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INTRODUCTION



Each child is unique and wonderful. And some children have differences we call special needs. Special needs can mean many things. Sometimes children will learn differently, or hear with an aid, or read with Braille. A young person may have a hard time communicating or paying attention. A child can be born with a special need, or acquire it by an accident or through a health condition. Sometimes a child will be developing in a typical manner and then become delayed in that development. But whatever problems a child may have with her learning, emotions, behavior, or physical body, she is always a person first. She is not defined by her disability; instead, the disability is just one part of who she is.


Inclusion means that young people with and without special needs are together in the same settings. They learn together in school; they play together in their communities; they all have the same opportunities to belong. Children learn so much from each other. A child with a hearing impairment, for example, can teach another child a new way to communicate using sign language. Someone else who has a physical disability affecting his legs can show his friends how to play wheelchair basketball. Children with and without special needs can teach each other how to appreciate and celebrate their differences. They can also help each other discover how people are more alike than they are different. Under-standing and appreciating how we all have similar needs helps us learn empathy and sensitivity.


In this series, you will read about young people with special needs from the unique perspectives of children and adolescents who  are experiencing the disability firsthand. Of course, not all children with a particular disability are the same as the characters in the stories. But the stories demonstrate at an emotional level how a special need impacts a child, his family, and his friends. The factual material in each chapter will expand your horizons by adding to your knowledge about a particular disability. The series as a whole will help you understand differences better and appreciate how they make us all stronger and better.


—Cindy Croft Educational Consultant
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YOUTH WITH SPECIAL NEEDS provides a unique forum for demystifying a wide variety of childhood medical and developmental disabilities. Written to captivate an adolescent audience, the books bring to life the challenges and triumphs experienced by children with common chronic conditions such as hearing loss, intellectual disabilities, physical differences, and speech difficulties. The topics are addressed frankly through a blend of fiction and fact. Students and teachers alike can move beyond the information provided by accessing the resources offered at the end of each text.


This series is particularly important today as the number of children with special needs is on the rise. Over the last three decades, advances in pediatric medical techniques have allowed children who have chronic illnesses and disabilities to live longer, more functional lives. As a result, these children represent an increasingly visible part of North American population in all aspects of daily life. Students are exposed to peers with special needs in their classrooms, through extracurricular activities, and in the community. Often, young people have misperceptions and unanswered questions about a child’s disabilities—and more important, his or her abilities. Many times, there is no vehicle for talking about these complex issues in a comfortable manner.


This series provides basic information that will leave readers with a deeper understanding of each condition, along with an awareness of some of the associated emotional impacts on affected children, their families, and their peers. It will also encourage further conversation about these issues. Most important, the series promotes a greater comfort for its readers as they live, play, and work side by side with these individuals who have medical and developmental differences—youth with special needs.


—Dr. Lisa Albers, Dr. Carolyn Bridgemohan, Dr. Laurie Glader
Medical Consultants
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Words to Understand
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colic: A condition, seen often in babies, consisting of severe abdominal pain. Though uncomfortable, colic is rarely dangerous to babies experiencing it.


audiologist: A doctor who deals with the science ofhearing.


neurodevelopment disorders: Disorders that occur in the brain and can affect a persons emotions and learning abilities.


monotone: Even, uniform, and without variation. psychological: Relating to the mind or mental processes. regress: Movement backward to a previous and especially worse or more primitive state or condition.


electrophysiological: Relating to electrical aspects of bodily functions. For example, an electrophysiological exam of the eye might examine the electrical impulses traveling and carrying messages between the brain and the eye.
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LOSING TUCKER


Livie walked down the hall toward Tucker’s room. When she reached the door, she leaned against the frame and watched her younger brother. He stood in the corner of his bedroom, facing a small wooden shelf. The shelves, painted his favorite color, turquoise, were lined with cups—Tucker’s most precious collection. He held his favorite mug, etched in a deep metallic rust color with a sand-colored handle. The mug was one of Livie’s favorites also.


The collection of cups included McDonald’s and Dunkin’ Donuts labels, as well as plastics of every size and color. In a funny way, the cups and mugs added to Tucker’s personality. Livie enjoyed helping him learn colors using the plastic cups. Tucker was so grateful when she added to his collection. Whenever Livie and her mother cleaned the house, they found cups in the most unusual places, and they had many laughs over those finds. But Livie still wondered why Tucker had such a fascination with cups.


