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Foreword

	 

	There are people in this world who redefine what it means to live. Gregory Smith is one of those rare few.

	When I first met Greg, I was not meeting a man bound by the labels others might use—disabled, survivor, miracle case—I was meeting a lion-hearted soul. A person who had stared down death, not once, not twice, but repeatedly, and chose to live with spirit, curiosity, humor, and grit. That kind of choice is not easy. That kind of strength is not ordinary.

	In every interaction with Greg, I’ve come away with a deeper appreciation for life. Not a shallow, Instagrammable kind of gratitude—but a rooted, soul-rattling realization of what it means to live when statistics have long counted you out, when pain is not a chapter but the backdrop of your story, and when love becomes your revolution against despair.

	This book is not about Osteogenesis Imperfecta. If you’re looking for a clinical breakdown of that condition, ask a doctor. What Greg writes is something far more important: a living archive of courage, vulnerability, loss, joy, adaptability, and perseverance. His story, told through decades of trials, is an education in what the human spirit is capable of when nurtured by love, community, and a relentless refusal to break.

	Greg has broken hundreds of bones. And yet nothing inside him has broken. That’s why this book is called Stronger Than Bone. Because no matter what OI has done to his body, it has not defined him. In fact, Greg has redefined what it means to thrive. He has lived a life many of us never will—complete with deep relationships, marriage, NFL games, writing, travel, dogs, and an enduring passion for music and sports. He didn’t just survive; he carved a life of meaning from a fate that tried to take everything.

	Let me say it plainly: Greg is a hero. Not the kind you applaud in a stadium, but the kind whose quiet endurance humbles you. The kind whose pain doesn’t scream but teaches. The kind of hero who never asked for a stage, but whose life became the light for others in the dark.

	His story is not his alone. Behind Greg stands a remarkable family: his parents, who never gave up on him, despite the weight of constant fractures and limited means. They poured their love into Greg’s life with a level of dedication that defies description. They chose care over convenience, presence over ease. And then there’s Holly, his wife—not just a partner, but a spiritual companion. To see Greg as he is, to choose to love with eyes wide open, is another form of courage we too often overlook. She is fused into the force this book embodies.

	The community around Greg—family, friends, even the strangers who became angels along the way—are part of this miracle too. Together, they remind us that no one conquers alone, and that even the strongest souls need a village to sustain their fire.

	Greg is nearing seventy now. He leads a life that, on paper, shouldn’t have been possible. But thankfully, Greg has never lived on paper. He has lived out loud. He has lived in color. And now, with this book, he offers us something sacred: a firsthand testament of what it means to be alive when the odds said you wouldn’t be.

	If you are reading this book, take a moment before you begin. Breathe. Suspend your assumptions. This is not just a story of surviving illness. It is a story of prevailing over limitation, of finding joy in confinement, of laughing through pain, of building a life that makes others better simply by witnessing it.

	I said this to Greg once, and I mean it now more than ever: Your story is not about OI—it’s about how statistics collapse in the presence of a soul determined to love, to live, and to keep going. You are not just alive—you have won. And in telling your story, you are giving others a roadmap to do the same.

	It is with deep admiration and profound gratitude that I share this space with you, Greg. You have reminded me, and now all of us, what real strength looks like.

	Thank you.

	
Ali Horriyat

	 

	


Chapter 1: Fragile

	 

	I was supposed to die forty years ago. 

	I have Type III Osteogenesis Imperfecta. There are about 50,000 people in the world with Type III OI. That might sound like a lot, but 50,000 people wouldn’t even fill most football stadiums. Out of those 50,000 cases, they tell me I’m one of the oldest, if not the oldest. Since most Type III OI patients only live to twenty-five, I’m way past my expiration date—more than forty years past it, in fact.

	From what I understand, this story is pretty rare. There are plenty of medical journals featuring articles about Osteogenesis Imperfecta. Families have documented their experiences with OI. But there aren’t many first-person accounts of what it’s like to live a long life with OI. After I’m gone, I hope future survivors, if a cure hasn’t been found, will search for my story and no longer fear the unknown. They will see that it’s possible to survive the hundreds of broken bones they might experience as children and emerge from the tunnel of pain and emotional darkness into the bright light of happiness, better health, and joy.

