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TELLING THE UNTOLD: Families, Disability and Institutions

Stories of banned and unrequited love
If not living in the community, and if not family and community membership, then what? In a timely reminder about the impact of ‘institutions as solutions’ CRU has released a new book that explores and articulates the experiences of a number of families who generously and courageously told what happened when their sons, daughters, sisters and brothers left the family to live in Challinor institution. While the struggle for community membership is a long and hard journey, the starting point for people with disability is that their families need to be supported to thrive and are assisted by well-timed, practical support. If policy makers, professionals, service organisations and the general community fail to provide such asssistance to families the outcome is likely to be severed love and lives. The following is an excerpt from Telling the Untold, written by Beverley Funnell:

(
“In reading of the experiences of these families, some people might focus on the fact that each of the families had a child with a disability. It is likely that many might see this fact as the most significant experience that the families share, and that having a child with a disability is unfortunate or even tragic. For the families themselves, however, the tragedy is not about having a child with impairments; it was not in having the child, but in giving up the child that caused the greatest suffering. This is not to say that life with the child was without its difficulties, and elsewhere in the book many of those difficulties are described. 

As we got to know the families it became clear that their shared experiences of separation, through the institutionalisation of one of their own, had forged a bond between them. It became clear that each member of every family has been affected, and that the life of each family member changed as a result of the experience. At the heart of the families’ remorse is the deep sadness that was felt while a loved son, daughter, sister or brother was in exile from the family. Along with the sadness there is also a sense of having been betrayed by the authorities; the solution offered to families by the service system turned out to be no solution at all. As one of the narrators says of Challinor, “There shouldn’t be places like that to fix the problem”.

The age at which family members became institutionalised also varied. People went to live at Challinor at different stages of their lives and some stayed longer than others: the minimum stay was seven years (Jannyne); and the longest was fifty years (Clive).

The circumstances that precipitated admission to the institution also varied. In some situations it was a death in the family, or illness, or difficult behaviour that led to a breakdown in the home situation. In all cases, practical support for maintaining the family, as a unit, was unavailable to families. 

One of the most disturbing themes that arose was that of the overwhelming heartache and loss that was experienced by parents and siblings when they were separated from the member of their family who was lost to them through institutionalisation. A parent recalls:

We never really came to terms with Libby being at Challinor. Taking her back was always so hard. Everything became a ritual. It was so painful. Our relationship continued to deteriorate – John withdrew and I just went on cooking and cleaning. Just surviving and looking forward to Libby coming home on the weekend – and pleased in some ways when she went back, because it was so hard. The other kids didn’t have much of a life when Libby was there. I couldn’t get involved in their school activities. 

All of the families say their emotions and thoughts were disturbed and painful following the departure of one of their members to the institution. It was not possible to continue family life as if the person had never existed, although advice to do so was often proposed by professionals. The parents of one child offer one of the many examples of such unashamed proposals by professional practitioners:

A Child Guidance psychologist said to us: “Put him in a home and forget him. Don’t see him again”.

Another of the narrators tells of the anguish and confusion that she felt about her daughter’s removal to an institution. She recalls:

After the first time I visited Annie at the Centre it broke my heart to leave her there. I knew I could not bring her home, I don’t think I could have coped. I don’t know if it would have been that way, but that’s what I thought.    

Cassie remembers a particular incident that happened in the early 1970s during a visit to her brother; an incident that was to have a long-lasting impact on her and her father. Her mother, who died many years ago, was also present on that occasion and we can only assume that her reaction was similar to Cassie’s:

There were rows of beds, maybe twenty in one dormitory. Mum, our young brother Peter and myself were standing outside the front entrance at the bottom of the stairs this day waiting for Dad who was inside, when I heard a whack and a scream. I was only twelve years old, but I knew the difference between a tantrum scream and when you’re being hit. I knew it was someone being hit. I turned to my mother and said,“Do they do that to Timmy, Mum?” She just stood there looking at me. I remember the look on her face and the tears in her eyes. She didn’t know what to say to me. I will never know the pain and heartache my parents endured back then.”
(
The stories that emerge in these pages, and the analysis that is woven throughout the book, make all the explanations and excuses for institutionalising people with disabilities sound trite and pathetic. The devastating impact of institutionalisation on people with disabilities has been the subject of many books and studies; what this book provides is additional insight into not only how harmful institutional care is for people with disabilities but also how harmful it is for their families. For these reasons, Telling the Untold is an important book for the present. While many would like to think that these are stories of a dark past, that has been left behind in contemporary times, the book will compel thoughtful readers to look deep inside themselves and current service systems to question what has really changed. While we know that the door has not been shut on the institutional era, most people no longer dispute that it is in the community that people with disabilities will find the life that they seek for themselves.









   Anne Cross, Preface, Telling the Untold

