Keeping the focus on the person, not the service

We asked Leanne Burke to describe some essential characteristics of self-governed or family-governed support arrangements. Leanne discusses how people with disabilities have achieved greater levels of authority over their own support arrangements and how co-ordinators and workers can assist by developing an understanding of their support role.
Over the past eleven years I have been employed by small services that have been established by people with disabilities or by family members of people with disabilities. In the main they were people who had some experience of traditional services and had rejected what was on offer. This experience gave them some understanding of what they did not want – a good start in knowing what they wanted. Broadly-speaking, they have all been groups of people who came together to set up small support services that would meet their diversity of needs and enable them to direct their own support arrangements. What they wanted was the opportunity to choose the most appropriate support arrangements for themselves or their family members.   

In the small services that have been set up in this way, each person has individual support arrangements where and when they are needed and where possible, provided in collaboration with family, friends and community. The people who use the service are well-known, as are their needs and wants and together with family members and close allies take on governance roles as members of the management committee or directors. The service is accountable to the people who use the service and maintains a low profile in the person’s life, while remaining aware of vulnerabilities. It is conscientious in building safeguards to the person’s support needs and time is spent planning so that crises do not develop.
The people involved are not living perfect lives but they take responsibility for the decisions that affect their own lives. They deal daily with the intricacies of directing not only their own support arrangements but also with guiding the services established to provide this support. Not so long ago this kind of self-governance by people with disabilities or their families was unimaginable.  People with disabilities themselves have been the leaders of what can be achieved. The change came through people with disabilities and families who believed in themselves and in their own ability to create what was needed. 

Each story is different: the ‘how’ of getting there will depend on the individual’s unique situation, history, life experience and the support they have had to do it. The role of service is to work alongside the person, in partnership, taking direction from the person. The service takes the time to understand the person and his or her needs and works on a one-to-one basis to establish the community connections and informal supports that enrich a person’s life and reduce his or her reliance on formal support systems.

By employing his or her own workers, the person or that person’s family establishes very clear authority over their own support arrangement. The role of a service co-ordinator will then be dependent on the requirements of the individual being supported. At times, the co-ordinator might act more in a trouble-shooting role and at other times assist with more deliberate proactive strategies. Responsibilities of co-ordinators include assisting with staff reviews, ensuring that workers understand their role and helping resolve any staffing issues. The person or the family has the ultimate authority over who works within their home. While the service takes responsibility to deal with any industrial issues that may arise. 

Having respectful relationships is a major feature of self-directed support arrangements. People with disabilities and their families have had to learn about being fair employers and how to hire, train, manage and dismiss workers, because in the past people did not have the opportunity for this kind of decision-making related to service provision.
The services in which I have been involved constantly try to ensure to make the impact of ‘service’ in the life of a person with disabilities as relevant as possible.  Considerations such as employing the right workers, planning and implementing support arrangements and rostering workers are tailored to the needs, skills and the self-direction of the person.  

There is another dimension to having authority over one’s own support.  It is one that many families struggle with when they have a key role in shaping the direction of support arrangements on behalf of a family member.  This struggle is about the future and raises the question: who will take on this role when they no longer can?  This question raises issues such as vulnerability, vigilance and safeguards and one of the most important legacies that families can leave their family member is a group of people who have strong relationships with their son or daughter and a strong commitment to that person. 