	I also wrote this book for people without disabilities. You don’t need to have OI or another rare genetic disorder to relate to my story. It’s a story about overcoming challenges in life—challenges we all deal with at some point. It’s a story about not giving up hope. 

	When I begin to tell people about my life, the natural first question is: How have you lived so long with an incurable condition like Type III OI? Well, that is a long story…

	 

	I had broken bones in weird ways before, like sneezing, coughing, or turning over in my sleep. But today was a first: fracturing a bone from tossing a beanbag.

	It was windy and bitterly cold outside as they loaded me onto the stretcher and into the back of the ambulance. Blankets covered my shivering body. Mom rode in the back of the ambulance with me while Dad followed by car. I remember thinking how nice the giant green wreath above the front doors of the hospital looked as they unloaded me from the ambulance into the icy Philadelphia air. Two burly male attendants carried the stretcher up the stone steps—there were no ramps back then—and into the noisy lobby. People were rushing inside, all bundled up, carrying red and green wrapped presents with big bows. I wanted to stay in the warmth and security of the ambulance blankets, dreading what was to come. They rolled me down the hall to the Cast Room and transferred me to the cold, hard table with the thin paper sheet as I waited for a doctor to arrive to set and cast my broken right leg. The ambulance guys knew me and wished me well. “See you next time,” they said, leaving me behind. There was always a “next time.”

	After the plaster dried, Dad carried me to the car, lifting me into the back of our station wagon. We made the thirty-mile journey home before the early winter dusk fell, home to celebrate what was left of Christmas.

	I lay in bed that night, wide awake, trying to adjust to this new cast. It was heavy and hot. The fracture still hurt a bit; my mom gave me liquid codeine to help with pain. It was more of a throbbing pain now, as opposed to the knifing pain when I first broke the bone. My eyes were open, reliving the unreal chaos of the day.

	Christmas time was always special in our house. Like any kid, I looked forward to Christmas Eve each year. To bed early so Santa could arrive—that’s if I didn’t go to Midnight Mass with my parents. Every Christmas morning, my father would gently place me on the living room floor, next to our fresh Christmas tree. The sweet scent of pine was a favorite, as were the twinkling lights, reflecting in the colorful ornaments and silver tinsel; holiday tunes playing softly on the kitchen radio as we opened our presents. Christmas meant happiness, the one day of the year when everything felt normal, the way it should be.

	One gift that Christmas was a new game called “Toss-a-Cross,” a variation of tic-tac-toe, in which you threw a beanbag to turn over an X or an O and tried to get three in a row to win. It was sort of like the corn hole game played during tailgate parties at sporting events nowadays. I sat on the sofa in the living room while my brothers set up the board. I flung the deciding beanbag underhand, putting a little extra mustard on the winning toss, hoping to yell out in victory. Instead, that terrible, familiar feeling hit me as I snapped my right tibia, merely from the force of the throw. Blood raced to the site of the fracture, swelling the area of the break so fast it felt like my leg would explode. The throbbing pain, the shock, my breathing heavy and labored—I was in a daze, thinking this can’t be, thinking of the pending trip to the Children’s Hospital, thinking how different my life would be for the next eight weeks—until I did it all over again. This all went through my mind in a matter of frightening seconds. It was Christmas, damn it.

	What always bothered me about a new fracture, aside from the pain, was the confinement. Dad carried me up the stairs that Christmas night, and that would be the last I would see of downstairs or the outdoors for a while. My bedroom would serve as my living quarters for the next eight weeks. 

	For some, that may not sound like such a bad deal: in bed all the time, room service, television, air conditioning. But when you’re confined like that every single day for two months, it can drive you crazy. That was one of the things I hated about my childhood: the inability to be independent. Being confined. For everything from using the bathroom to getting a drink of water, I had to ask someone else to help me.

	When I tried to sleep that night, I tried to rationalize this whole thing, as I had many times before. Why is this happening to me? What did I do to deserve being constantly laid up with broken bones? Was life going to be this way forever? I really didn’t think about dying from this condition; somehow, someway, I knew I would survive. A broken bone can’t kill you, I concluded. I didn’t think about the future very often at all, such as what would happen to me when I was twenty, thirty or older. I had no idea that the average life expectancy for someone with OI was twenty-five. With brittle bones, time is now. Everything is moment to moment because the unexpected always lurks from one day, one hour, one moment to the next.

