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Praise for The Fun Master




“Jeff Seitzer writes beautifully about the love between parent and child. You will laugh, cry, and ultimately understand why children are our greatest teachers. Above all, this moving memoir honors his son’s incredible impact on everyone he met.”


—Nadine Kenney Johnstone, author of Of This Much I Am Sure


“If life is learning, Jeff Seitzer is uniquely equipped. Bringing to bear his philosophical voice on the minutiae of raising a child with special needs, Seitzer has created a memoir as self-effacing as it is fearlessly honest.”


—Sarah Terez Rosenblum, author of Herself When She’s Missing


“Beautifully told and deeply moving—a gripping tale about infinite joy and sadness alike, and about the ironies that life contains. It takes a powerful writer like Seitzer to treat these ironies with the right mix of involvement, distance, and wonder, and to show the impossible—namely, how to reconcile the unreconcilable.”


—Rainer Forst, winner of the Leibniz Prize and author of Toleration in Conflict


“Jeff Seitzer has penned a beautiful memoir detailing the struggles of a father with CMT. I found this book funny, inspiring, and full of love. I hope he writes many more! ”


—Clark Semmes, author of The Tribe of Thin Ankles
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To Ethan, for changing my life.


To Penelope, for saving my life.


And to Janet, for just about everything.









Werewolves on TV.


My dad lets me watch the show.


I’m very happy.


Ethan McGinnis Seitzer


September 3, 2000–August 16, 2010












1My Writing Assignment






I COASTED UNDER THE metal archway of the resort’s entrance and pedaled down its circular drive, enjoying the sound of gravel crunching and popping under my tires. After I put the groceries away and added more ice to Janet’s drink, I set up a yoga mat on the front porch of our quaint yellow cottage. Just as I positioned myself in a down-dog pose, Ethan arrived.


“Hi, Dad!” he said, setting up underneath me in the opposite direction so that we made eye contact.


“You know, Ethan, it looks like your head is attached to your bum.”


He laughed his throaty laugh. “Too bad Penelope isn’t here. We could do a triple,” he said, prompting me to smile about the three of us doing yoga, fitting together like a set of human Tupperware.


I sat down on the mat facing him. “Where are the girls?”


“Mom, Penelope, and I went down to see the Grand Canyon,” he said, referring to the large hole in the sand some teenage boys had dug the day before. “The Otts came by. They all want to go swimming. Mom said I can only go if you’re with me.”


I glanced out the window at the lake and sighed. The plan was to play mini golf because of Ethan’s sunburn from the day before. A loud thud on the roof, followed by the scratching sounds of a squirrel scurrying away with a prized acorn, drew our attention, giving me a moment to think. Skin cancer wasn’t an abstraction to me, something only strangers experienced. My mom died of melanoma at fifty-seven, five years older than I was. My good friend Doug befell the same fate nine years ago. We took nine-month-old Ethan to his funeral. Really, though, what were the chances of Ethan contracting skin cancer from one sunburn?


Ethan’s pleading interrupted my musings. “Come on, Dad. We can beat my record.”


“Oh, buddy,” I said, with a laugh meant to conceal how seriously I took records kids made up. Ethan’s persistence reminded me of one from my childhood that I still longed to best. Steps from where I grew up in Omaha, there were two very large public parks separated by a major thoroughfare. A creek ran all the way along one edge of each park and underneath the busy six-lane street through a system of tunnels, all very dark, dank, and slimy, which made them truly irresistible. The tunnels forked at various points, and icky green liquid oozed out of openings near the rounded ceilings and down the walls. We explored them all, on foot or on bikes, often a bunch of dogs at our sides barking furiously. “NO TRESSPASSING” and “DANGER/KEEP OUT” signs everywhere? That is but to laugh! We were down there every chance we got trying to break the “world record for the distance traveled without a light in a dark tunnel,” until those killjoys at the parks department closed off the entrance.


Ethan’s determination to break “the world record for the longest time jumping in the waves” made me so uncomfortable because I completely understood why it was so important to him.


The hardest part of parenting for me was the hypocrisy of refusing your kids the very things you wanted at their age. I had long since come to terms with the routine boredom and not doing what I really wanted to do much of the time. But the hypocrisy so essential to effective parenting wore away at my spirit. Resigned to always feeling bad about saying no most of the time, I strove to at least not get mad at them for asking me for something that I was duty bound to deny them. It was their job as kids to ask and my job as a parent to say no.


Working very hard to stay in character, to appear sympathetic but firm, I answered, “I don’t know, buddy. We’re worried about your sunburn. Goofing around at Captain Mike’s with Penelope all day will be a blast, don’t you think?”


