Inclusion in NYC:

Are We Making Progress?

By Stephen Levy, Ed.D. & Hal Epstein

The face of education is changing, but change, as we all know, sometimes can be strained and torturous. The separation of general and special education is not working, and either a merger or close collaboration seems to be indicated. This leads us to the dreaded “I” word, which often can be found at the center of debates that quickly turn heated and ugly. Inclusion is a topic that causes otherwise stable and level-headed administrators to go ballistic as they as they try to come up with negative arguments to combat a basic truth. The truth is, “All children can learn and all children should have the opportunity to learn together.”

Thirty-one years have passed since PL 94-142 (The Education for All Handicapped Children Act) became the law of the land. Then in 1991 the IDEA (Individuals with Disabilities Education Act) gave students with disabilities access to the general education curriculum. These new mandates increased the opportunities for students with disabilities to be educated alongside their general ed. peers. They placed the education of children with handicaps in the least restrictive environment and disabled children were now required to be educated with their non-handicapped peers to the greatest extent possible. That said, and with statistics that mainly support that the above requirements are being met, it is still a matter of understanding which schools are actually practicing inclusion and which are merely paying lip-service to the best practices that have been identified.

Parents have found that in order to get their children into a worthwhile inclusion program, they have to hunt far and wide, getting answers like “we don’t do that here!” The fact is that inclusion is happening, but it seems to be the best kept secret of the DOE.

Schools have gotten increased funding to create opportunities for all students and principals now have the authority and funds to create inclusive classrooms. The DOE in its commitment to Least Restricted Environment (LRE) and inclusive education has funded inclusion classes at more than a 30 percent higher rate than self-contained classes. The question therefore has to be asked, “If everyone is seemingly behind this important initiative, why is it so difficult to find quality inclusive classrooms for students?”

The pressure of running a school can get in the way of seeing the big picture. With accountability on the minds of most Principals, they often don’t see the benefits of inclusive education. The fact is, instructional strategies designed for students with disabilities will have positive effects on all students. Research shows that leadership from the building principal is the key. These leaders are loaded down with getting the school reading and math scores up, increasing the numbers of students graduating with Regents diplomas and with window-dressing programs designed to make the school look good to parents and higher-ups. Where there is commitment and passion, inclusion programs can succeed. It cannot be emphasized enough, that in order to get it right, everyone has to be on board, following the lead of a principal with the vision and perseverance to execute this important approach to education for all students. Teachers and administrators throughout the city have the opportunity to receive extensive training and workshops in sensitivity and best practices. The opportunity is there, but the proper attitude and follow-up in many cases is sometimes sadly lacking.

Can we close the achievement gap that NCLB (No Child Left Behind) addresses?  Can we change attitudes towards restructuring schools and creating viable inclusion programs?  Can we confidently proclaim these initiatives a success? Only time will tell.#

Dr. Stephen Levy is a former NYC principal and an administrator, NYC Task Force for Quality Inclusive Schooling. Hal Epstein, LIS Region 9 is a founding principal of the Inclusive Brooklyn Studio Secondary School.
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I. First Impressions

It was the first day of school last year, Sept. 8, 2003. The kindergartners were arriving in batches at Classroom 506 at the Manhattan School for Children, on 93rd Street between Amsterdam and Columbus Avenues. The parents of these 5-year-olds said they felt lucky to be taking their children to M.S.C. that morning, lucky to have won the scramble for admission to this sought-after institution -- a public school with particular cachet among artistic, educated Upper West Side families who can't or won't pay for private education.

Only half the class was there that morning; the other students would come later in the day, the better to ease the transition to ''big-kid school.'' Taylor, an African-American girl, was coloring a picture. Evan, one of two blond-haired boys, was playing with blocks. Thomas, one of two motor-impaired, nonverbal children, was in a custom-built wheelchair, his blue eyes wide, his gentle face animated, watching from on high as the others drew and chattered and explored.


