INTEGRATION ADVOCACY NARRATIVE
Louise Bailey

Back in the early 80s, many of us who were parents of very young children with Down Syndrome were looking for something very different than the vision of protectionism and lifelong segregation that was offered at the time by the Associations for the Mentally Retarded. While this name changed to the Associations for Community Living, like many things, the change was more in name than in practice.

When our daughter, Andrea, was born in 1981, our families and friends were welcoming and supportive. And, I recalled a private wish for a daughter with Down Syndrome. Two reasons: I’d always told our son that he was the best boy in the world, and while trillions of mothers over time have been able to resolve this, I could not figure out how to tell him that there was now another best boy along for the ride. And secondly, there was in 1980 and 1981, in incipient movement to include labelled students in the regular classroom alongside their typical peers. Though a social worker, I had not realized or thought about segregation at all-labelled people were completely off the radar. I happened to be standing having coffee in another office which I rarely visited, to overhear one of the staff from a different program, talk about her work in moving a little girl with Down Syndrome into the regular kindergarten classroom. All of a sudden, a warmth started to climb from the bottom of my feet to the top of my head, and I heard myself wishing for a daughter with Down Syndrome. 

However, when she was born, I had long forgotten that conversation. Our first vision, developed over the hospital bed with my mother, was that she would so to school like everyone else, but when it became too difficult, she could quit in grade ten. This from an education mad grandmother was the best we could think of. At that time, new parents learned just about everything about their baby’s “condition” from the pediatricians, public health nurses who came to the hospitals for newborn visits and did follow-up visits at home, and geneticists to whom they were subsequently referred.
While I have to say that my obstetrician and Andrea’s pediatrician were positive and supportive, the nurses were silently judgmental, until taken to task by good friends. A student nurse casually asked if I was going to take her home and “give it a try”? I imagine that was a hot topic at the station. An Associate Professor at the University of Toronto Medical School outlined a calamitous “future” for her, which included learning to clean a toilet and teaching her brother the meaning of pity! Looking back at those times, we see how stereotypes morphed into what passed for knowledge. Anyway, while I thought he was a monster, he left me in tears-after I inquired politely whether I should pay him privately for this consultation, or whether OHIP covered this.

Our Public Health Nurse presented a very different picture, based, she said, on her observation that the babies born with lots of hair, tended to be much brighter. And Andrea did have an impressive headful. For the first time, I heard about school and adulthood. She explained that first, Andrea would go to Infant Stimulation (that was good to know). Then, she would go to the special nursery school, and then into Special Education, And……, if she were really smart, she could join Famous People Players, the black light theatre group!!

People who know me really well, know that I don’t like to be told what I’m going to do, even in circumstances where I actually want to do it. I think this is a leftover from childhood. So, my rebel button having been pushed, outside of Infant Stim which I arranged from hospital, I decided to go it alone. And differently-where everyone else was, whatever others were doing, that’s where she would be. I promised her that she would have as good and full a life as any of the children in the newborn nursery. And, that I would take no prisoners to do it.

Somehow, many things are lost in time, we were invited to a meeting of Pilot Parents, mothers and fathers of other labeled young children, most of whom had Down Syndrome. We all shared our horror stories about doctors, services, insults and crazy stories we had all experienced. It made us feel for the first time that we weren’t alone. These were good places to turn hurt into laughter. But, as I later reported in one of my public presentations, when we began to talk about school, we weren’t laughing anymore.