Failure! There I was, pleading, not being firm. I showed an opening, encouraging negotiation. I knew that not allowing Ethan to swim in the noonday sun was the right choice. But his enthusiasm worked on me like pheromones, softening my resolve.


I shifted my gaze to avoid eye contact. Ethan broke the silence.


“Hello, Dad? Are you in there?”


“You can show Penelope all the fun stuff there, like the little boats,” I said.


“Sure,” he responded. “Of course, we cannnn do that after we swim.”


I forced a smile and I recalled what a rush it had been to frolic in the waves the day before. After a deep breath, I nodded, prompting him to jump up and whoop with joy. He did a little dance with his arms extended.


“Put your swimsuit on, and I’ll be down soon.”


He swept a hand across his midsection like one of the models on an old game show, drawing the audience’s attention to a prize.


“Oh,” I said with a smile, realizing he spent his entire summer in baggy swimsuits.


He scampered to the door and stopped suddenly. “Hey, look. I set up Penelope’s action figures.”


I scanned the array. Cinderella, Sleeping Beauty, the evil stepsisters, King Henry, the fairy sisters, Quasimodo, and Esmeralda.


“We’re only missing the handsome prince,” he said. His eyes widened when he noticed the decaf iced mocha. “Can I have a sip?”


I nodded. He smiled and disappeared out the door with the drink. “Hey, that’s for your mom, you know!” I shouted after him.


I put on a swimsuit, gathered up some snacks, towels, and sunscreen, and walked out the door. Descending the steep stairs to the beach, I regretted not taking the time to pack everything more carefully. Each step loosened my grip on one thing or another until a tube of sunscreen worked its way loose and did a cartwheel before resting at the edge of the stairs. I flashed it an angry glance, then scanned the beach for the fallen tree near the water’s edge where I knew the so-called Grand Canyon was. After noting the best way to it, I grabbed the sunscreen, picked up the rest of the stuff, and continued down the stairs.


I trudged across the sand and paused to let a gaggle of kids pass. I took the opportunity to reassert my authority over the uncooperative beach accessories. I hadn’t gotten far when I was startled to hear someone yell, “Incoming!” I turned to my right just as a Nerf football landed on the bunch of towels that balanced atop the picnic basket wedged precariously between my forearms. A young man with a big smile grabbed it, apologized, and ran off down the beach.


I saw Janet at the edge of the canyon, radiant as always. Her beautiful red hair shimmered in the bright sunshine. Hearing her laughter harmonize with the excited chatter of the kids made me smile, charmed by the prospect of a great week at the beach.


Suddenly, Ethan’s head popped up just above ground level. Two of the Ott kids, Sergio and Rosa, and Olivia and Abbey, the daughters of friends also vacationing in the area, then climbed over the edge like soldiers out of a World War I foxhole and ran off to a nearby puddle. Ethan boosted Penelope up out of the pit, and the two of them joined the other kids.


I hugged Janet and kissed her forehead; we stood arm in arm watching the kids play. “While you were shopping, we came down to play on the beach. Steve and the kids arrived and assumed we planned to swim. I know we weren’t going to swim,” she said. “But everyone else is going in, and Ethan begged me, on bended knee no less.”


I nodded, put everything down, and gazed out at the lake. “It’s kinda hard to resist swimming today, I have to admit. It’s just so beautiful.”


When Steve arrived with swimsuits, Janet took the kids except Ethan to change. Steve padded down the beach, and I began reading. Ethan soon joined me.


The crests of the waves were brilliant white in the bright August sun. It was hypnotic watching the water deposit swimmers gently near shore. I snapped out of my trance when a college-aged boy a few feet to our left was knocked onto his back and disappeared under the water except for his lower legs. The water rushed back out over him, and he sat up coughing. Ethan and I glanced at one another, then directed our gaze back at him, both breathing a sigh of relief when he broke out in uproarious laughter.


Two of his friends rushed over to help him up. “That was great!” he exclaimed, causing me to chuckle.


Is that all you got? I imagined him saying to the mythical god of the lake.


His chums enthusiastically nodded their assent. “Let’s go!” one of them shouted. They ran high-kneed out into the surf with their arms wrapped around each other’s shoulders.


Ethan turned toward me. “Can we go in the water now?”


“Let’s wait until the others get here.”


“Okay,” he said, disappointed, then asked, “What are you reading?”


“The Iliad. I’m teaching it this fall.”


“Cool. That’s about Achilles and the Trojan War, right?”