Richard Ellenson, Thomas's father, was also there, surveying the room. It was Ellenson who devised this experiment, this attempt to reconfigure a classroom -- and, in some sense, the system around it -- so that his son, who has cerebral palsy, could find a way to fit into a world that often seems to resist him. Ellenson, a wiry man dressed all in black against a room awash in primary colors, was watchful, and what he was noticing was how much more work there was to be done.

''The way the space is set up, there are only four possible places to fit his wheelchair,'' he said to his wife, Lora, who stood with him. The other children had 16 places to sit, he explained, sweeping his hand past four brand-new tables, each with four child-size chairs. He pointed to a threesome of students sitting at a table, not interacting but at eye level with one another, unlike his son. ''They are in a moment when they can become friends,'' he said. ''Thomas is not.''

There were other parents watching too. They glanced first at Thomas, then at the little girl next to him, who, though seated in a standard chair, had very little head control and was slumped over her Play-Doh. They noticed that while the class list, posted by the cubbies, had barely a dozen names, a small army of teachers -- including an occupational therapist, a speech therapist, an ''augmentative communication'' expert and several other aides -- had greeted them at the door. Even those who were arriving as kindergarten parents for the first time could sense that this class was different.

''Inclusion,'' said Suzanne Blank, the head teacher in Classroom 506. There was a small circle of parents around her, and everyone seemed to be smiling just a bit too broadly as she explained what was going on.

''Inclusion'' is the latest in a series of evolving strategies for special-needs education. Though the definition of the word varies, inclusion, as used by educators, generally means making a child with a disability a full part of the class. Instead of merely placing that child in a standard classroom for part or even most of the day and expecting him to keep up (a strategy often known as ''mainstreaming''), inclusion involves rearranging the class -- both the physical space and the curriculum -- to include him. Ideally, once an inclusive classroom is rethought and reconfigured, it will serve clusters of children with special needs, not just one, so that impaired and nonimpaired children can come to see one another as peers. Proponents of inclusion say that it is the best way to prepare all children for the real world; skeptics contend that it too often gives teachers responsibility for impaired students without giving them sufficient training and resources, resulting in children with special needs getting improper attention and children without special needs not getting enough attention -- a poor-quality education for everyone in the class.

When Thomas Ellenson began kindergarten last fall, the New York City school system had more than 1,000 classes that met the definition of inclusion to some degree. But the impaired children in those classes struggled with more manageable problems like learning disabilities and speech impairments. Thomas fell at the serious end of the disability spectrum -- he could not speak or walk or sit unassisted or feed himself. By that distinction alone, Thomas's disabilities made his classroom a first. ''There is nothing else like this in the city,'' Linda Wernikoff, the deputy superintendent for special-education initiatives, who helped create the program, told me. ''This is a step beyond for us.''

To chronicle a year, as I did, in and around Classroom 506, was to observe the most ambitious step toward inclusion by the largest school system in the country. But the story of Classroom 506 is also something more. It is an extended look at just what it means to be the parent of a special-needs child in the United States right now -- a time when it effectively falls to the most vocal and persistent parents to shape policy and practice. These parents attend workshops, then take what they have learned and educate their children's teachers. They hire experts to write reports and document exactly what their children need. Many quit their jobs so they can have the time to choreograph their children's care. Some go even further and change careers, turning their hard-won expertise into a full-time profession. And at least one set of parents, Thomas's, have gone the distance -- persuading the City of New York to design a classroom and a curriculum to their specifications.

If their experiment were to work, Richard Ellenson said at the outset, it would ''provide a template for how to teach children like Thomas so we don't have to recreate the wheel for every child who comes along.'' And if it were to fail, he said, he and his wife would have no idea how to educate their son.

A mere four months earlier, Classroom 506 was not a possibility for Thomas. In May 2003, he was finishing preschool at a private program called Standing Tall, which served children with severe motor impairments but a wide range of cognitive abilities. The Ellensons, like the parents of preschoolers throughout the city, were determined to find the perfect elementary school for their child. To them, education was everything. Richard is a graduate of Cornell and a founder of the advertising company where he works. Lora, a physician and a scientist, runs a research lab at New York-Presbyterian Hospital. (By way of full disclosure: Richard's mother was my kindergarten teacher, though Richard and I met only when I started to write about him.)

