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Introduction 

“I think these difficult times have helped me to understand better than before how infinitely rich and beautiful life is in every way and that so many things that one goes around worrying about are of no importance whatsoever.”

—Isak Dinesen 

I am no stranger to adversity. It has been a persistent companion throughout much of my life. But for a long time, when people would comment on my “strength” in dealing with whatever hardship or misfortune had come my way, I’d say, “Feh! It’s just life. I can handle it, and eventually, I’ll get over it. What I couldn’t handle, though, is something happening to one of my kids.”

Usually, I would then go on to tell about my Aunt Junella and Uncle Denny, how they have faced what I was certain I could not—again and again. A daughter with Down syndrome and heart defects, their firstborn, who “went to heaven” before her first birthday. A beautiful, brilliant, healthy daughter. A sweet, lovable son with cerebral palsy, an enlarged heart, and severe mental retardation, everyone’s “Buddy,” who “went home to Jesus” in his late twenties. A handsome, healthy, gregarious son. A stillborn. A handsome, healthy, precocious son felled at age nineteen with a traumatic brain injury that left him a triplegic with minimal use of one hand and a host of cognitive, neurobiological, and health issues. Unfathomable hardship and heartache. And still, they carried on. Still, they found joy in life. Still, no matter how much life has taken from them and out of them, they gave of themselves, tirelessly and graciously, not only to their children but also to others. And still do.

Aunt Nellie and Uncle Denny are like second parents to me, and my family spent a lot of time with their family when I was growing up. I loved going to their house and playing with my cousins, listening to my uncle’s jokes and stories, and hearing my aunt’s gentle voice and infectious giggle. I loved singing along with Buddy and getting one of his big hugs. Hugs and laughter were plentiful in my aunt and uncle’s home. Although there was plenty of cause for sorrow, tears were few. Patience and prayers were abundant. It was one of the few places where I felt truly accepted, safe, and loved.

It was there that I learned to feel compassion for those less fortunate and to embrace people whose mental and physical abilities are different from the “norm.”

My aunt and uncle’s life story has given me the insight and the inspiration to be a better parent and a better human being. It has helped me to better handle and provide for my children’s special needs. And it has enabled me to better appreciate the things that really matter—the infinite riches and beauty of life.

This book is filled with similarly remarkable stories—most written by parents of children with special needs, with a few by siblings of those with special needs, and by people who were once children with special needs. I trust their personal stories will comfort and inspire you, just as my very special aunt and uncle and their very special children have inspired me.

Enjoy!

—Colleen Sell 
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A Life Less Perfect 

Before my son Nicholas was born, my life was perfect. I ran in an invisible race with neighbors and friends, a race to see who had the greenest lawn, the smartest kids, and the whitest teeth. I was a member of an elite group, devoted to raising elite children. We spent our lives at barbecues and soccer games, tallying our points in our quest to grab that glittering gold ring of perfection.

As we admired our children and our lawns, we never stopped to realize that on our faces we wore rose-colored glasses and in our hearts we felt an emptiness that searched for a deeper meaning to our lives. On January 18, 2002, like a thin layer of glass, my perfect life came shattering down by the purest sound of six horrifying words: “Your son has Prader-Willi syndrome.”

Suddenly, I could not breathe. I sobbed for my child. I sobbed for myself. I sobbed for the perfect life we would never have together. There were no flowers, no cards, no congratulatory notes from family and friends. My son entered the world in silence. No smiles, no laughter, no fanfare. No one welcomed him; everyone was sad. Where in a perfect world would this little child fit? It was as if his very existence threatened to tarnish this utopian world we had created. My tiny son was a giant monster of truth that threatened to expose the meaninglessness of a life built out of playing cards. All who lived in these fragile card houses could not understand how to celebrate the birth of this little child. 

My son lay limp upon his hospital bed. A yellow feeding tube was taped harshly to his soft cheek; it traveled up his nose and into his stomach. To his soft skull another plastic tube was taped, pumping antibiotics into his fragile veins. Around his floppy body, a brace made out of thick straps and stiff Velcro held his weakened hips in place. Feeding machines and intravenous poles surrounded him like quiet metal soldiers standing at attention. Everywhere, alarms sounded, a constant reminder that this was hell and we now lived in it. Around me in the neonatal intensive care unit, I saw only despair—parents with children struggling to live.

