  But the deliberations on how this will be implemented will now go to the administrations, and we have therefore got to ensure that all dialogue about this new system from this point on includes the expertise and knowledge of people with disability, and families, so that we don’t once more end up with more of the same.
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