I nodded with a smile. Ethan had written a poem the year before about wanting to meet Achilles. At the time, I’d wondered how he knew about him. But earlier in the summer he had seen me flipping through Edith Hamilton’s Mythology and said he’d like to read it again. I had forgotten that he’d read some of it while waiting for a doctor’s appointment after we had left his book in the car.


“We should read it together this fall.”


“Great,” he said as Abbey sat down next to him. They began talking while I glanced over to see Janet and Steve chatting and the other kids chasing Penelope. As I rose to talk to Janet about how the day would go, Ethan sprang up and ran into the waves, leaving his hearing aids squeaking at my feet. I sighed, turned off his hearing aids, and stowed them in my bag.


Abbey turned to me and asked, “Should he be in the water by himself?”


“No, he shouldn’t,” I said, feeling anxious that Janet and I hadn’t had a chance to talk about safety precautions. “Into the breach once more,” I added as I hustled in after him with Steve and the other kids close behind.


Ethan and I joined a long line of wave crashers extending in both directions about twenty feet from shore, where the water was less than two feet deep. The water level rose as the first wave washed past us, forcing us back a bit. That signaled the approach of a much bigger wave. We looked at one another and then at the others and braced ourselves, brimming with excitement. As if responding to a telepathic command, we dived forward in unison into the center of the big wave, which lifted all of us back to shore, leaving everyone on their bums, laughing, in a few inches of water.


Because of the direction of the waves and configuration of the shoreline, we ended up far down the beach from where we’d started. Groups of revelers ran back to their starting points and began the process over again. After about an hour, I stopped Ethan during one of these resets to check his sunburn. “Isn’t this great? I’m going to beat my record.”


“I’m not sure about that, buddy,” I said, trying to apply more sunscreen. “I think we may go just a couple more times.”


“Okay,” he said, beaming.


His enthusiasm was infectious. I had become carried away with the thrill of diving into the waves and lost track of Steve and the others. Hearing people all around us, I assumed they weren’t far away. I swam a bit farther out in hopes of riding a bigger wave back, then heard Ethan scream.


“I don’t like it when you’re so far away from me. I’m serious, Dad. Daaaddd!”


A wave crashed into my face. Coughing, struggling to stay afloat, I spun around searching for Ethan. I gasped. “Holy shit!” He was several feet away, his head barely visible above the water.


Tossed one direction, then another, like I’d been cast into a washing machine, I swam toward him, panicked, my heart racing. Losing sight of him again as another wave crashed into my face, I stopped to cough, only to breathe in more water. Wiping the water from my eyes, I saw him several feet away from me. Terrified and wide-eyed, Ethan whipped his head side to side as he tried in vain to keep the water from splashing directly into his face.


I finally reached him, and he climbed up on my shoulders, pushing me underwater. I surfaced and looked for shore as he climbed atop me again. “Oh, God,” I said as I went under, taking in a big gulp of water. I surfaced again, coughing, and couldn’t see over the waves. It was like we were in a liquid canyon.


The walls of water prevented me from getting Ethan on his back to find our way out of the turbulence. All I could do was hold him by the waist and push him toward the sky while I plunged down below the surface, intending to push off from the bottom. But there was no bottom.


I swam desperately toward the disk of light the bright summer sun formed at the water’s surface, but we were still sinking. Then my arms and legs gave out, and a very peaceful feeling overtook me as I gazed down at Ethan, his arms extended gently at shoulder height and his beautiful halo of hair glistening in the rays of light penetrating the water all around us. Images of our ten years together, laughter and love amidst so much pain, flashed through my mind. Bonded in both life and death, feeling grateful to him for changing my life, my last thought was, I won’t be able to tell his story.












2Battlefield Promotion






A CYBORG BABY, THAT’S what Ethan looked like. Wires and tubes were connected to almost every part of his body. There was even an IV attached to the top of his head.


Ethan’s breathing had sounded coarse after he was born shortly before midnight twelve hours before. When the nurses were not able to suction him effectively, they called in a ringer, a colleague known for her ability to get tubes down a throat where all others failed. Everyone was relieved when she seemed to get it down farther. Then, the tube suddenly popped up through his nose, producing raised eyebrows all around. They took him for X-rays.


Someone led Janet, her mom Aleta, and me to an adjoining room and suggested we get some sleep. Janet, after sixteen hours of labor and a sleeping pill, readily complied. Aleta lay down on a cot and perhaps slept. I was too busy fretting to notice. I sat in a reclining chair, stared at the ceiling, and anxiously reviewed a series of scenarios, each more unsettling than the previous one: 1. Misdiagnosis that takes all night to resolve, leaving us all exhausted but soon on our way back to a normal life; 2. Small defect in his esophagus that requires minor surgery, a limited hospital stay, and some unspecified follow-up care; 3. Severe defect in his esophagus that requires major surgery and God only knows what else; 4. No esophagus, requiring he become part of some Marvel comic book–like secret government experiment to give him an artificial one; 5. An as yet unimaginable problem with an infinite range of potentially distressing consequences.