To make an endless story short, Andrea went through Infant Stim. It was useful, but I really felt did not hold out high enough expectations for her. We found the Philadelphia Institute for the Achievement of Human Potential where we took a weeklong course in how to turn your child into a genius. While I can’t claim to have done that, it did give me reading flash cards, bits of information cards, and Suzuki violin!
 I was encouraged strongly by our support service counsellor to register Andrea in the segregated nursery they provided. To be fair, and so that no one could call me rigid, we agreed to see one for ourselves. We walked into a very large and beautiful room, full of colourful pictures, letters, numbers, play stations, circle rugs. We watched the two enthusiastic teachers and five beautifully groomed and dressed students with Down Syndrome as they did the, “this is a brush-this is a comb” lesson for over ten minutes. No one gave a wrong answer. “Why are they doing this brush and comb thing over and over,” I asked the Coordinator proudly watching with us. “oh, that’s because their parents don’t teach them these words”! Really, I thought to myself.  I had already observed how their parents took obvious pride in how they looked. Did none of them ever ask, Billy, can you get me your brush? Sally, where’s your comb? Billy, you better get over here, or I’m going to get the brush! I didn’t think this was for Andrea-and within a year, I didn’t think it was for anyone.
 Philadelphia had whetted my appetite for Andrea as a fulltime participant in the real world. So, when she did turn two, we visited several nursery schools. I registered her, sight unseen, at our local Adlerian School. All I revealed about her was that she was short, and not talking very much. Don’t worry, they replied, she’ll soon be talking up a storm. That was a wonderful year-lots of learning, boyfriends, and teachers whom I watched struggle to figure out how to tell me how smart and wonderful my daughter was, without uttering the words, Down Syndrome.

Approximately, two months later, I attended a meeting somewhere I think in the north end of Toronto, where I met Lynda Langdon, another mom, and Marsha Forest, a firebrand educator who was leading the charge for integration in education. These two women would become significant people in the most meaningful, exciting years of my life. At this meeting, Marsha talked about what I was wanting and doing. She deepened the roots of my vision. She called us to believe in our children and challenge the system. Up until then, I had always felt I stood alone against the world. This was a life changing moment.
By then, quite a number of parents of young children with DS were becoming frustrated with their lack of acceptance, lack of opportunity, the actual dangers our children faced because of medical discrimination, the many children still in the care of the Province.  We believed our children were entitled to all the rights and opportunities and protections which naturally accrued to their typical peers. About a dozen of us came together in……. to form the Down Syndrome Association of Metropolitan Toronto, a movement which became province wide. Together Lynda and I also joined another parents group, the Integration Action Group, that emerged from the first Summer Institute led by Marsha and Judith Snow.

