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We Have More To Say!
Queenslanders with Disability Network’s response to Have Your Say

Executive Summary 

Our say about the consultation process

· Queenslanders with Disability Network (QDN) is of the firm belief that the Have Your Say consultation process is fundamentally flawed – in summary this consultation is not actively engaging with people with disability.
· Queenslanders with Disability Network respectfully calls for an immediate halt to the Have Your Say consultation.

Our say about what is being proposed in the Have Your Say paper 

· The Have Your Say paper is greatly lacking in the detail  required to make an informed and appropriate response.

· Funding in the disability sector in Queensland has not happened as a planned process, but rather has been the result of a series of historical and politically motivated decisions.

· Perhaps the greatest flaw of Have Your Say is the lack of any indication that it has been based on a vision for people with disability as being valued citizens who belong, participate and contribute as members of local community life.

· QDN believes that the Queensland Government must acknowledge that to date funding reforms, including  Have Your Say, have been fundamentally flawed because such attempts at reform have not placed people with disability at the centre of the reform. 

Needs Assessment and Reassessment

· QDN cannot support the proposed “one size fits all” assessment process. We believe that any allocation of new funding for direct assistance to people with disability or their families must be driven by a personalised process, consisting of a comprehensive face-to-face assessment with known people to consider what it would take to support the person with disability to live and participate in valued roles. Assessment should not take place until a time that  funding is foreseeably available for that individual.

The Four Programs

· QDN cannot support the proposed program improvements. We believe that there are huge gaps in this area of the paper and as such, pose a significant risk to already vulnerable people with disability.

Prioritisation

· QDN cannot support the proposed improvements around prioritisation. QDN believes that prioritisation is unfair and a barrier to vulnerable people with a disability obtaining funding. We suggest that prioritisation is abolished. QDN suggests that in its place a simple “localised” wait turn ranking could be developed.

Service Approach

· QDN believes that a balanced service approach would have only two key components, which would allow for the needs of people with disability to be met in more appropriate ways. These being Direct Assistance, and Infrastructure Support.

Funding

· QDN believes that many of the ideologies and practices proposed under this section are harmful to people with disability and have the potential to further isolate and segregate many vulnerable people with disability.
· In particular, QDN strongly oppose the following:

· Vacancy Coordination 

· Move to Purchaser / Provider Role – it is highly perceivable a purchaser provider model will result in the large scale tendering of group based support. No safeguards have been identified which will prevent this from occurring.

· Loss of Individualised Funding - individualised funding approaches which allocate specific funding amounts to the individual has been the source of much empowerment, flexibility and innovation in service delivery. For the first time people with disability have had the option to realistically choose services and leave services with their funding intact. Additionally it has allowed people with disability to organise, run and mange their own service. The cessation of individualised funding will therefore, be an enormous loss for people with disability in Queensland.
Our belief for what is needed

· QDN believes that a balanced service approach would have two key components - Direct Assistance, and Infrastructure Support. 

Direct Assistance Key Points

· The eligibility criteria for direct assistance would be the fact of a person having a disability. 

· Registration of people with disability would happen once, at a local level, giving only basic information. No assessment at this stage.

· Adopt a simple localised wait turn ranking system.

· Emergency funds available if required whist on the waiting list.

· Once a person nears the top of the list, assessment can take place, with the knowledge funding is not far away. At the individual level the process of decision making could be simple and done face to face with the support of a known worker, whose job it is to assist with the building and putting forward of a strong case for the hours of support required and, in general terms, how they would be used.

· The aim of having funding would be to have paid supports to engage in valued roles appropriate for that age stage in life at home or in neighbourhood and wider community.

Infrastructure Support Key Points

· Complimenting the direct support of people with disability is the need for a range of different support models.
· The State should consider how it invests in and develops small valued based, personalised services and supports that keep the decision making close to the people involved.
· Specialist professionals can be a useful resource to people with disability, their families and their workers by passing on their professional knowledge, skills and understanding.
· If we are to have workers who hold a vision of supporting ordinary life with people with disability then we need to be addressing the training and support that gives the practical skills to develop and maintain valued roles throughout life.

We Have More To Say!
Queenslanders with Disability Network’s response to Have Your Say

Introduction

Queenslanders with Disability Network (QDN) believes that people with disability have a valuable contribution to make to the process of funding reform. In 2002, following concerns around the then Disability Funding Reform Project, the Minister, Judy Spence, allocated QDN a small grant to do some formative work with people with disability, to develop our own ideas about a framework for supporting life, upon which a funding reform response can be built.

As a result of this process QDN released the document titled “From Silos of Funding to Supporting Life”. This document puts forward our ideas based upon a two-day workshop that brought together people with disability from across the different regions of Queensland.  We believe that this paper was well informed by the voice of people with disability throughout Queensland and lays the foundation for the total rejuvenation of the way people with disability are supported to maintain meaning and full lives.

QDN’s response to the Have Your Say paper will be underpinned by “From Silos of Funding to Supporting Life”, giving reference to the key messages that this document conveys on behalf of the members of QDN. 

Our response to Have Your Say has been structured in three parts:
· Our say about the consultation process

· Our say about what is being proposed in the Have Your Say paper

· Our belief for what is needed 

Section 1 - Our say about the consultation process

QDN is of the firm belief that the Have Your Say consultation process is fundamentally flawed. Additionally we have detected a strong sense of anger and frustration throughout our network indicating this consultation is not actively engaging with people with disability. Following is a summary of our key concerns with the consultation process:

· The Have Your Say consultation is not adhering to commonly accepted practice and standards for consulting with people with disability, appearing to be incongruous with the Community Engagement Framework. 

· The timeframes between a region deciding to hold a consultation and local people getting to know about it are too short.

· Accessing information about the consultation is difficult through the Department of Communities.  We have noted that some of our members have waited up to 30 minutes on the telephone before getting through to a Departmental Officer, only to be told that the person who can assist them with their enquiry was not available. 

· The restriction on participant numbers attending Regional Disability Council consultations has created an air of distrust. There is a general feeling that many people with disability will simply not be able to have their say.

· The content of the Have Your Say paper is difficult to understand and too broad to be able to adequately respond to the issues addressed. It lacks the essential detail to enable people to make an informed response.

· The content bears little resemblance to the results of funding reform conducted during the previous two years administration. Some of the key results from previous Funding Reform consultations are not reflected in the ‘Have Your Say’ document. These were published as ‘Results of Consultations’, and released by Frank Rocket, Director General, DSQ in 2003. These findings included:

· Funding to support new ideas and ways that people can have supports and services;

· Personalised assessment of need, not the competitive paper-based application process currently used;

· Consistent and transparent assessment processes;

· Review of funding allocations;

· Funding for new service responses; 

· More flexible service responses; 

· Indexed funding levels;

· Integrated whole of government services; 

· Flexible rules within any funding program;

· Personalised approaches;

· Targeting particular groups; and

· Flexibility in how funds are used.

Whist QDN is keen to engage in consultation and discussion around the changes to the allocation of funding in Queensland, we believe that the serious concerns raised above has stifled and excluded many people with disability from having any say at all. 

Consequently, QDN respectfully calls for an immediate halt to the Have Your Say consultation.

Section 2 - Our say about what is being proposed in the Have 

   Your Say paper
A Brief Historical Perspective

For many years the disability sector has been talking about the need for funding reform. 

In 1986 the Commonwealth Disability Services Act gave rise to opportunity for major systemic change to the way that people with disability and their families were treated. The framework that drove funding reform was centred firmly in the notion of supporting an ordinary life, giving rise to expectation of typical experiences of family, home and community living and movement away from congregated housing and centre based care. 

By 1992 the Commonwealth had wiped its hands of the disability reform process, hastily establishing the Commonwealth State Disability Agreement. The States took over the major role of funder of all services and supports, except work related programs and shared funding for advocacy and research. In establishing the State Disability Services Act, Queensland was the first state to take the money and run, without doing any preliminary work to establish the implications for the sector here in Queensland. In addition to being the funder and service provider with many people with intellectual disability in segregated settings, all of a sudden the State was now responsible for all people with disability across Queensland, with new legislation enacted to support their proper place in home and community life.

Between 1992 and 1999 a series of events led to some fast track political decision-making about funding. It was apparent that Queensland had a long history of neglect of people with disability, being funded at around half the national average per capita. Many adults with disability and aging family members were aware of this fact and were still without supports. This led to the much-publicised unmet needs campaign. Also with the inclusion of students with disability in regular schools, younger families’ expectations of adult life for sons and daughters were changing, so that centre based options for adult day services were no longer on their agenda. For others, it was not good enough to leave school or to come out of hospital and have to sit at home for the remainder of life. Pressure was also mounting to get people with disability out of institutions following public inquiries into abuse of people with disability in state run institutional care. 

Additional funding to provide different forms of direct support was injected. By 1999 a separate department of Disability Services had been created with a promise of $30 million for direct support to the sector via individual packages. These again were introduced without adequate planning or infrastructure to support their use. The result has led to establishing a crisis response to need.

