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What People Are Saying About 
 Chicken Soup for the Soul ®
 Children with Special Needs . . .

“This is such an important book! As parents, we need all the love, strength, and support we can get, especially from other parents and families. We are our children’s voices and the world needs to know how dedicated parents are and how hard our children work to overcome such obstacles that we sometimes take for granted.”

Nicole O’Drain 

“If this book had been available to me back when our son Gary was born, it would have given me great hope for a happy future for our wonderful son. Families of children with disabilities desperately need validation that their child can function successfully in our society, and lead a productive life. The stories printed here demonstrate just how much is possible with hope, optimism, and faith.”

—Helen Ruvolo 

“Thank you for not only addressing this topic but for providing a forum that allows us the opportunity to share our stories and read all the beautiful pieces included in the published edition. Each time I read such stories, they go straight to my heart and always leave a lasting impression; always touching, always spiritually enlightening, always uplifting. Love them!”

—Diane Cassity 

“As the founder of Sharing Down Syndrome Arizona, I know that Down syndrome is the most common genetic birth defect. There will be countless parents who will love this book. Most parents’ hearts feel broken when hearing what feels like the hardest news ever about their newborn or unborn baby. This book will bring more comfort than you can ever imagine.”

—Gina Johnson 

“When I was pregnant, all I could find was books that told me the bad, unhappy things that were in store for me. I wish I would have had a book that would have given me hope for a happy life. But of course, no one could have prepared me for the amount of joy I receive from my daughter daily.” 

—Carolyn A. Kenney 

“The need for such a book is long overdue. The challenges of my son’s autism have made me aware of how much work goes into not only loving him, but also appreciating his uniqueness. We need to know that others support us, whether through words that embrace the core of our struggles, or through a simple smile of understanding at the grocery store. We need avenues to express our joy, vent our frustrations, and share our triumphs.”

—Brenda Williams 

“Our family is quite grateful for this project and the awareness it will create for these fantastic children. Our children have broadened and enriched our lives greatly and perhaps this book will give many others a little ‘taste’ of our joy.”

—John Bolton 

“Chicken Soup for the Soul will provoke a better understanding of individuals with different abilities. I wish I had this book when I taught special education.”

Joey Travolta 
Director, Inclusion Films

“Reading these stories has been a great experience for me. I work for an agency that provides services for people with disabilities and sometimes feel disconnected from our agency’s mission. This has helped me feel a stronger connection to my work place. Thank you for giving me the opportunity to share in other people’s lives, to hear their dreams and hopes, triumphs and sorrows. It has been an honor.”

—Patty Dobbins 

“I wish I could write each and every person to thank them for their stories. They have kept me smiling and sane through an international move, trying to readjust to life in the states and starting a new job. It’s been a busy couple of months, and I’m not sure I could have done it without the laughter and the tears from reading these stories.”

—Heather Minnick 
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Introduction

If we had a nickel for every time we heard, “Love the book idea, but I’m uncomfortable with the term ‘special needs,’” we’d all be chaise-lounging while counting our riches in five-cent increments.

Choosing the right title has been a difficult and delicate task. In all of our years of compiling Chicken Soup books, we have never had such a reaction to any of our other titles. Since it is our mission to make this book accessible to anyone who might receive comfort or be empowered from it, we needed to go with a title that most people will recognize. So, it is with great pleasure that we present  Chicken Soup for the Soul: Children with Special Needs.

If you’ve picked up this book, you most likely know a child who has “special needs” or a disability. This book is for moms, dads, grandparents, foster parents, teachers, doctors, social workers, friends of the family, and everyone else who is participating in the raising of a child or children with a disability on a day-to-day basis.

Perhaps we should warn you that there is one thing you won’t read: a pat answer for the challenges of life. Throughout this book, families of children with disabilities will meet other families “who have been there,” identify with their struggles, and read of their victories along the way. 

You’ll read how one mother overcame her fear when her eight-year-old daughter with Down syndrome was asked to her first slumber party. And what one father said to the dentist who scolded him after learning he allowed his daughter with limited vision to roller-skate. Plus, read what one teacher did to help her students grieve and commemorate one of their classmates.

Parenting is challenging. Parenting a child with a disability has its own set of challenges. Recent statistics show that more than 20 million families in the United States have a child with a disability—that’s nearly one in three families.

After reading the more than 5,000 submissions received for this book, we have come to the realization that we don’t have a monopoly on the world’s problems. Others have their share, often far bigger than any of ours. This has helped us to see our own tribulations in truer perspective. And by learning how others have faced their challenges, we’ve been given fresh ideas about how to tackle our own.

It is our hope that through reading  Chicken Soup for the Soul: Children with Special Needs, your heart will be lifted and your journey made lighter as you come to know you are not alone. If this book does either of these for you, we can finally put all those nickels to good use.