	 But what did go through my mind almost constantly during my childhood was a question that no one could answer: Would I keep breaking bones for whatever was left of my life? Would there ever be a remission or a respite? Or would my life always be one of pain, apprehension, and fear?

	I learned the hard way that brittle bone disease never takes a holiday.

	            

	It wasn’t until I was five that I became aware of how my life was different from other children’s. I’m almost positive other kids were not friendly with their local ambulance attendants and knew them on a first-name basis. I’m sure they had no clue what a “spike cast” was, or spent a good part of their life stuck in bed recuperating from another fractured bone. For the first few years of my life, I simply went with the flow. But when I was five, I started asking questions. I wanted to know why I couldn’t play baseball or why I couldn’t walk. Mom finally gave me the scoop one day when she knew I was old enough to understand. It went kind of like this:

	The day was just dawning, the weather seasonable for the middle of November, a brisk forty-four degrees at daybreak. Exactly 274,940 other babies would be born this day, an average of 191 babies per minute. Since Osteogenesis Imperfecta affects fewer than 20,000 births annually in the United States, there was a good chance I was the lone winner of that unlucky lottery on Friday, November 16, 1956. Eisenhower was President; “Love Me Tender” and “Blueberry Hill” were racing up the record charts; Don Larsen had just pitched the first (and only) perfect game in World Series history; and a bestselling book, Profiles in Courage, by a junior senator named John F. Kennedy was capturing the attention of Americans everywhere.

	It was an uneventful birth. Everything seemed normal to the doctors and nurses. Yet they couldn’t understand until much later why I wouldn’t stop crying. It was only when I was safely cradled in my mother’s arms that I would find peace.

	At first, the doctors didn’t know I had Osteogenesis Imperfecta. It took a specialist like Dr. Nicholson to make that determination. No one knew how brittle my bones were, least of all my parents. Nowadays OI would be detected in the womb. My parents only knew what Dr. Nicholson told them about this rare condition: It’s a genetic disorder that often comes from the mother’s side of the family. 

	OI is caused by a defective gene which affects how the body produces collagen, a protein that helps strengthen bones. Type I is a tame version of OI. Most children born with Type I OI live normal, healthy lives into adulthood. My case is a mix of Type III and Type IV, the more severe kinds of OI. Life expectancy averages twenty-five years—the overwhelming fractures can cause too much strain on a young heart, and because of limited lung capacity due to an unorthodox physical torso, pneumonia is always a danger. Resistance to disease is often in jeopardy or non-existent. One way or another, OI always wins. The most severe types result in death at birth or shortly after. There is no cure.

	Mom claimed I was walking up until my first fall. I may have been born with fractures, as so many babies with OI are. I’d rather not think about the possibility of broken bones at birth, having fractures in the womb, or crying from fractures during delivery.

	The condition didn’t manifest itself until one night when I was twenty-one months old. It was bath night. I loved going into my room as the tub filled with bubbling water, grabbing a dry washcloth out of the drawer, then tossing it into the water and watching it sink to the bottom. On this night, the linoleum in my bedroom was wet. I slipped on my way to the drawer, tumbled, and snapped the femur in my left leg. I was rushed to the local hospital, where they put the fractured leg in traction. During my stay in the hospital, someone moved the traction. A nurse, the cleaning lady, or family member… it really didn’t matter. My left leg started to swell, my toes turning blue, a sign of poor circulation. I was transferred to one of the big city hospitals, the old Children’s Hospital (or CHOP) in nearby Philadelphia, Pennsylvania. 

	That was my first encounter with the famous Dr. Jesse Nicholson. Dr. Nicholson was a world-renowned orthopedic surgeon/bone specialist. He was my savior and I trusted him. Seeing him meant a fresh fracture, yet he always had a calming effect on me. The doc would take the pain away. He would make things better. 

	Dr. Nicholson was an older gentleman, with white hair and round, John Lennon-like glasses. He had a very distinguished air about him, almost British in nature, but he had grown up in Camden, New Jersey, walking in his father’s footsteps as a physician. 

