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			“This is the story of a woman with a bad heart who was able to overcome all challenges with tenacity and a good heart. Emily Falcon is a gifted storyteller. The story is packed with action. It is a reminder to value every single day, hour, minute.”

			— Dr. Marius Stan, scientist, author, and actor (Breaking Bad)

			“Perseverance, determination, and a positive attitude toward oneself and the ability to seize opportunity are just a few takeaways from Emily’s personal and heartwarming story.”

			— Jack Fleming, President and CEO, Boston Athletic Association

			“Emily takes the reader into her tumultuous health journey, which placed her on the sidelines. It culminates in her ability to move from the sidelines into the path of active participation. I shed tears when she described her many experiences with failed cardioversions and ablations and could not begin to imagine the anxiety and frustration that she endured. I rejoice with her now that she can move from the sidelines to the finish line of almost everything.”

			— Daphne Davis-Patrick, DNP, Author, Educator, Inspirational Speaker

			“A powerful, personal story of a woman fighting for independence and happiness. It’s difficult to talk openly about one’s fears and self-conscious feelings. Emily lets us know exactly what she was feeling. She lets us inside the experience of living with chronic illness.”

			— Frank Jaworski, CRNA, father to an adult born with congenital heart disease (CHD)

			“I love the uplifting message of this book. It’s so good to have this out there for people who feel their problems are just too much to overcome. Emily is very relatable to anyone who’s struggled with long-term health issues.”

			— Hope Angelina, author, The Story of Hope: A Mother and Transdaughter’s Odyssey of Rediscovery, to be published in 2024; adult with CHD

			“As a heart patient myself, I felt like I was gaining a friend while reading Emily’s book. She described the life and emotions of a heart warrior so well! I was very touched by Emily’s story.”

			— Lauren Elizabeth, author, Lessons from a Broken Heart, to be published in 2024; graphic designer; adult with CHD

			“This is a story of a woman and her team of caregivers’ amazing journey of multiple medical challenges and her successes over them. Emily is a role model for all who face and overcome challenges. Having cared for hundreds of adults with CHD I still found the final race description to be very impactful and I will admit it brought me to tears.”

			— Disty Pearson, PA-C
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			Foreword

			My brother Rick had cerebral palsy and was a nonspeaking quadriplegic. To communicate he had to type his messages out one letter at a time. One day he asked our father, “Can I run in a race?” and Dad said, “Yes you can!” When they got home from the race Rick wrote on his computer, “Dad, when I am running it feels like my disability disappears.” Dad was hooked, and he had a custom racing chair built in order for them to participate in races. My father, Dick Hoyt, and my brother, Rick, ran the Boston Marathon together thirty-two times. They were known as Team Hoyt, a father-son duo who advocated for people living with disabilities.

			The Hoyt Foundation was formed in 1989 and aspires to build the individual character, self-confidence, and self-esteem of America’s disabled young people through inclusion in all facets of daily life. We educate the public about disability awareness and promote the Team Hoyt motto, “Yes You Can.”

			Emily Falcon makes our mission a reality. One of her mottoes is, “Just Try,” and ours, “Yes You Can,” shine throughout this book. Falcon tells a stranger, “If I can do it, you can too!” She participates in challenges even when the task might seem insurmountable. Her story enables readers to realize their own potential. Whether it’s going on a walk or running in a race, Falcon demonstrates believing in yourself and never giving up.

			Her resilience and determination have allowed her to become a strong athlete, something no one thought was possible. Her obstacles and triumphs are relatable to anyone who has faced and wants to overcome hardships. The advice she gives will make you want to get out there and participate!

			Team Hoyt completed more than 1,100 races together. Falcon’s race total might someday match my father’s and brother’s with her strong determination. She will motivate you to achieve your dreams and make the impossible possible because, yes, you can!

			Russ Hoyt
President & CEO
The Hoyt Foundation
teamhoyt.com

		

	
		
			Prologue
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			Emily in 2018, Before the Race

			In April 2018, I blended into a crowd of 10,000 athletes eager to hear the starting gun for the 5K race to begin. Smoothing out my running leggings and tank top, and glancing down at my runner’s bib with my number, I glimpsed my pink and purple chest scar shining brightly. The scar came from my open-heart surgery eight months prior. None of the other participants knew that I had a heart condition or that I had overcome thirty-five years of obstacles to take part in this race. Like everyone else, I was anxious and ready to start running, hoping to do my best.

			I had never participated in gym class or sports because of my heart condition, so this was a first for me. In the past, even a set of stairs or an incline could leave me breathless on some days. In the previous few decades of my life, I could never even have contemplated joining an athletic event because I wasn’t physically ready to meet the challenge, but I was now attempting it. Trying not to become overwhelmed thinking about what I hoped to accomplish with my newly changed body, I heard the starting gun, and the race commenced.