Only one thing was certain: this was more than I bargained for. When Janet was pregnant, she’d read everything she could get her hands on about pregnancy and child-rearing. While she gave me executive summaries of her findings, I silently wondered what all the fuss was about. Why would she worry so much about something as ordinary as parenting? I asked myself. People have been doing it for centuries. Surely, it can’t be that difficult.


Once the baby was born, I expected life to return to normal, at least to what I understood as normal. I would busy myself with teaching, research, exercise, and travel as Janet and various professionals shepherded our child into happy adulthood. I might occasionally be charged with dropping the kid off at a babysitter, school, a playdate, or some activity. Most of my free time would be devoted to setting up social gatherings with an ever-widening circle of friends, whose kids, like ours, were extras in the ongoing drama that was life centered on me.


I clung to that vision of parenting at 3:00 a.m. when the lights came on and two young women entered the room. They introduced themselves as radiologists. One of them slapped an X-ray up onto a light box on the wall.


Janet and I gasped when the other said, “It is not even clear from the X-rays how much of an esophagus he has.”


Janet began to cry. I stared at the wall, unable to move.


“Sir,” one said, calling me to attention, “do you understand what I’m explaining to you?”


I responded, “Yes,” though all I heard her say was that they would have to transfer him to Children’s Memorial Hospital for a full diagnosis and possible treatment.


And that was merely the opening salvo. Janet was so exhausted from sixteen hours of labor, she remained at Prentice Women’s Hospital for the rest of the day, while I went to Children’s with Ethan. I was stunned. A voice deep inside me cried out in desperation. What? You’re putting me in charge?


Janet was the family’s responsible adult, not me. During our fourteen years of marriage, she had managed the mundane details of our lives together. Anything requiring patient attention like house closings, health insurance plans, retirement accounts? No worries. I relied on Janet to listen carefully and respond appropriately while I waited impatiently for her to show me where to sign. Extremely hyperactive, I handled everything that involved energetic movement: shopping, cooking, preparing for and managing parties, outings, and trips. Neither of us bothered much with cleaning.


Then, at age forty-two, without warning, training, or experience, I was suddenly given command. I had to sit still, pay attention, ask relevant questions, remember the answers, and perhaps even make momentous decisions. There was no recourse to my stock coping strategies, like slipping away unnoticed to exercise, read, go for a cup of coffee or a drink, hobnob with friends, or watch a movie. The spotlight was on me. The ball in my court. I was terrified.


I was so deep in thought about the unsettling turn of events that I jumped when someone touched my forearm. It was Janet’s sister, Leslie. She and her three-year-old daughter, Lanika, had driven to Chicago from Michigan for Ethan’s birth with Janet’s parents, Rob and Aleta. Leslie, Rob, and Aleta had been rotating every two hours between staying with Janet at the maternity hospital, Lanika at the hotel, and me in the neonatal intensive care unit (NICU) since Ethan and I had arrived at Children’s around 8:00 a.m., a little over four hours before. Leslie and I had stood silently at Ethan’s crib for about half an hour before a young woman in a white lab coat, pushing a little cart with a desktop printer-sized device on it, walked up to us. She said she had to do an echocardiogram to check for heart defects, which were known to occur with Ethan’s condition.


I shivered as she spread petroleum jelly over Ethan’s chest and was relieved when she began moving an instrument that resembled a grocery store barcode reader across the gooey surface, thinking it might generate some heat. As she moved the instrument, images appeared on a monitor while a printout with squiggly lines streamed out the other end. The images displayed his heart and vascular systems from different angles, along with blood flow and heart movements. Each heartbeat produced rapid, multicolored explosions.


Now, this is fascinating, I thought, welcoming the distraction. While I watched this extraordinary home movie of Ethan’s heart, he held my pinky finger with his free hand. I stroked the back of his neck with my other hand. Feeling helpless and jittery, I told him about an extraordinary footnote on the American concept of rights in Hegel’s Philosophy of Right. It was all I could think of to talk about right then.


Twenty minutes later, I left for a quick bathroom break. I didn’t get far before Leslie called out from behind me, “The doctor needs you to come back right away.”


“Whatever you were doing before,” the technician said, “do it again please. We can’t continue the test when he’s so agitated.”