[image: 9780757398544_0016_001]

“Do you have just a plain Happy Birthday?
I don’t want her ‘specialness’ to go to her head.”

 Reprinted by permission of Martha Campbell. ©1992 Martha Campbell.





See Me

I still have to remind myself all the time that it really is okay to just be myself. Sometimes all I see—all I think other people see—is the outside of me, not the inside. And I really want people to go in there and see what I’m all about.

Maybe that’s why I write poetry—so people can find out who I really am. My poems are all about my feelings: when I hope, when I hurt. I’m not sure where the ideas come from—I just look them up in my head. It’s like I have this gut feeling that comes out of me and onto the paper. 

I can’t change that I have Down syndrome, but one thing I would change is how people think of me. I’d tell them: Judge me as a whole person, not just the person you see. Treat me with respect, and accept me for who I am. Most important, just be my friend.

After all, I would do the same for you.

Love is everything
Love is all around
Love is not hopeless
Love is passion
Love will not stop
Love is an ocean 



 Melissa Riggio as told to Rachel Buchholz 



Melissa Riggio is a nineteen-year-old woman who happens to have Down syndrome. She is the recipient of the Self-Advocate Award from the National Down Syndrome Society. She enjoys swimming, singing, and writing. She has cowritten two songs with British singer-songwriter Rachel Fuller. To learn more about Melissa, please visit her website at www.riggio.net. Rachel Buchholz is the senior editor for National Geographic Kids.





1
ADJUSTING 

If apples were pears, 
 and peaches were plums, 
 and the rose had a different name.

    If tigers were bears, 
 and fingers were thumbs, 
 I’d love you just the same.

 Anonymous 





Welcome to Holland

[EDITORS’ NOTE:  Despite, or perhaps because of, its familiarity, we decided the best choice to kick off this book and this chapter is with the well-known, well-loved, and oft-reprinted “Welcome to Holland” by Emily Perl Kingsley. ] 

Emily writes to Chicken Soup readers: I had no idea, in the beginning, how wide “Welcome to Holland’s” applicability would turn out to be. Although originally written in the framework of adjusting to the birth of a child with Down syndrome, “Welcome to Holland” has been reprinted in brochures and flyers for many different associations and conditions. It has been published all over the world in dozens of formats and languages. It’s been sewn into patchwork quilts and pillows. It’s been made into a stained-glass wall hanging. It’s been printed in beautiful calligraphy, illustrated with gorgeous tulips, and distributed as posters, note cards, and bookmarks. The response to “Welcome to Holland” has been incredibly gratifying. I’m always so touched when people write or tell me how much it helped or comforted them. Perhaps the most overwhelming tribute of all was to learn that two children have actually been named in recognition of the hope and support the parents received through “Welcome to Holland”: a little girl named Holland Abigail and a little boy named Daniel Holland. Holly’s sweet, smiling photo sits in a central place on my own refrigerator. It keeps me humble and grateful.

[image: 9780757398544_0022_001]

I am often asked to describe the experience of raising a child with a disability—to try to help people who have not shared that unique experience to understand it, to imagine how it would feel. It’s like this . . .

When you’re going to have a baby, it’s like planning a fabulous vacation trip—to Italy. You buy a bunch of guidebooks and make your wonderful plans. The Coliseum. The Michelangelo  David. The gondolas in Venice. You may learn some handy phrases in Italian. It’s all very exciting.

After months of eager anticipation, the day finally arrives. You pack your bags, and off you go. Several hours later, the plane lands. The stewardess comes in and says, “Welcome to Holland.”

“Holland?!?” you say. “What do you mean ‘Holland’? I signed up for Italy! I’m supposed to be in Italy. All my life I’ve dreamed of going to Italy.”

But there’s been a change in the flight plan. They’ve landed in Holland, and there you must stay.

The important thing is that they haven’t taken you to a horrible, disgusting, filthy place, full of pestilence, famine, and disease. It’s just a different place.

So you must go out and buy new guidebooks. And you must learn a whole new language. And you will meet a whole new group of people you would never have met.

It’s just a  different place. It’s slower-paced than Italy, less flashy than Italy. But after you’ve been there for a while and you catch your breath, you look around . . . and you begin to notice that Holland has windmills . . . and Holland has tulips. Holland even has Rembrandts.

But everyone you know is busy coming and going from Italy . . . and they’re all bragging about what a wonderful time they had there. And for the rest of your life, you will say, “Yes, that’s where I was supposed to go. That’s what I had planned.”

And the pain of that will never, ever, ever,  ever go away . . . because the loss of that dream is a very, very significant loss.

But . . . if you spend your life mourning the fact that you didn’t get to Italy, you may never be free to enjoy the very special, the very lovely things . . . about Holland.

