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​​Chapter 1
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The delivery room was silent in the moments after my birth, except for my first cry. I know this because our neighbor Miss Ollie told me when I was nine. I had thought there might have been a lot of noise—shudders, gasps, crying, panic—but Miss Ollie said no, the account she heard at the time recalled only my own cry in those first few minutes. I don’t know why I wondered about the noise. I just wanted to settle in my mind what the immediate reaction had been when my mother and her obstetrician and the two delivery room nurses on that April day in 1980 saw the only baby with double cleft lip and palate ever to be delivered at St. Stylianos, or any other hospital in at least three surrounding parishes. No one in my family would entertain the question, so I had to go to Miss Ollie, who took a little more pleasure in the discussion than I appreciated, but no more than I expected.

My parents’ greatest difficulty was waiting for the surgical repair, which was not undertaken until I was twelve weeks old. They made several trips to New Orleans to meet with a team of specialists who would be involved in my care before and after the surgery. Since Mama almost never drove and Daddy used a farm truck, Miss Ollie drove them to New Orleans in her 1976 Ford Gran Torino Squire wagon every couple of weeks. She pulled up in the driveway at 6am with a basket of hot biscuits and honey for breakfast and fried chicken wrapped in aluminum foil for the ride home. Mama sat in the back seat and held me in her arms.

Based on decades of acquaintance with Miss Ollie, I can speculate that it was a source of great pride for her to be enmeshed in the unfolding of this small-town drama. I can imagine her sitting down for tea and a bridge game with her genteel network of Fine Christian Women and discussing all the details of the tragedy that had befallen the dear Talley family, and all the ways she had committed herself to the easing of their misery. I can hear how, with much squawking and preening, all the FCW would affirm Miss Ollie’s generosity, then repeat the ritual of adulation on Wednesday evening at choir practice, on Sunday morning in Bible study, and at various places around town when Miss Ollie stopped to shop, bank, visit, and of course, request special prayer for her neighbors the Talleys and their pitiful little baby. Nevertheless, Mama and Daddy appreciated the help, and so it went for three grueling months. 

The first round of appointments, as Mama recounted it, was with a pediatric orthodontist, who molded a plastic oral appliance for my feedings, and a dietician named Marcia, who called Mama weekly to monitor my oral intake and weight. Their job was to ensure I did not suffer from malnutrition, a common problem in babies with clefts, which could have delayed surgical repair. Marcia was gentle and reassuring without being condescending, and she and Mama developed a cordial relationship which extended for years beyond my surgery.

Round two focused on the leader and coordinator of the interdisciplinary team, the neonatologist. He initiated a comprehensive evaluation for dozens of syndromes which can be associated with severe clefts, and he consulted a cardiologist, a geneticist, and an endocrinologist to complete this investigative work. Satisfied that our family tree had an adequate number of forks and branches, the geneticist released us. The other subspecialists did the same, without much in the way of explanation. The one upside of the paternalistic brand of medicine practiced at that time was that my parents were not given an abundance of information about all the medical problems I might possibly have had, but turned out not to have. This allowed them to deal with the double cleft I did have without being distracted by a host of other possibilities. 

Daddy often said that Mama’s lips were practically invisible for the first few months of my life. I have no doubt this is true, as Mama’s stress level always has been easy to gauge by the position of her lips. In the course of ordinary, everyday interchange, Mama’s lips bear a placid smile. She may say little, but as long as that calm, easy smile is on display, one can be assured that all is well. If, however, some unfortunate soul has met with Mama’s disapproval, her lips gather into a tight, pursed position. And if Mama is either angry or worried, which is easy to determine based on context, her lips tend to flatten out and roll in. During maximal stress, her lips disappear altogether. So, it is not surprising that with my four-year-old brother Tommy and two-year-old sister Trisha underfoot, Daddy out in the soybean fields, and me constantly in her arms, Mama’s lips were a rare sight in those days.

The final round of presurgical meetings involved a craniofacial surgery and pediatric anesthesiology team. They decided when the surgery would be safest and how it would proceed. At twelve weeks, my weight was stable, and the team felt that I could tolerate the general anesthesia required for the tedious and delicate process of reconstructing my face and palate. 

