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An Honour to be a Pioneer 
By: Elise J. B. Levitt 
…continued from newsletter 
 
It was not unusual for me to awake from a nightmare. However, in the winter of 1976, when I was twenty-three, I realized the 
nightmares were related to growing up with a cleft lip and palate in the 1950’s and 60’s. I began to wonder if I was the only one with this 
residual feeling from all my hospital experiences.   
 
I decided to give The Hospital For Sick Children (aka Sick Kids) a phone call, but I did not know who to ask for or really what to say for 
that matter. Eventually I was connected to Susan Barclay in the Social Work Department. I told Ms. Barclay some of my thoughts 
around the idea of helping other people with cleft lip and palate. She was very interested and very supportive. We decided to meet.  
 
On the day of our meeting, I drove down to Sick Kids with great trepidation and excitement. I hadn’t been there in years.  I parked 
inside the same familiar parking lot where I had been with my parents so many times before. Once inside the hospital, it was very 
strange for me to walk those halls and smell the many familiar odours again.  Seeing doctors, nurses and sick young patients 
everywhere was upsetting and stressful for me. But I pushed on, since I had an agenda. Ms. Barclay was wonderful as she listened to 
me with great interest and compassion.  She said she would talk with the other members of the Maxillofacial Team and tell them my 
desire and plan to help others through setting up a self-help group. I told Ms. Barclay that I would like to begin by writing to other 
hospitals in Canada, and around the world, for any and all the materials they might have on cleft lip and palate. 
 
I was so excited in the following months to check my small apartment mailbox every day after work for all the replies to my requests.  
My mailbox was overflowing, as was my anticipation and hope for what lay ahead. Every night I would read all the letters, pamphlets 
and booklets that I received. 
 
I met with many of the plastic surgeons, dentists and otolaryngologists at Sick Kids, along with a psychiatrist and a geneticist, to get 
their input on my plans and began to map out a strategy. We decided to have an opening meeting for the public in a large auditorium at 
Sick Kids that held about three hundred people. We needed to see how much interest there would be in this self-help group. With the 
date of September 20, 1977 arranged for our opening meeting, I set out to inform the media. I was very encouraged to see the interest 
of the media as I began to be invited for interviews about my cause. I was interviewed by the Toronto Sun and the Toronto Star 
newspapers, CTV News, CBC television, Sick Kids’ own news bulletin and the March of Dimes. Through this process, I began to get 
inquiries for information from parents of children born with a cleft lip and/or palate, as well as from older patients.  
 
I later decided to name our group The Canadian Cleft Lip And Palate Family Association. It was very important to me that this group we 
were forming would include the whole family because in reality, every family member is affected.  
 
I did not know it at the time, but my speech for the opening meeting would be the first of many public speaking engagements and 
interviews for me.  I also did not know at the time that I had a severe anxiety disorder (like my mother’s), which would explain my 
nerves, shaking and sick stomach before every event. The media wanted to attend our opening meeting, but it was suggested by the 
professionals at Sick Kids that many of the guests attending the meeting would probably not want to be photographed. I agreed and the 
media listened. 
 
It was also suggested that I not use myself as an example of how the end result would be after surgery for everyone. Apparently my 
repair was exemplary and would not be the same result for everyone. I was very fortunate to have been one of the last repairs ever 
done by Dr. Arthur LeMesurier, a plastic surgeon whose revolutionary technique came to be known by his name, the LeMesurier 
Repair. We are all fortunate now that all the plastic surgeons at Sick Kids do amazing work with very difficult cases. 
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I worked for The Canadian Cleft Lip And Palate Family Association for five years including weekends and all my vacation time. I would 
teach at many professional and lay events by passing along information, visit new parents to help them with their disappointment and 
fears by giving them hope, and try to build self-esteem amongst teenagers. But my life was moving on. A wonderful woman took over 
for me in the early eighties as I went on to have my own family. 
 
Now, in 2013, it is with gratitude that I say the functions of The Canadian Cleft Lip And Palate Family Association are still in the caring 
hands of AboutFace.  It was an honour to be a pioneer. 
 
 
Elise J. B. Levitt (Lisee) 
August 14, 2013 