			The elite runners took off. Eventually it was my turn to advance to the starting line, away from my family. As I walked ahead, I took in my surroundings, hearing the cheers of the crowd and seeing the tall Boston skyscrapers shining radiantly against the sunny blue sky. Everything was full of promise. The buildings reflected the green grass of Boston Common and the blur of athletes and spectators. I began to feel more excited than anxious. As I went around the last corner on Beacon Street before the starting line, I saw my family in the crowd. We waved goodbye. Turning on my music playlist, I ran over the starting line and began …

		

	
		
			Introduction
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			Emily and Mt. Denali (September 13, 2018)

			What is it like to experience the strength and vitality of youth for the first time at age thirty-five? This is a story of my personal “Benjamin Button” journey. In F. Scott Fitzgerald’s short story “The Curious Case of Benjamin Button,” Benjamin is born an old man and experiences life in reverse, taking on new abilities as he becomes younger. In my case, as a result of a life-altering surgery, my abilities continue to develop, and I feel younger and more fit every day.

			I went from being unable to run more than a few yards to developing as an athlete who participated in my first athletic event, a 5K race, just eight months after open-heart surgery. I chose to move away from the comfort of my medical team and family in Boston to Alaska, where physical challenges were part of everyday life. Whether hiking in Denali National Park, getting lost in the woods, or whitewater rafting in freezing rapids, I found my endurance tested in ways it had never been previously.

			I have never had a normal life. At seven weeks old, in 1982, I had a heart attack that destroyed forty percent of the left side of my heart. My heart condition forever altered the course of my life and led to two open-heart surgeries, one at age six and another at age thirty-five.

			A little over a year after my second surgery, my cardiac surgeon gave a presentation that featured my medical journey. After the talk, many audience members came up to me and told me they were inspired by my story. I didn’t understand why, or why they called me a hero. I felt like all I had done was go on living and trying, which I did not feel made me stand out. One audience member shared her fears and hesitation about trying to go on a hike. I responded, “If I can do it, you can too!” Taken aback for a moment, she then agreed to give hiking a try. For the first time, I realized how my story could inspire others.

			This book is about my experiences and how I have felt leading a life with complex, chronic medical issues. Unlike many survivors who have experienced sudden traumatic illness or accidents that forced them to live with newly acquired limitations, I have an uncommon perspective, from both a child’s and an adult’s viewpoint, because I have experienced a rare and chronic illness from birth.

			At times, it might seem discouraging to read about everything I went through, and it might seem as if life will never improve, but it does. The skills and knowledge of my medical team, endless support from my family, and my own dogged perseverance enabled me to live a life no one ever dreamed was possible. No one and nothing, least of all my body, is holding me back anymore. I want to fully explore my abilities after a lifetime of restrictions and live my motto to the fullest: “Don’t waste a second.” By sharing aspects of my journey, I hope my insights can encourage people who doubt their own resilience.

			Today, I live in a different world, one that is full of potential. My wish is to show people who hold back from experiences that maybe they can make a different choice. People with chronic illness can be inspired and learn to advocate for themselves. They can appreciate their level of health and not take it for granted. All opportunities, both big and small, should be embraced. Never waste a moment and don’t let life pass you by!

		

	
		
			The History of Emily
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			Emily, Third Birthday (July 1985)

			“She’s here!” Dad exuberantly told his parents-in-law over the phone in late July 1982.* “She’s five pounds, seven ounces, and everything’s perfect.”

			“You’re joking, that can’t be. The baby’s not due for thirty more days.”

			“It’s true. Now you’ll have to come to Boston to meet her.”

			After a few days in the hospital, when Mom had recuperated from her cesarean section, we were ready to go home.

			“What will she wear to go home?” Dad asked Mom as he unpacked a small suitcase with some onesies.

			“We only have a few choices since Emily’s small and we haven’t gone shopping yet. What about this white onesie?” On it, blue and yellow turtles with racer helmets were speeding along on fast wheels, and orange bears with yellow headphones listened to music.

			“That looks good and we have to get some supplies,” Dad replied.

			Soon my parents adjusted to our new lives together. Mom worked as a copywriter and had her baby shower at her office the week prior to my arrival. Dad was an electrical engineer and is from the Midwest, which you wouldn’t notice until he says things like “Q-pon” instead of “coupon.”

			On a sunny September day, when I was seven and half weeks old, my parents took me to the beach to hear ocean waves for the first time and to see the sandy shores of Nantasket Beach. I was unable to enjoy the seagulls and warm weather.

			“Why won’t she stop crying?” Mom asked, exasperated. “I’ve tried feeding her, and she won’t drink.”

			Dad stared at me in confusion. “Maybe she has a cold?”

			My parents called my pediatrician, who said calmly, “Don’t worry. Babies often cry. No need to come in for an exam.”

			The next day, Mom called the pediatrician again. “She’s still not drinking and now she’s vomited.”