Like my newly born infant, I was abruptly and cruelly removed from the warmth of my womb-like life. I was thrust headfirst into a cold and terrifying world. This was my new home. I felt sick. Every movement I made felt unnatural and awkward. My mind was numb. My body moved purposelessly. I did not want to look around me, for everywhere I looked, I saw only pain. I felt like a soldier on a battlefield, frozen by the ghastly sight of the slain, bloody carcasses at his feet. Yet, like a soldier in a war he did not create, I too could not escape my fate.

The rose-colored glasses I once blindly wore were smashed into smithereens. My eyes, unaccustomed to this new light, could not stop crying. In his sad and traumatic entrance into this world, my imperfect son had given me an unwelcome gift—the gift of sight, the ability to see the world not as I wanted it but as it truly was. I saw the pain and sadness, the frailty of life.

When he finally came home from the hospital, I had to hold my infant carefully or his head would flop quickly forward. When it did, he could not breathe. I felt helpless. I questioned God. What had I done to my son? I felt guilty. When I took him out into the world, people would stare and ask why he had a tube in his nose. I felt embarrassed. When I handed my fragile child to the doctor at the children’s hospital for eye surgery, I felt scared. So many endless days brought so many endless, hurtful, hard emotions. I felt so very tired.

When my tired body and exhausted soul seemed like it could bear no more, my floppy little child began to get stronger. As he did, I began to feel a lost emotion, happiness.

After almost a year, Nicholas held up his head. That tiny infant who’d struggled to breathe was now able to see the world. I felt joy. When his g-tube was removed and the words “failure to thrive” were removed from his chart, I released the breath I had held since his birth. When he pushed away his metal walker and took steps for the first time, I wept.

Slowly, I began to realize that these tortuous feelings and hardships were important. These awful extremes of emotion gave my life new meaning. I understood myself better. I understood others a lot better. Although these emotions left me feeling fragile and vulnerable, I couldn’t help but wonder if that was God’s intention.

As I became accustomed to my new sight, I saw we were surrounded here on Earth by many disguised angels—intelligent, kind, compassionate human beings devoted to curing and healing the sick. Why hadn’t I seen them before? Why hadn’t I appreciated them? Once again, this imperfect child had opened my eyes. I could now see these special souls who travel among us, these selfless, gifted, healing guardians who would now be a part of our lives forever. Wrapped in their wings, this horrifying new life of ours seemed a little less scary.

Other earthly angels also became visible to me for the first time: parents of other children with Prader-Willi syndrome whose paths were as treacherous as ours. Via an Internet chat group, we special few shared our advice, our tears, and our love. A unique brotherhood was forged, for we could truly understand each other. I listened to the words of these parents I had never met. I listened to these strangers with quiet hearts, and somehow my hardened spirit became a little lighter. Why? I do not know, because I was still sad. But somehow, by releasing my tears and listening to others, I began to accept and understand this challenging life.

I began to accept that my son is not like others in this world. I began to accept that this is not a curse, but a blessing. To me, Nicholas is unusually happy, loving, and kind. I am amazed by his keen perception of human beings and his unique ability to engage even the grumpiest of personalities. He lives to dance and laugh and love. He has a warm heart and a gentle spirit, and although he is my child, he has also been my teacher.

Each of us is blessed with special gifts, and although my son’s gifts are hidden, buried beneath a weakened body, his gifts are no less special. I do not have a son who can run very fast. I have a son with the precious gifts of empathy and human compassion.

I now realize that my life with Nicholas will not be like the lives of so many others. It will not be an ordinary life. It will be, it is, an extraordinary life—a life filled with high highs and low lows. I would not trade one day of feeling that terrible pain, because I know now the terrible happiness that is waiting on the other side for me. What I have learned is to appreciate both. For it is these feelings, this blending of the good and the bad, that somehow bring me closer to understanding my purpose here on Earth. This awareness, this blending of heart and spirit, has helped me to embrace my son and to enjoy this journey we are sharing together.