 Emily Perl Kingsley 

Emily Perl Kingsley is a mother, lecturer, and professional writer who has received seventeen Emmy awards for writing scripts and songs for  Sesame Street. A frequent speaker on the subject of disability rights, she serves on a committee to improve the way people with disabilities are portrayed in the media. She and her son, Jason, who has Down syndrome, have appeared on  Today, Good Morning America, and  All My Children. Jason and his friend, Mitchell Levitz, are coauthors of  Count Us In: Growing Up with Down Syndrome, just published in an updated edition by Harcourt, Inc.





In the Game

The time to be happy is now. The place to be happy is here. The way to be happy is to make others so.

Robert Green Ingersoll 

High-school sports. It’s about the biggest thing that happens in our town of Verden, population six hundred. And sports are important in our family. Both of our sons were high-school athletes. So I shouldn’t have been surprised when Lauren announced she was going out for the girls’ basketball team. But I was. At just five feet, one inch tall, our daughter’s lack of height wasn’t my worry. 

She has Down syndrome.

My wife and I never told Lauren that she was different. We treated her like our other children. Same school. Same church camp. Same chores around the house. We didn’t want her to feel disabled or different because she had Down syndrome.

“I’m gonna play basketball, Daddy.” Lauren ran to meet me when I came in from work. She flew into my arms and lingered long in my embrace, her brown curls tickling my chin. Unlike some sixteen-year-olds, Lauren was outwardly affectionate.

“That’s nice, honey,” I replied automatically, and patted her shoulder. I figured she meant outside—on the driveway.

Walking into the kitchen, I kissed my wife Laura on the cheek. She looked up from slicing tomatoes and studied me hard. We’d been married more than twenty years, so I usually could tell what she was thinking, but her furrowed brow indicated I’d missed something. Laura spoke slowly, her tone steady. “What Lauren’s trying to tell you is that she’s joining the girls’ high-school basketball team.”

Just as my wife’s words sunk in, I heard Lauren behind me.

“I’m gonna be a Lady Tiger,” she whooped, skipping into the room and throwing her arms in the air. She raced out of the kitchen to one of her favorite activities, watching cartoons on television.

Everything that could happen flashed through my mind. Lauren’s reflexes were slow.  What if she got injured during practice or trying to keep up with the other players? What if the other girls on the team failed to accept her? What if an insensitive spectator made fun of her? Or what if Lauren’s feelings got hurt because she spent most of her time on the bench?

I was eager to discuss Lauren’s announcement with my wife that evening, but with four kids popping in and out, the time was never right.  What should we do? Parenting seldom had clear-cut answers, and bringing up a child with a disability was an additional challenge.

Hours later, with the kids in bed, I shanghaied Laura at the bathroom sink. “Maybe she won’t make the team,” I offered.

“Everybody makes the team, Johnny,” she whispered, patting her face with a towel. ”It’s Verden. There are only eleven sophomore girls, and not all of them want to play.”

The next afternoon, I parked in front of the school gymnasium.  What would I say to the coach? I jingled change in my pocket as I walked through the double doors.

Ponytails flopped as teenaged girls clad in T-shirts and shorts ran across the hardwood floor. Coach Forsythe stood on the other side of the gym.

“Hey, Johnny,” Coach called. Before I could speak, he continued, “We’re glad Lauren came out for the team.”

 Whew. “Well, you know we don’t expect you to play her in a game, just include her when you can.”

I was thankful for the coach’s sportsmanlike attitude, but worry rebounded in my stomach. I moved up into the bleachers. Lauren stood alone at the other end of the court, shooting free throws. Short legs and a stout torso hampered her running and jumping ability. And where was her competitive drive? No other girl on the court grinned like Lauren did during a layup. After every shot, Lauren approvingly hollered, “Woo hoo!” She didn’t seem to care if she made the basket or not.

Mid-November, the season’s first basketball game arrived. I settled into a seat on the second row with the rest of my family.

“Nervous?” Laura whispered as she quieted my fingers from drumming beside her on the bench.

Just then, a low roar erupted. Cheerleaders sprinted on the court, rooting, jumping, and flipping. Their excitement wafted up into the stands. I stood along with the crowd and clapped. Moments later, a train of girls wearing white uniforms with burgundy and gold accents chugged out of the locker room. Last in line was Lauren. Following her teammates, she grabbed a practice ball. Serious game-faces seemed determined to conquer this new season as the Lady Tigers passed balls from player to player. But before Lauren took her warm-up shot, she searched the stands. Spotting us, she tucked the ball under her arm and waved broadly.