			“Okay, bring her in to see me.” When we got there, he listened to my heart and said to Mom, “Go to Massachusetts General Hospital immediately!”

			Mom quickly drove into Boston and parked in front of the hospital, MGH, in the ambulance bay and rushed me inside. I was admitted to the Pediatric Intensive Care Unit (PICU), since the doctors knew something was wrong with my heart. On about the fourth day they confirmed that I’d had a heart attack.

			The doctors diagnosed me with anomalous origin of the left coronary artery from the pulmonary artery (ALCAPA), after a period of testing in the PICU. This means my left coronary artery**, which carries blood to the heart muscle, arose from the pulmonary artery instead of the aorta. This prevented my heart’s blood supply from having sufficient oxygen and blood pressure, resulting in my heart attack. My condition is not inherited; rather it occurs during fetal development. I also had mitral valve regurgitation, meaning my valve leaked and blood went in the wrong direction. The valve had been fine before the heart attack, when it was damaged. I survived my heart attack because of the good care I received in the hospital and because my body created extra pathways, also known as collateral arteries, to feed blood to the weaker side. Without those things, I never would have survived.

			[image: Anomalous left coronary artery]¹

			If I had been born even thirty years earlier, I would have had scarce options, but by the 1980s, although there was little compared to what there is today, technology had advanced enough to offer treatment options for children.

			After my heart attack and initial diagnosis, I remained in the hospital, as I was too ill to return home. Mom stopped breastfeeding me soon after I was admitted, because it was too hard.

			“Not many children survive this cardiac condition into adulthood,” my doctor gently told my parents. Questioning my future and hoping for the best, everyone silently looked at me in the crib, intubated on a respirator to help me breathe, fed through an IV (intravenous transmission of medication or food), listening to the machines beeping and keeping me alive. The internet did not exist yet, and my parents had no family medical history that gave them prior knowledge about cardiac care or how to navigate life with a child in the hospital.

			In the 1980s, it was rare to diagnose my condition and to find hospitals or cardiologists with experience treating it. Congenital heart defects are the most common type of birth defect in the United States, affecting about one in 100 babies,2 and ALCAPA occurs 0.25–0.5 percent3 of the time, with an overall prevalence rate of one out of every 300,000 births.

			My doctors figured things out as they went along with no clear guidelines or treatment manual, using the knowledge they had at the time and consulting with other physicians. The doctors considered transferring me to Boston Children’s Hospital, where the cardiologists consulted wanted to perform my corrective surgery right away. My cardiologist at MGH advocated waiting until my heart grew larger and stronger. My parents agreed this was the best option, so I stayed a patient of MGH, where they provided medications, testing, and monitoring. Some days my health was precarious. Mom said, “During the months at MGH we were told that each hour that you lived was a good hour.”

			Currently, there are clearer treatment plans and prognoses for people with ALCAPA, with basic information readily available. Data now suggests that when ALCAPA is untreated, approximately ninety percent of babies die within the first year of life.4 Children who are diagnosed and treated now, with more experienced doctors and clinics in the United States, mostly grow up to live a normal life.5

			Autumn 1982

			Little milestones during this trying time were a huge victory. Almost a month after admission, my doctors took me off the respirator and Dad wrote in his diary, “Emily gets her IVs out and starts to eat milk, then powdered bananas, then peaches!” A few days later, “Emily can be carried for a walk down the hall!” Since I almost died, every little new thing I did became a big deal. The doctors asked Mom to participate in some experiments to learn more about infant cardiac patients. Each time she left the room, my heart rate rose, and it lowered upon her return.

			A month later, the doctors moved me out of the PICU to the Intermediate Care Unit (IMCU), which meant my health was improving. When I was taken out of my room for tests, I enjoyed a painting on the ceiling in the hallway of the dwarfs from Snow White and the Seven Dwarfs. Dad pointed at all the dwarfs and I laughed, looking at Dopey in his long, olive green dress and cone-shaped blue hat.

			During a brisk autumn week, almost two months after the warm beach weekend and my hospital admission, my parents brought me home. They gave me numerous medications and we had regular trips to doctors and occasional Emergency Room (ER) visits. Mom took care of me, not returning to work after I was diagnosed, realizing that I needed her care full-time. I lived in congestive heart failure. This meant that my heart couldn’t pump blood efficiently to get rid of fluid, so I couldn’t add more liquid to my diet. I quickly commenced eating solid food that Mom made from scratch, much earlier than other infants. My fluid intake was limited to four ounces a day and after some improvement went up to six ounces per day, while an average baby might drink that amount at each feeding.

			Spring and Summer 1983

			For the first time, in early March, the electrocardiogram (EKG) showed a dramatic improvement in the electrical activity in my heart. My parents celebrated my first birthday in July, and Dad wrote in his journal, “She made it!” The doctor’s care plan was working.

