Lives Lived:

Remembering “Bobby” Sarlina
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Bobby passed away quietly, and unexpectedly, in her own home on Saturday, July 12, 2008 at 56 years of age.  

Bobby went to work as usual on Friday, but the next Saturday, she woke with a headache, and called her attendant to get her up earlier and give her a couple of aspirin.  A short time later, Bobby died of heart failure. As endings go, and apart from it being too soon, it was how Bobby might have preferred it.

She did pretty well for someone who wasn’t supposed to live past the age of 12, according to the medical profession.  Bobby lived with a form of muscular dystrophy all her life, and although her physical strength was compromised, Bobby never did.  She had full use of her voice, her mind, her thumb and other body functions – and she used everything she had to its fullest potential.

Bobby grew up in a children’s institution, maintaining very strong ties with her Mom the whole time she was there.  This was rather unusual for that place, in that time.  As a young adult, the institution had nothing to recommend for services for adults, other than nursing homes for elderly persons.  Bobby was forced to leave when she became of age, and with nowhere acceptable to go, she lived with her Mom for a while.  It was no surprise to either of them when their relationship rapidly became strained to the breaking point.  After all, Bobby, like any young adult, wanted to focus on her social life and plan for post-secondary education and a career.  Her Mom, already working, had limited time and energy to meet Bobby’s needs.

Eventually, Bobby accepted an opportunity to move into a living arrangement with two other women with disabilities.  This was a pilot program – the first to provide attendant services to adults with disabilities in the community.  Its goal was to demonstrate a successful and cost-effective alternative to placement in a nursing home.  One of the things that made it cost-effective was that no service was offered between midnight and 6 am.  When Bobby moved in, she quickly got that changed.  She was attending night school at York University’s Atkinson College, and did not get back home until 11 pm.  She had to eat, look after her own needs and then go to bed.  Because of Bobby, we finally got the night service that so many of us needed, and Bobby and her Mom were able to repair their relationship and grow close once again.
Bobby did not have an easy road.  Many times all that stood in the way of her goals was a person who disagreed with or disapproved of Bobby’s desires, despite the fact that Bobby was a competent adult who knew her own mind.  Bobby often was forced to fight for every service she required – and she fought hard.  For example, Bobby wanted to go to university and applied for support from Vocational Rehabilitation – a now defunct government department that used to pay the cost of schooling and related supports.   “Voc Rehab” rejected her, on the grounds that Bobby would not live long enough to make their investment worthwhile and/or that she would find the curriculum too challenging.  Bobby persuaded the Ontario March of Dimes to fund her first year, thereby proving she could do it and shaming Voc Rehab into reversing their decision.  She graduated and sought work with the City of Toronto as a social worker, where she interviewed, assessed and supported social assistance recipients.  The City was very proud of its ability to successfully accommodate Bobby, who had a full-time attendant at work to be her scribe and provide physical assistance, as well as voice-activated software.  Bobby ensured her supports enabled her to do the job she was hired to do, and she did it for almost 20 years.  Bobby was a quiet, yet powerful example of using whatever you’ve got.
Those who knew Bobby know that she didn’t take any crap from anyone, which earned her a few enemies in her day, but also many close friends.  When Bobby accepted you as her friend, as she accepted me, Robin, Angela, Katie and many others, you were her friend for life.  

Many of my recent memories of Bobby involve our long rides on Wheel-Trans from Scarborough to work downtown.  We would chat, join forces on issues, or just joke around.  One time I told her she was like a pit bull when she dug in about an issue, and she laughed at that image.  She agreed it was true.  In the summer, she’d get on board wearing sunglasses that gave her an uncanny resemblance to Roy Orbison.  And when drivers asked her about her nickname of “Bobby” (she was Helen Sarlina on their run sheets), she never contradicted me when I claimed it was a street name, or that she was in the witness protection program.  Bobby liked having a reputation as a tough woman you didn’t want to mess with.
Bobby was one of the earliest registrants for Wheel-Trans.  When services did not go smoothly, or if drivers were uncooperative or rude, she did not hesitate to complain.  I have no doubt that numerous service improvements and protocols were put in place to address her concerns.  Once again, these improvements would benefit others.  