But the longer the Ellensons searched, they said, the more they came to believe that what they wanted for their son did not exist. Thomas did not belong in District 75, the city's classification for programs serving students who are severely disabled, because, they reasoned, he might get lost in a system that included so many children who were cognitively as well as physically impaired. Thomas might be a better fit in a school designed just for children with an array of physical problems, but they feared that that experience would not prepare him to interact in the real world. And while they could mainstream him into a standard public- or private-school classroom, that would present the opposite problem: he would not interact with anyone else like him.

A solution to the Ellensons' dilemma began to take shape one evening in May of last year when they were the hosts of an end-of-term thank-you dinner for the teachers and therapists who had helped Thomas through preschool. The group gathered at Zoe, a SoHo restaurant, and talked about there being no appropriate place they knew of for the boy to go next. At one point in the evening, all heads turned as Mayor Michael Bloomberg arrived for a dinner of his own. Richard, who has never been described as shy, excused himself and, moments later, returned with the mayor. Bloomberg promised the table that he would help and provided a telephone number. Within the month, Richard was meeting with Dennis Walcott, the deputy mayor for policy, and with Wernikoff, sketching plans for a kindergarten class that would include three or four children like Thomas.

Such a classroom would not be cheap. The law requires that a district pay for needed services for special-education students wherever they are schooled; during his last year in private preschool, for instance, Thomas cost the city $40,000 in supplemental services. Therefore, many of the costs -- for physical, occupational and speech therapy -- would be accrued by the district whether it created this class or not. And the argument could even be made -- and the Ellensons certainly made it -- that the long-term cost would be lowered because so many children at one site would centralize the work of the therapists. That said, it would still be more expensive to educate the 18 children who would be in this class than it would the 25 students in the school's largest kindergarten class. It would cost $35,000 more, Wernikoff said.

Because they were involved in the planning, the Ellensons knew exactly what awaited their child on the first day of school, while the other parents in the room were taken by surprise. There had been no announcement, no meeting, no letter home. Susan Rappaport, the crisp and polished principal of the Manhattan School for Children, had insisted on that. ''We wouldn't warn parents that there would be African-American children in the class or children who need glasses,'' she told me before the program began. ''If they believe their child should not be in this class, then I believe their child is not a good fit for this school.''

No parent objected that first morning. They smiled. And they watched. Kate's mother beamed when her daughter showed off a star she had drawn. Daniel's parents gave him a hug after he put his toys away. Thomas's parents grinned nervously when they met Thomas Parham -- who immediately became known as Big Thomas -- the muscular, impeccably dressed ''para'' (classroom-speak for paraprofessional) who would be their son's aide every day of the school year.

The morning ended with circle time. Big Thomas wheeled his new charge to a spot on the rug. At one point, as the teachers read a story, Thomas looked back at his mother, then down at his wheelchair tray, then toward the door and then back toward his mother again. His para didn't know how to read his message, but Lora did. ''He has to use the bathroom,'' she said, and sped over to take him there.

When the story was finished, and Thomas had returned, the teachers taught the children a getting-to-know-you kind of song. At the end of each stanza there came a pause designed for a child to say his name, which was then sung by the entire class. ''Annaliese,'' Annaliese said shyly. ''Evan,'' Evan trilled. ''Taylor,'' Taylor sang, bouncing.

Richard saw the awkward moment looming and raced over to Thomas's wheelchair to dig out an electronic device from the storage pouch in the back. He was frantically trying to turn it on and show Thomas the button that would cause the machine to speak his name when the teacher pointed their way. She could see that they were not ready, but she had no choice -- she had saved Thomas for last, and the song was about to end. Thomas tried to do his part, and pushed the button, but his attempt resulted in silence.

Flailing a little, he tried again. A deep, mechanical male voice, completely out of rhythm, said: ''Hel-lo. My. Name. Is. Tho-mas.''

Thomas grinned in victory. Richard tightened his jaw in defeat.