Without infrastructure to build new service capacity, the larger existing services have taken on much of the new funding as they have the infrastructure to cope with the demand. Despite the changes in rhetoric and funding type, the way that the funding is used may be no different from what was on offer over two decades ago. 

The current process is flawed

QDN believes that to date the development of appropriate funding processes has been flawed because:

· Funding in the disability sector in Queensland has not happened as a planned process, but rather has been the result of a series of historical and politically motivated decisions.

· The disability program framework appears to be upside down, being based on existing funding structures, rather than funding being based on an ideologically sound framework about how life is to be supported. A good framework would set expectations about life and the nature and intent of support, with the purposes and uses of funding then mirroring life expectations, rather than the other way around.

· The sector has had to react to a reform process that is a fait accompli, being produced by government with very little input from the sector. Rather than having the opportunity to be informed and involved in a process of developing real funding reform based upon a principled and coherent framework, people with disability and families have been given incoherent documents to read and asked to give their reaction.  

· The natural authority of people with disability and their families whose everyday lives are most affected by these reforms, has not been recognised in the process. Little attempt has been made to develop our understanding of the big picture funding issues or for us to have the opportunity to influence the basic premises upon which the reform is built. Instead people, often in short term managerial positions with little knowledge, history or understanding of the difficulties experienced by people with disability or their families, are making life altering decisions from a great distance on our behalf.

The Have Your Say paper is a continuation of this flawed process. It has actively ignored the principles of the Disability Services Act and stands in vivid contrast to the principle that people with disability have the right to “participate actively in the decisions that affect their lives, including the development of disability policies, programs and services” (DSA, Sect9(2)(d)). Nor does there appear to be any evidence to support the statement  in the paper which declares: “The Queensland Government has listened to public feedback received from previous consultation processes, which has considerably influenced the development of the proposed improvements”.
The main message of Have Your Say paper reflects a growing trend in human service systems towards an entrenchment of formalised and bureaucratised processes. Funding methods have increased the complexity of life for people with disability and families by professionalisation and bureaucratisation. Human services, which have mushroomed in the last four decades, have tended to take over ordinary life. Hence we have a process whereby funding runs the nature of the supports that people with disability receive. 

Finally, perhaps the greatest flaw of Have Your Say is the lack of any indication that it has been based on a vision for people with disability as being valued citizens who belong, participate and contribute as members of local community life. 

Consequently, QDN believes that the Queensland Government must acknowledge that to date funding reforms, including  Have Your Say, have been fundamentally flawed because such attempts at reform have not placed people with disability at the centre of the reform. Furthermore it is evident that the Have Your Say paper is not in any way underpinned by any principles or values which support the citizenship and participation of people with disability in community life.

Tackling Disability Services Queensland – One families story

This story is one family’s struggle to find their son, Peter, a place to live. In doing so it demonstrates some of the concerns many family’s have around block funding and the issues they can face in navigating a large bureaucratic service and government system and the frustration, anger and powerlessness that can occur.  Whilst Disability Services Queensland has changed in name and structure over the last fifteen years, this story also can assist us to understand why many family’s feel unheard, unsupported and, sometimes, betrayed by Disability Services Queensland and are cynical that any real change is occurring.

Until they (Disability Services Queensland) get rid of old-style thinking there is no way you're going to get anywhere with the Department. (John)
John and Mary began asking how to find a better place for Peter to live, as he was living in an inappropriate group home arrangement. Individual lifestyle support packages were a new innovation and so naively John and Mary believed this may be a way to assist Peter move out. So began their long term relationship with the then equivalent of Disability Services Queensland. Mary again stopped working so she could concentrate on the full time business of dealing with Government Department’s – attending meetings, filling out forms, making applications.

We applied for everything… Nobody ever actually explained individual lifestyle packages.  They kept saying, "Yes, this is what we need." They encouraged us to apply and said, "You won't get it unless you put in for it."  (John)
Hope then despair

John and Mary believed for many years that the role of Disability Services Queensland was to assist their son. However over time they recognised they were dealing with a system that supported services more than the people they were established to serve. Disability Services Queensland allocated block funding to “the service”, not to Peter. If he moved no money would “come with him.” “The service” were concerned they would lose 25% of their funding if Peter moved out. The relationship between “the service” and John and Mary became increasingly difficult the more they advocated for Peter to move. Disability Services Queensland were not prepared to provide funding directly to Peter because he after all did have accommodation, he was not a priority. Mary and John investigated the possibility of bringing Peter back home with them. Their finances and health made this a last resort option. 

John and Mary felt isolated and inadequate in their dealings with Disability Services Queensland. They would often go to meetings alone, having no-one to back them up or explain how the system worked. Often when they did develop a rapport with one of the DSQ staff they would be moved on and they have to start all over again with another person. They strongly believe Disability Services Queensland purposely made things difficult for them. 

After five years fighting for an individual lifestyle package, John and Mary got a letter saying Peter was in a priority one category.  Thinking this meant Peter would soon receive funding, they went to yet another meeting with Disability Services Queensland. This meeting nearly killed Mary.  There they were informed of the different levels of priority one funding. Peter was at the bottom level. At the same meeting Mary and John suggested Peter should be better supervised, as they were concerned for his safety. The Department and “the service” indicated at this meeting that Peter could do whatever he wanted to and they were unable to prevent any harm coming to him whilst he roamed the streets. They went on to say should Peter be killed whilst he was undertaking this activity, it would be due to his own actions and no responsibility would be taken by “the service” or DSQ. This was too much for Mary, who had a heart attack at the meeting and was rushed to hospital.

 I just lost it completely.  I was exhausted and frustrated … the doctor said that it was stress induced (Mary)
By this stage they were seriously considered their last resort option - bringing Peter home without funding.

We were desperate and our health was so bad then that it wouldn't have gotten any worse if Peter had come home. (Mary)
And then came some support

John and Mary finally obtained some assistance. After two years on a waiting list, Speaking Up For You (SUFY), an independent advocacy organisation, took up Peter’s fight and started attending meetings. Knowing how to challenge the Department’s arguments and understanding the system appeared to make a big difference. 

So then things started to move, - the only way you can deal with the DSQ, we have found, is to have an advocate with you who understands the system.   If Disability Services Queensland tells us something, we believe them.  But see, the advocate doesn't believe them and he or she knows that this isn't right… (Mary)

Then, after a meeting with the new Minister Judy Spence, and twelve years living in a place with people he didn’t get on with and years of fighting, Peter suddenly had two weeks to find his own home. He finally had his own funding. 
Peter found what was to be a temporary home in a retirement village in Stafford, the other side of town from his parents. Whilst not appropriate for a young man in his early thirties he did at least have his own self contained unit. 
The funding Peter received was enough for four and a half hours paid support a day which John and Mary organised with a local church service provider. Most of this support was taken up ensuring Peter took his medication at the right time. John and Mary also worked on weekends and public holidays saving up Peter’s support hours so he could have a holiday. Unfortunately the service provider went “belly up” and having no paperwork or proof, these hours were lost.

DSQ at that time wouldn't believe us, but believed the service provider and we lost those 200 hours. … they didn't even go to bat to try and get that funding back.  It was just swallowed up.  To me DSQ should've been onto that service provider way before it went belly-up to find out why, you know, they weren't getting their records right.  That's their job, isn't it? (Mary)
Looking for a new service provider, John and Mary discovered Staffing Options, who provide temporary support. Pleased with the service provided by Staffing Options this became a more permanent arrangement and Staffing Options now manage Peter’s funding package. They also have the flexibility of changing service providers should the need arise in the future.

The best year so far

Last Christmas 2004 John rang the Housing Department again to follow up the availability of housing and to their surprise a suitable house became available. Peter has just moved into his new home not far from where John and Mary live. He has been allocated twelve weeks temporary funding to assist him begin to develop some of the skills to better assist him live in the community. For the first time in many years an opportunity exists for Peter to have a life that includes learning to look after himself, developing his own routines and being a part of the community rather than on living on the edge. 

He has never had, like we're having now - a one-to-one situation where he can be supported to go out and find out what the world's about. (John)

Specific response to the Have Your Say paper

Needs Assessment and Reassessment

Whist QDN acknowledge the need for identification of people requiring assistance, it cannot support the notion of assessment as outlined in the Have Your Say Paper.

Given the lack of detail in the document, it is difficult to determine the differences between the current systems of assessment and the proposed improvements. Assistance is currently available to undertake assessment of needs as is the contentious priority ranking process. 

The proposed assessment system appears to emulate the current “one size fits all” strategy, where by a predetermined set of criteria is applied to all people with disability regardless of life experiences and personal circumstances. 

Alternatively, QDN believes that if the starting point for decision making is centred with the person with disability, then the starting point for deciding need and the process of negotiating supports and funding is also centred with the person with disability. 

This is not about setting up a panel where certain people arrive and get to make decisions about the intimate lives of others they have never met by making judgments about their deservedness from a form. This is about the bigger picture decisions about how funding is used to support members of a local community.

We believe that an initial registration of need or application for funding should only contain basic information about the individual, such as their name, contact details and brief information about their disability. At this stage there should not be an emphasis on assessment. 