The game got off to a good start, but soon Verden was behind. Even after a rally in the second half, I knew the Lady Tigers were destined to lose. I gazed at Lauren’s profile from her seat on the bench. She intently followed the movement on the court and reacted to every play. By far the most animated on the team, she slapped her knee when the opponents scored. Her arms flailed in the air each time Verden shot. I even recognized her voice shout “No way!” when a referee made a call against a teammate. Even though she wasn’t playing, she looked as if she were having the time of her life.

As the father of a child with special needs, I’d experienced many emotions. But now, I felt admiration for my daughter. Some players might sulk or react negatively to sitting on the sidelines, but not Lauren. Plus, her team was getting beat, yet she still enjoyed the action.

Just less than two minutes were left, and Verden was down by seventeen points. Coach called a time-out. I bent over to ask if the kids wanted anything from the concessions. The announcer’s voice boomed over the public-address system. “Number thirty-three, Lauren Wray, in for the Lady Tigers.”

I quickly looked to the last seat on the bench. Lauren wasn’t there. She stood next to Coach Forsythe at the scorer’s table. With a slap on her back, he sent Lauren running onto the court. My heart quadrupled its beat, and I watched wide-eyed. Lauren was in the game.

My wife tugged at my sleeve. “Get up, Johnny.”

As I stood, I noticed what was happening. All across the stands, fans were on their feet clapping for Lauren. Our Lauren!

Play resumed. Lauren kept pace with the others fairly well. The visitors scored again. With less than a minute left, the Lady Tigers were near their goal. I saw the point guard shout and flash a signal to her teammates. Then something I consider sacred happened on the hardwood. They passed Lauren the ball. She caught it and dribbled toward the goal. Lauren went in for a layup. Amazingly, the opposing team did not block her. She shot. She scored! 

Applause exploded, and the thunderous sounds reverberated off the metal walls of the building. “Lauren, Lauren, Lauren,” chanted the cheerleaders.

Instead of reacting to the noisy crowd, my daughter kept her head in the game. The final buzzer sounded. Verden lost by seventeen points.

A few minutes later, Lauren joined us in the stands.

“Did you see? I scored!” Her brown eyes shone as she wiped a bead of sweat from her forehead. “I made a basket!” 

For sixteen years, I’d tried hard to shield Lauren and prevent her from feeling like she was different. But watching Lauren in the game, I saw that she really was different—not physically or emotionally, but spiritually. I, nor probably anyone else in that gymnasium, had ever seen a player with so much heart.

My daughter wasn’t like everyone else. I wrapped my arms around her and hugged her tight. Lauren was different. And I was glad.

 Reverend Johnny Wray 
 As told to Stephanie Welcher Thompson 

Stephanie Welcher Thompson is a wife and stay-at-home mom who writes when she is apart from daughter, Micah, age four, and husband, Michael. Her stories have appeared in  Guideposts, Angels on Earth, Positive Thinking, Sweet 16, and ten Chicken Soup books. Reach Stephanie at P.O. Box 1502, Edmond, OK 73083 or stephanie@stateofchange.net.





A Message from John 

If you judge people, you have no time to love them.

Mother Teresa 

Early in my career as a social worker, my boss came into my office and said, “Jo, I have a student who wants to do a rotation with you in the substance-abuse program. He’s quadriplegic, but very capable and eager to learn.” My first reaction was to say no. This student’s disability was one of my greatest fears. I fought off the impulse to protest, however, and replied, “Send him over for an interview so we can get acquainted.” John rolled into my office about twenty minutes later.

John and I began our conversation with the usual exchange of information about past experiences and career goals. Then I took a risk. I said, “John, my greatest fear in life is being in an accident that leaves me a quadriplegic. I’m ready for some personal growth if you are willing to teach me. In exchange, I can teach you a lot about working with addicts and alcoholics.” John thought about my comment and replied, “No sweat! Most people are very uncomfortable with my physical condition until they get to know me. That’s part of what comes with having a physical challenge.”

John began his rotation on my unit one week after our initial interview. He amazed me with his creative adaptation to his disability. He typed up assessments and progress notes with a mouth stick, and was active and engaging in group therapy sessions. One day, a new member appeared for his first therapy session. He had paraplegia and was still very angry about his disability. He looked around the room for a scapegoat and quickly targeted John. He began with disparaging comments about John’s “obvious” challenges. He taunted John by stating, “You’re only half a man. What business do you have leading therapy groups?”

John remained calm during this verbal assault. When the new patient finally fell silent, John said, “When I was first injured, I was very angry, too. I was mad at God, my parents, and myself. Becoming a quadriplegic cost me a football scholarship, my girlfriend, and my ability to meet my own needs without help. As I adjusted to my challenges and worked through my grief and anger, I began to realize I still have a lot going for me . . . if I have the courage to take risks. I’m a pretty good therapist, and I hope you will give me a chance to help you.” The patient remained sullen, but stayed for the remainder of the session without making any further negative comments.