Having been prepared in advance for the possibility that the time for surgery was near, Daddy had arranged for his mother Josephine to care for Tommy and Trisha, booked a room at the guesthouse adjoining the hospital, and packed Mama and me into the farm truck for the arduous three-hour drive. It wasn’t ideal, but we had to take the truck due to our indefinite stay in New Orleans. Daddy said I cried at least a third of that journey. When “You Light Up My Life” came on the radio, I stopped crying and listened until it was over. He and Mama tried singing it to me themselves a little later, but with inferior results, according to their recollection. 

After months of anticipation, the surgery itself provoked more relief than anxiety. It lasted five-and-a-half hours and was pronounced a success by the presiding surgeon, who came out to the waiting room in her pajama-blue scrubs and surgeon’s cap and reviewed the procedure in tedious detail, the only word of which registered with either Mama or Daddy was “successful.” A couple of weeks later, the surgeon removed the sutures, and the nurses taught Mama how to clean the surgical site, apply antibiotic ointment, and feed me without any need for the oral appliance. When Mama finally was able to hold me and see that I now had lips, her own lips began to reappear. 

* * *
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Our mailbox was a long, shallow brass box with a hinged lid, mounted to the right of the front door. When we all were home on summer mornings, Tommy and Trisha and I would listen for the pop of the brass lid around 11am and race to see who could reach the box first. The incentive was purely competitive, as none of us ever received any mail. But on June 20, 1987, we received a piece of mail that would leave an indelible impression on us all.

Tommy reached the mailbox first, retrieved a single envelope, and passed it on to me to deliver to Mama in the kitchen. She was shelling peas and humming “Sweet Beulah Land” when I placed the envelope on the counter. She must have been expecting this particular envelope. She stopped humming, rinsed off her hands in the sink, dried them on her apron, and sat down at the table to open the envelope. It was a bill from Women and Children’s Hospital in New Orleans, and it showed a zero balance. Mama cried. I ran to get Tommy.

I was too young then to understand the sacrifices that had been required for my parents to pay the medical bills incurred during my first year of life. Until that day, I didn’t know what medical bills were. But when I realized what it meant for a soybean farming family to be debt-free after eighty-six payments paid out over more than seven years, I felt the full weight of the financial burden I had been.

Daddy took us to a restaurant in town that night. I sat between Mama and Daddy in the front of the truck, and Tommy and Trisha sat in the bed of the truck and made funny faces at us through the back window. We had steaks for dinner and apple pie with ice cream for dessert. The atmosphere was jubilant, but uncertainty shadowed me. 

I wondered if our lives would have been much different over the past seven years had there been no medical bills to pay. How many more steak dinners would we have shared? Would we have gone away on vacation like other families we knew? Would we have dressed differently? Would Daddy have had the crop duster he needed for the farm? My child’s mind was ablaze with possibilities.

Aflame with guilt in bed that night, I pulled the covers up tight around my face to try to keep anyone from hearing me cry. Mama came in and placed her hand against my forehead.

“Are you sick, baby?” she asked.

“No, Mama,” I answered.

Mama tucked her hands behind my shoulders and pulled me upright. “What’s wrong, then?” she inquired.

“I’m just so sorry!” I sputtered.

Mama pushed me away and tilted my chin up with her index finger. “Talk sense, child,” she said.

Through a fit of sobbing and gasping, I told Mama all the things I feared I had cost our family.

Mama grasped my shoulder with a firm hand and spoke directly into my ear in a calm, clear voice, the tender efficiency of which, over time, became for me a reliable signal that a conversation was coming to a definitive end.

“I value nothing more than you,” she began. “I would be pleased to wear the same dress every day for a dozen years if it would secure your well-being. Our celebration tonight was not about money. We had to celebrate the Lord’s faithfulness to our family. Through the hands and the skills of those doctors, you were delivered back to us beautiful and whole, and then we were able to meet all of our obligations to the hospital. We never had to do without a single thing. Now sleep.”