It is a sad, sweet, beautiful trip. It is a life less perfect. It is a life more meaningful.

—Lisa Peters 

This story first appeared in the National Newsletter of the Prader-Willi Syndrome Association (USA), May/June 2007.
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Reach and Pull 

Ruth’s eyes twinkled like the lights reflecting off the water of the pool. She held the orange safety cone up to her mouth, using it as a makeshift megaphone. “And now, ladies and gentlemen, it’s time to watch the amazing Nick as he attempts to swim to the other side of the pool. Come on, Nick, let’s see you reach and pull, reach and pull. That’s the way! Use those arms to swim across the water.”

I inhaled sharply as my son, wearing his favorite red goggles, gasped a big breath and bobbed across the surface. Maybe I took a breath every time his mouth tilted sideways for air and his arm came up and over. Maybe my feet kicked just a little bit underneath the chair where I sat and watched. I was on the edge of my seat, and it felt more like watching an Olympic event than a beginning swimming class.

It had taken a long time for my son to reach this level of skill and confidence. Nick has autism, and just about every activity outside our home posed huge challenges for both him and me. There was the indoor kinder-gym, where we lasted about three visits, until one day my son took all the riding cars and carefully lined them up, refusing to let anyone touch his creation, and screamed bloody murder when they tried. That (understandably) didn’t go over very well with the other parents or kids.

He had had a very rough time at two or three preschools. There was the time he hurled birdseed all over the room and into everyone’s hair. Yes, it could have landed in an eye; thank goodness, it didn’t. Then there were the dreaded circle times, where all the children (except him) sat down compliantly and sang songs and listened to stories. It was nearly impossible for Nick to participate in circle time. He usually sat somewhere on the other side of the room, constructing walls of giant, red cardboard blocks and then sending them crashing down.

The last preschool attempt, even though he was only enrolled part-time, ended in disaster. He had frequent tantrums, and his behavior was unpredictable. The day he wandered off into the parking lot during class time was when I finally pulled him out for good. I just wanted to keep him home and keep him safe.

Even at the pool, I had to accompany him as his one-on-one assistant into the pool for a long while. It was my job to keep him focused and to literally hold him in one spot so he could listen to and follow the teacher’s instructions. At times, he just wouldn’t listen and had to take time-outs, sitting on the edge of the pool. There were times when I wondered if it was worth the hassle.

But we persisted. For more than a year, every Tuesday and Thursday I rounded up Nick and his brother Ben, their suits and towels, and headed to the pool. I used to pass the mothers who sat in the lobby, watching their children through a big glass window participate in the group class. They would casually talk with each other or read magazines. It was like they actually got a—GASP—break! Yes, I admit it, at times I was jealous.

Still, I was so grateful that the Easter Seal Pool offered semi-private lessons and that we had managed to snag spots for my two sons. It was worth the hassle of getting us there on time and suiting up in the ladies’ dressing room to play in the water for thirty minutes.

Nick and Ben were water babies from the beginning. They loved choosing from the multicolored goggles that their teacher, Ruth, had to offer, and they often haggled over who got the red ones. They floated on foam mats, learned breathing techniques, and played with rubber duckies. Ruth was one of the first teachers who could really get through to Nick. She never seemed to mind when he yelled, got upset, or wouldn’t try. She was gentle, cheerful, and persistent. I never once saw her with dry hair.

Ruth came up with fun, creative ways to teach. One of the boys’ favorites was learning the elementary backstroke, which she playfully called “chicken, airplane, soldier.” First position, you look like a chicken with your arms pulled up like wings; second position, arms go out like an airplane; third position, they end at your sides like a soldier.

Ben, seventeen months younger than Nick, learned everything faster. He had no fear of diving for colored beads or jumping into the deep water. After about a year of lessons, he could easily swim from one end of the pool to the other and was ready to move on to new activities. Nick, on the other hand, could do a sort of modified dog-paddle and was terrified of leaving the shallow end of the pool.

After eighteen months, Ben went to preschool, and I had to switch Nick to private lessons. They were more expensive, but, again, well worth it. I finally got to sit in the lobby and read back issues of Ladies’ Home Journal and occasionally talk with other moms. It was a liberating thirty minutes.