A person is then simply given the next “localised” rank in wait turn order, with some indication as to how long they may have to wait until funding is available for them to utilise. When the person’s ranking approaches the top of the wait list, the assessment process to determined what supports the person or family requires, including what level of funding is needed, is commenced. 

We believe that any allocation of new funding for direct assistance to people with disability or their families must be driven by a personalised process, consisting of a comprehensive face-to-face assessment with known people to consider what it would take to support the person with disability to live and participate in valued roles. Consideration would be given, with opportunity for negotiation, to the hours that could be made available to the person, and how these might be used.

The Four Programs

Again the Have Your Say paper is greatly lacking in the detail  required to make an informed and appropriate response. In particular:

· There is no definition of what “high support needs” means. 

· It is quite alarming that there appears to be no program for people with low or medium support needs. For example, many members of QDN could be considered to have low support needs, however, still live extremely vulnerable lives, often residing in substandard accommodation and exposed to regular abuse.

· There also appears to be no means to encourage new service types, innovation and flexibility. Non-recurrent small projects such as seeding grants, and pilot and demonstration projects encourage new ideas and creativity. Queensland has had a very positive history of using such grants to move a positive agenda forward. Reintroducing these would again encourage more creativity and stimulate the identification of a greater number of doable opportunities.

On the information provided, QDN cannot support the proposed program improvements. We believe that there are huge gaps in this area of the paper and as such, pose a significant risk to already vulnerable people with disability.  

Prioritisation

The paper again falls short of clearly explaining how the proposed prioritisation process is an improvement on the current prioritisation system. The Have Your Say paper espouses the use of a “person centered” approach in prioritisation, yet the processes described in the paper in fact do not support a person centered approach, as decisions will be made again by a panel of people who will know little about the people they are prioritising.

The Have Your Say paper has placed much faith in prioritisation decisions being made by trained staff in an effective and informed manner. The paper is however, not clear about the following: 

· What constitutes ‘trained staff’?

· Who will determine who is qualified? 

· How will they not become desensitised to the hundreds of applications that they will be considering in a ‘rolling’ way?

Additionally, we believe that the current or proposed priority ranking system is not a fair or equitable system. Often our members who are residing in substandard and inappropriate support arrangements are told that they are “not needy enough” and as they have a roof over their head, they do not require funding. Consequently, QDN believes that the use of prioritisation is a major barrier to many people with a disability obtaining funding for support.

Consequently, QDN cannot support the proposed improvements around prioritisation.

As stated above we believe that the prioritisation system should be abolished. In its place a simple localised wait turn system could be adopted. Block funding or one off funding could be utilised to address emergencies should they arise.

Ranking should not occur at a State level but at a regional and local level. That is to say that each local area would have their own ranking list. Some areas will have a larger list than others and thus this should give an accurate indication of need in that area. When people reach the top of the list, further assessment and identification of what it will take to support the person in a valued way can then take place in the knowledge that funding is not far away.

Service Approach

Given the limited information provided in the Have Your Say paper It is difficult to determine the level of complexity or effectiveness that this new system will bring about. 

However it is noted that the Community Program, containing advocacy services, would only offer services at the Early Response Level.  QDN does not support this proposal as it will exclude many vulnerable people with a disability who have be classified in other levels from receiving advocacy support.

In contrast, QDN puts forward a different position, which we believe will have better outcomes, not only for people with disability and their families, but also for the building of social capital in Queensland. QDN believes that a balanced service approach would have two key components, which would allow for the needs of people with disability to be met in more appropriate ways. These are: 

· direct assistance with people with disability and families, and 

· infrastructure to build capacity of communities and appropriate specialist disability services to be more responsive to people’s needs.

Refer to Section 3 for additional details.

Funding

QDN view the Funding section as the perhaps the most contentious section in the Have Your Say paper.

We believe that many of the ideologies and practices proposed under this section are harmful to people with disability and have the potential to further isolate and segregate many vulnerable people with disability.

In particular QDN strongly oppose the following:

· Vacancy Coordination - The paper is supporting the practice of coordinating “vacancies” in service operations. Whilst not completely clear, it appears that people with disability will be expected to consider and possibly be compelled to accept a vacancy in an accommodation support service when one arises. Despite the example in the Have Your Say paper referring to “in-home support”, there is a much higher likelihood that such vacancies will become available in group homes, shared accommodation or other institutional facilities. This practice stands in direct contradiction to the principles of the Disability Services Act and reinforces institutional ideology. We believe that this practice will only serve the needs of traditional service providers who group people and their funds together, with everyone getting the same service response regardless of the funding type. If the person wishes to leave, viability issues often arise. Services then scramble around looking for a person to fill a ‘bed’ or a ‘place’ that has become vacant, or if no one is identified to fill the vacancy the person is unable to move. 

· Move to Purchaser / Provider Role – Under the proposed funding arrangements Disability Service Queensland will undertake the role of a purchaser of services for “nominated groups or for specific individuals”. The paper does not supply any details as to how this arrangement will occur and thus has the potential to recreate institutional culture and practices. Given the nature of market forces and the statement that “funding of service providers would be based on value for money and service capability”, it is highly perceivable a purchaser provider model will result in the large scale tendering of group based support. No safeguards have been identified which will prevent this from occurring.

· Loss of Individualised Funding - There appears to be a shift away from “individualised funding”. This type of funding has been subject to much criticism from the service sector as large traditional services have often found individualised funding difficult to administer. Often quoted is the concerns of service viability when individuals decide to leave a service. Regardless, individualised funding approaches which allocate specific funding amounts to the individual has been the source of much empowerment, flexibility and innovation in service delivery. For the first time people with disability have had the option to realistically choose services and leave services with their funding in tact. Additionally it has allowed people with disability to organise, run and mange their own service. The cessation of individualised funding will therefore, be an enormous loss for people with disability in Queensland.

There is so much I will never, never forgive – Shannon’s Story  

This story highlights the betrayal many parents feel after more than twenty years dealing with disability services to obtain a life for their children. Mary Barnes, whose daughter Shannon has lived in large and small institutions, will never forgive many things about Disability Services Queensland. 

Her story demonstrates the importance of developing a truly flexible service system.
Shannon moved to Basil Stafford in 1982 at the age of eight, over twenty years ago. Her Mum, Mary had two other young children. Her husband had just died. No support existed for Mary to keep Shannon at home. It was even suggested to Mary Basil Stafford could offer Shannon more benefits than she ever could. 

After the CJC inquiry, the institutional reform process began. This process was not smooth with misuse of funding in the planning process and then political changes delaying Shannon’s promised move for a couple of years. By the time she left Basil Stafford she was twenty. 

Mary wanted Shannon to be nearer her family at Redlands. Three years later her wish came true and Shannon moved nearby. Shannon now had her own funding, an institutional reform package.

The promise became a nightmare. Unable to find any women to live with Shannon’s often aggressive behaviour, Disability Services Queensland found two male co-tenants. One started to hit Shannon and privacy became an issue.

Even though Shannon provoked much of the aggression, it was irrelevant in respect of her being placed at a serious risk of injury.  She's a female, and it was terrible.  

Mary advocated for Shannon to move, meeting with Judy Spence, the then Minister, and eventually Shannon moved again to her current house where she now lives alone. Mary has found it impossible to find suitable co-tenants to live with Shannon and feels living on her own is the best solution. This arrangement put some pressure on Shannon’s funding yet with some flexibility, Mary found a service provider who was able to support Shannon. This arrangement worked until the organisation required eighteen percent of Shannon’s package in administration fees. 

Unable to meet Shannon’s needs with the money available, the service no longer continued as Shannon’s service provider.

You've got to understand the money issue, to get someone living alone, where DSQ needed three clients to fund an arrangement I suddenly had to find a way she could live alone, and with the help of Phoenix we did that.  However, I believe DSQ began applying pressure to service providers to take 18 per cent. There wasn't 18 per cent within the package.  So I ended up with no service provider...
Mary had few options available. She had earlier investigated setting up her own company to manage Shannon’s package which appeared a cost effective way of meeting Shannon’s needs. Now Mary considered going ahead with such an arrangement as she had been told by DSQ staff that it would be viable and acceptable.

By the time I said, "Okay, this is it.  I want to do it,"   they'd changed their policy and decided no, no, no, too hard.  Too many payments to make every quarter, with too many people setting up their own companies - it's too hard for DSQ, so they've officially said, "Absolutely no.  It will not be approved.  You cannot do it.”  

Mary is greatly concerned for the future.

She does not see the proposed Disability Services Queensland reform making a positive impact. She believes Disability Services Queensland is trying to get rid of the small, flexible services who are often the only ones who can meet individual needs. She increasingly sees money being allocated to greater administrative costs at the expense of people like Shannon.

…  the system runs badly now and they're saying what they've proposed here is going to help improve it, when the least discerning person on earth could see that it won't.  It'll make it much, much worse.  I can't describe the feeling of betrayal on top of all that's happened.

Section 3 - Our belief for what is needed

The greatest flaw of the reform solution put forward in the Have Your Say paper is the lack of any indication that it has been based on a vision for people with disability as being valued citizens who belong, participate and contribute as members of local community life.