Deep down, Livie knew the answer to this question. Tucker had autism, and at age thirteen he still dealt with life on a different level than her friends’ brothers and sisters. Although he went to her school, he didn’t relate with people in the same way as she and her friends did. Of course, this meant Livie did not have to deal with a lot of arguing like other brothers and sisters or fighting over using the phone—Tucker didn’t talk on the phone often. They didn’t fight over whose job it was to clear the table because Tucker didn’t try to get out of chores. His life was very structured and he knew what was  expected of him each day. If he was supposed to take out the garbage, for example, he did. Everything was best if it stayed exactly the same.


Livie remembered when her mother told her she would have a new brother or sister. She was so excited; babies were one of her favorite things and now she would have one living in her house. One day Mom brought out Livie’s baby clothes to wash any that could be used again. Livie loved hearing about the things she had worn on different occasions and dreaming of the new baby wearing them, too. Another time, her mother took her shopping to pick out a stuffed bear that would be a special gift to the baby from “Big Sister.”


Born on a snowy day in March, Livie’s baby brother was named Nathan Alexander Montgomery III. Livie gave her brother the little bear named Tucker Bear.


“Are you a little Tucker Bear, too?” Livie shook the little bear in front of the new baby. Soon everyone began calling him Tucker. Because Dad was called Nate and Grandpa Montgomery was Nathan, Tucker’s nickname became an easy way to distinguish the Montgomery men. So Tucker became Tucker, right from the start.


Mom kept track of the major events of his first two years. She recorded his first smile, his first tooth, when he began crawling, and his first steps. Livie thought he was really fun when he began to talk. Short words, words that sounded like but weren’t quite the words she and her parents used. Finally Tucker spoke in short phrases, like the day her mother made cookies and handed one to him.


“Two ones.” Tucker smiled. They all laughed as Mom gave him a second cookie.


Livie recalled only a few of these bigger events until just before Tucker’s second birthday. Life was fairly normal, but then things changed. Her parents began to notice that Tucker did not talk as often as he used to. He went from cute little phrases to saying only one word, then to words that sounded more like grunts, until finally he didn’t speak at all. The family tried to lure him into talking by showing him some of his favorite toys or foods, things he had been naming only weeks earlier. But Tucker just stared into space.


Once they began worrying about his speech, Mom and Dad paid attention to how often Tucker cried compared to Livie when she was a baby. Tucker had always been a sensitive baby. At first, Livie’s parents just thought it was temperament or colic or a busy schedule, but now it seemed as if they might have missed something that was wrong. More and more, he cried when anyone picked him up, even Mom and Dad. He seemed to like being alone, sitting in his corner.


Livie’s parents even watched videos of Tucker to help them understand what was wrong. “Look how happy he seems sitting there watching the other children play. I never noticed that he didn’t really join in much,” Mom said.


“There’s Livie pushing him on his little tricycle, back and forth, and he loves it. He’s laughing.”


“I never noticed him in the corner during Livie’s last birthday party. He’s just sitting there, turning his rattle over and over. In the Christmas video, he’s just sitting there with that rattle. Nate, what do you think? Why is he so alone most of the time? How did we get to leaving him alone so much?”


Livie’s father shook his head. “I think he’s so much happier when we leave him alone and he doesn’t cry so often, that we have just slowly adapted our care for him to meet his reaction to us.”


“And now it’s gotten to where he doesn’t even want us to hold him. Do you think this is our fault? Haven’t we given him enough attention?”


“I don’t know, I just don’t know.”
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One day after school Livie found her mother in her favorite chair in the family room. She just sat there crying and staring at Tucker. At first Livie’s heart raced because her mother’s staring reminded her so much of Tucker that Livie wondered if her mom had caught whatever it was that was wrong with Tucker.


Her mother looked up. “He’s been in the corner holding that rattle, turning it around and around, then hitting it against his front teeth, then turning it around and around, then hitting his teeth. Again and again and again. It’s been so awful. I tried to pick him up two different times—but if I even reached for him he began that terrible screaming, so I backed off. It’s breaking my heart to let him just sit there.” She started to cry again, and Livie cried too.


Tucker’s second birthday was not as happy as his first. There were balloons, a cake, and presents. Grandma and Grandpa were there, and so were Livie’s aunt, uncle, and cousins. But Tucker wasn’t really there. He didn’t look at anyone. He wouldn’t blow out the candles or open presents. He just sat in his corner with one of his toys.
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It's not what [you lose] that counts.
It's what you do with what you have left.

—Hubert Humphi
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A child with special needs is not defined by his disability.
It is just one part of who he is.
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