Ruth grew very fond of Nick, too, especially when she had him all to herself. She would often end the lesson a little early and take Nick into the hot tub, where she’d practice Watsu, an aquatic therapy, with him. She held him ever so gently as he floated on his back, very much like a babe in the womb. Nick grew quiet and still during these precious moments. He momentarily relaxed and felt safe with another, something so rare in his sensory-overloaded life.

Now, day after day of practice and routine had glided us all to this moment. There was Ruth with her orange cone megaphone, I behind the glass wall, and Nick on his own in the middle of the pool. Steadily, he swam across the water. To me, it seemed as wide as the Atlantic Ocean. When he made it across, his little hand went out and grasped the edge of the pool.

For a moment he looked over at me, and I waved frantically. I thought I caught a trace of a smile before he lunged back into the water, surprising us all with a final crossing. Ruth put the cone down and screamed and clapped for him to bring it on home. As I watched my son reach and pull, reach and pull, my heart beat with every stroke he made. My little soldier swam to victory, over the deep end and past the shallows, into the arms of Ruth.

—Elizabeth King Gerlach 
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Thump, Thump, Kerthump 

Thump, thump, kerthump. Thump, thump, kerthump.

There is a strange sound emanating from the hallway. It’s like a series of sounds, of thuds, punctuated by an odd, louder noise. The hallway is narrow, so there isn’t much room for a five-year-old to create too much havoc. I close my eyes, and as I try to visualize the corresponding sequence of events, the rhythm is interrupted by a much louder sound— kersplat!—and the house shakes. I realize a child has fallen against the wall. I listen intently, but no one is crying. After a brief pause, the sounds continue.

Thump, thump, kerthump. Thump, thump, ker-thump. Thump, thump, kersplat! Once more, the house shakes. He has hit the wall again.

I want to give him space, but my curiosity is getting the better of me. What are these noises? His twin brother is outside with his dad, so it can’t be some crazy new game of slam-each-other-against-the-wall.

“I’m okay, Mom,” he calls out, as if to reassure both of us, but his voice is thin and quivers slightly.

The sounds continue.

Thump, thump, kerthump. Thump, thump, ker-thump. I tiptoe to the hallway and stealthily peer around the corner. As soon as I see him, I feel the hot sting of my tears and quickly put my hand over my mouth. I know what he is doing.

He is hopping on his left foot, his better leg. He is very unsteady, teetering as if he is riding an invisible unicycle, with his arms spread like wings. I see that they are serving double-duty, not only helping him to balance but also to right himself by pushing against the wall if he leans too much to one side or the other. I marvel at his ingenuity—our hallway is the perfect place for a five-year-old to practice hopscotch.

One foot, one foot, both feet. Thump, thump, kerthump.

But then he falls—kersplat!—his left leg and both his arms failing him. In an instant, he is up and the cycle starts again.

He has been at it for a while, and he will keep plugging away until he is satisfied. That is his style. My son, Victor, does not know that two words, cerebral  palsy, hang around his neck like off-set ballast. His arms and legs are stiff, and his balance is precarious, at best. He falls a lot; he has to sit to get dressed; and he is much slower than other kids on the playground. You can see in his face that every movement is a carefully constructed orchestration.

Born at twenty-six weeks gestation, almost four months early, he and his twin have already endured more than a lifetime of hardship. But it was Victor who came home from the intensive care unit with a twisted right side. Ever since, he has struggled to do so many things that we “able-bodied” people take for granted.

However, what really separates Victor from almost everyone else is his sheer determination. He doesn’t understand “can’t,” only “try harder.” And so he will practice and practice and practice, long after I can feign interest in continuing. His therapists shake their heads and smile in disbelief at his progress, but the credit lies with Victor. In the beginning, I helped out a lot more, but now he only allows me to show him once and then he will take it from there, thank you very much.

If we are running late, I can try to speed up the process, but it will be to no avail. “I want to do it,” he’ll say with surprising force for such a small body as he snatches his sneakers from my hand. God forbid if I manage to distract him long enough to slip on his socks; time will have to stand still while he takes them off and puts them on again—by himself. And so we are often late. There are some things that you just have to accept.