Consequently, it acts to further disempower people with disability, promote insitutionalised practices, place more control and power in the already powerful service system and act to place people with disability at further risk of isolation and harm.

QDN puts forward a different position, which we believe will have better outcomes, not only for people with disability and their families, but also for the building of social capital in Queensland. QDN believes that a balanced service approach would have two key components, which would allow for the needs of people with disability to be met in more appropriate ways. As captured in the document “From Silos of Funding to Supporting Life” these are: 

· direct assistance with people with disability and families, and 

· infrastructure to build capacity of communities and appropriate specialist disability services to be more responsive to people’s needs.

Direct Assistance

The eligibility criteria for direct assistance would be the fact of a person having a disability, which results in core activity restriction. The aim of having funding would be to have paid supports to engage in valued roles appropriate for that age stage in life at home or in neighbourhood and wider community. All funding for direct assistance to support ordinary life could come from the same source regardless of what or whom it supports. This would allow a seamless transition from one age stage to the next and would mean that great majority of funding would be attached to supporting different roles throughout life. There would still be the need for a crisis bucket, but this would be much smaller and used for genuine crises that are unpredicted. 

Registration of people with disability would happen once, at a local shire level, giving only basic information such as their name, date of birth contact details and so on. Funding allocation would be made available as usual from the State Budget and given to the region. Regional allotment would be based on known demographics from a proper ABS census collection with the break-up of the percentage of each age stage of people with core activity restriction. Regional offices / communities can then decide how much would go into direct assistance and infrastructure based upon the recognised need for recurrent and new funding.

As described previously, the regional and local areas would assign their own “localised” wait turn rankings for individual funding allocation. Additional emergency funds could also be kept to address any crisis people may face whilst on the wait list. 

Once a person nears the top of the wait turn ranking system, further assessment can take place, with the knowledge that funding is not far away. At the individual level the process of decision making about how much support and funding is required should be personalised and centred on what it would take to support the person in their relationship context to have valued roles in family, neighbourhood and community life. This process could be simple and done face to face with the support of a known worker, whose job it is to assist with the building and putting forward of a strong case for the hours of support required and, in general terms, how they would be used. This worker could also shield the person from the all the red tape of the bureaucracy, which further complicates people’s lives, by assisting with any requirements that need to happen. The process of gaining supports would be open to negotiation with the power to refuse options if considered unsuitable. This then locates the power back with the people whose lives are most affected. 

Key points: 

· The eligibility criteria for direct assistance would be the fact of a person having a disability. 

· Registration of people with disability would happen once, at a local level, giving only basic information. No assessment at this stage.

· Adopt a simple localised wait turn ranking system.

· Emergency funds available if required whist on the waiting list.

· Once a person nears the top of the list, assessment can take place, with the knowledge funding is not far away. At the individual level the process of decision making could be simple and done face to face with the support of a known worker, whose job it is to assist with the building and putting forward of a strong case for the hours of support required and, in general terms, how they would be used.

· The aim of having funding would be to have paid supports to engage in valued roles appropriate for that age stage in life at home or in neighbourhood and wider community.

Infrastructure Support

Complimenting the direct support of people with disability is the need for a range of different funding methods. 

A number of services and supports in Queensland have been built around the needs of the individuals they support. This has been done in very personalised ways allowing flexible and timely responses to people’s needs. Some have been funded by block grants, others by individual funding, and others by a combination of both forms or from a variety of funding sources. In all these instances money has been used to provide a variety of responses that are different from person to person and are designed around them individually to meet their needs. 

The State should consider how it invests in these small valued based, personalised services and supports that keep the decision making close to the people involved. 

All direct assistance to personalised support in life roles could then go into the one bucket with a separate bucket for unexpected crisis. To support infrastructure, money would also need to be allocated for service development, reform and training to enable movement towards greater coherency and personalised forms of support.

Specialist professionals can be a useful resource to people with disability, their families and their workers by passing on their professional knowledge, skills and understanding. This may be about developing or maintaining personal competency, or giving information about and supporting access to the systems of funding, services, equipment and other resources. They may also have a role in exploring and facilitating ways to action possibilities for the person to be involved in valued life roles. However these supports should be flexible, responsive and timely, with acknowledgment of the natural authority of the person and the context of their relationships. Specialised personnel can also act as a shield from the expectations and demands of the funding bureaucracy by ensuring the necessary things happen on behalf of people with disability and families.

This raises the issue of investment in skilling professionals and other paid supports who work with people with disability and their families. If we are to have workers who hold a vision of supporting ordinary life with people with disability then we need to be addressing the training and support that gives the practical skills to develop and maintain valued roles throughout life. This requires a rethink of pre-service training for professional staff as well as in-service training to support the development of values and skills. Funding needs to be invested in these infrastructural processes.

Key points: 

· Complimenting the direct support of people with disability is the need for a range of different support models.
· The State should consider how it invests in and develops small valued based, personalised services and supports that keep the decision making close to the people involved.
· Specialist professionals can be a useful resource to people with disability, their families and their workers by passing on their professional knowledge, skills and understanding.
· If we are to have workers who hold a vision of supporting ordinary life with people with disability then we need to be addressing the training and support that gives the practical skills to develop and maintain valued roles throughout life.

Appendix 1
Tackling Disability Services Queensland – Full Story
This story is one family’s struggle to find their son, Peter, a place to live. In doing so it demonstrates some of the concerns many family’s have around block funding and the issues they can face in navigating a large bureaucratic service and government system and the frustration, anger and powerlessness that can occur.  Whilst Disability Services Queensland has changed in name and structure over the last fifteen years, this story also can assist us to understand why many family’s feel unheard, unsupported and, sometimes, betrayed by Disability Services Queensland and are cynical that any real change is occurring.

Until they (Disability Services Queensland) get rid of old-style thinking there is no way you're going to get anywhere with the Department. 

Entering the Land of Services 

This story begins fifteen years ago when Peter is twenty having lived at home until then with his parents and sister, Jane. Mary and John, Peter’s parents, decide they need temporary respite. Peter, like many teenage boys, was testing his parents wanting to be in control, wanting independence. Not accustomed to having services in their life, the Haxton’s looked everywhere for a break and, eventually, the relevant government department contacted them suggesting the “the service” as a short term respite trial. 


It was a very difficult time, so we thought oh yes, alright - the “the service” would understand him, because Peter doesn't fit into any box. He is mildly retarded. (Mary) 

After two weeks in respite, Mary and John picked Peter up and were informed by the “the service” he had been assessed for long-term placement. They suggested Peter could live with two other boys both of whom were non verbal and quite aggressive. This was a difficult decision for them. They believed Peter needed, and wanted; to develop some independence and a move to his own place could have benefits for him. Like many parents they were also aware they would not always be around. There concerns about the other men in the house were countered with a promise by “the service” that a fourth person would be found who could interact verbally with Peter. If not, “the service” would try and relocate Peter to another house. John and Mary also wanted to have time to themselves, to work for their retirement and spend some time together. Until now their whole family life had focussed on Peter, sometime to the detriment of their daughter and themselves.

 We'd never been on holidays together. Well one ten day holiday in 40 years. (John)


  
…one of us always had to stop here to look after Peter.  Jane our daughter always said that the only time she couldn't write a story in school was when the teacher asked her to write about her favourite holiday destination. The teacher came up to her and said, "Why aren't you writing, Jane?  You love these things."  And she said, "I've never been on holiday with my parents."  , which is sad, but that was our life.  (Mary)

Peter initially settled in quite well largely due to the woman who ran “the service”. Although unqualified, she was excellent. Then twelve months later another boy joined the house. Peter was still the only one in the house who was verbal. In fact the others in the house used him to communicate and he took on something of an interpreter role. John and Mary’s concerns grew. Increasingly they felt distressed believing him to be living with the wrong people in the wrong place. Yet for five years John and Mary went along with Peter living in this situation. He worked fulltime at Keystone, a sheltered workshop. This provided some social interaction and Mary would visit him each week or he would come home. Then the worker, who had made Peter’s life bearable, left. Things began getting worse.
He had no-one to talk to, he used to get belted up by the other boys, and one boy used to bash his chest. (Mary) Another boy used the F word, which offended Peter. One of the boys there was locked in a wardrobe    (Mary) … if he was getting violent and screaming… That was distressing to Peter, when he screamed, you know, (John)

They never took Peter anywhere.  It was an institution, not a home.  They never had enough money to go out… the only time Peter went out was when I spent every Friday with him, and he often came home on weekends. It was the only way to keep him reasonably happy in the situation. (Mary)
Introducing Disability Services Queensland.

John and Mary began asking how to find a better place for Peter to live. Individual lifestyle support packages were a new innovation and so naively John and Mary believed this may be a way to assist Peter move out. So began their long term relationship with the then equivalent of Disability Services Queensland. Mary again stopped working so she could concentrate on the full time business of dealing with Government Department’s – attending meetings, filling out forms, making applications.