	Once Dr. Nicholson saw my leg, his first reaction was anger. Why did they wait so long to transfer me to Philly? He whisked me into surgery without delay. Dr. Nicholson pondered the issue before him: the bone had not knitted properly. All the marrow and calcium was leaking underneath the tissue. That was why the leg was growing to several times its normal size.

	 Over a cup of coffee in the hospital cafeteria, Dr. Nicholson reviewed the events with my parents: how he’d had to step away from the operating table; the smell from the leaking marrow so odorous, he had to make a quick decision about whether to amputate the leg or save it.

	 One moment my folks were the happy parents of a rambunctious, almost two-year-old, seemingly healthy little boy, and the next moment they were the concerned parents of a kid with a life-threatening condition. It was the first time my parents heard the term “Osteogenesis Imperfecta.” No matter how well Dr. Nicholson tried to prepare them, there was no way my folks could ever have imagined what they were facing.

	 “If he makes it past sixteen there may be a chance of long-term survival,” he said between sips of hot coffee. “Even so, I’m sorry to inform you that the prognosis isn’t good. His bones are paper-thin. A long road of broken bones is ahead. I wish I had better news.”

	  He mentioned that in all his years of practice, he had seen maybe one, two at the most, cases of this rare condition. Each time, the baby didn’t live very long. Which was a blessing, considering these kids were breaking bones at an alarming rate.

	So began the vicious cycle of fracturing a bone, wearing a heavy plaster cast for six to eight weeks, and then fracturing a bone again. In and out of hospitals was my “normal” routine. Ambulance trips anytime, day or night, from anywhere—school, church, or home. I broke all my limbs and my back in every way imaginable: sneezing or coughing too hard, turning over, awake or in my sleep. My legs sustained the brunt of the fractures. They felt “safe” in the security of a cast. I actually grew to dread leaving a cast, knowing a future fracture awaited outside the protection of plaster. The doctors started calling me “China Baby” because my bones shattered like glass. I was always thinking of the next fracture, afraid to move. A sudden twist could be devastating, so every movement had to be slow and well-planned. Basic instinct and quick reflexes were forbidden in my world. One false move and painful circumstances were my reward. Movement always held a certain degree of anxiety and caution. 

	 To me, being in and out of a cast every few months was normal. Not being able to do things other kids could do was normal. Pretty soon the words “Osteogenesis Imperfecta” were burned into my brain. The term was marked everywhere on X-rays and charts. I would tell interns or nurses what my condition was even before they asked. 

	“I have Osteogenesis Imperfecta,” I would say matter-of-factly in my high, squeaky voice. I didn’t know the condition was rare. I didn’t know the doctors were telling my parents I probably wouldn’t live very long. 

	  The worst type of fracture was when I needed to wear a full body cast. Only my arms and head were free to move. I couldn’t do anything for myself; even eating was a challenge because I was flat on my back all the time unless they flipped me over like a turtle to prevent bed sores on my butt. When I was ten, I wore a body cast for close to a year. 

	My father had been carrying me home from church one Sunday morning. He used to carry me everywhere, like Tiny Tim in Dickens’ A Christmas Carol. I was light and small, not into the wheelchair phase of my life yet. On that winter morning, he slipped on a patch of black ice and fell. A typical fracture usually occurred at lightning speed. An awkward slip or a fall and I felt and heard that familiar crunch. But this was different. This happened in slow motion. This scenario was even more frightening, knowing I was going to fall, knowing the ground was cold and hard, knowing a fracture would occur in a fraction of a second, and knowing there wasn’t a damn thing I could do about it. When we hit the unforgiving churchyard ground, I instinctively tried to brace the fall by sticking out my right arm. All the bones in my body were brittle; my legs took the majority of the breaks. This time I broke both my legs, two vertebrae in my back, and shattered my right elbow.

	My father carried me the rest of the way home while I cried out in pain. I tried not to cry as we waited for an ambulance. Spasms of electrifying pain ravaged my entire body. Extra blankets, please, I asked my mother. I’m so cold. I can’t stop shaking. I heard the ambulance siren growing louder, knowing they were coming for me. I began to feel nauseated. Pain knifed through my limbs and broken back as the attendants transferred me from the sofa to the stretcher. The crumbled elbow rested on my chest. I knew a very long day was ahead. I could deal with the leg fractures; they were a dime a dozen. The elbow fracture was different. Since it was literally shattered into pieces, they would have to surgically repair it. My broken back was destined for traction, first in the hospital, then at home.