I often wonder if Victor knows he is different, although, thanks to his absolute persistence, what physically separates him from his peers is getting increasingly harder for the untrained eye to see. Is his tenacity a reflection of his stubborn personality (no idea where that came from) or does it derive from his own observation of his limitations? Regardless, when Victor decides that he will do something, he simply does not give up until he has mastered the task or at least achieved a close semblance.

And today he wants to play hopscotch. He saw some older girls playing at the schoolyard, and he loves older girls, so he will be in the hallway for as long as it takes. Last year he spent weeks launching himself from our front steps so he could learn to land on both feet like the other kids. He is now the undisputed frog king.

Thump. Thump. Kerthump. Thump, thump, ker-thump. I feel it in my chest as if my heartbeat depends on each tentative hop.

To stand by and do nothing while your child falls and then falls again is torture, but I cannot look away. I am his mother, and it is my job to bear witness. I am simultaneously transfixed, awestruck, and filled with pride by both his effort and his success.

The sound of his voice whisks me back from my short reverie and the hallway slides into focus. He doesn’t stop as he speaks; there is no time for that.

“Mom, look.” Thump. “I can.” Thump. “Hopscotch!” Kerthump.

I smile and fight back the tears. “Great job,” I manage to squeak before hurrying back to the kitchen, where I dissolve on the spot. His spirit and willpower never cease to amaze me. And I understand that I am a better person for knowing him.

The next day, we go to the schoolyard, and for an hour that could have lasted all day, Victor hopped up and down the playground on his left foot, with both of us wearing smiles of sheer joy and my heart bursting at the seams.

Thump, thump, kerthump. Thump, thump, ker-thump. A week later, the noises start again. I sneak over to the hallway. He is now working on his right leg.

Victor may have cerebral palsy, but cerebral palsy does not have Victor.

—Jennifer Gunter 
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Expletives Deleted 

There was a time when my husband and I believed that raising a hearing-impaired child was the most complicated and worrisome burden ever required of a parent. Eventually, we would come to understand that all children (including our one deaf child and our two “normal” children) come equipped with idiosyncrasies that make them distinct and similarities that blur the distinctions, no matter how blatant they originally seem.

When we learned our newborn daughter Rachel was profoundly deaf, our list of worries was long. Primary was the concern that she would never learn to talk. My husband and I would have been reassured, I suppose, if we could have foreseen the future and the time when we would actually request of Rachel, “Would you please, for heaven’s sake, be quiet, for just five minutes?”

As worried as we were about our daughter’s chances of ever speaking coherently, we could certainly never have predicted a time when we would want to censor her communication.

From the time Rachel was diagnosed as profoundly deaf and then fitted with hearing aids on her first birthday, my husband and I were ever diligent about bombarding her with sounds. “Did you hear that?” we’d ask her when a dog barked or a train whistled or a horn blared. That she didn’t hear sounds in the environment, much less speech, most of the time didn’t stop us from trying.

Our kitchen table became a makeshift learning center filled with toys, plastic animals, and noise makers.

“The cow says, ‘Mooooooo,’” we’d intone. “The airplane goes, ‘Vrooooooom.’” “Baaaby, baaaby, baaaby. See the baby? Hear it cry? Waaaaaaaaahhhhhh!”

Even though the results were sometimes modest, all through her toddler years we spoon-fed Rachel the sounds and the vocabulary that our other two children picked up without assistance. Teaching Rachel became a family affair, and her siblings joined in as we repeated, enunciated, elaborated, and talked and talked and talked some more to try to fill that walking database with language. By the time Rachel’s younger brother was three years old, he had been exposed to a lifetime of speech therapy, causing his preschool teacher to remark that she had never heard a child enunciate his words so clearly.

Of course, we studiously avoided inputting “bad” words. Our other two children were quick to catch the slightest unintentional slip of the tongue. But Rachel, because she had to read our lips to supplement her limited hearing, missed out on this part of her socialization. In a naïve way, we assumed that she would reach adulthood without exposure to profanity.