II. Learning to Advocate

The Ellensons' sleek three-bedroom apartment on the Upper East Side has no hallways and few interior walls. Every space is wide enough for a wheelchair to maneuver in easily, and if you stand in the living room, the kitchen, the dining area or the TV room, you can see into nearly every other room in the loftlike home. This way, Thomas, who cannot motor on his own, is never left behind. The Ellensons gutted the space and redesigned it five years ago. Becoming the parent of any child means figuratively reconstructing a life with the child at the center. Becoming the parent of a handicapped child means literally doing so, too.

Thomas was the Ellensons' firstborn. (Their daughter, Taite, who is ''typically developing'' -- a phrase that parents and educators in this language-sensitive world prefer to ''normal'' -- is 2.) Until Thomas's birth, in September 1997, they knew virtually nothing about educational theory and practice for the disabled or about recent changes in the law and society that offer equal parts opportunity and frustration for the parents of children with special needs. Those changes began nearly 30 years ago, with the passage, in 1975, of federal legislation that has come to be called the Individuals With Disabilities Education Act, or I.D.E.A. Echoing the language of civil rights law, it required public schools to provide free education that met the special needs of students with disabilities. In practice, this resulted in the creation of separate classes, programs and even school wings for children with disabilities, who were then ''mainstreamed'' with their able-bodied peers at lunch or for music and occasionally for some academic lessons.

In the 90's, the legal backdrop changed again. Further amendments and court interpretations of I.D.E.A. required that disabled children be guaranteed the ''least restrictive environment'' in which they can learn. This has been taken to mean that a child will be placed in a general classroom unless the school district can document that educating that child would be impossible in that classroom even with ''supplementary aids and services,'' which the courts have defined broadly.

Notably absent over the years from these laws and interpretations has been financing. The states receive some federal funds but must provide the rest of the resources themselves, sharing that responsibility with individual school districts according to complex formulas that vary in detail from place to place. Few districts have gone knocking on the doors of disabled children to offer a long list of expensive educational options. The effective outcome has been to place the onus largely on the shoulders of the parents. Across the country, the more vocal the parent, the more accommodating the school.

In the years since Thomas was deprived of oxygen at birth, resulting in cerebral palsy, the Ellensons have learned how to advocate. They have come to understand that ''the law says we have to be heard,'' as Richard explained when we met at the opening of school. More important, though, the Ellensons have learned that the provisions of I.D.E.A. have to be reauthorized every five years and that Congress has yet to agree on the latest reauthorization. In other words, their protections are not guaranteed.

From his first meeting with Wernikoff, Richard Ellenson stressed that his crusade was not merely about his child in this school this year. He and Lora are aware that they have been heard not only because they are articulate and untiring but also because they have resources and connections. And they said they feel a responsibility to children whose parents do not have those things. ''We are not here just to build a good classroom,'' he said. ''We are here to build a program that can be recreated.''

In June 2003, Wernikoff and Ellenson set out to find a school that could be home to Thomas's new classroom. Ellenson, who never met anyone whose contact information he didn't keep, spread the word and received a suggestion from a lawyer named Tucker McCrady, whose daughter, Valente, was a fragile but spunky girl a year older than Thomas. Like Thomas, she was nonverbal and barely mobile but bright. Unlike Thomas, she suffered from a seizure disorder, which came on often and without warning.

Valente had just completed kindergarten at the Manhattan School for Children. M.S.C. was founded in 1992 as part of the ''small schools'' movement, which brought about the subdivision of many large city public-school buildings into more manageable spaces. As a kindergartner, Valente was the only disabled child in her grade and up to that point, according to Susan Rappaport, the principal, ''the most challenging student we had worked with.'' Rappaport said that the school had not given Valente all she needed during her kindergarten year because though ''we had people who were very good and worked very hard, we didn't have the support system.'' And it was not only Valente who needed more -- more time with outside therapists, more classroom equipment adapted to her needs. The little girl's teachers needed more as well. ''They needed training and also moral support,'' Rappaport said. ''They needed to be part of a team instead of out there on their own.''