We applied for everything… Nobody ever actually explained individual lifestyle packages.  They kept saying, "Yes, this is what we need." They encouraged us to apply and said, "You won't get it unless you put in for it."  (John)
While fighting with the government for a lifestyle package Mary and John started asking for more for Peter at his house. They got a telephone installed so he could ring them and they also insisted he get his own keys to the house. But even these small changes did little to help Peter’s growing distress.

… he was locked into this environment. One day he came to me and said, "Mum, you're not trying to get me out of here.  Can you help me?  Why aren't you helping me?  I've got to get out of here," You know Peter is very able to communicate. Not everyday is he like that, but this day he was. 

And I said, "Lovey, I've never shown you this.  Come and have a look at all the letters and all the forms and everything that I have.  It's time I showed you what I've been doing for the last three years."  And I sat him down and I showed him the files and he looked at it and he said, "You've been doing this?", and I said yes.  I said, "I filled in all those forms, and I've been to all those meetings, and you can see all the letters.  I've got them all here if you ever wanted them.  That is what we've been doing and we can't, lovey, seem to get through that you need to get out of this environment."  (Mary)
John and Mary were getting desperate. They decided to involve Peter in a meeting with the social worker from the Department so they could see he was inappropriately housed. Having spent hours filling forms Mary thought this would be a positive strategy. It backfired when the young social worker suggested to Peter he didn’t have to go to work, he could do whatever he wanted. 

Peter escapes in his own way
Peter took up her suggestion, left work and started spending all his time going to the Queen Street Mall, virtually becoming a street kid. If the other boys in the house upset him he would walk out of the house, catch the train into town. He started to look like a vagrant. He had no money as the service took 85% of his pension for food and expenses. Yet often he didn’t eat breakfast or lunch at the house, returning late at night where his dinner would be heated in the microwave. John organised for McDonalds in the Queen Street mall to give Peter lunch vouchers. The management of the Plough Inn Hotel also looked out for Peter
They were excellent.  They would give him water, they'd sit him down and they didn't worry about his shoes for dress regulations and he used to do karaoke there. (John)

Peter would sometime ring his parents when he became scared or lost when he don't know how to get home.

John and I spent so many days sitting in the mall in the city just watching for him to try and take him home, you know.  Have you ever tried to find someone in the mall?  It's impossible.  And we used to ring up DSQ and say, "What do we do?  What do we do?”.(Mary)

The “the service”, aware of their legal responsibility, would contact the police every night at 8 o'clock and report Peter as a missing person.  After about eight weeks the police said not to ring. So when Peter did actually go missing for three days the police failed to respond. 

Hope then despair

John and Mary believed for many years that the role of Disability Services Queensland was to assist their son. However over time they recognised they were dealing with a system that supported services more than the people they were established to serve. Disability Services Queensland allocated block funding to the “the service”, not to Peter. If he moved no money would “come with him.” “The service” were concerned they would lose 25% of their funding if Peter moved out. The relationship between the  “the service” and John and Mary became increasingly difficult the more they advocated for Peter to move. Disability Services Queensland were not prepared to provide funding directly to Peter because he after all did have accommodation, he was not a priority. Mary and John investigated the possibility of bringing Peter back home with them. Their finances and health made this a last resort option. 

John and Mary felt isolated and inadequate in their dealings with Disability Services Queensland. They would often go to meetings alone, having no-one to back them up or explain how the system worked. Often when they did develop a rapport with one of the DSQ staff they would be moved on and they have to start all over again with another person. They strongly believe Disability Services Queensland purposely made things difficult for them. 

DSQ will not tell you what your rights are, they will not tell you what's available…


        They want you to do the paperwork to keep you happy.


         Yeah, to keep you out of their hair. (John)
What they did to us was to keep us occupied for months, go back with whatever they wanted, and then say no. (Mary)

At times they felt dismissed and blocked by Disability Services Queensland rather than working with them in Peter’s best interests. 

They would just sit there and say, "He is not leaving. You might as well give up now because he is not leaving unless we think it's appropriate."  (Mary)

Another senior bureaucrat, who has since been promoted within the department, told them “You should be absolutely grateful that we are looking after him."  (Mary)
Yet John and Mary knew Peter was not being well looked after nor was he really living his life.

Peter's crying out to get out.  He couldn't stand the environment - he was dying.  He wouldn't have lived. (Mary)

After five years fighting for an individual lifestyle package, John and Mary got a letter saying Peter was in a priority one category.  Thinking this meant Peter would soon receive funding, they went to yet another meeting with Disability Services Queensland. This meeting nearly killed Mary. There they were informed of the different levels of priority one funding. Peter was at the bottom level. At the same meeting Mary and John suggested Peter should be better supervised, as his parents were concerned for his physical safety. He was spending every night of the week in the Queen Street Mall and Southbank. Most nights arriving home after midnight or early in the morning. The department’s response was that: “ Peter was an adult and had to accept responsibility for his actions . If these actions placed him at risk nothing could be done unless he suffered a physical attack”. 
When we commented that in this environment a physical attach could result in death. The response was “so be it”. Then and only then could they put a safety procedure into place.
This was too much for Mary, who had a heart attack at the meeting and was rushed to hospital.

 I just lost it completely.  I was exhausted and frustrated … the doctor said that it was stress induced (Mary)
Desperate yet still fighting they wrote to their local member who suggested they write to the then Minister, Anna Bligh. They did so and were invited them in to talk with her. They didn’t receive a good reception

She looked at us - we're not well-dressed, we're just average people and she said, "Who wrote this letter for you?"  You couldn't possibly have written it yourselves.  Goodbye," she said and kicked us out. (Mary)

By this stage they were seriously considered their last resort option - bringing Peter home without funding.

We were desperate and our health was so bad then that it wouldn't have gotten any worse if Peter had come home. (Mary)
And then came some support

John and Mary finally obtained some assistance. After two years on a waiting list, Speaking Up For You, an independent advocacy organisation, took up Peter’s fight and started attending meetings. Knowing how to challenge the Departments arguments and understanding the system appeared to make a big difference. 

So then things started to move, - the only way you can deal with the DSQ, we have found, is to have an advocate with you who understands the system.   If Disability Services Queensland tells us something, we believe them.  But see, the advocate doesn't believe them and he or she knows that this isn't right… (Mary)

We worked our guts out to do everything they wanted and to do what we could-----and got absolutely nowhere (John)

Then, after a meeting with the new Minister Judy Spence, and twelve years living in a place with people he didn’t get on with and years of fighting, Peter suddenly had two weeks to find his own home. He finally had his own funding. Peter found what was to be a temporary home in a retirement village, Sunny Cove, in Stafford, the other side of town from his parents. Whilst not appropriate for a young man in his early thirties he did at least have his own self contained unit. He settled in quite well, putting his much loved poster collection on his wall. He no longer wandered the city although he did ask to go to the Plough Inn to celebrate his birthday. Service providers had previously said Peter had an autistic obsession with the mall which John and Mary had argued was more to do with his living environment.

So it was not an obsession with the mall. He never asked once, until four months later.  But nobody would listen to us because we're only the dumb parents, we don't qualify. (John)
The funding Peter received was enough for four and a half hours paid support a day which John and Mary organised with a local church service provider. Most of this support was taken up ensuring Peter took his medication at the right time. John and Mary also worked on weekends and public holidays saving up Peter’s support hours so he could have a holiday. Unfortunately the service provider went “belly up” and having no paperwork or proof, these hours were lost.

DSQ at that time wouldn't believe us, but believed the service provider and we lost those 200 hours. … they didn't even go to bat to try and get that funding back.  It was just swallowed up.  To me DSQ should've been onto that service provider way before it went belly-up to find out why, you know, they weren't getting their records right.  That's their job, isn't it? (Mary)
Looking for a new service provider, John and Mary discovered Staffing Options, who provide temporary support. Last year Peter became quite sick often needing to spend time with his parents. Taking him back and forth between their home and his became tiring for Mary who has since suffered another heart attack and two minor strokes. Peter’s temporary time in the retirement village stretched to three years. It was becoming more unsuitable as time went on.  

He wouldn't eat the food because it was old people's food and he had two complaints against him because of noise and he'd lose his cool every now and then.  …He tried very hard, but if someone would irritate him, he'd lose his temper.  (Mary)

They applied for a housing commission house for Peter nearer to where they lived on the south side. Pleased with the service provided by Staffing Options this became a more permanent arrangement and Staffing Options now manage Peter’s funding package. They also have the flexibility of changing service providers should the need arise in the future.

During this time Peter had a Disability Services Queensland service facilitator, a person who knew Peter from his time at the “the service”.  John thought her role was to protect the government budget. Mary had no idea of the service facilitator’s role. Later Mary discovered this role was supposed to assist Peter find a suitable service. However she took little active involvement in assisting Peter.

She said to me (Mary) she was concerned about Peter and I said, "Well, you didn't visit him."  She said, "I visited him."  I said, "How many times?"  She said, "Once."
Raising their concerns with Disability Services Queensland resulted in another service facilitator being appointed.  This relationship is working well as the staff member has no preconceived ideas about Peter or his capabilities from his time at the “the service”.