			Three months later, the doctor performed an echocardiogram (“echo”) to view the inside structures and blood flow of my heart via ultrasound. After the test, my pediatric cardiologist, Dr. Gold, called my parents with the results. “The infarct, or dead tissue resulting from Emily’s heart attack, is starting to gradually become a smaller part of the heart as the healthy parts of the heart continue to grow … but, her other problem, the mitral valve regurgitation, is not improving and continues to leak. We’ll continue to monitor it.”

			July 1984

			From the time I was a baby, my parents supervised my activity. They were happy I could play quietly with my stuffed animals.

			“There she goes with Teddy,” Dad smiled. “You might have to wash him soon so we can tell he’s a polar bear again!”

			Mom asked me, “Why aren’t you eating, Emily?”

			“Teddy’s hungry,” I said, feeding him some food before eating myself.

			Teddy helped me celebrate my second birthday. I blew out the candles and shared some cake with him.

			A few days later, Mom asked Dad, “Your boss gave you the day off for Emily’s doctor’s appointment, right?”

			“Yes, of course. If she might have to have the surgery soon, I can’t miss that.”

			When I got home from Dr. Gold’s, I was playing on the floor with my dolls and Dad knelt down beside me with batteries to put into my broken toy.

			“Emily, your toy’s broken. Who can fix this?”

			“Dr. Gold!” I announced. Even at a very young age, I believed my cardiologist could make everything better.

			A few weeks later, Mom spoke to Dr. Gold on the phone while I played on the floor in the kitchen.

			“I have good news!” he said. “The consensus amongst my colleagues and me is to adjust Emily’s medications. Let’s let her grow bigger before we operate on her heart. She’s doing well and I’d love to wait as long as we can. That will reduce the likelihood of us needing to perform a second surgery later to accommodate her growing heart.”

			August 1987

			I had a live-in babysitter, Marty, over the summer. She was there to care for me and help out around the house, since Mom was expecting a baby. At the end of August, Marty and I were eating lunch in the living room when the phone rang. Excitedly, I rushed toward the kitchen.

			“You’re a big sister now!” Dad said.

			Twirling the phone cord around my finger, I pressed the phone closer to my ear.

			“Mom’s fine. I’ll be home tonight. You can meet your baby sister, Sam, soon.”

			I squealed and jumped up and down with excitement.

			Summer 1988

			I got off the bus on my last day of kindergarten to find Sam and Mom were waiting for me.

			“Happy last day of school!” Mom said.

			We walked across the street to the car.

			“We can go out to Friendly’s to celebrate. Sam will get to try her first ice cream now that she’s almost one.”

			“I can’t wait!” I squeezed Sam’s hand. “You can have some of my bubblegum ice cream!”

			When we got home from Friendly’s, Dad had already come home and changed out of his work clothes.

			“Dr. Gold called,” Mom told him. “They want Emily to have a cardiac catheterization so the doctors can determine if it’s time for her open-heart surgery.”

			“I hope this time the dye will show something good … It’s going to be okay,” Dad reassured her.

			On the day of the test, I sat on the floor of Sam’s room brushing her curly hair. “I’m going to the hospital,” I told her while selecting a blue barrette and snapping it in place.

			Sam smiled at me and grabbed a green barrette and put it in her mouth.

			“I’m going for a ‘poke, poke’ but I’ll be asleep.” I took the barrette out of Sam’s mouth.

			Grandma came into the room and took Sam into her arms and waved goodbye as we left for the hospital.

			My roommate in the hospital was a baby less than a year old who slept in a silver steel crib in one corner of our room. During my recovery, I sat with him when he cried and held his hand. “Don’t worry, you’ll get better and go home. It won’t hurt much longer.”

			A few days later when it was time for me to return home, the baby’s mother patted my shoulder and said, “Thank you so much for helping my son. Here’s a gift for you.” She handed me a Sesame Street–themed activity book. On the ride home I happily flipped through the pages.

			Fall 1988

			Two months after my hospital stay my aunt came from California to visit the family.

			“We’ll be home soon,” Mom told Auntie. “Echoes only take about an hour and with the drive we’ll be home by dinner time.”

			“Let’s go, Emily,” Dad said as he handed Sam to Auntie. “We’re going to the hospital again.”

			“Bye-bye, Sam!” I said after pulling her curl straight and letting it bounce back into place to make her laugh.

			“Do you think we’ll see Nurse Robin again?” I asked Mom in the car.

			“No, she works on the kids’ floor where you had your poke, poke. We’re just going in for a test this time.”

			At the hospital, Nurse Robin surprised us as we signed into the echo lab.

			“I have a present for you!” she said, handing me a wrapped rectangular box.

			Underneath the wrapping paper was a Barbie doll. She had blonde hair, a sky-blue spaghetti-strap tank top, and a long white-and-blue skirt.

			I squealed in delight, “I don’t have any Barbies at home.”

