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The Ongoing Search For A Good Life

David Bowling is a consultant quality auditor with funded services in Queensland. David is also involved with a citizen advocacy program and is involved as a volunteer with grass-roots primary health-care projects in rural India. In this story, David relates a personal journey to re-connect with a family member after many years. This story tells us much about the importance of relationships and connections with community in the lives of people with disabilities and in particular for people who have lost the connection to family.

In 1960 as a young boy I said goodbye to my 18-year-old cousin Peter as he set off by sea with his parents in search of a better life. He and his parents undertook this journey in desperation after Peter had been offered only one option for living the rest of his life – permanent admission to a notorious institution thirty-five kilometers from his home. In the early 60s this was the only option offered to many families. My aunt and uncle decided to follow up a referral to an overseas doctor who “works with children like your son” and set off on their journey with Peter.  

Peter was soon offered the opportunity to join a small farming community in its early pioneering phase. He moved into the farmhouse of the 180-acre farm with the farm manager and his wife and fifteen other early community members. My aunt stayed in the community for the first six months with Peter.
Peter lived on the farm for nearly fifteen years but, at this point, contact with his family in Australia was lost and Peter’s life took a dramatic turn.  The community was unable to continue to support Peter and he spent the next twenty-two years in a local psychiatric hospital. During this period of institutional living, Peter lost most of the skills he had developed on the farm. Ten years ago, Peter moved into a group home where he currently lives with four other men of similar age. 

Over three years ago, Peter’s next of kin advised me that he felt family contact with Peter would probably be detrimental to his well-being.  I could not reconcile this with the personal stories I had heard of people placed in institutional care as children who, after many years, were able to be reunited with their families. I felt intuitively that I should try to find Peter and so, I wrote to the community where Peter had first lived to find out if they could tell me how to contact him.   Three days later, I received a faxed reply, telling me how to contact him and two weeks later, I received a long hand-written letter giving me a detailed account of the time that Peter had lived within this community.  Over the next three years I developed regular written contact with Peter and finally visited in early 2006. 

I had not expected to receive a prompt hand-written reply giving a detailed first hand account of the life lived by that relative from a service so many years after a relative has gone to live there. This letter and subsequent conversations with some of the people, who had lived with Peter, revealed to me that this was a real community, in which people developed relationships and friendships which were long-lasting and meaningful. Some of the people I later met when I visited the community shared stories of the time when Peter had lived with them; they spoke about Peter’s strengths and gifts. One couple spoke about how the community had been based on the belief that all members of the community were working together to develop the farm and that everyone brought their different gifts to the task of building community. It was deeply moving and demonstrates what can happen when people make life-long commitments to help create a good life for people with disabilities.  

Peter is now supported by a small support service and lives in a house near the centre of his town that is outwardly the same as the other homes in the street. His bedroom is decorated in his choice of colours and furnishings and he shares the house with four other men in their 50s and 60s. Until recently, he walked three days a week to a nearby day centre, but as he has serious health challenges he now prefers to go there in a minibus. He assists with the day-to-day tasks of running the household and has learnt some new skills, like ironing his own clothes.  Once a year Peter chooses where he wants to go on holiday (with two support workers) and as he has had a lifelong interest in cars, his support workers hire the vehicle of his choice for his holiday. In the last two years he has spent his holidays at a five-star hotel and on a remote island.  A weekly visit at home by a masseur helps with some of the aches and pains of arthritis. While his basic needs are met and he appears to co-exist with the other men in the group home, it is evident that his deeper needs and aspirations are neglected and he still yearns to return to the farming community of which he has many positive memories.

While Peter’s present life is an improvement on the twenty years spent in an institution,  little effort has been made to establish and develop Peter’s skills and capacities and his support workers have no knowledge of his childhood, his a dolescence,  how he came to be in this country or his history prior to the institution. 

In 2006 I visited the farm community in which Peter had lived upon arrival in the country. As I was leaving the community I was given a gift, a beautiful sterling silver ring set with a polished moss agate.  Peter had spent a year working with a jeweler who came to work in the community and had shown great aptitude for working with precious metals and stones. The jeweler said Peter learnt more in a year than most apprentices learn in four years. Peter had crafted this ring and given it to a person on the farm community. 

Forty years later I had been given this ring to take back to Australia to give to Peter’s sister who had had no contact with her brother since the early 1970s. This object of real beauty, crafted many years before by her brother, reminds us that we all have different gifts. While Peter had lost his connection to family, he had found a community where his gifts had been recognised, nurtured and had found expression.  Peter’s sister recently visited him and stayed with him for a week, re-establishing a family connection. Her visit also established elements for the first time of who Peter is, as she shared many of the stories that are part of Peter’s life story with his support workers. 

So what did I learn about quality and the search for a good life?  Quality derives essentially from the inner intention of those who seek to serve others, not from any external structures like quality standards, policies, procedures, mission statements or strategic plans.  It arises when the isolating thought of ‘them and us’ disappears.  It is won through great effort and persistent struggle over many years and it can easily disappear.  It is grounded on relationships of genuine respect and it can flourish when people are working to build community, rather than run a service. 

The challenge of regaining some of the essential elements of a good life for Peter continues.  His support workers now have a much better understanding of the capabilities he demonstrated as a young man and I hope to see that Peter is supported to participate in some of his previous interests and hobbies.  As a result of the contact with family, Peter now has an independent, local, paid advocate who has been advocating for Peter on a range of issues and to ensure he is not moved into a more restrictive setting as he approaches sixty-five years of age in poor health. He has also advocated strongly for Peter to continue to access an age-appropriate day program. It is perhaps too early to tell if the contact with family members has resulted in other obvious improvements to his quality of life.

Not only has my own life been enriched through my ongoing contact with Peter, but also other family members have acknowledged their own deep familial connection with Peter, and are committed to re-building a relationship with him.  As we seek to deepen our relationship with Peter we are challenged to reflect on what is a good life for him and how might we contribute to this life from the other side of the world.