Occasionally, when sounds and words began to stick, Rachel’s pronunciations were unique, to say the least. For instance, she referred to the lower female anatomy as her “vashanka.” We chose not to correct her, as we were afraid that the clearly pronounced word would be the one that everyone would understand when she shouted it out in a public place.

“I ate you,” she learned to say later, meaning she hated me or another family member, but losing the value of the softly spoken h. At times, Rachel was clearly frustrated by her lack of vocabulary, particularly when it came to battling with her siblings. She once consulted the dictionary and, based on the ugliest animal she could lay eyes upon, called her brother a water buffalo, an insult that did not exactly have the impact she had hoped for.

Still, for the most part, expletives were deleted from her vocabulary.

Upon receiving a cochlear implant at the age of eleven, Rachel began playing catch-up. For the first time ever, she actually could hear the dog bark and the baby cry and the coyote howl. She could hear the wind in the trees and the frogs on the pond as well as all manner of irritating daily noises that the rest of us tuned out on a regular basis. Our first trip to the beach after her cochlear implant, Rachel heard the ocean for the first time ever, an emotional event for the whole family.

Intensive speech therapy helped her to more clearly pronounce the words she was finally beginning to hear. After months of practice, she could actually eavesdrop on a conversation without the use of sign language or lip reading. New doors were opening for our daughter, some of which we had never anticipated.

One day I picked Rachel up from middle school. My daughter had barely gotten in the car when she began questioning me excitedly about a new word she had learned from her best friend.

“I’m not calling you this,” she kept reassuring me before she finally spelled it out, both aloud and on her fingers: “B-i-t-c-h.”

Rachel wasn’t very impressed with the female dog definition of the word and rushed me along until I told her it could also refer to a very mean woman. Apparently, I hit closer to home with this description. Rachel went on to say that there was a b-i-t-c-h in her physical education class. That’s what she’d overheard, anyway. Then she wanted to know how to pronounce this new word, and I relented, giving her the proper sounds to speak it correctly. After all, I reasoned, she had a right to know how to pronounce such a word so that she wouldn’t confuse some floozy who might wonder why she was being called a beach.

Finally, with a little bit of embarrassment, Rachel thanked me for my help and reiterated that she just hadn’t known that word. Then, by way of comparison, she added, “I don’t know what mango means either.”

Trying to help her appreciate the humor of the situation, I asked, “Did your friend call anyone a mango?”

“No,” she said in all seriousness, “just a bitch.”

A few weeks later, Rachel became angry when I refused to help her with her homework.

“Mean bitch,” I heard her mutter under her breath.

“What did you call me?” I repeated the question several more times before Rachel sheepishly admitted the insult.

I sent her to her room while deciding on the proper punishment to administer, just as I would with any of my kids. But I have to admit to a different feeling when the shock wore off. I’d call it a tiny spark of pride: Pride that my imperfect, struggling child responded to her mother in such a normal, though admittedly inappropriate, adolescent way. Pride that she knew enough not to call me a mango when the chips were down. And pride that her pronunciation was perfect.

—Ellen Ward 

This story first appeared in Hearing Health, Winter 2001.
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Finding Rest, Off-Center 

“Don’t be so high up on your pillow.” I couldn’t resist correcting. “Your new bed has plenty of leg room.”

Buddy nodded and snuggled his five-foot, ten-inches deeper into the bed sheets. Then he sat up to share our nightly bless and hug.

It didn’t matter that my son was fifteen, going on sixteen. It didn’t matter that he couldn’t count to ten, would never drive a car, go to college, or ever empty the nest. Evenings, I needed his arms flopped around my back, his head on my right shoulder. And Buddy needed Mom’s fingers to scratch his black hair and her lips to speak a blessing over him.

He needed his sleep and his daytime life to be blessed with rest for his nerves, affected by seizures. My nerves frayed through his emergencies. Over time I learned to rely on a treasured way to find peace in the tangle of medical and mommy anxieties.

But I almost lost my peace that bed-making day.

“No! I want it . . . the same place, Mom,” Buddy begged. His tanned hands clutched the corner of his new mattress.

“Look,” I explained, “it’s easier to make the bed away from the wall.”

“I want it the same place, the same place,” he repeated as always.