Ethan arched his back and waved his arms and legs wildly. His face was beet red as he tried to cry. He had the oddest silent cry that first day. Opening his mouth and tilting his head back like he was preparing to roar, he could produce only a very hoarse, hollow-sounding squeak. His lungs filled with stomach acid no doubt had a lot to do with it.


Resuming my monologue, I stroked his neck, and he wrapped his wee hand around my finger, suddenly becoming very calm. As he lay flat, his complexion returned to normal, and he stopped crying. Someone tapped my shoulder. A nurse needed something from under Ethan’s crib. I moved around to the head of the bed and pressed myself flush against the metal railing to make room for another nurse with a med cart to pass, straining so that I would not pull my finger from his little hand.


The NICU was being remodeled, so it was cramped and noisy. In addition to the usual bell-and-whistle sounds of high-tech medical equipment, workmen busy behind thick plastic screens hammered and drilled. Earlier I had been aware of the buzz of activity around me, much like an animal in the wild, watchful for predators; now my attention was so completely focused on his little face that I was startled when the technician thanked me for calming him down. Huh? I glanced at her before returning my gaze to Ethan. You mean I did that? Conscious of all the purposeful movement throughout the room, it was like I was watching the scene through a soundproof glass enclosure; none of the commotion penetrated the little cocoon I shared with Ethan. Tears welled up in my eyes. By taking my finger in his itty-bitty hand, I felt like he was asking me to take care of him.


In a chance encounter the day before he was born, a new mother had asked us which musical compositions we had exposed Ethan to in utero. “Studies have shown that this does wonders for your baby’s development,” she said, arms akimbo, skeptical about our qualifications as new parents.


All we’d had to offer Ethan in his cozy fetal staging area was the endless chatter of two hopeless lip flappers. Apparently, it had paid off. He recognized my voice and took comfort in it. There were times in my life when I’d felt useful, helping others solve problems or contributing to a joint effort. But this was different. I could make a difference in his life, right then when he was so fragile and vulnerable. I was grateful that he chose me.


I was suddenly very calm, at peace with myself and with my surroundings, not buffeted by waves of nervous energy, disparate thoughts, or edginess as I always had been since a childhood bout with encephalitis. It was like a moment out of time. I stared at him in amazement, charmed by his little hand wrapped around my finger, marveling at the composed look on his tiny red face.


The moment passed, the feeling of calm swept away by all-too-familiar internal storms, electrical impulses firing uncontrollably, searching for an outlet. “You should reconsider, little guy,” I mumbled. Just glance at my HR file. Anxious, moody, short-tempered, hyperactive, self-involved; seeks limelight while shirking responsibility; performs well at social gatherings. Ethan seemed unmoved. I shook my head. “Well, don’t blame me later.”


I shifted my weight from one foot to the other and back several times and scanned the crowded NICU, as though I expected it to be different than it had been only a few minutes before. Terrified that I wasn’t up to the task of caring for him, I imagined it was a big mistake, that as doctors and nurses wheeled him to the operating room, someone would run up holding a folder aloft and gasp, “I’m so glad I caught you. We had the wrong X-ray. Your child is fine. Sorry for the inconvenience.”


Before I could cue up another anxiety-relieving fantasy, a real transport team arrived to take Ethan away to perform a nonimaginary surgery on his esophagus and trachea. I looked down at Ethan, perhaps for the last time. “I won’t disappoint you,” I whispered, full of self-doubt.


As I watched them wheel Ethan away, Rob appeared at my side, and before I could ask him how Janet was doing, a nurse arrived to take us to a meeting with the surgeons. We were shown into a small office where two doctors sat at a desk, folders open at various angles. I had the odd feeling of being called into the principal’s office, though neither of them had a disapproving air about them. They introduced themselves as Doctors Luck and Bambini.


Instead of a standard “Nice to meet you,” I blurted out, “Lucky Baby. With names like that, we have nothing to worry about.”


Rob smiled politely; the doctors were unmoved.


I guess they’ve heard that one before.


“Ethan has a condition known as tracheoesophageal fistula. TEF for short,” Dr. Luck, the lead surgeon, said in a calm, measured tone. “In other words, his esophagus ends in a pouch at the top of his throat. It is not clear from the X-rays,” she continued, “how much of an esophagus he has.”


I struggled to stay with her explanation. It was all very clearly stated. Nothing was difficult to grasp intellectually. But I was stuck on the phrase “how much of an esophagus he has.” It felt like I was in the event horizon of a black hole, where the gravity stopped everything and even time came to a standstill. Some very small, unaffected portion of my brain noticed Dr. Luck still spoke directly to me, not Rob. Her gaze dislodged my mind from its orbit around that phrase. I rejoined her explanation.