* * *
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Before my father’s family bought the land we farmed, an insightful owner with a view toward the pleasure of future generations planted two oak saplings at a well-calculated interval, resulting a few generations later in the intersection of the lithe limbs in a perfect arbor. The house was situated with a prime view of the two oaks, leading to the name Shady Oaks for our homestead.

The spooled twine of summers at Shady Oaks unwound with the ease of my roaming its endless dozens of acres, breathing in the essence of its sandy loam and silty loess soils, and watching its broad, smoldering sunsets. I fell asleep to the chitter and drone of crickets and awakened to the blistering of bacon in a cast iron skillet. 

Our nearest neighbors aside from Miss Ollie were Mildred and Jim Adcock, who had retired from farming but still planted a couple of acres to keep busy. They had one cow named Pat, the lone holdover from a closed-down dairy operation. On quiet evenings, I would walk toward Pat along the top of the post-and-rail fence, much to the chagrin of my mother, whose eighty-six payments to the plastic surgeon seemed to be in constant threat of repeat. 

My acrobatic activities piqued little interest from Pat, but when I broke off small branches of a chinaberry tree from our side of the fence, she sauntered over to consider the merits of this new snack. I started out petting Pat’s head and smoothing her flank while she ate, and soon I could climb onto her back for a ride. By summer’s end, if I failed to come outside of my own accord by early evening, Pat stood at the fence, lowing for berries. Only later did I learn that chinaberries contain a mild neurotoxin. I had made an addict of old Pat. 

My friendship with their cow both alarmed and amused the Adcocks, but their clucks and gasps the June evening when they beheld my first jaunt about the property atop Pat’s bare back gave way to resigned nods by August. 

Tommy and two brothers who lived on the other side of the woods at the south end of our property formed the human contingent of my childhood circle of friends. Since Trisha wanted little to do with outdoor games, the boys were my default option. The test of my position in the group came early in July before I started second grade. I was walking along the top of the fence and found the boys teasing Pat with a stick. I jumped down onto the stick-holder, a third-grader named Benji Harrison, and started throwing punches, one of which landed just below his right eye. 

When Tommy pulled me up by the criss-cross of my overalls, I was still punching the stale air.

“Pat’s my friend! He can’t treat her like that—I won’t let him!” I screamed.

By this time, Benji was back on his feet, stunned and holding his face. “You wanna be friends with a cow? What kind of a kid is friends with a cow?” he jeered.

“The kind of kid who just dotted your eye,” I spat back.

Tommy sent me inside, but by the time I reached the back porch, Mama appeared with hot dogs and lemonade, and we all forgot about the fight. The brevity of conflict was a distinct advantage of growing up with boys. 

* * *
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Once school started in August, I learned too quickly that girls develop a jarring culture of grudges and alienation at a young age, and I could not navigate the turbulent waters of their cruelty. Usually, having an older sister was beneficial, as she could usher her younger sibling into the good graces of a proper social circle, but Trisha was too preoccupied with securing her own interests to perform this service on my behalf. She would not take time to help me get ready for school in the morning, nor would she cross the unmarked but well-recognized playground boundaries between her grade and mine. I tried to avoid embarrassing her at school by simply disappearing from sight. 

Mama, in a well-intentioned but grossly misguided effort to help me fit in, sent me to school on the first day in a crisp cotton floral print dress and new black patent leather shoes. I spent all morning scratching, squirming, shifting, and pulling in a vain effort to settle into clothing unsuited to me. I wanted my faded overalls back. When the time came to line up and make the daily “silent walk” to the cafeteria, the soles of my uninitiated shoes hit the terrazzo floor, freshly polished for the first day of school, and within seconds my feet and skirt both were in the air, exposing my pink underwear to the whole second grade. 

Our silent walk turned rowdy as the class erupted in laughter. Our teacher, Mrs. Tisdale, had entered the cafeteria at the front of the line with the A names, while I was at the back with the S, T, and W names. By the time she heard the noise generated from my mishap and came to investigate, I had bolted from the line and taken refuge under a nearby stairwell. She shepherded the class into the cafeteria, not realizing anyone was missing. Twenty minutes later, Tommy’s sixth grade class filed by. One of his classmates recognized me and called him over, gesturing toward the red-faced, wet-eyed, floral mess huddled under the stairs. Tommy left his class and sat beside me under the stairs.