It was through my position on the DSAMT Board, that I joined the Board of ARCH, the legal aid clinic devoted to pursuing systemic change for people with disabilities through setting new legal precedents, directed by David Baker. As this was the time of the proclamation of the Charter of Rights and Freedoms, all legislation in the country had to be reviewed for compliance. This was an opportunity, it was hoped, to bring attention, and get action to end the long and pervasive discrimination suffered by people with disabilities in all facets of life. I was asked by ARCH, since I had flagged integration in education as a priority issue, to make a presentation to the Standing Committee on Administration of Justice. 
As I went through my presentation to approximately twelve members of the provincial parliament, I slowly realized that this was all very new and surprising to them. They had in the recent past, voted to bring labelled students from the segregated schools run by the Associations into the public system funded and run by the Ministry of Education. As they listened to the issue of forced segregation, some of them were shocked- the vision I presented was what they had thought they had voted for. There was a lot of empathy and interest in the committee room. It occurred to me as we were packing up, that this was a golden opportunity for ally building and advocacy which we could not let pass by.
While, I no longer remember exactly how we went about it, Lynda and I gathered names of MPPs who had asked the most questions, shown the most support, reached out in the next two weeks to bring them together to form The All Party Working Group on Integration in Education. We had about six MPPs initially. Then, members brought colleagues.  I persuaded others to join as” we did not want their voters, many of whom were our members or their families, to know they were not interested in the rights of our children”
Our goal was legislative change-we achieved Regulation change, but many years later. Our work was to have members lobby the sitting Minister of Education. It proved difficult for members to access a Minister when their Party was not in power. We also had members bring forward issues in Question Period. We held educational forums for MPPs to teach them about Integration, what it was, why it was so important, why it was the right thing to do. We were given guidance by members in organizing numerous letter and fax campaigns directed at MPPs and or the Minister. Doors were opened to other members we could lobby for support. We held press conferences. We spent endless days over at least six years at the Legislature, meeting MPPs individually, meeting policy people at the Ministry of Education, liaising with other groups on pressure tactics.  During this time, we looked for opportunities to speak to Committees with any relevance to our issue. At one, Andrea presented a copy of Don’t Cry Big Bird to the Chair, a primer on how to do it from Sesame Street. In Grade six, Andrea and one of her best friends, Abigail, presented to a committee their shared belief that having Andrea as a fulltime member of their class was good for both of them. The next time I saw Abigail, three days later, she and some of Andrea’s friends gathered round, excited- “have they changed the law yet”?
Lynda and I always brought photographs of our daughters to any meeting to give our issue its human face. We told our personal stories. We wrote letters. We kept information flowing among interested groups so we could take coordinated action.  Before each meeting, we would go for tea at the Sutton Place Hotel near the Ministry building and talk about everything, except what we were going to walk into. So, at each meeting we could start fresh, talking about our wonderful daughters-what mother would pass up an opportunity to do that?
Back to the personal part of the “personal is political of this story. So where was Andrea all this time?? Where was Lynda’s daughter??  
Moving back to the mid 80s, it’s important to remember how few choices parents had if they wanted their son or daughter to learn alongside their typical peers. Some parents were pursuing Human Rights complaints against individual school boards. Some were moving across jurisdictions within the province or across Canada to find a school which would accept their child. Some were on the underground railroad of secret regular classroom placement when a Principal could be found who was willing to listen. At that time, at least in Ontario, Catholic schools who had previously rejected labelled students, began to open up, and many of them began with an integrated model. Thus, families who felt able, converted to Catholicism in order to get equality in education for their children. Lynda and her family were one of them.  A few parents started their own integrated school. I was one of these.
After finishing the year at the Adlerian School, Andrea was given an automatic and enthusiastic spot at the Hillcrest Progressive School in Toronto. It was a dream two years. Always a groundbreaker, she was, however, the first “of her kind”, at Hillcrest.  But steeped, I think, in their values of warmth and care for each child as an individual, she was not an add-on, but at the heart of the place. They created learning opportunities for her in which whole groups participated and learned. She, like her classmates, was celebrated by staff and other parents. 
When that time ended, I know I would be facing a battle with the North York Board of Education which I did not relish. Having heard about and visited a small independent model of integration school, Thousand Cranes, I impulsively decided to start my own. The Bailey Progressive School, a one room schoolhouse model ran for four years. It was funded by Foundation grants, fees where parents could afford it, donations, and the proceeds from weekly smoke-filled bingos which I sponsored and attended with the help of a dear friend.
When my son was in grade 5, he had a terrible year in which he was bullied. Refusing to fight on the grounds that in the end, he and these boys would have to make peace, so why not get to it, he endured many tough days. Just as an overheard conversation years ago had brought me and Andrea together, so chance intervened again. I knew I needed to find a new school for him but struggled to think of where. While I’m sure the brochure for an alternative school called ALP had been on our wall for many month at work, it was only while wrestling with this, did I take notice. I called immediately to ask the Coordinator about spaces for the following year. I happened to mention that I had a daughter with DS, now in my own school, and that at some point I knew I would have to find somewhere for her to go. Growing the school until grade thirteen was impossible. She thought Andrea sounded wonderful and offered both of them spots for the next year.
Andrea then moved to the underground railroad and spent the rest of her learning life at ALP. The board would not provide any extra support for the teacher, as ALP had invited her in on their own. We happily found someone to go in part time, grateful to find a school which welcomed her. There were of course, ups and downs. Some teachers were more accepting than others, some saw her gifts readily when others wondered why I was choosing this path. The first two principals had the vision instinctively. The third was more resistant. But by then, as she was telling me how ALP, and that meant her, had to adapt, accept, accommodate Andrea, I was able to tell her that integration as the norm was now Ministry policy, and she was no longer doing Andrea a favour., Andrea was now exercising her rights.
 However, there is another story which better reflects on ALP. One day, when Andrea was in grade eight, I received a very excited call from Daphne, the principal. It seems that Andrea and one of the boys in her class with whom she was friendly, decided to skip school and spend the afternoon hanging out at the local high school. While, of course, Daphne was obliged to report this to me, and then reprimand both of them, we both cheered and laughed that this was exactly what we hoped to achieve!