			I named my favorite doll Robin (not a Barbie) after my favorite nurse. From then on whenever I had a test at the hospital, I often brought my treasured confidante along. At one chest X-ray, I carried Robin with me. The technician took an X-ray of Robin, which showed her empty inside. I brought it in to show and tell at school.

			A few weeks after the X-ray Sam and I both contracted a virus. She got better in a few days, but I was still sick.

			Mom called the nurse to ask how to help me.

			The nurse replied, “It’s cold-and-flu season now that it’s the middle of October, so it’s not surprising both Sam and Emily would be sick. Since Emily’s still sick, while Sam has already recovered, you’d better bring her in.”

			Mom hung up the phone and checked in on Sam and me in the living room. I was curled up on the couch watching DuckTales, enjoying the time away from school. Sam was in her playpen, playing with her toys.

			Mom returned to the kitchen and dialed Dad’s work number. “The nurse said I need to bring Emily to the hospital.”

			“Aren’t there any medications we can give her?”

			“No, they’re afraid of how they will affect her heart. … Okay, see you there.” She hung up.

			“Emily, we need to go to the hospital,” Mom said as she put Sam’s diaper bag by the front door. She turned off the television. “Time to get you dressed.”

			“Okay,” I said, and got up to do what she asked.

			At the hospital, Mom completed check-in paperwork while balancing Sam on her hip.

			The nurse guided us to a gurney in the hallway, saying, “Let’s keep Emily away from the sicker patients.”

			“Up you go!” said a man in scrubs as he lifted me onto the gurney.

			Mom gave me some M&M’s while we were alone waiting. Tearing open the brown bag, I decided the green ones were my favorite. With green-coated fingers, I slowly ate one M&M after another while waiting for tests. Later that day, I settled into my room. Tired from all the tests and feeling poorly, I lay down.

			Peeking her head into my room a nurse said, “Visiting hours are over.”

			“We’ll be back tomorrow,” Mom said as she turned to leave.

			I slept like a log. My parents came to visit me the next day. “The doctor thinks you can go home tomorrow,” Dad said.

			“Yay,” I said.

			I dozed off on the ride home. In the afternoon, I overheard Mom talking to my teacher on the phone. “She can only come back to school part time for three weeks.”

			Two weeks later, on Halloween night, I wore a white scarf draped in my hair with gold sequins shaped like leaves dangling across my forehead, a pink tunic, large silver hoop clip-on earrings, and multicolored plastic bracelets. I got into my father’s silver Honda Accord and we drove the short distance from house to house to trick or treat.

			Striding up the walkways of the neighbor’s homes in the crisp fall air to ring the doorbells and eagerly anticipate my treats was taxing, and I didn’t make it to many houses.

			“Next fall you’ll get your flu shot earlier and maybe you won’t get as many viruses,” Dad said. “Hopefully you can go trick-or-treating at more houses next year.”

			When we got home, Mom got me ready for bed.

			“I don’t want a flu shot. I hate needles,” I told Mom.

			“I know, Emily, but would you rather have one shot, or spend three weeks in the hospital with an IV suffering from the flu?” my mother asked.

			As Thanksgiving drew nearer, I realized one of my teeth was loose and was ready to fall out. When I pushed at it with my tongue it started to bleed. Standing next to Mom who was seated on the couch at about the same height as me, I stamped my feet. “No, don’t make me do it,” I sobbed. “I can’t take it out!” My tears flowed freely as I tasted the bitter warm blood in my mouth.

			Mom sternly responded, “You have to do it. I can’t do it for you. I know you’re not used to normal scrapes and bruises because you don’t go outside to play, but this is a normal part of being a kid.”

			I’ll have to go to the hospital because I’m bleeding. I’m keeping this tooth in as long as I can. I rocked the tooth that was hanging on by a thread, back and forth, for as long as I could, stubbornly dragging out the process. It finally detached without any pain, and the light bleeding stopped. The entire removal took from afternoon until sundown.

			When Dad came home from work, I proudly showed him the tooth with a massive smile on my face. I didn’t even have to go to the hospital. “The tooth fairy’s coming tonight!”

			

			
				
					*My dad kept a detailed diary that cataloged important events and milestones in my life. His account and recollections are used here to help tell my story, interspersed with my memories and my mom’s.

				

				
					**See the Medical Glossary at the end of the book for definitions.

				

			

		

	
		
			The First Surgery
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			Emily, Age 5 (May 1988)

			As I was sitting in the living room playing with my dolls, home from school for a snow day, I asked Mom, “Why can’t the doctors fix what’s wrong with my heart?”

			Surprised, Mom looked up from the book she was reading. “The doctors plan to repair your heart soon,” she said.

			Picking up Robin, I walked to my bedroom and looked at the American Heart Association poster on my wall. It had a cartoon boy and his circulatory system. I wanted to understand how my heart worked. Nobody ever talked to me about my body or my heart condition. I stared at the poster and I wished I could understand what made my heart different and how it could be fixed.