“Hey Chief,” he whispered, pulling a handkerchief out of his pocket and wiping my face. “What happened?”

“I fell and everyone laughed at me and said I was going to have a busted behind to match my busted face,” I answered in one breath between sobs.

“Who said that? I’ll show them a busted face,” he said, mock-punching the palm of his hand with his fist.

“And they saw London and France,” I said, burying my face in Tommy’s chest.

“I’m sorry, sis. Hey, don’t worry about them. I’ll fix them. Did you eat lunch? Where’s your class?” he asked.

“I ran away before they got to the cafeteria,” I said with a forlorn realization that I had missed lunch.

Tommy stood up and pulled several coins from his pocket. “Stay here,” he said. “I’ll be right back, okay? Don’t go anywhere.”

Pretending to be on an errand for his teacher, Tommy entered the teacher’s lounge, bought a grape drink from the vending machine, and brought it back to my hiding place under the stairs. We shared it for our lunch, and when the bell rang for lower elementary recess to end and upper elementary recess to begin, Tommy escorted me back to my class and watched through the window pane in the door to make sure no one directed any untoward remarks my way.

From that day forward, I abandoned dresses and patent leather for denim and canvas, making permanent the summer loyalties forged in the mudholes and creek beds and piney woods and fields.

* * *
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Daddy’s mother Josephine, known to us as Grandma JoJo, taught junior high math and science for thirty-seven years. She always said she tricked her students into learning by distracting them with something fun. She would say, “I’m sorry, students, I seem to have lost my lesson plan. We’re just going to have to take a break from math today.” She then would create elaborate stories about travelers, business owners, parents, or city councils, walking the students through these characters’ encounters with customers, vendors, family members, or citizens, and the decisions they made over the course of a day, a week, a month, or a year. Before they realized it, the class had learned the basics of logic, statistics, and pre-algebra. Even when they caught on to her ruse, they played along, because they loved her and knew that she loved and valued them. Grandma JoJo developed a lifelong following among her students and kept a bulletin board covered in the pictures and postcards her former students sent.

Grandma JoJo, with her column-like frame and ample lap, became the dominant presence in any room. She loved to laugh, and watching her laugh could produce a contagion of laughter among anyone nearby. She would stomp her left foot and slap her right knee and throw her head forward in a convulsion of raucous laughter, usually at her own jokes. Her husband Grandpa Mack was equally as jolly, and upon suffering a heart attack while tending his fields, he is said to have been found smiling, even in death. 

Daddy adopted a more sober disposition around Mama, who, while always pleasant, considered public outbursts of any kind dreadful and kept her emotions tightly reined. However, when Daddy was around Grandma JoJo, he simply could not suppress the laughter. Tommy and Trisha and I adored them.

In 1992, the year after Grandpa Mack died, Grandma JoJo came to stay at our house most weekends. Our crop had rotated to corn that summer. I was twelve years old and was expected to help in the fields, along with Tommy and Trisha. At the beginning of the planting season, we had repeated our annual ritual of carefully studying the updated guide to crop pests sent out by the state agriculture department, a task made easier once the guide was published in full color. After school let out in May, Daddy paid us to count aphids, worms, beetles, and chinch bugs on the corn plants so he could gauge which pesticides to apply, and at what point in the growing season. Meanwhile, Grandma JoJo wielded a garden hoe with determined precision to rid the premises of any corn snakes that made it past the back porch steps. 

Helping Daddy was a novelty to us at first, and a competition like everything else, but as the days grew hotter and the counting more tedious, we became less inclined to stay in the fields. Trisha always was the first to go. 

“There must be a better way to make money,” she would say, but she never found any summer work that met with her approval. Babysitting was beneath her, and she wouldn’t think of serving hamburgers and milkshakes at Perry’s Diner. So she pranced out to the corn fields in her swimsuit and sandals every morning and counted bugs long enough to get a suntan and enough of Daddy’s money to buy a few movie tickets and a summer-long supply of blue mascara and pink lip gloss.