Still on the Board of ARCH, this issue of integration remained a legal priority. But, finally in……., there was a groundbreaking decision in the Emily Eaton case by Judge Louise Arbour in which, citing the Brown desegregation decision in the United States where separate was deemed unequal, segregated special education was struck down. This felt like an unbelievable moment of vindication after so many years of struggle. Of course, The Province of Ontario appealed to the Supreme Court of Canada.
 The Bailey Progressive School had been a registered charity, and after closure, still had funds remaining. As the stakes in this appeal were so high, on behalf of the Down Syndrome Association of Ontario, I used these funds to pay for costs for our pro bono legal representation from McMillan Binch, Ian Binnie, (who went on to become a Supreme Court justice) and his clerk, Robert (Bob) Fenton. Lynda, by that time was the President of the Ontario Association, and I, the Education Chair.
After the Down syndrome Association of Ontario was granted Intervenor Status, I worked closely with Bob Fenton for months to prepare for our Hearing.  Ian Binnie had to be furnished with all relevant documentation to build his arguments.  Being part of proceedings at the Supreme Court is very different than what we imagine or idealize, or what we see on television. The courtroom is actually rather small. The audience is warned to maintain silence. The Judges have already received all the lawyers’ written briefs which we expect they will have read carefully. 
As the lawyers for each side, and the lawyers for the Intervenors present before the Court, it became evident that some of the Judges, from their questions, had clearly not read the briefs. Many paid intermittent attention. One of the women judges seemed preoccupied with her nails or maybe it was the rather large diamond ring she was wearing that kept her attention. Chief Justice Lamaire, who wore glasses, compared his situation to a student with a disability facing forced segregation. I don’t think he realized how offensive he was.
 While on television, the court is portrayed as a place of decorum, in reality, the lawyers, especially ones on the challenge side, are forced literally to scream through their arguments in an attempt to get the Judges’ attention. I had expressed confusion about why Ian Binnie kept yelling, until Bob explained this was business as usual. 
Having been closely involved with many governments, ministries, and bureaucrats, I was interested to hear how the government’s arguments played with the truth. It was clear from their behavior that the Judges were already disinclined to uphold Judge Arbour’s decision. During the lunch break, Intervenors not supporting the Eatons tried to insert the criteria of best interests of the child. In other words, the when it meets the needs of the student, the statement which was always manipulated to perpetuate segregation.