	I had never been so glad to see Dr. Nicholson in my life. We had a true love/hate relationship. I loved him for his help taking the pain away and I trusted him completely. But I also dreaded seeing him, as this usually symbolized pain. Dr. Nicholson was becoming my “maintenance man.” Every eight weeks or so, we would meet with a fresh fracture.

	“Well, Jeffrey… What did you do now, I wonder?” he would greet me, whisking me into the Cast Room, his white coat shining bright, like my personal knight. For some unknown reason, even though he obviously knew my name was Gregory, he still called me “Jeffrey.”

	 “Oh, my,” he would mumble, assessing the situation with a sympathetic look in his steely blue eyes. “Let’s fix you up then.”

	That’s the way it was for the first sixteen years of my life. Break a bone, rendezvous with Dr. Nicholson in the Cast Room, where he would slap on a cast, saw it off in a few months, and repeat… over and over and over again.

	When I wasn’t fracturing, I had nightmares about fractures. Sometimes I would wake up screaming with incessant dreams of falling. Knowing I was falling, knowing I would break a bone, knowing it was going to hurt, knowing what would happen afterward: the chaos, the ambulance ride, the cast, the pain. No matter how many times I broke a bone, it always seemed surreal. Even later in life, the nightmares continued. The vivid dreams shattered my sleep. I’m sure I had PTSD—Post Traumatic Stress Disorder—something that was never treated. Back when I was a kid, PTSD wasn’t taken as seriously as it is now. 

	Children’s Hospital was my second home. The old, gray stone building looked like a cold English castle from the outside—or a gruesome mausoleum, depending on your outlook. The room I dreaded the most was the infamous Cast Room. It was a small room on the first floor, painted all white. The dusty scent of plaster hung in the air. Electric saws of different sizes hung on the wall. The sights and sounds filled me with terror. I remember the whirring sound of those saws and the heat they gave off when they buzzed too close to my skin. Plaster dust flew everywhere in cloudy white puffs. After Dr. Nicholson split the cast in two, he’d pry apart the plaster with what looked like a pair of giant tongs. There the frail leg would be, wrapped with cotton and gauze, as weak and fragile as a newborn chick just hatched from an egg. I’d glance at the so-called leg like it was detached from my body. Wiggling my toes, the air refreshingly cool on my skin after several months of confinement, I’d feel a strange disconnect from the lifeless limb lying passively on the table.

	 

	[image: A baby lying in a crib with stuffed animals

Description automatically generated]

	An early fracture

	 

	Casts were always uncomfortable, especially in the summer. I got pretty good at scratching an itch with a pencil or a ruler, even though Dr. Nicholson always frowned against this tactic. “Jeffrey,” he would lecture, “what are you up to now?”

	 The worst cast of all was the kind that went over my hips and around my chest, called a “spike cast.” It was hard, if not impossible, to sit up, for weeks or months at a time. When I broke both legs at once, there would often be an annoying plaster bar between my knees. This was meant to keep my legs apart and was also a way for my father to lift me. Dr. Nicholson would saw the cast in half and I would go home in the shell. After a few days, I’d feel strong enough to leave the smelly old cast behind and face the world without the plaster protection. Funny, I hated being in the cast for months and couldn’t wait to be free, yet I hesitated when it was time to “leave the nest,” so to speak. My leg always felt soft against the cool bedsheets after months of rough, irritating plaster; and yet the cast meant protection from unpredictable fractures.

	There were quite a few simultaneous fractures. Just because one limb was healing in a cast didn’t mean I couldn’t break another bone in the meantime. I had many instances of casts on my legs and my arms or back. A “double or triple whammy,” so to speak. 

	That was my life. A really, really bad version of Groundhog Day. I could see how kids didn’t live long with OI; it wears you down. Not just the never-ending pain; the stress on the mind, afraid to move, afraid that a sudden movement, something like a reflexive sneeze, will snap a bone. 

	When would it all end? Death would always prevail, but the question was when. There were times I may have preferred the peace of death over the constant fractures of my childhood. But even death would not accommodate my wishes. It just wasn’t my time.