			March 26, 1989

			On the Sunday before my surgery, Grandma drove up from Connecticut.

			“Sam needs her lunch at 12,” Mom said to Grandma. “Emily has to go in for two days of presurgery testing. We’ll be home tonight. Dr. Gold’s meeting us, so we have to go now.”

			Dad said, “Emily, let me help you put on your jacket.” My parents live in a suburb of Boston, about a thirty-minute drive away from the hospital. Walking toward the car, I was excited by the attention my parents gave me. I reached for the handle of the door to the back seat as I normally would, but my parents stopped me. “Sit in the front seat between us.”

			Something special’s happening if I get to sit here! As we drove past our white house and the budding trees in the yard, I didn’t realize it at the time, but that could have been our last car ride together.

			The next two days were a blur of blood tests, EKGs, and other tests. Nurses bustled in and out of my room and my parents stayed with me during the day.

			On Tuesday morning, the anesthesiologist walked into my room. “I’m going to give you some medicine that will make you sleepy,” he said to me.

			“Do you watch Garfield?” I asked.

			“Yes, I love lasagna,” he replied.

			“Me too,” I said as I fell asleep in Mom’s arms before I was taken to the operating room (OR). During the procedure, the surgeon, Dr. Hunter, reconstructed my mitral valve, the valve that lets blood flow from the left atrium to the left ventricle. He put in a plastic ring to restore the correct shape of the valve and reduce the regurgitation of blood. The ring had been used on only six other patients before me. He also ligated, or tied off, the abnormal, left coronary artery.

			March 28, 1989

			“Oh, Emily! You’re waking up,” a nurse said. “Emily, you’re okay.”

			“I’m thirsty,” I said hoarsely.

			“Here you go,” said the nurse, wetting a green sponge on the end of a white stick and placing it into my open mouth.

			I eagerly sucked the cool, stale water off the sponge, which the nurse dipped into a Dixie cup to make it wet again.

			“More,” I begged.

			“We have to be careful,” the nurse said. “We don’t want you to choke.”

			But I want more; I’m so thirsty. Looking at the side of my bed, I saw my IV pole with my Winnie the Pooh stuffed animal taped to the top.

			The nurse kindly talked to me while checking my IV. “We taped your arm to the board so you don’t see anything or touch it.” Pale pink tape secured the gauze covering the IV.

			Everyone says I’m so sensitive to everything. I’m glad the IV’s covered. I gratefully looked back up at my bear and drifted back to sleep.

			Two days after the surgery, I was moved from the Surgical Intensive Care Unit to the IMCU. I was in a room with other patients who had all kinds of procedures and I shared the television with a young girl next to me. The television hung from the ceiling at the foot of our beds in the middle of the space where the yellow curtain that separated us ended.

			“What do you want to watch today?” I asked the girl.

			“Let’s watch cartoons.”

			We laughed at the jokes together. Soon after, I heard the cart coming down the hall before seeing the phlebotomist. The technician wheeled into the room with her brown box and glass vials with multicolored lids. She stopped at the foot of my bed and pulled out the tourniquet.

			“NO!” I yelled, crying. “Not until my mom gets here!”

			The technician tried to gently persuade me to calm down, but I only cried harder. I knew my tiny, uncooperative veins would cause problems.

			“Do mine first,” said my neighbor. “Her mom will be here soon.”

			A few hours later, a hospital volunteer said, “Time for arts and crafts! What will you do today, Emily? Yesterday you made that pretty bracelet of beads that spelled your name.”

			“Today, I’ll paint a parrot.”

			“Oh! Lovely!” She wheeled me down the hall to the crafts area.

			The next morning, a new phlebotomist, who did not know to wait for Mom, came to my bedside. I screamed and cried louder than ever before, trying to stop her and kicking my feet in the bed, making a real racket. My actions didn’t set off any heart alarms and I got to demonstrate some of my newfound strength. From the elevator my mother heard me crying and hurried to my bedside, arriving just in time so that I didn’t need to have the test without her.

			The following day the nurse said, “You’re doing so much better. We’re going to move you into a private room with just one roommate. Also, your chest tubes aren’t draining much at all anymore. You can get them out this evening.”

			I’ll be glad to have these tubes gone. Although they are called chest tubes and drain the fluid around the lungs, the tubes come out of the skin above the belly button. There were three drainage tubes. This will be okay. It’s not a needle being put in, it’s something being taken out.

			Later that evening a new nurse came into my room to remove the tubes.

			“Lie on your side, and I’ll pull the tubes out,” the nurse said.

			“Emily, we’ll wait in the hall,” Mom said, and she and Dad left.

			I closed my eyes tightly, scared, but I did what I was told. I felt a strange intense tugging from deep inside. My guts are going to spill out! I began to cry, but the terrible feeling ended after a minute.