My Filipina emotions flared. “Buddy, I want your bed centered! It’s easier for me to make your bed away from the wall.”

While we dittoed back and forth positions, my all-American hubby, Bud’s dad, stepped in for the compromise. He moved the queen-sized bed off center, scrunched it against Bud’s nightstand, which was scrunched against the inner corner of the bedroom at our new house.

Like painters attacking fresh canvas, we three made that off-centered bed. Around his pillow-top mattress we wrapped indigo sheets of Egyptian cotton. Over those sheets we layered a navy-blue blanket. Over that blanket we smoothed a navy-blue, baffle box comforter filled with goose down. Periwinkle willow leaves scattered over the new bed comforter, like sailboats on a tranquil sea. Buddy placed two new pillows in Egyptian cotton cases, then stuffed two extra pillows into matching shams.

Dad and Buddy left the bedroom. Through the back window I viewed our old house, to the west on an opposite Pennsylvanian hillside. There, our son’s restless nights had begun a dozen years before in a crib. After he grew into a wiggly toddler, we moved him over to a single mate’s bed, set at a right angle to the upper captain’s bunk bed of our eldest son.

Almost nightly, our youngest woke on that low bed, screaming wildly in tears. Sometimes we blamed thunder storms. But my husband and I spent many clear nights stretched out on the floor beside the little bed.

In that old house, I thought Buddy had little room to settle into sleep, his bed flat against a cold wall with no insulation. I tried to ease his single mattress out an inch or two from that wall whenever I could. But he forced the mattress flush to the wall, especially after one fateful December night.

At three o’clock that morning I bolted up as hard knocks broke the odd silence.

“Mom, Dad!” my eldest yelled through the door. “I think Bud’s having a seizure!”

We found our then nine-year-old wedged between his bed and the wall. My heart clenched as I saw his head banging into the wall. My daughter Jessica and I cried out to God. My husband and son Michael rushed to carefully extract sweet Buddy.

From age three on, Buddy took medication for infrequent, strong seizures. These severe seizures made him eligible for an FDA trial on Diastat, a Valium delivery system. Now, I called the study’s nurse for permission to administer, as my husband prepped the syringe.

“Mom, ouch! Daddy!” Buddy moaned later, on a hospital gurney headed to a lab.

Exams showed no concussion and no skull fractures. But I knew X-rays wouldn’t reveal the true damage.

Previous seizures had battered his speech and motor developments. Because viruses triggered these seizures, we home-schooled our son. Hours and hours, year after year, in concert with specialists, we pursued speech, occupational, and physical therapies along with intense, repetitive instruction. Before that December episode, we’d just begun to teach him—wonder of wonders—second grade, double-digit math.

To our dismay, Buddy’s December seizures were a combo tsunami-cyclone. They swirled away verbal and academic gains. How I wished those seizures had instead seized his memory of the terrors between the wall and the bed.

Driving him home from the hospital days later, I heard an ambulance siren in the distance. I also heard my boy start to babble. Or so I thought.

“What, honey?” I asked.

“Mumble, mumble . . . Gee-sus, be with . . . mumble, mumble.”

Stopped at the intersection, I peered at his reflection in the rear-view mirror. He was praying for the patient in the ambulance! Tears dripped past my glasses.

Often, I find myself asking God, “Would you heal (someone’s name)?”

Buddy often prays a declaration: “You can heal him. You can heal her.” My boy rests in a child’s assured faith, while I, in my adult faith, can’t seem to rest or relax. Though we had taught him to pray, his words taught me the one I could trust in each day.

Over the next eighteen months, the family worked hard to restore Buddy’s academic memories. Intelligence tests indicated our boy could receive information, but neural disconnects kept him from easily telling us or writing down what he understood. Though he grew to be a caring, chatty, social butterfly, his academic lessons fell into mental minefields that blew up and mangled his math facts and his ability to express what he had learned whenever he had another seizure.

Seizure events seemed to crowd our tiny, dark, first home. We moved to a larger place with an open floor plan. Upstairs were separate bedrooms for the three kids. Bud’s new bedroom had a messy old bed, which clung to a new wall. I continued the evening hugs and blesses. Mornings, I prepped him for public school entry.
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