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WHAT HAS HAPPENED IN QUEENSLAND?
by Jan Dyke

I want to begin by taking you back in time to consider what happened about two decades ago. For those of you who have been struggling to make a real difference in the lives of people with disability for as long as that, you will know why the 1980s was such a significant turning point in thinking here in Queensland. I am returning to that point because it may be helpful in teasing out what is important in supporting people with disability to have a good life, so that we can identify the safeguards that need to be in place around personalised services and supports, so the gains that have been made in the last two decades are not lost. 

The mechanisms to support people with disability before the 1980s were fairly straight forward. We had a very simplistic system of Home and Away. In other words, parents looked after their sons and daughters at home, but if they wanted any support, this happened away, in special schools, in therapy centres, in centre based respite, in workshops, in group living situations or in large institutional care facilities. The same applied to adults with acquired disability. They either lived at home with family members, or if they needed further support, they went away to group homes, nursing homes and other facilities. 

These numerous facilities had paralleled the growth of the human service industry and the ideology of specialist professional practice, but they also mirrored the dominant beliefs of the time, that people with disability belonged together and not with other citizens. 
Although many of these facilities were an improvement on the government run institutions which housed hundreds of people in appalling circumstances, they still placed people with disability firmly on a segregated road. People with disability often went away as children, or when they reached adulthood, or when they had an accident, or when families were no longer there. There they were cared for by paid staff, who were seen to give them the support that they need. 

Questioning of this approach happened in the late 60s and the 70s with principles such as Human Rights, Normalisation, and the Least Restrictive Alternative being promoted by people aligned with the Community Living Movement. This meant that degrading treatment, abuse, neglect and wasted lives were queried. It also meant that life was seen as needing to be typical of the places, routines and activities of the community, with less restrictive options being trialled, before more restrictive and controlling ones, especially for people with complex support needs. 

Although these principles were informing and raised questions about how people were supported, especially in the large government institutions, which clearly were degrading and in breach of human rights, congregation was still prevalent. Life for people with disability really looked no different, except that many people were now living in smaller facilities, but still doing stereotyped things, only in smaller groupings. People may have had a bed in a house in a residence in a local street, but they were certainly not part of their community or contributing to its rich diversity, or to any ideas about how their life could best be supported. So, we might have changed from Home 

and Away to Neighbours, but was the reality of this artificial service life any different? 

We still had a linear model of support. People had to be seen to be able to cope with ordinary life with minimal support to be allowed to remain in community. This meant that ordinary community living was only for those who had been assessed and deemed capable of being independent and not for those with more significant disability. So perhaps, in reality, we had only moved the gate to entitlement to a decent life just a little further for some people. 

However in the 1980s, ideas changed dramatically about where people with disability belong and how they need to be supported. Instead of having to leave community life in order to gain support, there was a turn around. Services were beginning to be seen as needing to come in to support ordinary life to continue, where and when it happened. 

This did away with the liner model with its eligibility gate and shook the very foundations of the ‘them and us’ mentality, supported by the nature of service systems. In fact this thinking was so different that it couldn’t fit into the existing structures of service provision. It was a change of paradigm. 

This new way of thinking was about real community living, about relationships and interdependence, and about the support of participation and contribution in everyday life. 

It was also about a shift in the power structure, with the person with disability and the people closest to them influencing how life would be played out. It questioned where and how services fitted with life, and acknowledged that there was much more to one’s life than just having access to a service, or to where there was funding. 

This change in thinking was then supported by the enabling legislation of the time, the Commonwealth Disability Services Act of 1986 which was based on extensive consultation and discussion with people with disability and families. For the first time, a piece of legislation set the scene for possibilities for a real life and created and supported hope – hope of a good life, comparable to the lives of other citizens, with supports based in principles and objectives that set the stage for how services should be delivered. 

Although many people embraced the sentiment of the new Act, and also of Social Role Valorisation, little change was forthcoming on the ground. Many services owned the housing where people gained support; and they owned the day centres and work places where people went to spend their day. Many had also grown to be big organisations with large formal professional hierarchies. However, transformation was much more than selling off the real estate, or getting smaller. Deep seated values and attitudes did not allow for easy systemic change. 

Although many people seemed to agree with what was being said and began to talk the talk, only a few were prepared to attempt to put the new ideas into action in ways that made a significant positive difference to the lives of people with disability. What resulted for many people was more of the same style of services, only now cloaked in different language and with better physical conditions of life. A bed in a house was still not a home, so fundamentally the same dominant service system remained and the juggernaut rolled on. 

At this point in time some people with disability and some family members did some remarkable things. They had the courage and the leadership (although they did not necessarily name these attributes at the time) to move out into the unknown and to create new alternatives. They merely did what they had to do, often seeking allies along the way, who had the same hopes, dreams and understanding. 

What they did was to create personalised supports and services, for themselves, or with and for their sons and daughters, or with and for others with disability. In doing so they have managed to achieve the deceptively simple aim of people with disability living valued lives, comparable to those on offer to most other citizens. They have illustrated that the people themselves can play very decisive roles in finding practical solutions to meet their own needs and have demonstrated that quality is only achieved when people are treated in ways that they ought to be treated. 