This angry new patient returned to group week after week, and with John’s encouragement and guidance, he began to share his fear, pain, and frustration. John was a powerful role model for this patient. He extended hope and encouragement that he, too, might move forward with life plans by learning to live with his disability.

John was on my rotation for eight weeks. During that time, we worked closely together and began to develop what would later become a lasting friendship. He told me that, at age seventeen, he and a group of friends went swimming at a local rock quarry. He dove in and hit the bottom, breaking his neck. John talked about his struggles to cope with his family’s reactions and the drastic changes this single event made in his young life.

When I voiced my own fears about becoming disabled, he made a profound comment. He said, “Jo, a person can be more disabled by their fears than I will ever be by my physical challenges. The most important lesson I learned during my recovery is the difference between a disability and a handicap. A disability means the loss of part or all functional ability of certain parts of one’s body. Handicaps are the roadblocks other people, and in some cases our own minds, put in the way of people with disabilities who are trying to live normal lives.”

John went on to say, “I can’t get out of bed or even roll over without the help of my attendant. Once I am in my chair, I can do almost everything for myself. My life is more challenging, and I have to be creative in solving life’s problems. But, as long as I remain hopeful, anything is possible.”

John went on to receive a master’s degree in social work. He used his talents by working at the Center for Independent Living, counseling others with significant physical disabilities.

John taught me a lot during the course of our affiliation. The true significance of his gift was not realized until the birth of my youngest son, born thirteen weeks premature. Soon after his birth, Vincent was diagnosed with an eye condition called retinopathy of prematurity. This condition can result in total blindness. Four eye surgeries later, the doctor told us, “We were able to save some of Vincent’s central vision, but he is still legally blind.” This was a devastating blow to our family.

When Vincent was two, we noticed that he didn’t seem to respond when we spoke to him. A trip to the audiologist revealed that he had severe hearing loss in both ears. Vincent also has a chronic lung disease, a reflux disorder, and several other physical conditions that greatly delayed his development. With the discovery of each disability, I grieved as any parent would. Then I thought about John and what he taught me about the difference between being disabled and handicapped. I vowed not to become a handicap to my son.

Vincent has limitations, but compensates well. He can run, ride a bicycle, and swim like a fish. He is a high-spirited child with a wonderful sense of humor. His love of life gives him the determination to laugh at himself and keep on trying. The hope John instilled in me the day he shared his own experience has been a source of strength for me each time Vincent faces new challenges. This hope keeps me focused on Vincent’s “other abilities” rather than his disabilities. I am constantly amazed by his tenacity and determination, but, then, I had John for a teacher, and he taught me well.

 Jo Clancy 

Jo Clancy, LCSW, received a bachelor’s degree in psychology in 1985. She completed a master’s degree in social work in 1987. Jo is employed full-time in the Trauma Recovery Program at the Houston Veterans Affairs Medical Center. Her specialty areas include anger management, relapse prevention, and psychiatric trauma. She dedicates her story to the memory of John Parker, her teacher and friend.





The Miracle of Jay-Jay

Age does not protect you from love. But love, to some extent, protects you from age.

Jeanne Moreau 

“He doesn’t look like the other boys,” Grandpa said as he viewed the blanketed bundle I held in my arms. He was right. James Ryan, whom we called Jay-Jay, with his skinny little legs, almost bald head, and tiny, slanted eyes, bore little resemblance to my other chubby babies with their full heads of hair. But I knew the comment went far beyond looks. Grandpa couldn’t accept the fact that Jay-Jay had Down syndrome and mental retardation.

On subsequent visits, Pa-Pa, the name the other children used for their grandpa, ignored Jay-Jay. He picked him up once at a family reunion when it seemed to be expected for a family picture. Other than that, he never touched him, and looked upon him with something between pity and displeasure.

Then, one day, a miracle began. We were once again at a family reunion, and Jay-Jay, being the outgoing little boy he was at three years old, walked over to his grandpa and crawled onto his lap. Pa-Pa was a little shocked, but what could he do in front of all these people? This was his grandson. How could they understand that he hardly knew Jay-Jay?

Jay-Jay took his grandpa’s glasses out of his shirt pocket and placed them on his own face, upside down, precariously perched on his short, pudgy nose. He looked at Pa-Pa and giggled, making Pa-Pa laugh, too. Soon they were walking around the room, Jay-Jay leading Pa-Pa, a little smile on the older one’s face.

Their next encounter came months later when Pa-Pa decided to visit. Jay-Jay played the clown, making his grandpa laugh and pick him up and throw him into the air. 

Pa-Pa turned to my husband and said, “Why, he’s just like any other kid.”