			“Good job. You can sit up.”

			I opened my eyes and sat up, making sure my gown covered my stomach. My parents came back into the room and we learned about a new task.

			“Emily will have to start using an incentive spirometer to make her lungs stronger.”

			The nurse handed me a clear plastic box with numbers on the front. I held the handle on one side and inhaled hard to raise the yellow ball to a measured height. I’ll do a bunch of short breaths. It will be over sooner.

			“Well, that’s not where we want it to be, but we’ll try again later,” the nurse said to my parents.

			After I brushed my teeth that night, the nurse brought the spirometer out again. “Let’s give this another try, Emily. I know you can move the ball higher.”

			I hate this thing. I’m not doing it! I shook my head no, knowing Mom and Dad weren’t there to reprimand me, and I refused to use it.

			The next morning, the new nurse brought out the spirometer. “Time for morning breaths,” she announced.

			Taking several shallow breaths, I tried to get it over with as quickly as possible. I’ll fake it so they leave me alone.

			“Emily, can’t you move the ball higher than that?” asked the nurse. I shook my head no. The nurse sighed and put the spirometer back on the table by my bedside. “Let’s go for a walk.”

			I was tired and didn’t want to walk. Just past the nurses’ station, I said I needed to sit down. We went back to my room.

			When the respiratory therapist came in, he instructed me to cough. I refused. Coughing hurt. “Let me see what you can do here,” he said, handing me the spirometer. I took some shallow breaths and he recorded the numbers on my chart.

			The doctor came to visit me a couple days later while my parents were in the room. “Emily has pneumonia,” he told them. “She hasn’t been walking, coughing, or using her spirometer enough. Now she has phlegm in her lungs. She’ll have to stay here another week to recover.”

			April 1989

			In a private hospital bathroom, Mom helped me disrobe. Gingerly getting into a warm soapy bathtub, I held onto Mom’s arm. I played with the bubbles for a moment while Mom rolled up her sleeves. “It’s time to wash the dissolvable stitches and tape from your chest,” Mom said.

			I looked down at my chest and saw clear, rigid plastic tape strips that were thicker than usual desk tape going horizontally down my upper body. The tape was yellow-brown from the solution used on my skin to sterilize it prior to the surgery. Mom handed me a large sponge and together we washed the tape and sticky goo off. This isn’t scary and it doesn’t hurt. My scar’s purple!

			Once it was visible, I saw a scar about eight inches long going down my chest with a raised portion at the bottom. There were also three purple spots on my stomach from the chest tubes. I said, “It’s a snake with the three meals of breakfast, lunch, and dinner to eat.”

			The following day, April 12th, as I lay in the hospital bed, my phone rang. Mom handed me the phone.

			“Hello?” I wasn’t used to receiving calls in the hospital. I didn’t want my friends to know about my heart condition, not wanting to be seen as different or weak, and I hadn’t let them or my family visit me there.

			“Emily, it’s Grandma,” she said with her strong New York accent. “I’m here with Sam and we’re excited that you’re coming home tonight! We’re going to make you any kind of cookie you want.”

			“Peanut butter,” I shouted, already dreaming of the sweet taste.

			When I cautiously walked into the house, two and half weeks after I had left it, the air smelled sugary and nutty. I saw Grandma, with her always professionally set, pale-gray, ear-length hair, sitting by the oven. She came over and presented a tray of warm golden-brown cookies with crisscross fork indentations. “Here you go!”

			I savored every sweet bite, feeling as though I was getting my well-deserved reward for what I had been through.

			In late April, about a month after the surgery, I visited my first-grade class at school. They didn’t know the specifics of why I was out, but they knew I’d been gone a long time and they missed me. As I slowly walked in, my classmates rushed toward me and enveloped me in hugs, telling me how glad they were to see me.

			“Don’t hug her too tight, Brendan,” my teacher cautioned. “Be careful, her chest is delicate.” It didn’t hurt, I was so glad to see everyone.

			My classmates gave me a pile of drawings and my teacher gave Mom books and assignments for me to catch up on at home.

			“She won’t be able to come back to school until June, probably,” Mom told my teacher quietly in the corner of the room. “She has to continue to rest and heal at home.”

			“Mrs. Neth, our classroom aide, will tutor her at your home and bring her assignments and anything else she misses,” my teacher said.

			Mom agreed with the plan, and said to me, “Emily, it’s time to go home now.”

			I frowned and looked at my friend Katie. “Bye for now. I’ll see you soon.” She gave me a light hug and I waved goodbye to everyone as I left.

			Mrs. Neth came to see me ten or fifteen times during the forty-five days I missed school. She was a tall woman with tanned skin and light brown-blonde curly hair. I noticed that she wore a diamond ring with the rock in the shape of an actual diamond, which stood out to me because it was similar to the diamond ring in one of my favorite movies, Gentlemen Prefer Blondes. She was the first person I ever knew to own an engagement ring in that shape.