	 

	 

	


Chapter 2: A Rare Species

	 

	Despite the continuing fractures, I was alive, which amazed the doctors. When I turned thirteen, they decided to try surgery. I remember riding home in the front seat of our station wagon after an evaluation and consultation appointment, where surgery on my legs was recommended. My parents always allowed me to decide. We were almost home, driving through Valley Forge Park in a soft purple twilight, the lovely instrumental song “Love is Blue” playing on the car radio. And I was crying. I had to tell them it was okay to plan the operation. I didn’t want it; I knew there would be pain, another cast, and time away from home. But I also didn’t want to let my parents down. I trusted their judgement that surgery was for the best. 

	There were many tough decisions like that over the years. I was mature enough to understand the circumstances, but I always wondered why a little kid had to make such life-altering choices. It didn’t seem fair.

	 I had a total of five operations on my legs. Dr. Nicholson did the honors each time, inserting stainless steel pins and rods (roughly the size of knitting needles) into the bones of my lower legs, hoping it would allow me to stand and walk. My legs were slowly beginning to bow, a grotesque outcome, common in OI patients, so the pins would hopefully keep my legs straight. 

	However, a few months after each surgery, a scab would form on the leg. Soon, the shiny sharp point of the pin would emerge through the skin as my body rejected it. Dr. Nicholson would pull them out, and the process would start all over again. With each surgery, the pins got heavier and larger; my body continued to reject each attempt. We saved the pins as souvenirs.

	It was several years of frustration. All that work—a six-hour surgery, rehabilitation, and months in a cast—only to see the gruesome sight of the pin protruding from my leg with each try. After each operation, my legs became smaller and smaller. The doctors took bone out every time to make the pins fit. As a result, my legs became stunted. The pins did prevent my legs from bowing, at least until the pins were rejected, but because of all the surgeries, my legs became dwarf-like, out of proportion with the rest of my body.

	 When Dr. Nicholson took off the cast after the first surgery, I was horrified. I’d never expected my legs to be so disfigured. They didn’t look great before with all the fractures, but now I looked like a monster. I cried looking down at my own legs. I was angry with myself for agreeing to the surgery.  No one had told me how my legs would look afterwards. It was a terror I never really got used to, and one I could never get away from.

	It was during one of those pin rejections that Dr. Nicholson and I had our first disagreement. He would pull the pins out when they came through the skin far enough to grab, generally with a pair of pliers. This time the rods were huge. My legs felt even weaker; the pain and past rejections were still fresh in my mind. I lost it when we reached the hospital. Maybe it was all that pent-up anxiety, anger, and sadness that had accumulated over the years. It was like someone else was in control of my emotions. I wouldn’t allow Dr. Nicholson, or anyone, to touch me. I sat on the table in the Cast Room where I had suffered so many times before. This time, I’d had enough.

	Why not numb my leg when they pulled out the rod? People got a shot of Novocain at the dentist before a tooth was pulled, right? This was a steel rod sticking out of my leg, for God’s sake. Here I was, ready to have a stainless-steel dagger pulled out of the bone in my leg, and Dr. Nicholson wouldn’t give me anything for the pain. It will only take a second, reasoned my parents. The bargaining continued endlessly. Be brave, they told me. I cried and screamed, No!

	For the first time since I’d met Dr. Nicholson, close to ten years earlier, I felt he was out of touch with my feelings. He acted like he didn’t have time for this foolishness. I had been courageous for so long. Maybe he took my tolerance for pain for granted. I felt helpless on that cold table. Please, somebody help me kept flashing through my mind in bold red letters. My parents didn’t say anything. Their hearts had to be breaking, yet they deferred to Nicholson. The aides held me down and he yanked out the rod. I yelled with pain. It was worse than a damn fracture.

	I left the hospital in tears, my confidence shaken in Dr. Nicholson and even in my own parents. Wasn’t anyone on my side? Not even God?

	 I blamed Dr. Nicholson for making my legs so twisted and ugly. I hated him for failing. He was the symbol of this entire process. He personified OI, and I hated it. I never wanted to see him again.  Yet I knew I was trapped. I would see Dr. Nicholson again. I would frequent Children’s Hospital in the years to come. Like it or not, there was no way around it. All I could do was cry.

