Jan Dyke has a long history of being a friend, ally and advocate in the lives of people with disabilities and is passionate in her commitment to working towards making a real and sustainable difference in their lives. Here Jan explores some of the historical background and fundamental beliefs that have shaped the development of personalised support services in Queensland.

Personalised Services and Support Arrangements:
What Has Happened In Queensland 
Many people have been struggling for a very long time to make a real difference in the lives of people with disabilities. From a Queensland perspective, the 1980s is often identified as a decade in which a significant turning point was reached in this struggle. What happened in the 80s to create this turning point? For many people, this period was accompanied by a change in thinking about where people with disabilities belong, which in turn raised questions about the dominant approach of stereotyped group arrangements. A new approach to support services began to emerge. Instead of removing the person to a life apart, manufactured by the services, support arrangements were provided where and when they were needed.
While many people seemed to agree with this new approach, entrenched values and attitudes did not facilitate change. What resulted for many people was more of the same style of services, only now cloaked in different language, set in smaller groups and with improved physical conditions. Yet a bed in a house was still not a home and fundamentally the same dominant service model remained and the system juggernaut rolled on.
At this point in time some people with disabilities and some family members had the courage and the leadership to venture into the unknown and to begin to imagine new alternatives, often seeking allies along the way with the same vision. This vision was to achieve the deceptively simple aim of people with disabilities living valued lives, comparable to those on offer to most other citizens. Together they created personalised services and support arrangements, which were flexible and responsive to people’s needs and were different for each person.
This new way of thinking focussed on a real life in the community, relationships, interdependence and participating and contributing to everyday life. It was also personalised, relating to the person’s needs and aspirations, which meant a shift in the power structure, with the person and the people closest to him or her influencing how life would be played out. This approach questioned where and how services fitted with life and acknowledged that there was much more to a good life than just having funding or a service.

These personalised services and support arrangements were marked by a strong commitment to an ethical framework with guiding values and principles that determine how life and its relationships are played out. This values framework is outlined in the following statements. 

People with disabilities 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 well-known and well-treated with dignity and respect shown in everyday interactions, feelings and language. The vulnerability of the person is minimised and that person receives responsive, flexible and creative personalised support. A person’s home is treated as a private sanctuary where life is played out in a unique and personalised way based on who lives there and how she or he wants their personal or family culture and their personal preferences honoured. 
Life looks different for each person and takes up the moving feast of opportunities, experiences, relationships, decision making, challenges and change and is not unnaturally restricted to segregated settings. Each person has a range of lifestyle activities and friendships and 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 or family vision of life with the person.
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 each person influences how life is played out. Therefore the formal service system is acknowledged as part of the solution, with family, friends and significant others playing a legitimate and valued role.
These people are supported and encouraged to be in the person’s life and to imagine and create better options with the person. The person is supported to connect with, visit, celebrate with and provide hospitality to people who form his or her natural network. 

The decisions about how life is to be played out and the assistance needed are made as close as possible to the person with the people and the service working together with mutual respect, openness and trust.  Planning is tailored 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 people involved can refuse options or negotiate on matters of concern. Everyone is clear what is personal or family business and what is service business. The person’s daily life should not be consumed by bureaucracy, standardised responses, regulations or processes and the service acts as the buffer against such requirements.
Collective oversight of governance of the service is vested in the people who use the service, family or significant others who are closest to them.
This means in practice that the person, their family or significant others create and share the collective values, vision and understanding of a personalised service. They are involved in decision-making about major directions and policy of the organisation or take on governance roles on the organisation’s board. 

The people strive for continuous improvement and are prepared to reflect on how the service goes about its work, having mechanisms that feed in information from the people who are being supported. 
All people involved acknowledge that formal services are not guaranteed and can lose their way and increase the vulnerability of the person with disabilities.
This means in practice that appraisal of life happens routinely from the personal perspective of those involved and within the established framework of values and beliefs. Safeguards are put in place to protect the person in daily life and consideration is given to planning for the future, including how the person with disabilities will be supported when family and other informal supports may no longer be in the person’s 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. The sustainability of the service is based on renewing its vision and leadership over time and through successive generations.
Even with a sound values framework such as this, personalised support services are not perfect; they share all the usual shortcomings and the highs and lows of everyday life. They also involve huge commitment and hard work. However, people with disabilities who are supported in these ways agree, they would much rather put their energies into creating this positive model of personalised support service, rather than waste their energies on trying to fix the traditional model of service. 

In the 1980s and 90s this vision and support for these small personalised support services grew, but today this support is diminishing. These small services have not had the public recognition they deserve and although they have survived, they have not had a broad impact on dominant ideology and practice. 
The strength and leadership of the people involved has been the major force behind the development, survival and co-existence of personalised support services alongside the massive formal system. Wrongly labelled as either ‘Rolls Royce’ services or quaint aberrations on the fringe, new personalised services are difficult to establish and those that exist are subjected to many threats. This has meant that people with disabilities, their families, advocates and allies have to work hard against the dominant service paradigm and the shift in government policy and practice back to stereotyped, grouped arrangements for people with disabilities. So while some might argue that the Community Living Movement is dead, it is very much alive, and working hard supporting personalised approaches. However, movements need renewal. We need to ensure that the future of this movement continues to be sustained by the efforts of people who believe in rebuilding and safeguarding personalised support services as an important avenue for people with disabilities to lead good and ordinary lives, comparable to lives of other citizens, played out in the same valued ways and places. 
We may know

how far we have come

by how far we have to go

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.
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