Unusually, when arguments were finished, the Court seems ready to give its decision without the necessity of deliberations. Despite the warnings to remain silent, I think Judge Lamaire became aware of the developing growl among the spectators in the room, and then thought better about this egregious behavior. However, it wasn’t long before we heard their official decision, but for those of us who were present and involved, it became, after the first few minutes, that it was a foregone conclusion.
(note to jack-I’m having trouble with the sequence- which came first-Supreme Court or NDP government--so look at the dates on some of my papers.-which came first-the Eaton Supreme Court hearing, or Regulation change making integration as the norm-will need to talk. I used to have a copy of the new Special Education Regulation, but it’s somewhere in the great maw of my house. So, I’m writing up both and we’ll sort out the order later. The Regulation change actually was what had impact.)
Then, after years of meeting, networking, faxing, organizing and lobbying, hope and frustration, the NDP under Bob Rae came to power in…………While we had members of the Liberal and one member of the Conservative parties on the Working Group, most of our members were from the NDP. I called Lynda and said some version, of, this is it-this is our time. It took one phone call to the new Speaker of the House, to arrange a meeting and open the door to successive Ministers of Education. Lynda and I met with an ongoing stream of Ministers, all of whom made promises, assured us they were committed, but only with Dave Cooke, did real change occur. 
A side note about strategy. Up until the NDP was elected, it was my practice to make a connection, get some even partial support from an MPP, a policy advisor, then find two other people to put pressure on them to ensure they followed through. Now, having close ties with the NDP, it became more difficult to go to others, or indeed the Opposition parties to push them along.
During Dave Cooke’s tenure, there seemed real possibilities. He had seconded Phil DeFrancesco, a leader in integrated education from the Hamilton Wentworth Roman Catholic School Board to help develop Ministry Special Education policy prioritizing integration. During this time, I was also working closely with Jill Hutcheon, one of the Assistant Deputy Ministers and other policy advisors to move this forward. I brought Pat Worth in on many of our meetings as he could talk firsthand about segregated education. Our aim was to keep them to their commitments, but always reminding them of their higher purpose of ensuring equality rights and quality of life to our students. 
Ever the champions of stakeholder meetings, this was the format the Dave Cooke chose to act on integration. On………The Ministry organized a very large meeting which brought together Ministry staff, teachers, representatives of other disability groups, some of whom were vociferous and even offensive in their opposition to us. There were many speakers, including Phil. I did not have very high expectations as the power of the Learning Disability Associations at the Ministry was well and long entrenched. During the afternoon break, Jill Hutcheon asked for a private few minutes. She disclosed that the Minister wanted to change the Special Education Regulation (I forget the number) to read that integration was to be the norm, that if a student was placed in a segregated setting, a plan to reintegrate them as soon as possible had to be in place. There was going to be training money for teachers and Boards to implement integration, that Phil would continue to be their guide. While there would still be wording in the Regulation referring to “when it meets the needs of the student” (the get out of jail free card, and sop to pro segregationists), she wanted to know if I would accept this proposal. While it was not all that Lynda and I, and many people had worked tirelessly for, I also felt I was in one of those take the opportunity for something, or it may never pass your way again. I still believe this. We agreed that I would ask Phil a defining follow-up question after he spoke, and that I would then state, speaking on behalf of all the DS Associations and the Provincial body, that we accepted and appreciated this new policy. 
While in small follow up meetings, representatives of other groups groused that I “had won”, I reminded them that a victory for our students was a victory for ALL students.
The next day, I sent Dave Cooke a large bouquet of flowers which he shared with his staff. I was rewarded by him with the Vice-Chairmanship of the Ministry’s Advisory Council on Special Education. One of the worst experiences of my life, but he could not have foreseen that.
We continued to have meetings on implementation. The Ministry set aside one million dollars for education and training of teachers. In fact, the College of Teachers took this very seriously. The Ministry took itself out of the policy enforcement business. Phil went back to his Board.
Sadly, the NDP was defeated in the next election. They had made these changes too late in their term so that integration did not grow real legs.  The governments which followed were not as committed even though they usually do not cancel out the preceding changes. But they allowed for the cracks to open so that pro-segregationist could walk through. Many parents became complacent or were blindsided because they did not realize that the day to day fight was not over. The agencies in the Developmental Services sector of the Ministry of Community and Social Services continued to promote segregated education and services. Today, some of the barriers I described to the Standing Committee on Administration of Justice are still in place. Some of the Boards who took the lead in integrated education now also offer segregated placement. They bow to parent pressure, vs. act on the rights of their students.

This narrative is a summary and is by no means exhaustive. It can’t accurately reflect the devotion and the passion with which we, parent groups, advocates like Marsha Forest, and Jack Pearpoint, educators like Phil DeFrancesco poured into this struggle., each playing their own part. 
 I have always believed that the best protection for one person, is the legal protection of the whole group. That’s why I wanted legislative change. But I see in hindsight, that can be decades in coming. However, I still believe that integration is crucial, because it’s not just about where we learn, but where we are going to live the rest of our lives.

 After my term ended on the Council, I left the advocacy world and focused on my own children. Lynda and I continued to support each other’s daughters to achieve their own goals.
Neither of our daughters ever spent a day in Special Education. Despite facing barriers, both have been living independently in their own homes for many years.  While I won’t pretend that isolation can’t be an issue, they have friends in the real world. They work, they organize their lives, they make their own mistakes. Andrea has had many iterations over time, from dessert caterer, to restaurant co-owner, now to artist who has achieved some success. She assumes she belongs. When she was growing up, I was often told, especially by other parents, that she would not be wanted or accepted by just regular people. Sometimes, they made me doubt. But I’ve observed that these are only fears, not truths. My experience is that the world is a pretty good place. In fact, outside of school systems, a welcoming place, if you’re just out in there doing your thing. If I had to sum it up, I’d say Andrea is just a person in her neighbourhood.

How do I evaluate all that work? I think parents who really want it have an easier time getting their children in the regular classroom. Because we all stood up for the rights and value of our children, I think they have gotten better press. Maybe their typical schoolmates have a different vision of who belongs. When Andrea was born, I never saw anyone like her out in the world, never saw anyone walking their dog, on the TTC, at work, wearing the latest fashions, playing an instrument in the school orchestra, drinking a beer. Now I see that all the time.
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