	As I matured, I realized that Dr. Nicholson was an angel, one of many to touch my life, both as a child and later in life. I regret any time I gave him a problem. Admittedly, it wasn’t often. If only I had understood that, even as the source of excruciating pain, Nicholson really was an angel in disguise. 

	During those surgical years, when I had to stay in the hospital for a few days, interns and doctors from foreign countries would stop by my room to gaze at my legs. They knew I had OI just by looking into my eyes. The whites of my eyes were slightly blue. Most of the time, this didn’t bother me, but as I grew older, I became more self-conscious about my appearance, like any teenager. I wished I only had pimples to worry about.

	Sometimes I felt like an animal in a zoo. I was a rare species, as I was constantly reminded. My parents advised me to cooperate; anything to help the doctors understand OI better was worth the awkwardness of the moment. One time they wheeled me into this huge auditorium where I was greeted by a sea of white uniformed doctors and nurses. I gazed at their curious faces as they stared back at me. Dr. Nicholson was there, front and center, various diagrams, charts, X-rays, and a blackboard at his disposal. He lectured for a while, highlighting his presentation with the unveiling of my legs. I saw the doctors and nurses taking notes, busy scribbling in their books. They would stare at the diagrams, stare at me, write some more notes, and so forth while Dr. Nicholson lectured. This went on for a good ten minutes or so before an orderly wheeled me away. I felt like a specimen from a laboratory; it was all very impersonal and cold. So, of course, I naturally waved goodbye to everyone. This brought a mix of laughter and sighs, and a few medical professionals in the crowd waved back, which made me feel better.

	Even though the surgeries didn’t help me walk, as was the ultimate goal, the doctors were right about one thing: After age sixteen, I stopped fracturing so frequently. That was a miracle in itself. Less pain, fewer trips to the hospital, fewer casts. 

	I might live, after all.

	 

	 

	


Chapter 3: Angels Among Us

	 

	When people find out how long I have been living with brittle bones, they wonder what the secret is to my longevity. The answer is simple: angels—great people in my life, starting with my parents. They took such good care of me, especially when I was a child and at the height of my breakability. I was blessed to have such extraordinary people as my mom and dad in my life. 

	My father grew up in an orphanage after his mother tragically died when he was an infant. He was a World War II veteran and survived the Battle of the Bulge where he was wounded and awarded a Purple Heart. After the war, he worked as a machinist at the B.F. Goodrich tire plant for over thirty years. It was normal for Dad to work overtime and weekends just to make ends meet. My parents lived paycheck to paycheck, and my medical bills didn’t help matters.

	Baseball and television bonded us. Mom would read to me or pray with me; Dad would lie on the floor with me in the living room, watching shows on our black and white TV. Jerry Lewis movies or Phillies ballgames were favorites. One of the simple joys in life back then was filling a bowl with pretzel sticks and sharing them with my father as we watched television together. It had occurred to me that pretzel sticks were much like my bones—thin and easy to snap.

	 Dad would lift me everywhere and carry me up and down the stairs. He was my transportation; if I needed to go anywhere, I trusted my father to get me there. When I wasn’t anchored at home by my most recent plaster cast, every Sunday evening we would head to the local bowling alley. For many years Dad was Captain of Sacred Heart White, his fall-to-summer league bowling team. I was in my glory, a Coke and a box of Bachman pretzels at my table from where I often kept score. Those Sundays got me out of the house and gave me something to look forward to and provided another bonding opportunity with my father.  

	My father’s team never won the championship, so they were always the underdogs. Every year they chased the dream of a championship season, just like our Phillies. Every year they came up short (just like our Phillies). Dad was a mediocre bowler at best, averaging 155, a lefty like me. Forty years later, we found three of his bowling balls and a box full of his old trophies in the basement. Those relics of days gone by had gathered dust over time, but through them, the memories of my father remained fresh. Tears welled in my eyes when we found those old bowling balls. Somehow, I felt closer to my father in those moments.

	My father was the type of guy you would want to sit down and have a beer with while talking sports. Dad loved baseball, and we went to as many games as my health allowed. The Philadelphia Phillies were our passion, win or lose (we barely survived their monumental collapse in 1964), living and dying with each game. We always looked forward to baseball season and picking out which games we would attend when the schedule was released. It was a thrill getting the tickets in the mail or venturing down to venerable Connie Mack Stadium in winter to buy tickets for the far-away summer games. 

