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My brother, Tom Dwyer, turns 54 years old this November. He is profoundly retarded, autistic, and 
bi-polar. He has physical problems, including early stages of Parkinson’s disease and a loss of vision 
through a detached retina and cataracts. Tom tends to swallow his food without chewing, so all of 
his food must be ground or pureed so he won’t choke on it. He doesn’t speak, and cannot brush 
his teeth or go to the toilet by himself. Tom requires one-on-one care 24/7.  
 
When he was four years old, my parents determined that they were unable to provide the level of 
attention he needed at home. They enrolled him in a series of schools and facilities over the 
years, trying to find services that were appropriate to his needs as his body developed though 
childhood and adolescence and into adulthood. For the last thirty eight years he has been at 
Southbury Training School in Connecticut.  
 
Throughout most of my life, Tom was not very high on my radar. My parents had taken 

responsibility for his care, in participation with the State of Connecticut, Southbury Training 
School, and other groups and facilities. Often, when asked if I had any brothers or sisters, I would 
just say that I had an older sister. It was far easier than going into an explanation of Tom and his 
condition, and people often don’t want to hear all of that anyway when they ask about your 
siblings. In addition, there was the social stigma attached to the retarded, and I, like most young people, didn’t want 
anything to do with social stigmas, even if they were my brother’s and not mine. It was easier to detach and minimalize 
my involvement with his care.  
 
Years passed.  My father died, my mother became sole guardian. As she aged, my sister willingly took over guardianship. 
That was fine with me. I still visited Tom a few times a year, but kept my involvement in his life and well-being to a 
minimum. My mother passed on a few years ago, leaving my sister Marty the sole guardian. She does well, is involved in 
Tom’s care as well as in keeping Southbury from closing due to the legal wranglings of the State of Connecticut and the 
local ARC’s. But it has become clear to me that I had better get involved, too. If anything should happen to her, I would 
be the only there for Tom. I knew I had better get caught up in understanding what his needs were, how they were 
being met, and how and when family members needed to make choices in the many decisions involving his care.  
 
I am now applying for co-guardianship for Tom, and have started paying more attention to him and his needs. I have also 
become more involved in the politics of disability issues, and have joined VOR as a way of learning more about the 
intricacies of the service system and as a way of contributing to better solutions for people like Tom.  
 
My situation is not unique. There is an obvious need for siblings to participate in the care of people with mental 
retardation yet many of us find it difficult to step up to the plate. In many families, however, the care of the one child is 
unequally distributed among the siblings, with one or two family members bearing all of the responsibility. I hope that 
by talking about this openly, I can encourage others to take a more active role in the care of their brother, or sister, or 
other relation. I honestly believe that Tom has benefited greatly from my parents’ and my sister’s involvement in his 
care. His health and happiness have improved greatly over the years. From all I have witnessed, I know that family 
participation also helps the staff and caregivers who work with our loved ones on a daily basis.  
 
I still consider myself a novice at this, even though I am four years older than Tom and have had an awareness of his 
situation all of my life. I feel I have so much catching up to do and so much to learn to get good at this, because my 
brother’s life depends on it. I am inspired by others I see, people like Tamie and Julie and Mary and so many others in 
VOR, like the staff and management of Southbury Training School, like my sister and many of the other family members 
and guardians I have met. I also owe a feast of gratitude to my wife Cristy, who has encouraged me and joined me in 
taking a more active role in my brother’s care and in supporting and participating in VOR.  
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