“Once we operate, we can determine precisely the condition of his esophagus,” she continued. “For now, the goal is to close it off from the trachea and ensure stomach acid is not seeping into the trachea and then down into his lungs.”


Whoa, another black hole. I struggled to focus my eyes on her gaze in order to break orbit again. Pushing, pushing, I broke free and caught up.


“Once this surgery is completed,” she said, “we will confer with other specialists, such as the cardiologists, about his other problems, and how they can best be treated.” She put some papers in a folder, then asked, “Do you have any other questions?”


I was relieved when Rob picked up on the cue and asked a few. He was an unusually calm and focused person. With his perfect recall and careful notetaking, I was confident I could query him later about his questions and her responses. This freed me to shift my mind back to those troubling phrases.


Dr. Luck excused herself. Dr. Bambini, a surgical fellow probably in his mid-thirties, looked at me with soft brown eyes and said, “Ethan’s problems are on the benign side of serious.” He’s clearly the good cop. “Without treatment,” he continued, “they are life-threatening conditions. But they are correctible. It will take some time and an indeterminate amount of remedial care. But they are correctible.”


Oh, I liked that word—cor-rect-ible. That would be my mantra, I resolved, repeating it several times as I breathed deeply whenever I was in danger of being stuck at a medical explanation event horizon.


Dr. Bambini said we had a couple of hours before Ethan would be ready for surgery. Rob went to the maternity hospital to update Janet while I hurried to the stairs like someone escaping a burning building. Loping along Fullerton Avenue toward Lake Michigan, I thought about the moment with Ethan in the NICU, the unfamiliar feeling of calm I had when he wrapped his little hand around my finger. I had never experienced anything like that before. Encephalitis at age four had left me extremely hyperactive, anxious, jittery, quick to anger, and subject to wild mood swings. These were my constant companions. Ethan’s touch kept them at bay, if only briefly. How? I had no idea. It seemed magical.


When I reached the busy intersection at Clark Street, someone pushed past me, turning me sideways to face a shop window. In the reflection, I noticed the bloodstains on my white pants, clearly a poor fashion choice for labor and delivery. Waiting for the traffic light, I saw a clothing store on the other side of the intersection. And with a coffee shop right next door. Perfect.


Thumbing through piles of dark-colored trousers, images of the violence of the birth flashed through my mind. No one had warned me it would be so bloody. Maybe that was covered in one of Janet’s in-services I had tuned out, along with what not to wear to the hospital for the birth of your child. The carnage required to get the little guy out of her had sent me into a temporary state of shock. I had stood wide-eyed as the doctor stitched her up afterward and was only drawn out of my trance when I felt Janet’s hand in mine.


“Thank you for the root beer, my love. It was a nice surprise.” She smiled, and her eyes sparkled despite the trial she had endured. Her unfailing good cheer was one of the many things I loved about her.


“Sure,” I responded, having forgotten the doctor suggested I bring something along for her. It was only happenstance that I had it with me. I had bought it a couple days before and absentmindedly left it in my bag.


Now, I decided on a pair of black slacks and a long-sleeve purple turtleneck shirt to wear in the chilly hospital, along with several additional pairs of pants and shirts. Newly outfitted, I carried two overstuffed shopping bags and a reassuringly large cup of coffee down Fullerton Avenue to the hospital.


When I reached the NICU, the nurse said they had prepped Ethan for surgery more quickly than they anticipated. I dashed off to the elevator and got off at the second floor. Running down the hall, I noticed a surgical team wheeling toward me from an adjoining hallway. I tried to stop, but the momentum produced by the bulk and weight of my shopping bags caused me to skid a few feet across the floor.


They stopped and introduced themselves. I dropped my bags and fought back tears while trying to think of something to say. We shared a moment of companionable silence. Finally, I leaned down and said, “I love you, Ethan.” I blew him a kiss and added, “Please don’t leave me now.” I smiled at the surgical team arrayed on the other side of the gurney, then said, “Whatever happens, I know that you did all you could to save him. We will always be very grateful.”


Several of them nodded before they all hurried down the hall and through two automatic doors. I stood there for so long that people started to make their way around me like I was a human traffic circle. I moved with my bags over to one side of the hallway, leaned against the wall, and cried as I thought about the possibility of Ethan not surviving the surgery. He had wrapped his little fingers around my heart. How can I bear to lose him now?


The doors opened again. It was one of the nurses from the NICU, who escorted me to the empty surgical waiting room. She said there were no other surgeries scheduled, so I would have the place to myself. Not surprising, as it was Labor Day evening. I sat in a rather uncomfortable chair and began paging through a People magazine. An article about what the stars of popular sitcoms from the ’80s and ’90s were doing at the dawn of the new millennium caught my attention. I shook my head as I paged through the photos. I hadn’t watched any of the shows while they were on the air, and the stars were barely recognizable to me despite their apparent fame.