The best year so far

Last Christmas 2004 John rang the Housing Department again to follow up the availability of housing and to their surprise a suitable house became available Peter has just moved into his new home not far from where John and Mary live. He has been allocated twelve weeks temporary funding to assist him begin to develop some of the skills to better assist him live in the community. For the first time in many years an opportunity exists for Peter to have a life that includes learning to look after himself, developing his own routines and being a part of the community rather than on living on the edge. 

He has never had, like we're having now - a one-to-one situation where he can be supported to go out and find out what the world's about. (John)

One story stands out for Mary and John about what Peter’s new home means for him now. His collection of posters of what he refers to as “all the important people” -, pop stars and the like have covered his walls in previous houses.

We said to him about his move to the new house “You'll be able to put up all your posters wherever you want”. (John)

Yet after he moved we found out all his important papers were thrown in the bin, all his posters, because he now had his own house. It’s the first time he put up some photos of us and Jane and he's got them there and he's proud of them.  (John)

On reflection John and Mary imagine how Peter’s life could have been if better supports and  

living arrangements had been initiated much earlier. John believes Peter would have less 

illness in his life and would have continued his full time work at Keystone maintaining some 

good friendships. Mary believes he would probably have gone to TAFE. Whilst he was spending time at Southbank apparently Peter made inquiries about a TAFE course. Mary still has hope he may yet do some study knowing he has more potential than he is often credited with. They also hope his love of music can be nurtured and hope singing lessons would be a great gift for him.

As a result of years advocating for improvements to Peter’s life John and Mary hold strong beliefs about Disability Services Queensland and their service system

Listen up Disability Services Queensland 

It's totally and wholly impossible for a normal parent to try and tackle Disability Services Queensland. (Mary) 

If you get a larger service provider who is totally dependent on DSQ for funding, they are going to represent DSQ before the client.  That's human nature, because if they don't they lose their funding. (John)
They (services) will unwittingly and probably unknowingly do something that is totally detrimental to the client.  As I say, it's got nothing to do with us or my ego, or the ego of the service provider the end result is the effect on the recipient, whether it be my son, or your daughter, or his sister or whatever. (John)
Appendix 2

There is so much I will never, never forgive  - Shannon’s Story

This story highlights the betrayal many parents feel after more than twenty years dealing with disability services to obtain a life for their children. Mary Barnes, whose daughter Shannon has lived in large and small institutions, will never forgive many things about Disability Services Queensland. Although Disability Services Queensland is a relatively new department they are still seen as the government department who put Mary and others like her “through all those years of horrendous hell and torment”

Her story demonstrates the importance of developing a truly flexible service system 

They knew better

Shannon moved to Basil Stafford in 1982 at the age of eight, over twenty years ago. Her Mum, Mary had two other young children. Her husband had just died. No support existed for Mary to keep Shannon at home. Initially a temporary arrangement, this was the only way Mary could cope. It was even suggested to Mary Basil Stafford could offer Shannon more benefits than she ever could. 

They knew better.  They knew how to train her better.  They could teach her to do her own washing…

As a child Shannon was difficult. Basil Stafford did little to change this, living with others who modelled aggressive behaviour in an environment described as neglectful and abusive. 

At times Mary took Shannon home for up to six months at a time. At these times Mary received no assistance from Disability Services Queensland or any HACC services.

I would fight for a couple of hours of respite to go get groceries, I couldn't get it, nothing.  

After the CJC inquiry, the institutional reform process began. This process was not smooth with misuse of funding in the planning process and then political changes delaying Shannon’s promised move for a couple of years. By the time she left Basil Stafford she was twenty. She moved temporarily into a house near the old centre with two other women, also ex residents. This temporary move stretched to about three years. Disability Services Queensland still provided all Shannon’s services as she hadn’t yet received her own funding package.

Mary wanted Shannon to be nearer her family at Redlands. Three years later her wish came true and Shannon moved nearby. Shannon now had her own funding, an institutional reform package. Mary chose Disability Services Queensland to be the service provider. Shannon at last had the opportunity to live in her own home in a community close by to her mother and sister, Gabrielle and her brother, Heath.

An awful betrayal 

The promise became a nightmare. Unable to find any women to live with Shannon’s often aggressive behaviour, Disability Services Queensland found two male co-tenants. One started to hit Shannon and privacy became an issue.

Even though Shannon provoked much of the aggression, it was irrelevant in respect of her being placed at a serious risk of injury.  She's a female, and it was terrible.  

Worse still was the emotional abuse suffered by Shannon. One aspect was that others in the house would be taken out every day and she would be left at home. Shannon sometimes requires two people to go out with her.   She was becoming even more morbidly obese and no-one seemed able to assist. Shannon was blamed for these many problems because of her difficult behaviour. Yet Mary points out others in the house were just as difficult, supposedly as they were getting similar funding packages.  Mary asserts Shannon’s full package wasn't being spent on her; rather part of it was being channelled back into a common bucket of money. Mary believes the Public Trust and DSQ were not properly accountable to her or anyone for how Shannon’s personal money was being spent either. Many problems stemmed from management difficulties rather than the quality of the staff working directly with Shannon. Shannon’s lifestyle was not improving, rather it was deteriorating dramatically.  

It was such an awful betrayal for waiting all those years and being promised a decent life for her finally, and what it became was just awful.  

…she would've been better off in Basil Stafford.  It was like a mini-institution, but isolated. It was house built but not a home. 

One of the reasons Disability Services Queensland gave for not taking Shannon into the community was a lack of trained staff. Mary suggested Gabrielle, Shannon’s sister, could take on this role. As it took Gabrielle away from her paid work Mary insisted she be paid. Disability Services Queensland were against this idea due to issues relating to conflict of interest but in the end agreed. Shannon went out everyday with her sister and another staff member.

With doubled-up,  I showed them what she could do.  She was going down to the Gold Coast, walking through the mall in the city, and then they took it away.  They took it away. (Gabrielle)

Even with these outings the situation became increasingly intolerable particularly as Mary became aware of the physical abuse Shannon was experiencing. 

Flexibility undermined 

Mary advocated for Shannon to move, meeting with Judy Spence, the then Minister. Eventually Shannon moved again to her current house where she now lives alone. Mary has found it impossible to find suitable co-tenants to live with Shannon and feels living on her own is the best solution. This arrangement put some pressure on Shannon’s funding yet with some flexibility, Mary found a service provider, Phoenix, who was able to support Shannon. This arrangement worked until the organisation required eighteen percent of Shannon’s package in administration fees. Shannon’s funding only provided basic support. She has other needs such as making connections with the community, learning to communicate and working toward having life choices.  These goals require considerable focussed support to undo many of the “challenging” behaviours that Shannon has learnt when living in an institution for so long.

Unable to meet Shannon’s needs with the money available, Phoenix no longer continued as Shannon’s service provider.

You've got to understand the money issue, to get someone living alone, where DSQ needed three clients to fund an arrangement I suddenly had to find a way she could live alone, and with the help of Phoenix we did that.  However, I believe DSQ began applying pressure to service providers to take 18 per cent. There wasn't 18 per cent within the package.  So I ended up with no service provider-----

Mary had few options available. She had earlier investigated setting up her own company to manage Shannon’s package which appeared a cost effective way of meeting Shannon’s needs. Now Mary considered going ahead with such an arrangement as she had been told by DSQ staff that it would be viable and acceptable.

By the time I said, "Okay, this is it.  I want to do it," but  they'd changed their policy and decided no, no, no, too hard.  Too many payments to make every quarter, with too many people setting up their own companies - it's too hard for DSQ, so they've officially said, "Absolutely no.  It will not be approved.  You cannot do it.”  

Needing staffing support and unable to set up her own company to manage Shannon’s package, Mary turned to Staffing Options as an interim arrangement. They provide a casual staff member who works with Shannon. Mary and Gabrielle, Shannon’s sister, are also paid to work with Shannon.

They're (Disability Services Queensland) not okay with it.  They push for it to stop all the time, but they can't find staff to replace us anyway.  But they'd take the most neglectful, most abusive, most horrendous staff over us any day of the week if they could.

Mary acknowledges Staffing Options are finding it hard to find staff that can manage Shannon.  Her behaviour is still very difficult. But she acknowledges their efforts and they keep her informed. 

Shannon’s life now is far from perfect but some things are good.  She has her own animals, a dog, bird, fish whom she loves having around. She's lost around 30 kilos since living by herself and is much healthier. She's happier, she's got a spa, a nice house and is doing better. Mary is still open to Shannon living with someone provided it is the right person. She is against more than two people with high needs living together. Shannon still doesn’t go out a lot to access the community.

I can't take her to places like the Gold Coast on my own.  I can't take her to the shops unless Mum volunteers or a friend of mine volunteers – (Gabrielle)

At least she gets out everyday if only for a drive but she cannot ever reach the goals of functioning properly in the community without some more double-up staff.  (Mary)
Mary would also like flexibility in choosing therapy, communication support, naturopathy etc for Shannon. Currently she can access Disability Services Queensland’s Behavioural Support Unit which averages, for those receiving an institutional reform package, approximately $12,500 per person. Whilst the staff are excellent they are overworked and their availability and resources are limited. Mary believes Shannon could be assisted to communicate .