We had tried to tell him, but Pa-Pa’s preconceived ideas and fears of the disabled had kept him out of his grandson’s life. But Jay-Jay, being an effervescent little boy, would not let him remain in darkness. With his love and actions, he showed Pa-Pa and others that they were missing out on some of God’s greatest blessings by not loving and caring for him.

After that day, a strong bond began to form. Pa-Pa found that Jay-Jay loved balloons and would have one waiting for him each time we came to visit—visits he now welcomed. Then he discovered that Jay-Jay was not only sweet, but ornery, and he loved pillow fights. So each visit would end up with pillows flying across the room. I never figured out which of the two enjoyed it most. Soon Pa-Pa began to telephone—supposedly to talk to my husband, who was now glowing in the new relationship between his father and son—but always insisting on speaking to his youngest grandson.

Although Jay-Jay has a severe speech articulation disorder, he can understand most of what is said to him. Yet he finds it difficult to form the words he wants to say, making communication difficult. Nevertheless, Pa-Pa always wanted to speak to him by phone, and Jay-Jay would laugh and talk in words that neither his dad nor I understood. Pa-Pa swore he understood every word.

The phone chats became a weekly ritual. Every Saturday morning, Jay-Jay knew it was the day to talk to Pa-Pa. Since it was long distance, they took turns calling. One week, Pa-Pa would call. The next week, all excited, Jay-Jay would make the call and talk until we made him hang up.

Through the years, Jay, as he is called today, and Pa-Pa continued those weekly phone calls, along with letters, cards, fishing trips, and frequent trips to Wal-Mart. They became “best buddies.”

When Jay was nineteen, his beloved Pa-Pa died unexpectedly. One of the hardest days of my life was watching Jay stand at his Pa-Pa’s graveside as he was presented the American flag that draped the casket. But one of the things I cherish most is knowing that Jay’s unconditional love built a bridge to his grandfather’s heart and changed both of their worlds forever.

 Louise Tucker Jones 

Louise Tucker Jones is a vibrant speaker and award-winning author of  Extraordinary Kids (coauthor, Cheri Fuller). Her son Jay has participated in Special Olympics Art for most of his thirty-one years and has won numerous ribbons and trophies for his photography. Louise resides in Edmond, Oklahoma, with her husband, Carl, and son Jay, the youngest of their four children. Contact Louise at LouiseTJ@cox.net or www.LouiseTuckerJones.com.
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“My grandkids keep me young alright. I don’t know
whether to throw a tantrum or take a nap.”

 Reprinted by permission of Jean Sorensen and Cartoon Resources. ©2005 Cartoon Resources. 





Out of the Mouths of Babes

Our boys, Devon and Kaleb, had been with their Nana and Grandpa all day long while I was at work. When I arrived to pick them up, Devon immediately started to recant the list of the day’s events in his usual manner, basically telling me everything for which he had gotten into trouble all day long. When Grandpa got down on his knees to give Devon his good-bye kiss, Devon stopped him with a little outstretched hand and simply stated, “What happened to Grandpa’s hair?”

I quickly muttered, “He lost it.”

Devon started looking around to find it, when he found his answer. “Mommy, it’s okay. Look! It’s all on his back!”

 Sarah and MMC John S. Smigal 

John and Sarah Smigal, along with Devon and Kaleb, are stationed in Groton, Connecticut, where John is a chief aboard the USS  Hawaii. Devon was diagnosed with autism in 2006. Devon has conquered a great many things since his premature birth, and he is destined for greatness.





Tomorrow

To love is to receive a glimpse of heaven.

Karen Sunde 

“What doing tomorrow?” asked my son, Jeff, whose speech lacked some of the necessities required to form grammatically correct sentences. 

Lately, these were the first words from his mouth almost every morning. Jeff had already known what we would be doing that day because he had asked yesterday. I soon realized that he understood much more than I had imagined.

Jeff was born with Down syndrome. At age eleven, he was diagnosed with acute lymphatic leukemia (ALL). This disease required a specific regime of treatment every day. Sometimes it required a hospital admission for chemotherapy. On other days, it required an outpatient visit to the hospital for IVs, spinal taps, or blood tests, and other days would involve frequent administrations of medications that tasted like aluminum foil. Sometimes, unexpected complications required further tests, procedures, or medications. I did not think that Jeff would understand the reasoning for so many things that only made him feel worse, but he did. Asking about tomorrow was his way of preparing for what lay ahead, and I always felt that I owed him complete honesty. We both clung to the hope of tomorrow—not like the tomorrows of the past or the present, but the hope of a new tomorrow that would allow for living without sickness or pain.

Jeff had changed, not only physically, but in his whole personality. The light that had always twinkled in his eyes was gone. Our interactions seemed always to reflect our caregiver and patient relationship. This disease saturated his spirit. He knew what I would not allow in my deepest thoughts.