An alarm system was unnecessary for our home, as the pine floors and window casements had settled in such a way that no one could come or go unheard. That included Trisha, who made several unsuccessful attempts to sneak out of the house that summer. Daddy could have been in a deep snore for two hours, but the moment her feet hit the pine, he’d be awake. By the third step taken in any direction but the bathroom, Daddy would send up a warning, low and drawn out: “Trish-uhhh.” If this first warning was followed by the creaking of Trisha’s wrought iron bed as she crawled back under the covers in defeat, all was well. If, however, she simply froze and hoped Daddy would fall back to sleep and she could resume her flight, a second warning was sounded, this time high and taut: “Trishamarie!” Neither Tommy nor I dared to giggle or even breathe until the awaited creaking of the bed signaled defeat. 

On one occasion, Trisha opened her window in advance and sat on the window sill for a full three hours before sliding out onto the flat part of the roof and shimmying down the gutter drainpipe, only to be met there by Daddy. He had seen the open window when he came inside for dinner and waited on the side porch until the inevitable act of treachery occurred. He put a hand on her shoulder, escorted her back through the side door, up the stairs, down the hall, and into bed, closing the window and returning to his room without a word. 

* * *
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By mid-July, our work was done. Daddy did not have us join him for what he considered the dangerous work of the harvest, so we were free to enjoy the last few weeks of summer with our friends. Tommy joined a late summer baseball league but had to sit out when he developed a summer cold. After a few days of Mama’s chicken soup and twice daily menthol rubs to the chest, he was ready to head out to Gorman Park for practice. 

Tommy was a natural athlete. At age sixteen, he was tall and muscular, with broad shoulders. He practiced for a week as a back-up short stop, and in an afternoon game the last Saturday in July, he was sent onto the field at the top of the seventh inning. On the way out of the dugout, Tommy stumbled. His hands pushed through the chalk baseline, and his knees hit the dirt hard. The opposing team jeered, and his own teammates chuckled at the embarrassing debut. 

Once on the field, Tommy looked uneasy and shifted his weight continually from one leg to the other, like a base runner trying to steal second. The first batter hit a pop fly to center field. Tommy shifted. Left leg, right leg. Left leg, right leg. The second batter struck out. Left leg, right leg. As the third batter approached the plate, Tommy fell. The third base coach ran to his side. No one laughed.

“Stay here,” Mama told me, her lips disappearing from view. She walked to the gate in the chain link fence and spoke to Tommy’s coach. At that moment, I was terrified, and I wanted to shake Mama to make her show some animation. 

Two coaches helped Tommy back to the dugout. “My legs feel heavy,” he told them. 

The father of one of Tommy’s friends pulled his truck up to the gate, and the coaches loaded Tommy into the passenger’s seat. Within minutes, he was in the emergency room at St. Stylianos. Mama and Trisha and I met him there. 

The initial assumption was that Tommy had become dehydrated in the late summer heat. IV fluids with potassium were started. A few hours later, Tommy felt no better. The next line of thinking was that when Tommy tripped and fell the first time, he hit the ground hard enough to injure his knees and lost stability in standing. He had x-rays of the hips and knees, but nothing looked amiss. He had no bruising or swelling. He just kept repeating, “My legs feel heavy.” 

The third proposal was that Tommy had been exposed to a toxic chemical in the pesticides Daddy was using on the corn that year. When Daddy brought labels from each of the containers for the doctors to inspect, the poison control center identified several offending compounds that could have been responsible for Tommy’s symptoms. Blood tests were drawn, and Tommy was admitted for further observation. Daddy and Trisha went home for the night.

The first night of Tommy’s hospitalization, I slept on an orange vinyl sofa beside his bed. When a nurse questioned whether I met the age requirement for visitors, Tommy promptly intervened.

“I’d like to have my sister stay, ma’am, if it’s okay,” he said. “She won’t be a bother to you.” The nurse nodded and brought two blankets for Mama and me, and we settled in. 