			We spent about six hours per week studying so that I could catch up with everything I had missed. Sitting together in the formal dining room, we spread out our weekly tasks across the big brown wooden table. Mrs. Neth brought me assignments and cards from my classmates. We made flashcards on note cards with stickers to help me learn about school subjects.

			Most weeks we played my favorite non-school-related game together. Mrs. Neth had a wristwatch with a face surrounded by a ring that could change color.  She’d ask me, “What color was my watch last week?”

			I closed my eyes and conjured up an image of her watch and eagerly responded with whatever color I remembered. Whenever I guessed correctly, she would reward me with candy prizes like a box of Valentine’s candy hearts. I’d line up my hearts in order of taste preference, saving the best for last. I looked forward to the game with its sweet rewards and never failed, thanks to my sharp observational skills. I was never great in school and didn’t enjoy it; however, I liked learning with Mrs. Neth and playing our special games.

			When I wasn’t working on school assignments, I played with Sam. Sometimes we went on short walks to slowly rebuild my stamina.

			About five weeks after the surgery, I had a checkup with my surgeon, Dr. Hunter. I found Dr. Hunter to be a large, intimidating man. His dark hair and beard made him seem larger than life, and the power he held over my fate made me feel nervous owing to the weight of his words. During my postoperative (postop) office visit, I sat on the exam table on top of the crinkly wax paper, and he gave me a small brown teddy bear with a red heart stitched on its chest. His gift disarmed me, and I relaxed.

			In a booming voice he said, “You can run, swim, or go up the stairs as much as you feel like.”

			Elated, once the appointment was over, I grabbed Dad’s hand and went to visit the staff from the floor where I stayed after my surgery.

			“Look what I can do!” I said and ran halfway down the hall.

			The nurses grinned and cheered me on.

			After the surgery, I didn’t have insomnia; but when I woke up early in the morning, I could not fall back to sleep (common after open-heart surgery). I left my room in the early hours ahead of sunrise and went to watch TV in the living room, to pass the time before my family woke up. I kept the volume low, flipping past The Jetsons and The Pink Panther to the paid programming channel. There I watched my favorite show, a St. Jude’s fundraising program featuring children with cancer. Children in the hospital were documented going through medical tests and they were interviewed, discussing their illnesses.

			A girl on the show had lost her hair, and she had a long-term IV and visible scars. She detailed her medical care and all of the treatment she had been through. It was riveting watching kids describe some of the tests and pain I also had experienced but couldn’t talk about with anyone. I curled my hair around my finger and buttoned up my shirt to hide my scar when I heard Mom coming out and quickly changed the channel to a cartoon, still replaying the girl’s words in my head.

			Two months after surgery, in May, I had a checkup with my favorite doctor, Dr. Gold. My parents and I rode the elevator down to the bottom floor of the hospital and exited into a long hallway with low curved white ceilings and rust-colored floor tiles. We smelled the daily patient meals as we walked by the kitchens, hearing the pans clanging and passing by the racks full of hospital food trays with large silver covers waiting to be distributed in the hall.

			On every occasion, Dr. Gold warmly welcomed me into his office, where I sat across from his desk in an area with two green child-sized mushroom-shaped stools and a table. I never sat on top of a large exam table, which made me feel much more relaxed and as if I were in a playroom, rather than at a medical office. He was a warm and caring man with a deep golden tan, kind blue eyes, and curly gray hair.

			Dr. Gold blew warm air onto the diaphragm of the stethoscope before listening to my heart. He looked into my eyes and asked me sincerely but merrily, “Is this warm enough?” while tentatively placing it under my shirt on my chest waiting to hear my answer.

			“Yep,” I agreed, even if it was chilly. Dr. Gold never made me feel anxious, simply well cared for and special.

			“You’re healing beautifully. You can go back to school in the mornings for a few hours a day.”

			I smiled at my parents, knowing this was a good step.

			With my new energy, I ran up and down hallways at home and around the neighborhood. At the end of May, I resumed swimming, an activity I loved to do both before and after surgery. In July, on a walk after dinner, I did some running and rode my bike pretty far. I can’t believe I did that. I’m so much better now. Both activities were new for me to experience, and for my parents to see.

			Years later, I once asked Mom how she knew I was thriving after the surgery. She said, “One night at dinner, you requested a second serving. You’d never done that before.” It was a real sign I was getting better. As a result of my gaining weight, my ribs no longer protruded from my chest. My previously overworked heart was enlarged and had pushed my ribs out to make space and now they weren’t as noticeable.

			September 1989

			After my lengthy absence from first grade and attending summer school, I returned for second grade. Special considerations were provided to me and I was placed in a classroom that combined first and second graders, helping me to catch up on the schooling I had missed. After school I ran across the street from the bus stop to my front door, excited to play with Sam. While we played, I said, “Aren’t you happy
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