I want that money to be able to get the therapies Shannon needs Communication is her biggest need, always has been. Twelve years back, I fought and fought to get an assessment. They finally they did a basic assessment. The results were amazing. So I fought for follow up but to no avail.

…then three years ago we discovered she can read and spell and do facilitative communication.  This girl's been abused and neglected and she's that smart.  I mean, she may still be autistic, but even with validated evidence of her abilities they won't hand over her funding and they keep refusing her communication needs.  Who knows what she's capable of with proper use of behaviour support funding.  



And then wonder why Shannon's can be so aggressive (Gabrielle)
Fearing the future

Mary is greatly concerned for the future.

In Shannon’s basic life she's well cared for at the moment, but if anything happens to Gabrielle or I she's at tremendous risk of being right back in the same situation
She does not see the proposed Disability Services Queensland reform making a positive impact. She believes Disability Services Queensland is trying to get rid of the small, flexible services who are often the only ones who can meet individual needs. She increasingly sees money being allocated to greater administrative costs at the expense of people like Shannon.

…  the system runs badly now and they're saying what they've proposed here is going to help improve it, when the least discerning person on earth could see that it won't.  It'll make it much, much worse.  I can't describe the feeling of betrayal on top of all that's happened.  

Appendix 3
Response booklet
The Department of Communities is collecting the information provided in this questionnaire to analyse the responses and develop a report for Disability Services Queensland. The report will contain no information that would enable individual responses to be identified. Access to the information will be limited to Department of Communities staff working on the project.

You can: 

•
write down your feedback in the response booklet and send your booklet to:




Department of Communities




Disability Engagement Project




GPO Box 806




BRISBANE   QLD   4001

•
mail your feedback to disability.engagement@communities.qld.gov.au

•
respond to the questions online via the ConsultQLD website:




www.getinvolved.qld.gov.au/consultqld

•
fax your feedback to 07 3239 3678

•
telephone the 1800 102 225 number on 13, 14 or 15 April 2005 and speak directly 
with a person from the Department of Communities who will record your views

•
provide your feedback to a person or group who can represent your views.

You can find out more information about the consultation, or obtain a paper copy by telephoning the Department of Communities on 1800 102 225 or the Disability Information Access Line (DIAL) on either 1800 177 120 or 1800 010 222 (TTY).

Please complete this section if you are submitting feedback as an individual or on behalf of an individual

Gender:
 Male
 Female

Age Group:
 Under 18
 18 – 25
 26 – 35
 36 – 50




 51 – 65
 66 – 80
 over 80

Are you (please select one or more)

a person with a disability?


a parent of a person with a disability?


a spouse or partner of a person with a disability?


a relative or friend of a person with a disability?


a service provider?


a carer of a person with a disability?


a support worker to a person with a disability?


other – please indicate

If you are a person with a disability, a carer or support worker for a person with a disability tick the disability types you, or the person you care for, have.


Intellectual



 Physical


Neurological


 Psychiatric


Vision



 Hearing


Deaf Blind – dual sensory

 Speech


Acquired Brain Injury

 Autistic Spectrum Disorder


Other – please identify


What language do you mainly use at home?


English



 Italian


Greek



 Vietnamese


Cantonese



 Mandarin


Arabic



 German


Spanish



 Auslan


Other – please specify


Please indicate if you identify with any of the following groups.


Aboriginal


Torres Strait Islander


Both Aboriginal and Torres Strait Islander


Australian South Sea Islander


Other – please identify

What is your postcode? 


Please complete this section if you are submitting feedback as an organisation

What is the nature of your organisation?

Advocacy group


Disability service provider


Community organisation (non-disability service provider)


Volunteer organisation


For profit specialist disability service provider


Government agency


Other – please identify

Grassroots change organisation, funded as an Information Service 

Ministerial Advisory Group / Voice for People with Disability in Queensland



What is the postcode of your organisation? 4006


What are the main disability types supported by your organisation?

Select one or more


Intellectual



 Physical


Neurological


 Psychiatric


Vision



 Hearing


Deaf Blind – dual sensory

 Speech


Acquired Brain Injury

 Autistic Spectrum Disorder


Other – please identify


Does this submission represent the views of a number of people?


Yes


 No


If yes, how many people? 660 members and supporters 
 


How were those views obtained? Through signing up for membership; through face to face meetings; through email and telephone discussions


To continuously improve how we involve Queenslanders in planning for the future, we will be evaluating the consultation process used for this project. If you would like to be part of this evaluation and you are happy for us to contact you, please provide us with your contact details. As stated earlier in this questionnaire, your personal details will not be provided to Disability Services Queensland and will be made available only to those Department of Communities staff working within this project.

Name:  Greg Wagner


Organisation (if applicable): Queenslanders with Disability Network Inc.


Address:  Suite11/7 O’Connell Tce Bowen Hills Qld 


Postcode:  4006


Email address:  qdnbrisbane@qdn.org.au


Telephone numbers:  3252 8566




Proposed needs assessment improvements 

• 
Introduce person-to-person needs assessment for individuals and families seeking services from Disability Services Queensland.

• 
Remove existing advertised funding round processes, and introduce a ‘rolling’ needs assessment process and ‘rolling’ release of funds.

• 
Introduce reassessment, on average every three years, for those currently receiving services; and for those who have been prioritised and are awaiting service availabilty.

1.
Do you support the proposed needs assessment and reassessment improvements?

 Yes

 Overall, No   - it is not possible to give a blanket approval because of the many issues within this proposed change. Please see the submission from QDN.

Key issues are:

Whist QDN acknowledge the need for identification of people requiring assistance, it cannot support the notion of assessment as outlined in the Have Your Say Paper.

Given the lack of detail in the document, it is difficult to determine the differences between the current systems of assessment and the proposed improvements. Assistance is currently available to undertake assessment of needs as is the contentious priority ranking process. 

The proposed assessment system appears to emulate the current “one size fits all” strategy, where by a predetermined set of criteria is applied to all people with disability regardless of life experiences and personal circumstances. 

Alternatively, QDN believes that if the starting point for decision making is centred with the person with disability, then the starting point for deciding need and the process of negotiating supports and funding is also centred with the person with disability. 

This is not about setting up a panel where certain people arrive and get to make decisions about the intimate lives of others they have never met by making judgments about their deservedness from a form. This is about the bigger picture decisions about how funding is used to support members of a local community.

We believe that an initial registration of need or application for funding should only contain basic information about the individual, such as their name, contact details and brief information about their disability. At this stage there should not be an emphasis on assessment. 

A person is then simply given the next “localised” rank in wait turn order, with some indication as to how long they may have to wait until funding is available for them to utilise. When the person’s ranking approaches the top of the wait list, the assessment process to determined what supports the person or family requires, including what level of funding is needed, is commenced. 

We believe that any allocation of new funding for direct assistance to people with disability or their families must be driven by a personalised process, consisting of a comprehensive face-to-face assessment with known people to consider what it would take to support the person with disability to live and participate in valued roles. Consideration would be given, with opportunity for negotiation, to the hours that could be made available to the person, and how these might be used.
2.
Do you think the proposed needs assessment and reassessment improvements are more streamlined than the current system? 
 


 -3 




   Less streamlined


     No change



More streamlined
3.
Do you think the proposed needs assessment and reassessment improvements are more fair than the current system? 
 
 -3 

 


   Less fair



     No change



More fair
4.
Do you think the proposed needs assessment and reassessment improvements could be further enhanced?



 Yes, definitely
  No

5.
If so, how do you think needs assessment and reassessment  could be improved?
By having the following features:

· Assessment should only occur when funding is foreseeably available to an individual;

· Registration of people with disability would happen once, at a local level, giving only basic information. No assessment at this stage; 

· Assessment for a life not simply assessment for a service;

· A plan that looks at what it will take for the person/family to have good lives; 

· Processes that are not deficit based;

· A plan that is owned by the person/family, not by the system;

· A plan that is facilitated by someone external to the system;

· Right of appeal about decisions made by DSQ;

· Re-evaluation of needs and funding in a climate that is not fear-inducing, and that includes increased funding if support needs increase

How do your needs assessment and reassessment suggestions relate to the five good practice themes?

 Strengthening individuals, families and communities


 System transparency



 Improved accountability

 Improved service quality

 Responsive government funding



Proposed four programs improvements  

• Streamline the existing 13 programs into four programs: Community, Family, Individual and High Support.

6. Do you support the proposed program improvements?

 Yes
 Overall, No   - it is not possible to give a blanket approval because of the many unclear facets of this proposed change. Please see the submission from QDN.

Again the Have Your Say paper is greatly lacking in the detail  required to make an informed and appropriate response. In particular:

· There is no definition of what “high support needs” means. 

· It is quite alarming that there appears to be no program for people with low or medium support needs. For example, many members of QDN could be considered to have low support needs, however, still live extremely vulnerable lives, often residing in substandard accommodation and exposed to regular abuse.

· There also appears to be no means to encourage new service types, innovation and flexibility. Non-recurrent small projects such as seeding grants, and pilot and demonstration projects encourage new ideas and creativity. Queensland has had a very positive history of using such grants to move a positive agenda forward. Reintroducing these would again encourage more creativity and stimulate the identification of a greater number of doable opportunities.