When Rappaport met with Ellenson, she told him she was eager to help. Together with Wernikoff, they decided that there should be two classrooms. Each class would be team-taught by two teachers -- one with experience in kindergarten, the other with training in special ed. Having two classes would not only give the teachers an empathetic sounding board across the hall but also prevent the inclusive classroom from being stigmatized as the ''special ed'' classroom. The McCradys said they felt that this arrangement would benefit Valente and decided, for this and other reasons, to have her repeat kindergarten in one of those classes.

Before long, two classrooms at M.S.C. were reserved for the program that Ellenson, ever the adman, branded ''MotorVation.'' They would be standard classrooms filled with adaptive furniture and wide aisles. A third, a small activity room, was also set aside for the children in the MotorVation program. It was called the Blue Sky Room, so two parents painted its walls a shimmery blue with puffy white clouds. Rather than pull the disabled children out of lessons to have physical therapy by themselves, the entire class could have organized exercises together in this room -- treatment masquerading as fun.

The teachers were chosen by mid-July of last year. Alysa Essenfeld and Tracy Chiou would teach in Classroom 503, which would be Valente's class. Across the hall, in Classroom 506, would be Suzanne Blank, whose calm yet energetic manner had led M.S.C. kindergartners to fall in love with her for the five years she had been there, and Brooke Barr, who was new to M.S.C. but jumped at the chance to help initiate the program. Barr became a special-education teacher because her son, Matthew, who is now 12, was found to have severe autism. Classroom 506 is the kind of environment, she told me, that she wished her own child could be in.

There were two other disabled children signed up in Valente's class -- one who was moderately motor- and speech-impaired and another who had a degenerative bone disease and was learning to use headgear attached to a special stick to write, paint and draw. Initially, there was just one other disabled child in Thomas's class, but on the second day her mother decided it was not a good fit and chose not to enroll her. That left only Thomas. His father spent a few days feverishly working the phones, and Thomas was soon joined by a boy named Fredy, afflicted with moderate cerebral palsy, and Danielle, who could drive her own motorized wheelchair and move on her own if she walked on her knees.

When the first day of school began and Ellenson looked at what he had started, he saw the seeds of permanent change in special education. But Wernikoff had simpler goals. ''We want these kids, all of them, to get high-quality instruction and be truly included,'' she said. ''You can be in the class. It's another thing to be truly part of the class.''

III. Story Time

It was story time in Classroom 506. Suzanne Blank gathered the students on the rug and placed the storybook on an easel up front. This book was not like any she used to teach kindergarten in the same classroom the year before. It was oversize -- each page was two feet wide and two feet high. And the pages were laminated, with two Velcro strips along the bottom. On the top row of Velcro, words were attached forming the text of the story: ''Who will help me plant this wheat?'' asked the little red hen. ''Not I!'' said the duck. ''Not I!'' said the cat. ''Not I!'' said the dog. On the lower row was a series of pictures that corresponded to the words above. The word ''duck'' was represented by an image of a duck; the verb ''plant'' was represented by a hand putting a small plant into the ground.

Children who cannot hear learn sign language. Children who cannot see learn Braille. Children who can hear but not speak, like Thomas, learn their own language too. The symbols used in Classroom 506 are known as Mayer-Johnson symbols -- thousands of little pictures that represent words and actions and thoughts. Long before nonverbal children can write or read, they can recognize symbols that mean ''I want'' and ''milk'' and point to them to make themselves understood. Thomas had been immersed in these symbols since he was 1 year old. His wheelchair tray was filled with dozens of them -- ways of saying yes, no, happy, mad, wash, play, eat, drink. His teachers were now using that foundation to teach him to read.

A few days before each storyboarded book was read to the class, it was previewed for Thomas and Danielle, so they could learn the symbols for new words like wheat and hen. Those symbols were added to their Tech/Talk devices -- Tech/Talk being one of a variety of brands of speech technology that let nonverbal children be heard. The Tech/Talk device is a box with a series of squares in which plastic strips with symbols are inserted. For each new book, a teacher would record the spoken word for each symbol into a digital recorder inside the box. So when the class chanted, in unison with the little red hen, ''Then I will do it myself,'' Thomas could press the appropriate button and join in.
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