Courage and leadership by people with disability, families and allies has achieved valued lives, comparable to those of other citizens. What is so different about these personalised supports and services? They operate from an ethical framework with guiding values and principles that determine how life and its relationships are played out. 

The following statements guide the work of personalised supports and services:
1. People belong in community life and are entitled to live a valued lifestyle based on the same rights, relationships, expectations and opportunities as other citizens.
This means in practice that: 

· Each person is treated well, with dignity and respect shown in everyday interactions, feelings and language, and they do not have their vulnerability exploited.

· Their home is much more than a bed in a house in a street, but rather is a private sanctuary where life is played out in a unique and personalised way based on who lives there and how they want their personal or family culture, and their personal preferences honoured.
· Life is played out in ways that take up the moving feast of opportunities, experiences, relationships, decision making, challenges and change.
· Each person is well known and receives personalised support that is responsive, flexible and creative.
· Each person has a range of lifestyle activities and friendships that are not prescribed or unnaturally restricted to segregated settings with other people who have disabilities.
· Each person is supported to be included in the fabric of their neighbourhood and local community to have real connections and relationships, and to participate and contribute in everyday life.
· Personalised support arrangements are highly relevant to what the person needs the most and the service does all it can to support the personal vision of life with the person.
· There is no one model of service, but as many different models as there are people supported. 

2. People have a natural authority to influence the direction of their own life, as do their family members and significant others when they have remained faithful and committed to the person’s well being.
This means in practice that: 

· The formal service system is only one part of the support solution.
· Family, friends and significant others who most love and respect the person play a key, legitimate and valued role, especially when the person has significant support needs.
· The people and the service work in ‘right relationship’ with one another involving mutual respect, openness, trust and a sense of ‘withness’.
· All have clarity about what is personal or family business and what is service business.
· Processes are people friendly, without having daily life consumed by bureaucracy, standardised responses, regulations or tedious processes, and the service acts as the buffer against such requirements.
· The decisions about how life is to be played out and what assistance is needed are made as close as possible to the person.
· Significant people are supported and encouraged to be in the person’s life, and to imagine and create better options with the person, especially when they have significant support needs.
· The person and those closest to them contribute their abilities, gifts and talents and exercise control and choice over their future.
· Planning is done in a tailored way around a personal vision for life, not around what a service can offer, and is done in the spirit of ‘this is this person’s life, not our life’.
· The person and those closest to them can refuse options and negotiate on matters of concern.
· The good motives of ordinary people in community are affirmed and built upon.

· The person is supported to connect with, visit, celebrate with and provide hospitality to people who form their natural network. 

3. Collective oversight of governance of the service is vested in the people who use the service and/or family or significant others who are closest to them.
This means in practice that: 

· They own the shared values, vision and understanding of what it takes to provide a personalised service.
· They take on governance roles on the organisation’s board and/or have mechanisms of the control of the major directions and policy decisions resting with them.
· They have mechanisms that feed in information from the people who are being supported by the service .
· They are prepared to take the hard decisions without compromising what they stand for.
· They support continuous improvement and are prepared to reflect on how the service goes about its work. 

4. All people involved acknowledge that formal services are not guaranteed and can lose their way and increase the vulnerability of the person with disability.
This means in practice that 

· Safeguards are put in place that protect the person in daily life.

· The service has a commitment to remaining small, with a capped number of people it can support, and usually only with a hierarchy of a coordinator and direct support workers.
· Evaluation of life happens routinely from the personal perspective of those involved, and within the framework of the values and beliefs.
· Renewal of vision and leadership over time and through successive generations are seen as important for sustainability.
· Consideration is given to the future and how the person is to be supported when family and/or other informal supports are no longer in the person’s life. 

There are also some very clear things that these personalised supports and services avoid: 

· Assuming that solutions are going to present themselves and if they don’t, nothing happens.
· Relying on funding to do something positive.
· Ignoring the concerns of the person being supported and those who love them most, in favour of a formal service response.
· Vesting authority about how life is played out in a professional management hierarchy.
· Resorting to grand policy solutions when the person and/or the people close to them may be able to find their own solutions and just need the support to get on with life and do it.
· Duplicating those places, opportunities and services that are available to the person in community life.
· Getting involved in special schemes that take people out of ordinary life.
· Taking funds for capital works (buildings).
· Grouping people unnaturally and restricting their activities to segregated settings with other people who have disabilities.
· Operating a standard model of service. 

It is important to recognise that personalised services and supports are not perfect. Being run by humans they will always have the usual shortcomings and the highs and lows of everyday life. They also involve a huge commitment and hard work. However the people who are supported in these ways say that they would much rather put their energies into creating something that is positive, rather than spending their energies trying to fix a flawed congregated service system that will not be able to come up with the goods. 

However, these ideals and practical solutions of personalised supports and services, although given lip service, have not been given official support by the bureaucracy. This has meant that in order to gain a decent life, people with disability, their families, advocates and allies have had to do things themselves and work against the dominant paradigm. The development and survival of these personalised services has been very much dependent on the strength and leadership of the people who have believed in, and shared the values and the vision, of liberation, hope and progress towards real community living and citizenship for all. 

