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Right Relationships: A Picture Of Life With And Without Overwhelming Bureaucracy

Sally Barone
Sally Barone is a mother of three daughters who became an activist in order to make a better life for her daughter with a disability. In this article Sally reflects on the role of bureaucracy in shaping her family’s life, and points to a right relationship with bureaucracy.

Why is it that when you have a disability your life is so ruled by bureaucracy that people who don’t know you can make decisions about you that can determine what sort of a life you have, or even if you have a decent life? My family’s experiences show how bureaucracy can do this, and also how bureaucracy can assume its rightful place in a family’s life. 

Our family was introduced to the disability bureaucracy when our daughter Sarah was a few months away from her fourth birthday.  On the day she was diagnosed with autism and intellectual disability the doctor rang the Autistic Centre and she immediately became a client. There was no discussion, but we were quite happy with that. After all, what did we know about autism?  That was also the time when we realised that there were those who knew everything (the ‘professionals’) and those who knew nothing (us).  

This was 1981, the International Year of the Disabled Person, and we soon found there was nothing much to celebrate.  A few years later, our youngest daughter was a toddler and we needed more help than the odd bit of respite could give us.  There was no nice bureaucrat to ask us what would help keep our family together. No, it was an institution or nothing.  No one forced us to make this decision, but nothing else was offered and our family was in danger of falling apart. Funny that the bureaucratic thinking at the time was that in order to help families you took the most vulnerable member of the family away.

So in 1984 Sarah went to Basil Stafford.  We were told that we would have plenty of say in what happened to her, but of course we didn’t.  We were never part of any decision about who Sarah would live with and who would support her. We had no control over her money and in fact a large sum ended up with the Public Trust.  She was deemed incapable of handling her finances – at the age of 10. It was bureaucracy gone mad!

So we became resigned to the fact that Sarah’s life was out of our (or her) control and her fate would be decided by faceless bureaucrats. 

Until………

One day, a day that will be forever burned in my mind, I was fortunate enough to attend a forum where a woman spoke about the life of her daughter who had severe disabilities.  She had her own home, she had people around her who liked her and wanted to be in her life.  How easy was that?  

I thought about it for a while. There were no people, to my knowledge, with Sarah’s complex needs living in their own home.  Sarah needed 24-hour care. Where would the money come from?

Two years later there was a Criminal Justice Commission Inquiry into the abuses at the Basil Stafford institution and I knew I had to do something. That’s when my circle of friends started and we began planning for Sarah to move into her own home.  Although institutional reform was announced, it proved to be a rather frustrating experience, as nobody wanted to talk about what Sarah’s life might look like. In fact I don’t really know what was achieved in all the endless meetings.  However all that came to an end when we had a sudden change of government and the doors to institutional reform slammed shut.  It took a great deal of advocacy, including street marches, rallies and publicity before a number of people, including Sarah, finally received their funding.

We were very fortunate that a small community based organisation approached us and asked if we would like them to coordinate Sarah’s support.  We jumped at this, as it was the type of organisation we wanted, where everyone involved was part of a community. The organisation respected Sarah and our family, expected decisions to be made by us, and treated the people they served as the most important members of that community.  

Six years later it is still that way. Sarah, my husband Dom and I interview every prospective worker.  Sarah can’t speak and communication is very difficult for her and we have to make decisions on her behalf, but we make sure that they like Sarah and Sarah likes them before they are taken on permanently. We have regular meetings with Sarah, staff, family and the coordinator where anything can be talked about.  Our workers are very much a team and are expected to think about Sarah’s life and how it could be better.  We have had some great help from therapists employed by Disability Services Queensland, but all decisions are made by us.  In the early days departmental people kept asking the organisation to make decisions and found it very confusing when they were told that it was up to Sarah and her family to make decisions, not them.  

Sarah now pays her own bills, does her own shopping, and makes decisions about what she wants to do.  I do her budgeting and Sarah is able to live quite well on her pension.  Because she lives alone her funding doesn’t cover 24-hour support so we have to provide some extra.  However we sort out how we will do this, with the help of the organisation.  Even Sarah’s roster is different; no eight hour rigid, immovable shifts.  The roster is built around what Sarah is doing at the time, not what suits somebody else.    This experience has left me wondering: why can’t bureaucrats work hand-in-hand with families and small organisations to ensure the best outcomes for everybody?  

As Dom and I get older our thoughts often turn to what will happen when we can’t do it any more.  Our dream is a network of like-minded people around Sarah who are there because they have a commitment to her and value and respect her.  Whether it be socially or in a monitoring role, there will be people there to make the decisions when we can’t.  What we need is a ‘friendly’ bureaucracy: one that respects family and friends; that will see the value of networks; and that will assist people to facilitate this by providing resources, financial or human - anything to prevent Sarah being re-institutionalised as she ages. If people with disabilities and their families are to have a decent life, bureaucrats must recognise who are the decision makers, and that they are there simply to serve.