During the night, Tommy awakened with a shout. When Mama and I jumped up to see what was the matter, Tommy said he had pain travelling from his low back into his legs. Mama and I each took a leg and started rubbing and plying the muscles until Tommy was comfortable enough to fall asleep again. 

I tried not to move so the orange vinyl would not squeak and awaken Tommy. He had said I would not be a bother, and I did not want to disappoint him. I could hear him breathing heavily and Mama whispering her evening prayers, with more fervor and urgency than usual. I was annoyed when the nurses giggled and chatted at their station down the hall. I wanted them to respect the gravity of Tommy’s situation. I watched the red second hand click around the sixty tick marks of the wall clock for another hour until the nurse came in to recheck Tommy’s blood pressure.

When a gray-haired, bespectacled doctor came by for morning rounds, Tommy could not lift his legs off the bed. He could feel the prick of a safety pin and the coolness of a stethoscope, but his knee did not bounce when hit with the rubber-head hammer. When the doctor lifted Tommy’s leg, it fell back onto the bed. Both Tommy and the doctor looked alarmed. Mama’s lips rolled in. 

The only two words I remember from the conversation that followed are “spinal tap.” I didn’t know what they meant, but they sounded awful, particularly when the doctor spoke them in a hushed tone, with chin lowered and brows furrowed. I would have to ask Grandma JoJo or Miss Ollie about it later.

Daddy came in shortly after the doctor left and sent Mama and me home with a church member who had stopped by. 

“It’s no trouble,” she said. “I live out your way.” 

“That’s okay,” I said. “I’ll be staying here.”

Daddy shook his head no and put his hand on top of my head. “Go on home, babe. We’ll keep you posted.” I turned to protest, but Daddy raised one eyebrow and cocked his head to the side in the telltale “no backtalk” warning posture. I looked at Tommy, who smiled and winked.

“Somebody’s got to keep Trisha out of trouble while I’m stuck here, Chief,” he whispered.

Had I known that my parents would not allow me to return to the hospital after that day, I would have fought much harder to stay. I received limited information and understood even less. I viewed the passing hours as weights stacking up into days and days stacking up into weeks, piling up on my chest, a crushing mound of misery. 

To her credit, Trisha made a sincere effort to console me. She brushed and braided my hair, painted my toenails, and allowed me to listen to music in her bedroom—activities not tailored to my natural proclivities but nevertheless appreciated. She hugged me when I cried and brought a sleeping bag into her bedroom for me to sleep in whenever I wanted company. She and Grandma JoJo, who had moved in full-time to allow Mama and Daddy to maximize their time at the hospital, made happy-face pancakes and brought them to me in bed some mornings. 

I understood what had been ruled out better than the final diagnosis. Tommy had not been exposed to a poisonous chemical on the farm. He had not been bitten by a tick or a spider. He did not have a spinal cord tumor. He did not have an infection. His vitamin levels were not low. His heavy metal levels were not high. 

Tommy had an exotic-sounding illness called acute inflammatory demyelinating polyneuropathy, also known as Guillain-Barre’ Syndrome. After his respiratory infection, Tommy’s body began to attack his own nerves, as if stripping the outer covering from an electrical wire, so that the nerve signals could not get through to his muscles. Tommy’s weakness continued to progress in a relentless upward march until he could no longer move his legs or his arms. 

I learned that the treatment Tommy was receiving involved removing his blood and filtering it before sending it back into his veins. The simplified description with no corresponding visual aid created in my twelve-year-old mind a horror show of mental images of what the procedure entailed. Instead of envisioning a slow and continuous filtration, I pictured a stern-faced nurse puncturing Tommy’s arm and collecting the entirety of his blood supply in a glass receptacle until his body turned deathly pale, only to shoot all the blood back in again just in time to revive him.

Three weeks into Tommy’s ordeal, I started seventh grade. I walked up the covered walkway toward the administrative offices and encountered my first dilemma: to my left was a patio outside the cafeteria and to my right was a second patio outside the library. Trisha had told me about the lockers and bathrooms and concession stand, but she had not told me which patio to choose. I went with the right. I scanned the clusters of students sitting on wooden benches and standing by concrete posts and located a familiar face.
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