“This is what Janet must have meant when she said I should bring some light reading,” I whispered. Painfully aware that bringing Joseph Conrad’s Heart of Darkness might have been a mistake, I rooted around in a huge pile of magazines for something else to read. I’d kill for a National Enquirer right now.


The television was on in the corner of the room with the sound barely audible. Otherwise, the room was eerily quiet. I called Janet. She’d been sleeping and was still groggy. After discussing Ethan’s condition and how she was feeling, I confessed I wasn’t sure I had the right skill set for this new line of work.


“I think you’ll do fine. You’re good in a crisis. It’s one of the things I love most about you.”


“I thought it was my cool glasses and party-planning skills.”


“Well, those too,” she responded. “I’ll admit, you can be a bit of a handful at times. Your little brother Chris was right about that. But you also always seem to rise to the occasion. Remember when we were camping and all our wood got wet? You were so desperate to make coffee that you managed to get a fire going. If you want something bad enough, you can do it. Do you want to help him get through this?”


“Yes, yes, I do,” I said.


“Then you’ll find a way.”


After I hung up, I started to move toward the TV when Rob and Aleta came through the door with some sandwiches and an iced mocha chaser for me. What a relief! I was starving, and it was great to have some company.


Several hours passed. The air-conditioning roared. The level must have been set earlier in the day when the room was packed with anxious people radiating heat. With the room empty except for us, it felt like a meat locker.


A little sleepy, we turned off the TV and found some clean sheets piled on a chair by the door. Rob lay across a couch with his head turned toward the back. Wound up in a sheet, he looked like a giant Wiener Wrap. Aleta opted for an upright chair, her feet resting atop an end table, with the sheet pulled up to her nose. I stood watch, staring blankly out a window.


Dr. Luck appeared at the entryway around 10:00 p.m. Anticipating another attention deficit incident, I woke Rob. Dr. Luck stood with her arms folded, matching Rob in terms of the calm she exuded. I, by contrast, vibrated with nervous energy, a combination of being cooped up inside most of the day and anxiety over Ethan’s condition.


“The surgery went fine,” she said. “He has a fully formed esophagus, which is good. We don’t know the condition of the esophagus and how well it will work. But we were able to attach it in its proper position. There is a serious narrowing of his aorta, along with some other heart defects. Some of these will have to be corrected surgically. The cardiologists and cardiovascular surgeons will talk with you about that tomorrow. He is in postoperative recovery right now and should be transferred to the NICU very soon.”


We silently filed out of the hospital. After walking Rob and Aleta to their car, I stood at the five-way crossing on Lincoln Avenue south of the hospital and watched people hurry past me in every direction. I was dazed by all the activity, as though I had emerged from some artificially induced hibernation. A gentle breeze caressed my back, and my limbs began to move. I found myself walking down Lincoln Avenue. On either side of the street, bars were filled with people. For early September, it was still quite warm. Giant windows opened wide with groups of people huddled around small round tables, laughing and talking. Fast-food restaurants had delivery cars double-parked. People got into and out of cabs, stumbling a bit from side to side. It felt odd that I didn’t want to stop in for a drink. I imagined they were part of a partying humans exhibit in a futuristic zoo and I was on the lam from the terrified parents’ section.


Threading my way around a large intersection packed with cars and people, I was drawn to a triangular brick building with a passageway slicing through the middle of it. Tucked in the little passageway was a set of stairs, which led down to a pizza place. I made a mental note to go back there at some point with Janet and Ethan, having momentarily forgotten Ethan faced an uncertain future.


Soon, I stood across the street from the hospital again. My heart raced as I thought about how miscast I was in this role. By taking my finger in his little hand, however, Ethan had made it clear that he expected the performance of a lifetime.


People hurried past, some in surgical scrubs. My stint as officer of the day was not over. I crossed the street and followed some nurses up the stairs to the emergency room entrance. Walking back into the hospital, I shook my head and headed for the NICU. Adulthood, ready or not, here I come.












3Crisis du Jour






“WHAT’S THE PROBLEM, MA’AM?” the firefighter asked, an axe slung over his shoulder.


“I gave my baby too much blood pressure medication,” Janet whispered. Nestled in Janet’s arms, Ethan extended a hand toward the rim of the man’s helmet, then smiled at Janet.


“Blood pressure medication?” A second firefighter’s face was illuminated by flashing lights in the street.