On the attendant front, things were not easy there, either.  Bobby found herself frequently pitted against able-bodied managers who disagreed that Bobby had the right to live her own lifestyle, have a personal life, and do things her own way.  Over time, Bobby developed less and less tolerance for people who got in the way of her desire to lead a normal life. Her successive battles helped pave the way for many others to live with a partner, marry and have children while living in a supportive housing setting.

Bobby was involved with the Attendant Care Action Coalition, as it was developing proposals for what was later to become known as “Direct Funding”.  Ironically, the number of hours of service she would require were to exceed the parameters of the program, and she remained where she was, fighting continually for service and acceptance.  Over 900 people in Ontario now have autonomy and control through the Direct Funding program.  About three weeks before she died, Bobby was at my place preparing another application to press for the extended hours of service she needed to help her now aging mother – services that were not being granted by her current attendant service provider.  She remained very protective toward her Mom throughout her life, and was fighting for the right to be the kind of daughter she wanted to be – nurturing and caring.
In Bobby’s own way, she believed in helping people when she could.  I, for one, will always be grateful to her for connecting me to Aldebrain when it was getting ready to open an accessible apartment building, making sure each floor had two accessible apartments that were two- or three-bedroom sizes.  At a time when it was assumed that people with disabilities, if they lived out of an institution, would live alone all their lives and have no need of anything more than a small one-bedroom apartment, this connection was a life-line.  Our growing family had already burst out of a one-bedroom, then a two bedroom, and then, out of the blue I bumped in to Bobby at the “Ex”, and she told me of a perfect setting: an accessible three-bedroom apartment with attendant service, all planned and managed by like-minded people with disabilities.  
Bobby was on the board of Aldebrain’s inaugural board, and eased my family’s way like no one else could have at the time. Bobby moved into Aldebrain herself once it was up and running and the attendant services she needed were in place.  She commented many times that it was a vast improvement over her former arrangement.  

In the last few years, Bobby was hospitalized on two occasions.  She hated hospitals and especially their staff’s paternal attitude that they know best what needs to be done.  Bobby never forgot their dire and entirely erroneous prediction that she would die before she was 12, and so took little heed of medical advice.  Bobby knew her body, her priorities and her values and preferred to be empowered to make the decision she felt best for her.  After her last hospital stay, Bobby contacted the Toronto Star’s Helen Henderson to do an expose on a disastrous episode where staff refused to feed her orally in accordance with her wishes.  The doctor had warned her, “You could die next time you try to swallow,” to which she replied, “So could you, every time you cross the street.”

Bobby died at home, with an attendant nearby, and with a few advocacy irons in the fire.  She did not aspirate, as predicted, but instead died of heart failure – proving the medical establishment wrong one last time.  Bobby would not have wanted to endure a long illness or hospitalization again, so in that sense, the way her life ended might have satisfied her.  Nevertheless, I’m saddened that so many people in her life made these fights necessary.  How much easier her life could have been if a few key people had just listened to her and respected from the beginning.
To my knowledge, Bobby was never thanked or publicly acknowledged all the good things she did for the rest of us.  Bobby deserves to be recognized for the role she played in improving services – transportation, employment, attendant services, housing, and medical awareness of disability – without compromise.  

Thank you, Bobby, for your legacy. You have inspired many others to fight for their right to live the life they choose, just like you did.  I will not be the only one to miss you.
- By Tracy Odell

Notes:
Tracy Odell knew Bobby for 42 years.  They met at Bloorview and frequently shared Wheel-Trans rides and attendant service providers over the years.

Theresa Cornell MacNeil set up a site on www.facebook.com
 “In Loving Memory of Helen “Bobby” Sarlina.
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