On the information provided, QDN cannot support the proposed program improvements. We believe that there are huge gaps in this area of the paper and as such, pose a significant risk to already vulnerable people with disability.
7. Do you think the proposed program improvements are more streamlined than 
the current system? 
 


 -3 



   Less streamlined


     No change



More streamlined
8. Do you think the proposed program improvements are more fair than the current system? 
 



 -3 





Less fair



     No change



More fair
9. Do you think the proposed program improvements could be further enhanced?
 Yes
  No

10. If so, how do you think the four programs could be improved?

· Not being matched to a service, but rather being able to choose how best to get one’s support needs met

· Clarity about the rules and criteria for each program

· Clearer definition of ‘high support needs’

· Greater explicitness about how people with low support needs will get their needs met 

How do your program suggestions relate to the five good practice themes?

 Strengthening individuals, families and communities


 System transparency



 Improved accountability

 Improved service quality

 Responsive government funding




Proposed prioritisation improvements

• Enhance statewide prioritisation with more detailed information from improved 
regional processes.

• Introduce individual prioritisation to be undertaken by a regional panel of qualified staff, combined with further independant review.

11. Do you support the proposed prioritisation improvements?

 Yes    Overall, No   - it is not possible to give a blanket approval because of the many issues within this proposed change. Please see the submission from QDN.

The paper again falls short of clearly explaining how the proposed prioritisation process is an improvement on the current prioritisation system. The Have Your Say paper espouses the use of a “person centered” approach in prioritisation, yet the processes described in the paper in fact do not support a person centered approach, as decisions will be made again by a panel of people who will know little about the people they are prioritising.

The Have Your Say paper has placed much faith in prioritisation decisions being made by trained staff in an effective and informed manner. The paper is however, not clear about the following: 

· What constitutes ‘trained staff’?

· Who will determine who is qualified? 

· How will they not become desensitised to the hundreds of applications that they will be considering in a ‘rolling’ way?

Additionally, we believe that the current or proposed priority ranking system is not a fair or equitable system. Often our members who are residing in substandard and inappropriate support arrangements are told that they are “not needy enough” and as they have a roof over their head, they do not require funding. Consequently, QDN believes that the use of prioritisation is a major barrier to many people with a disability obtaining funding for support.

Consequently, QDN cannot support the proposed improvements around prioritisation.

As stated above we believe that the prioritisation system should be abolished. In its place a simple localised wait turn system could be adopted. Block funding or one off funding could be utilised to address emergencies should they arise.

Ranking should not occur at a State level but at a regional and local level. That is to say that each local area would have their own ranking list. Some areas will have a larger list than others and thus this should give an accurate indication of need in that area. When people reach the top of the list, further assessment and identification of what it will take to support the person in a valued way can then take place in the knowledge that funding is not far away.
12. Do you think the proposed prioritisation improvements are more streamlined than the current system? 
 



 -3 




   Less streamlined


     No change



More streamlined
13. Do you think the proposed prioritisation improvements are more fair than the 
current system? 
 



 -3 




   Less fair



     No change



More fair
14. Do you think the proposed prioritisation improvements could be further enhanced?
 Yes
  No

15. If so, how do you think prioritisation could be improved?

· Abolish prioritisation.
· Assessment should only occur when funding is foreseeably available to an individual.

· Adopt a simple localised wait turn ranking system.

· Emergency funds available for those waiting.
How do your prioritisation suggestions relate to the five good practice themes?

 Strengthening individuals, families and communities


 System transparency



 Improved accountability

 Improved service quality

Responsive government funding





Proposed service approach improvements
• Introduce uniform response levels across all programs: 
Early, Standard, Intensive and Emergency Response.

• Link Commonwealth-approved service types to each program level.

16. Do you support the proposed service approach improvements? 
 Yes    Overall, No   - it is not possible to give a blanket approval because of the many issues within this proposed change. Please see the submission from QDN.

Given the limited information provided in the Have Your Say paper It is difficult to determine the level of complexity or effectiveness that this new system will bring about. 

However it is noted that the Community Program, containing advocacy services, would only offer services at the Early Response Level.  QDN does not support this proposal as it will exclude many vulnerable people with a disability who have be classified in other levels from receiving advocacy support.

In contrast, QDN puts forward a different position, which we believe will have better outcomes, not only for people with disability and their families, but also for the building of social capital in Queensland. QDN believes that a balanced service approach would have two key components, which would allow for the needs of people with disability to be met in more appropriate ways. These are: 

· direct assistance with people with disability and families, and 

· infrastructure to build capacity of communities and appropriate specialist disability services to be more responsive to people’s needs.

Refer to QDN submission for additional details.
17. Do you think the proposed service approach improvements are more streamlined than the current system? 
 



-3 

 

   Less streamlined


     No change



More streamlined
18. Do you think the proposed service approach improvements are more fair than the current system? 
 



 -3 

 


Less fair



     No change



More fair
19. Do you think the proposed service approach improvements could be further enhanced?
  Yes
  No

20. If so, how do you think service approaches could be improved?

· Timely support so that families and individuals do not reach crisis point;

· Responses that are not simply band-aid responses;

· Responses that lead to people getting meaningful lives in the community;

· Support that is flexible, and can change as people’s needs change;

· Support that includes strengthening the community’s capacity to welcome and include all people
· No reductions in the flexibility of how funds can be spent
How do your suggestions to the service approaches relate to the five good practice themes?
 Strengthening individuals, families and communities


 System transparency



 Improved accountability

 Improved service quality

 Responsive government funding



Proposed funding improvements

• Introduce a funding approach which clearly outlines the types of services and number of services to be funded by Disability Services Queensland.

21. Do you support the proposed funding improvements?

 Yes    Overall, No   - it is not possible to give a blanket approval because of the many issues within this proposed change. Please see the submission from QDN.

QDN view the Funding section as the perhaps the most contentious section in the Have Your Say paper.

We believe that many of the ideologies and practices proposed under this section are harmful to people with disability and have the potential to further isolate and segregate many vulnerable people with disability.

In particular QDN strongly oppose the following:

· Vacancy Coordination - The paper is supporting the practice of coordinating “vacancies” in service operations. Whilst not completely clear, it appears that people with disability will be expected to consider and possibly be compelled to accept a vacancy in an accommodation support service when one arises. Despite the example in the Have Your Say paper referring to “in-home support”, there is a much higher likelihood that such vacancies will become available in group homes, shared accommodation or other institutional facilities. This practice stands in direct contradiction to the principles of the Disability Services Act and reinforces institutional ideology. We believe that this practice will only serve the needs of traditional service providers who group people and their funds together, with everyone getting the same service response regardless of the funding type. If the person wishes to leave, viability issues often arise. Services then scramble around looking for a person to fill a ‘bed’ or a ‘place’ that has become vacant, or if no one is identified to fill the vacancy the person is unable to move. 

· Move to Purchaser / Provider Role – Under the proposed funding arrangements Disability Service Queensland will undertake the role of a purchaser of services for “nominated groups or for specific individuals”. The paper does not supply any details as to how this arrangement will occur and thus has the potential to recreate institutional culture and practices. Given the nature of market forces and the statement that “funding of service providers would be based on value for money and service capability”, it is highly perceivable a purchaser provider model will result in the large scale tendering of group based support. No safeguards have been identified which will prevent this from occurring.
· Loss of Individualised Funding - There appears to be a shift away from “individualised funding”. This type of funding has been subject to much criticism from the service sector as large traditional services have often found individualised funding difficult to administer. Often quoted is the concerns of service viability when individuals decide to leave a service. Regardless, individualised funding approaches which allocate specific funding amounts to the individual has been the source of much empowerment, flexibility and innovation in service delivery. For the first time people with disability have had the option to realistically choose services and leave services with their funding in tact. Additionally it has allowed people with disability to organise, run and mange their own service. The cessation of individualised funding will therefore, be an enormous loss for people with disability in Queensland.

22. Do you think the proposed funding improvements are more streamlined than the 
current system? 
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  Less streamlined


     No change



More streamlined

23. Do you think the proposed funding improvements are more fair than the current system? 
 

 -3 

 


Less fair



     No change



More fair
24. Do you think the proposed funding improvements could be improved? 

 Yes
  No

25. If so, how do you think funding could be improved?

· Individuals and families have as much say as possible over how their funding is spent, with appropriate levels of accountability back to the service or government;

· High degrees of flexibility in how the funds are spent, with appropriate levels of accountability back to the service or government;

· Extremely clear rules about who gets funding;

· Services need funds for infrastructure costs


How do your suggestions on funding relate to the five good practice themes?

 Strengthening individuals, families and communities


 System transparency



 Improved accountability

 Improved service quality

 Responsive government funding
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� John and Mary interviewed by Jennifer Barrkman, April 2005


� Mary and Gabrielle Barnes, Interviewed by Jennifer Barrkman, April 2005. All italics are quotes from this interview. Except where indicated all are attributed to Mary Barnes.
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