We were once in a waiting room waiting to be called in for a blood test. The nurse came out and called Jeff’s name.

He responded, “No, no Jeff, I Jack.”

It was heart-wrenching to see my little boy trying to assume a new identity. How I longed to press rewind to take us back to our lives behind the white picket fence—back to the days of laughter when Jeff would get off the school bus and come running up our driveway.

“Wilma, I’m home,” he would shout as he walked into our front door, borrowing the line from Fred Flintstone.

Jeff also liked to pretend that he was the scarecrow from  The Wizard of Oz.

“‘Over the Rainbow,’ Mom, sing it,” he often requested. 

He watched the video so many times I think I knew the entire script by heart. Through Jeff, I was able to see the Land of Oz. He opened my eyes to the vibrant colors of a majestic land where trees could talk, scarecrows could walk, and horses were of many colors. Everyone was different, yet no one noticed. My heart would tingle with what I can only describe as a surge of joy each time I saw Jeff perform this song.

But my favorite performance was “Tomorrow” from the musical  Annie. With his arms stretched out wide, and a simultaneous jerk of his head and hands, Jeff would sing out loudly, “Tomorrow, tomorrow, the sun tomorrow.” He was quite a performer and always willing to entertain.

When Jeff was first diagnosed with leukemia, I had no idea how to explain to him that he would not get well for a long time. What the doctors called “Phase One” of treatment, an intensive phase to say the least, was to last six months, before progressing to the next less-intensive phase.  How could I explain that to my little boy? It soon occurred to me, once again, that I did not have to. Jeff would be my teacher. My challenged little boy was also my most influential mentor.

Jeff had been feeling sick since the beginning of his treatments. As the days wore on, I tried desperately to raise his spirits and give him hope. At this point, I had to carry him into the bathroom because he was too weak to walk.

“I very sick, Mom,” Jeff said, while standing in the shower with my support.

I replied, “Tomorrow, we will see the doctor, and he will make you feel better.”

With his head hung down, Jeff replied, “No, I die.”

In desperation, I grabbed his chin and raised his head to meet my eyes. My body trembled. I struggled to speak with confidence. I needed to reassure not only Jeff, but myself as well. “You are not going to die! Do you hear me? Do you understand? You are not going to die!” Jeff did not reply.

He knew and accepted what I could not.

After ten weeks of chemotherapy, my son developed an infection. He was hospitalized for six days before the infection became worse, and he had to be moved to the intensive-care unit. Despite his pain and suffering, Jeff began to teach me new lessons. He had taught me countless lessons about living, and now he was teaching me about dying.

The doctors were getting ready to intubate Jeff to help him breathe. I think on some level we both knew that once they placed that tube in his throat, the end was near. With all of the strength he could muster, Jeff looked at me and said, “Tomorrow, tomorrow, you and me go shopping. Okay? You and me. Okay?” This was his way of telling me that he could no longer deal with “his today,” and that he was going to “his tomorrow.” He wanted the pain to end. I contracted every muscle in my body and demanded myself to stop the trembling. I prayed for one last moment of peace so that I could answer my son with the respect that he so deserved.

“Yes, Jeff,” I said. “Tomorrow, just you and me, tomorrow.”

The doctors paralyzed him and placed the tube in his throat. I watched the numbers on the machine gradually decrease as it measured his heartbeats. With one finger, I gently swept Jeff’s hair back across his forehead as I sang softly. This was the usual routine, one that he was so fond of, that I had used to get him to go to sleep when he was younger. Knowing that these would be my final moments with my son, I told him that if he needed to go, it would be all right. And with my cheek against his, I whispered in his ear, “I’ll meet you just over the rainbow, tomorrow.”

 Jill Presson 

Jill Presson has worked in occupational therapy for over ten years. She is the proud parent of four children, two biological and two through the gift of adoption. Three of Jill’s children have Down syndrome. She is an active advocate for Down syndrome, special-needs adoption, and grieving parents. Jill can be reached at bus665@sbcglobal.net.





No Words

T.J. struggles with the pencil in his left hand, pushing it carefully up and down on the notepad that sits in his lap. My middle sister, Kellie, has asked him to write the word “Mommy” on the paper to show my younger sister and me what he has recently learned in school. The pencil stops moving. T.J. yells “Mommy!” and turns the notepad around to show us the scribbled letters M-O-M on the paper. We all clap and cheer at his accomplishment, and we watch as a proud smile spreads across his face. This may seem like an insignificant feat, but for T.J., it is a milestone. He has just learned how to spell “Mom,” and he is ten years old.

My little brother, T.J., was born on my first day of high school. My parents were in their early forties at the time, and it was a surprising situation for all of us to have a new baby in the house. My dad, Tom, was the most excited of all, since he finally had a boy to balance out his houseful of women.