	The Phillies didn’t win much while I was growing up. They were perennial underdogs too, but they never gave up trying, so they were a team I could identify with. I watched all the games on TV or listened on the radio. Like every kid, I had a transistor radio tucked under my pillow at night so I could listen to the late West Coast night games. If I fell asleep before the game ended, Dad would stick a note on the bedside rails in the morning before he went to work, with the final score: “Phils won, 3-2.”

	Like most kids in the early sixties, I collected baseball cards. I remember Dad buying me packs and packs of cards from “Ann’s & Harry’s” store around the corner. I would “flip” or trade my doubles with neighborhood kids on our front porch. 

	My favorite player during my childhood was shortstop Bobby Wine. He couldn’t hit a lick, but he was the best defensive shortstop of his time. He had a rocket arm, great range, and his glove gobbled up ground balls like a vacuum cleaner. I loved his style and ease while playing the field. “Scrappy” was a good term for Wine. Dad knew someone from work who was Bobby’s neighbor. (Wine lived in the Philly suburbs too.) As a surprise, he arranged for Bobby to call me on my birthday one year. Imagine getting a call from your favorite ballplayer on your birthday!

	 Baseball, so pure and innocent in the sixties, allowed us to share a common bond and spend special times together, father and son. “Keep fighting,” Dad would encourage. “We have a ballgame to attend next spring.” Baseball was a reason to stay alive. 
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	Recovering from another fracture – Bobby Wine, Cardinal Krol and Bobby Rydell on the corkboard

	 

	Baseball came into my life again the following June. My Uncle Joey, who lived in Atlanta, Georgia, knew some people in the Braves’ organization. They found out about my illness and sent me a bunch of stuff in the mail: signed baseballs, yearbooks, stickers, plus a nice get-well letter from their manager. Soon I was receiving packages almost daily from different teams. The excitement built each day as Mom went for the mail, and returned holding another envelope or box with the return address and logo of the Pirates or Yankees on the front. The St. Louis Cardinals overwhelmed me with everything they sent: signed photos, an autographed baseball, stickers, you name it. Their legendary manager, Red Schoendienst, wrote a personal letter on Cardinals stationary, saying the whole team was praying for me. 

	Our next-door neighbor, Mr. Leininger, was a big Redbird fan. He was a swell guy, a history teacher at the local high school. He used to playfully tease the heck out of me every time he saw me, knowing I was a huge Phillies fan. “It’s all St. Louis this season,” he would say, wearing that stupid Cardinal red jacket. I could only smile and reply, “We’ll see,” because the Phillies were terrible. The Cards even stole the 1964 National League pennant from us when the Phillies collapsed down the stretch that September in epic style. But when the Cardinals sent me all of that cool merchandise, I had to grudgingly admit that St. Louis wasn’t so bad after all.

	As much as we wanted our Phillies and Eagles to finally win a championship, there was always next season. A new baseball or football season gave me a reason to keep fighting as the fractures piled up and my body grew weaker. The frustrating defeats faded into renewed hope each year, hope which kept my dreams alive and made me fight even more. But it was more my father who gave me so much to look forward to in life. My father… another angel in disguise.

	My mother told me how the authorities had once interviewed Dad at the hospital, thinking the cause of my fall and fracture was child abuse. He underwent extensive questioning. Of course, hardly anyone knew of Osteogenesis Imperfecta back in the late fifties; even the medical professionals were in the dark about the rare bone condition. I suppose they were only doing their job, but I can’t imagine how terrible my father must have felt, knowing he was even suspected of hurting his little boy.

	 It had to kill my parents to see me constantly fracturing, to be in pain, to know my fate was out of their control. It would’ve been so easy for them to put me in a home for handicapped children and let someone else deal with the situation. But they refused to send me away, even when Dr. Nicholson advised my admission into the Seashore House in Atlantic City, New Jersey. Mom said later, “We never even considered it. We always thought you would get better. And we weren’t going to abandon you.”

	Mom often remarked that “God never gives you more than you can handle” in life. Mom was my champion. She suffered just as much as I did. She felt every broken bone in her broken heart. Yet she was never bitter or angry with God. She remained a fountain of hope, love, and faith.
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