The murmured phrase, “blood pressure medication,” circulated among the neighbors gathered on the sidewalk. The firefighters left with an air of disappointment, as did the neighbors, except for the block’s oldest residents, both puffing cigarettes, and a young mom wearing an oversized Bears jersey.


Janet and I talked with the EMT about how to get Ethan to the hospital. The problem was the ambulance didn’t have a seat appropriate for a three-month-old baby. The neighborhood delegation was arrayed behind us like a Greek chorus. They frowned and shook their heads in unison as we discussed options. The hair on the back of my neck rose as I sensed a lecture coming. It wouldn’t have been the first. It seemed as if every time we poked our heads out of the house, someone was there to give us unsolicited advice.


Earlier that day, I was standing in our front room when our next-door neighbor called through the side window, “Jeff, what do you intend to do about those newspapers?”


We had been so busy reinserting feeding tubes down Ethan’s nose, tending to his barky cough from aspirating breast milk, and fretting about his surgically repaired aorta that we’d neglected to bring in our newspapers for several days.


We were the first to admit we were unprepared to be parents and blurted out in unison when Janet’s water broke, “What were we thinking?” But as Janet’s mom—mother of five—put it, there were no standard operating procedures for a baby with Ethan’s palette of health challenges. We were walking in the dark, afraid of tripping at each step. As I saw it, our self-appointed life coaches weren’t showing the way out of the darkness so much as reminding us how lost we were.


“How about we jerry-rig our own infant seat?” Janet asked when the young mom, a pediatric nurse, took a step forward to serve as the evening’s chorus leader.


I was already miffed about the trip to Children’s Memorial. Cooped up inside all day, I was desperate to get out of the house, but not if it was for yet another trip to the doctor or the hospital. Besides, this was the one part of the day I had come to enjoy, the midnight tube feedings. Sitting in a reclining chair, covered in blankets, Ethan on my chest, breathing softly, was the only chance I got to do any reading. Right then I was completely engrossed in Livy’s The War with Hannibal. Reading about crossing the Alps atop elephants sure beat sitting in a hospital waiting room.


Now, before spending hours, or perhaps days, in the hospital, we had to have a performance review? I felt Janet’s hand on my forearm. She sensed an outburst in the making and wanted to head it off. Her apprehension was understandable. I struggled to control my temper even under the best of conditions. The constant supervision, questioning, probing, and advising, while perhaps well-intentioned, kept me at a near boil much of the time. Two days before, I had blown up at the de facto head of the block’s parenting quality control board. She had stopped us on our way to an appointment with Ethan’s ENT specialist. Janet explained to her how Ethan’s swallowing challenges might be due to mouth sensitivity produced by the ten days he had spent on a ventilator as a newborn.


“Oh, brother,” she responded with a dismissive wave. “Don’t be so fussy. Just jam the bottle into his mouth until he starts sucking.”


“You have no idea what you’re talking about!” I yelled. Janet had placed her hand on my forearm then too. I added a parting shot anyway. “And mind your own fucking business!” She stormed off in a huff.


Anger again welled up inside me when the Bears fan said, “No, no, no! Hold on a minute here.” After a sigh, she continued, “Why don’t you let me have a look at him? I might save you a trip to the hospital.”


Wait, what? Finally, a useful suggestion. “Great idea!” I said.


The chorus nodded with approval, while Janet stared at me with a blank expression. For her that was the equivalent of an angry glare.


“Thank you so much,” Janet responded. “That is a very kind offer. But we’ve already called the cardiac staff at Children’s. They said we should get there as soon as we can.”


The chorus disbanded. Clouds of smoke moved in opposite directions as they made their way into houses on either side of us, while the EMTs and I walked to the ambulance to position the car seat.


With Ethan securely fastened and Janet and me sitting uncomfortably in the back of the ambulance, the paramedics dropped another bomb. They were required by law to take us to the nearest medical facility, which was the Edgewater Medical Center a few blocks away, not Children’s Hospital.


The ER waiting area was packed. Janet took the last available chair and held Ethan, who slept peacefully, while I leaned up against a column next to them and thought about the mishap with the medication. It was only one of the many meds Ethan received several times a day through the feeding tube in his nose. We filled the syringes one after another and set them up in a row before sending them into the tube. The blood pressure medication stood out from the others because it was such a tiny amount. Under the best of conditions, it was difficult to not overfill the syringe, and this day had involved less-than-ideal conditions.


Janet had spent the entire day caring for Ethan. She met with therapists, telephoned doctors, expressed breast milk, and did complex calculations of how much milk to give him through the feeding tube. Exhausted, she had accidentally switched the blood pressure medication dosage with the one for reflux, which was much larger.
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