When he was three, my family discovered that T.J. was not developing language skills at a normal rate. The doctors did not have any answers as to what could be causing the delay.

T.J.’s disorder put a strain on my family, and our household could be a tense place to live during some of the years that followed. As my brother got older, it became more apparent that his disabilities reached beyond simple language skills.

My mom spent a lot of her time trying to find a solution. My dad reacted in a very different way. He embraced his chance to be a father to his son. They would go for haircuts, hang out at the mall, or just drive around listening to sports radio in the car. T.J. loves these outings with our dad, and the minute he returns from work, my brother pulls on his shoes and waits by the door. He and my dad have developed a bond that goes beyond my brother’s “problem,” and have become buddies who struggle every day to maintain a semblance of normalcy.

There was one day in particular when I realized that my father had fully accepted T.J. for who he is, and it was this same moment in which I saw the true depth of my father’s love for my brother. We were sitting on a bench by the lake—the three of us—and my dad was making funny faces to make my brother laugh. In the midst of the laughter, T.J. stopped and reached up to softly touch our father’s face. My dad looked down at him and said almost so softly that I couldn’t hear, “Well, kiddo, it looks like it’s you and me for the rest of my life.” There wasn’t a sense of sadness or burden in my father’s voice, only acceptance and unconditional love for the little boy who sat beside him. It seemed that T. J. understood this, too, in his own way, and he smiled and touched our father’s face again.

T.J.’s condition has yet to be fully diagnosed. My parents continue to help T.J. express himself with words, pictures, and sounds. My dad and T.J., however, have become a duo, and when it’s time for them to go “cruising” in Dad’s car, we all know that it is strictly boys’ night out. The women in our house know that T.J. loves all of us, each in a different way, but the love he has for his dad is written in a language only he understands. All of us have the privilege of speech, but only the two of them speak  their language, and it requires no words.

 Stacey Flood 

Stacey Flood received her B.A. in English from DePaul University in 2003. She lives in Chicago with her boyfriend and their three dogs. She is currently attending culinary school, and she loves to cook for her friends and family. T.J. continues to learn new things every day with the help of his extraordinary speech therapists, and he and his dad are still “partners in crime.” The two of them have developed a new passion—anytime you ask T.J. where he wants to go, all he will say is “Monster trucks.” Contact Stacey at jgar54@aol.com.
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“My sister has special needs—
and my dad has special knees.”

 Reprinted by permission of Jonny Hawkins. ©2007 Jonny Hawkins.





Seeing Through Josh’s Eyes

Forget past mistakes. Forget failures. Forget everything except what you’re going to do now and do it.

William Durant 

After years of doctors, counselors, and visits to the school, the word “bipolar” should have been a relief. My thirteen-year-old son had always been different and unusual, but the problems had escalated. Even if it was my fault, as one doctor told me, our family and my son needed help, and we weren’t getting it. Not until now. The words hung in the air, and I swear I could touch them—they were so heavy and dense.

Josh sat with my husband and me as the doctor told us what bipolar disorder is, described the symptoms, and outlined the line of treatment that was needed. But all I remember hearing were two words—bipolar disorder.

After our meeting, my son and husband were picking up some literature and filling out paperwork, so I offered to go warm up the car. There was snow on the ground. I remember feeling like my whole life was in a frozen picture. I couldn’t think; I couldn’t breathe; I couldn’t cry. I was numb.

At that very moment, my husband and son jumped into the car, and I remember looking into the rearview mirror and seeing my son grinning from ear to ear. He jumped into the seat and said, “Mom, let’s go celebrate.”

At that very moment, I knew that my son was in the middle of what the doctor had described as a “manic episode.”  Why else would he say something so ludicrous?

As calmly as I could, I turned to him and said, “Son, I’d love to go celebrate, but what exactly are we celebrating?” 

And with the most sincere voice I have ever heard, he looked me in the eye and said, “Don’t you get it, Mom? We’re celebrating because I am sick. I’m not evil.”

It was in that moment that I realized it was time for me to start seeing things the way my son did. I thought we had been striving for normality, but all along he had been fighting for his soul.

 Deborah Rose 

Deborah Rose is a private investigator, spending her free time advocating for people with mental illness. She is heavily involved with the NAMI (National Alliance on Mental Illness) Texas as an educator and stigma buster. Deborah enjoys reading, writing, debating, and eBaying. Full-time writing is next on her agenda. Joshua is now a twenty-two-year-old college graduate with a degree in business management and marketing, working as a case manager for the Salvation Army while working toward his master’s degree in business. He is also working on a documentary that focuses on the shared problems of teens and young adults, whether they have mental illness or not. Please e-mail Deborah at dcr@isgu.com. 
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