Hope through a Meaningful Life
Connie Young

Connie Young is a resident of Mackay with many roles, including wife, mother of eight children, member of the first Disability Council of Queensland, member of the Guardianship and Administration Tribunal and being active for over twenty years in local disability organisations and issues. Here Connie shares with us the story of her daughter, Eileen, and their quest for a rich and fulfilling life.

On a quiet Monday afternoon in early January this year my husband Jim and I received a phone call which brought shattering news. Jim’s two elderly sisters had been involved in a serious car accident and were both in the Princess Alexandra Hospital in Brisbane. Within two hours Jim and I were leaving home in Mackay, facing a 1000 kilometre drive to be with other family members. I begin with this story because the events of that day serve to illustrate very clearly how far we have progressed along the path of setting up an independent, safe and happy life for our daughter Eileen. 

Eileen has physical and intellectual disabilities which require her to have twenty-four hour care on a one-to-one basis, yet we were able to leave Mackay that afternoon after only three phone calls, and without any anxiety for how Eileen would fare without us. How we got to this point has been a long and quite often arduous journey. This journey is not yet complete, but it steadily points in a clear direction, and has not been allowed to wander along sometimes beguiling detours.

Eileen’s story began thirty-two years ago on a cane farm beside a small country town. Our baby prospered until, at about nine months, we observed all was not well. A trip to Brisbane revealed that she had epilepsy, little sight, some spasticity on the left side and an intellectual disability. This was a great shock but strangely enough we did not think that we would not be able to cope. We believed we were fairly intelligent parents, with a lot of parenting skills, and that as a family we would work to develop this child as we had her brothers and sisters. 

We were directed to the Spastic Centre in Brisbane and began quarterly visits there. We obtained home programs which assisted us in teaching Eileen to sit, stand, crawl and walk. For five years this was the only support available. Looking back now and observing the merry-go-round on which some families find themselves, I think we are grateful that there was so little available. We took our baby home, immersed her in the rough and tumble of family life, gave her lots of love and got on with the business of raising her as we had with her brothers and sisters. The other children developed many ways to get Eileen moving. They expected her to do things and as a result she reached many of her milestones. 

At a time when children with disabilities were not included in kindergarten we pushed the boundaries and enrolled Eileen at a local kindergarten. This was not without difficulty. Eileen’s father, who was recovering from a heart attack, was required to accompany Eileen each day as her aide, to help meet her personal needs and to help her to fully participate in activities. 

When kindergarten finished we were offered a placement for Eileen at special school. Integration and inclusion were words we had no knowledge of. As a result, Eileen entered the world of disability and wasted many years in this setting until she finished her formal schooling at the age of twenty.

While Eileen was finishing her formal learning, mine was beginning. As I learnt about Social Role Valorisation and advocacy, I began to dream of what could be possible for Eileen when she left school. What Eileen needed was an ordinary life, a life just like other young women of her age; a life in which she had independence, a home of her own, friends, and meaningful occupation. 

However Eileen needed good support, so my husband and I set up a service for seven young people with high support needs for whom there was nothing available. Each person had individual goals and was to be supported on a one-to-one basis. We were assisted in our efforts by supportive community organisations, sympathetic government officers and, eventually, by a grant. Eileen was living at home and we used her allotted thirty hours a week mainly for community access.

After some negotiation with Queensland Housing a purpose-built home became available. Despite extensive efforts we were not able to find house-mates for Eileen and she did not have funding for paid support to live alone. However the house was ready. So Eileen commenced using the house for some days and overnights. In this way, Eileen had the best of two worlds: she was happy to go to her own place and equally happy to return home to us.

We held to our plan that Eileen would never share her hours of support no matter what. When the service we had established no longer met our expectations, we moved on. We felt the service was turning into the old familiar story: that the individuals were not the prime focus; the needs of the service and its staff came first; and family simply was not in the picture.

We developed a plan which is still working well today. The new service we have holds Eileen’s funding. It is accountable to Disability Services Queensland and acts only as our pay-master. My husband and I are the registered employers and take care of all matters relating to staff. We have work place agreements with our staff and we hire, fire and train our staff personally. We do all the administration connected with being an employer, so practically all of Eileen’s funding goes to direct support. 

We handle no money and seek no administration fees. The plan has continuity. Eileen’s sister acts for us when we are absent from home, and she will accept full responsibility when we are no longer able to do so.

The funder does not smile on what we are doing and expresses fears as to its sustainability, but it is working for us. Eileen has a home of her own, furnished well using the savings she has accumulated while living at home.  Our aim was to give Eileen a valued place in her own community – a community which no longer knew her after many years of segregation in special school. Although we still struggle with seeking friendships for Eileen, she has many valued roles in her community. 

She is an employer, a house-holder, a member of an aerobics centre and a recognised church member. She is involved in the lives and families of her support workers, many people know her and she is very visible in the community. 

Will this be enough to ensure her safety when we are not here? I think we have enough trust to believe there will be someone there for Eileen who will continue to build on the foundations we have laid. We know that the good relationships between family and support workers will be ongoing and that Eileen’s good life will continue.