Despite this, these small personalised services have been allowed have been allowed, to take funding and to coexist alongside the massive formal service system and we must be thankful for that, but they have not had the public recognition they deserve. They have survived, but they have not had the support or influence to impact more broadly on dominant ideology and practice, being seen either as Rolls Royce services or quaint aberrations on the fringe. The irony is that people are continually asked to justify why they should be supported in these ways to live in community, rather than others having to justify why people are taken out of ordinary life. 

Where, in the 1980s these ideals were supported, now they have moved from centre stage. Not only are new small personalised services becoming harder to grow and establish, but also those that exist are being subjected to a number of threats. 
What are some of the threats to small personalised services now? 

· The language of community living has been hijacked so that the real meaning has been lost. These are some examples: 
	
	Current inappropriate use
	Original intent



	Community 

living 


	Placement of people with disability in a vacant bed in a group house or hostel in a suburban street.
Attending, visiting or touring community venues with no valued connection to the people or places.
	Having a good and ordinary life 

comparable to lives of other citizens, played out in the same valued ways and places.


	Inclusive activity 

(schooling, lifestyle etc) 


	Being at a community venue.
Having a group presence. 


	Engaging in the relationships and 

activities of regular life.
Having comprehensive involvement in everything.
Playing a valued role.
Participating and contributing to what is going on.

	Person centred 

(planning or 

approaches)
	Any plan or process for a particular person.

	Processes that keep the person as the focus of planning, approaches and solutions, with the sense of this being their life, and acknowledging what it would be like to walk in their shoes.

	Personalised 

supports and 

services 


	Confusion with: 

Individualised funding 

Individualised services 


	Supports provided with a person 

and/or their family, based on and fitting with their unique needs and aspirations for life, with decisions kept close to the people involved.

	Individualised 

funding 


	Confusion with: 

Buying a personalised 

service
	Money to be used to support a 

particular person (This can buy any 

type of service from institutional care through to personalised supports and could be administered in many different ways, including by the person, their family, a service provider, a company, an incorporated body).

	Individualised 

service 


	Confusion with: 

Personalised services 


	Stereotyped or prescribed services 

provided to all in the same manner but on an individual basis. 

	Institutional 

living 


	A very large grouping of people with disability who live together and are cared for.

	Any atypical group living situation 

(especially on the basis of disability) 

with a service driven, stereotyped, life defining culture of ownership, rigidity and control.


Other threats include: 
· Many people with the power and authority to influence better outcomes for people with disability and families think they are already doing these things and have difficulty thinking in an alternative paradigm.
· The collective understanding and history, and the dangers of institutional life have been lost.
· More people live in hostels, boarding houses and nursing homes in Queensland now than in the 1980s, before deinstitutionalisation. 

· The sector has reinvented segregated bricks and mortar solutions with these being named as innovative.
· The vision of supporting people to be valued members of their community has reverted back to the linear model to placement in a vacancy in a facility, especially for people with high or complex support needs.
· The gate to support has now become extreme crisis.
· The support and development of grass roots community initiatives has been minimal.
· People with disability and families have had little support to hold a positive vision about life and to work towards its reality.
· The work of small personalised services is not valued.
· The support and development of new personalised service initiatives is minimal, with numbers not increasing significantly since the 90s, despite the millions put into the sector since 1998 and the promise of $359 million over the next 4 years.
· The clarity about what is personal or family business and what is service business is not understood or attempted by many service providers.
· The corporate business model of government has taken over the focus of life with: 

· content free management 
· more complex process of accessing support 
· unclear pathways of decision making 
· incoherent policies and practices 
· expectations of minimum standards 
· more and more on paper rules and regulations 
· one size fits all solutions 
· the standardisation of ordinary life. 
The people who are involved with personalised supports and services know these realities well. Yet despite the pressures, they have continued to do what they had to do in order to make a real and sustainable difference to the lives of people with disability. 

I would like to end with some extracts from a poem by Si Kahn. 



We may know how far we have come 



by how far we have to go 



But we need to recognise 



not only what we are doing wrong 



and what we still need to do 



but how much we are doing right 



We need to understand that we are people 



with skill 



with experience 



with insight 



with dedication 



with courage 



with creativity 



Look at the things we know how to do 



to create community where there was none 



to instil pride where there was desperation 



to build organisations where there were only individuals 



to turn powerlessness into power 



But we can never turn back 



because we have tasted the future 



We have seen if only for some moments 



in the faces of people 



feeling dignity 



power 



community 



the vision of a future just society. 

Some people say that the Community Living Movement is dead. I believe that it is very much alive and the people who came to the Safeguards Summit are its living proof. However movements need to be renewed and we need to ensure that the advances we have made over the years are not lost. With the current threats, now is the time to begin to rebuild and to safeguard the things that are important for people with disability to have a good and ordinary life comparable to lives of other citizens, played out in the same valued ways and places. 
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