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PROLOGUE


The Latin roots of “monster” are monere, meaning “to warn,” and monstrum, an omen, or a supernatural being that indicates the will of a god. “Monster” shares its etymological root with “premonition” and “demonstrate.”


My first monster story was Frankenstein.


Though this first Creature was more James Whale than Mary Shelley. When we were little, my brothers and I would abandon the great outdoors and race inside in time for the Saturday monster movie matinee. Two hours of ecstatic dread. Of delicious nightmares in chiaroscuro black-and-white.


Every few weeks, it would be his turn. I waited for his graceless body, his halting gait and cinder-block shoes. I could recognize the operating room where he was born. I knew he was real, because we were the same—everything that made him a monster made me one, too. We had more in common than scars and shoes. Frankenstein is the story of a disabled child and its parent. It is also the story of a Golem.


Humans have told stories of magically animated creatures for thousands of years. Ancient religions from Babylonia and Sumer, to Mexico, Africa, and China, all assert that gods formed the first human beings out of clay. Enki and Prometheus are but two creators who formed a being and gave it life. These days, we have Victor Frankenstein and his Creature, but long before them, the Jews had Rabbi Judah Loew ben Bezalel and his Golem.*


Golem (goylem in Yiddish) is Hebrew for “shapeless mass” and first appears in Psalm 139 of the Hebrew Bible, in which Adam is referred to as a golmi. Adam is brought to life by the breath—the word—of God, transformed from inert matter into vibrant life: the first Golem. The difference is that Adam becomes fully human, while Golems of legend never do.


Iterations of this legend date from as far back as the eleventh century, but the most famous version dates from sixteenth-century Prague. The Golem of Prague tells the story of Rabbi Judah Loew ben Bezalel (an actual historical figure, known as the Maharal) and his creation of a living being made of clay. Golems wend through our stories, from Pygmalion’s statue to the Bride of Frankenstein to Mr. Data and Seven of Nine; from the Cylons to C-3PO, R2-D2, and Chucky the doll. And, of course, to Gollum himself.


While these are not all Golems, exactly, every creature is made of inanimate material that is shaped and awakened by the will of a master (and nearly every story is of a master—not a mater—a male who attempts to attain the generative power of the female body).


Golems are built in order to serve a specific purpose. Adam, it is said, was built for the glory of God. The Golem of Prague was built to save the Jews from a pogrom. Frankenstein’s monster was built for the glory of his maker, and for the glory of science itself. These Golems were not created for their own sake. None given purposes of their own, or futures under their control. Golems are permitted to exist only if they conform to the wishes of their masters. When a Golem determines its own purpose—let’s call it hubris—it is almost always destroyed. The Golem must stay unconscious of its own existence in order to remain a receptacle of divine will.


Yet every tale tells us: it is in the nature of a Golem to wake up. To search for the path from being an It to an I.


In Golem stories, the monster is often disabled. Speechless and somnambulistic, a marionette acting on dreams and animal instinct. In Yiddish, one meaning of goylem is “lummox”; to quote the scholar Michael Chemers, from God’s perspective, all humans are disabled.


The day I was born I was a mass, a body with irregular borders. The shape of my body was pared away according to normal outlines, but this normalcy didn’t last very long. My body insisted on aberrance. I was denied the autonomy that is the birthright of normality. Doctors foretold that I would be a “vegetable,” a thing without volition or self-awareness. Children like me were saved without purpose, at least not any purpose we could call our own.


I am a Golem. My body was built by human hands.


And yet—


If I once was monere, I’m turning myself into monstrare: one who unveils.





 


* Many scholars believe that Mary Wollstonecraft Shelley was aware of and influenced by this centuries-old legend, including Paul Root Wolpe of Emory University: medium.com/neodotlife/frankenstein-at-200-the-golem-and-biotechnology-accb33dac3be.




PART ONE





In the beginning
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CHAPTER 1


Carole’s Story: It’s Alive!


She told me my story when she was proud of me. (Look how you turned out!) She told me my story when I annoyed her so much that she folded her arms across her breasts and tilted her eyebrows at me like notched arrows. (Have you forgotten what I went through for you?) She told my story when we had company. (Look how she turned out!) She told my story to every new doctor and nurse who crossed our path.


My mother’s stories run through my head like a piece of silver nitrate film.


April 1958


Carole froze, hands in the air, caught in the act of tugging her blouse over her head. Not this—not again, she’d been so careful. Months on bed rest, moving through the apartment like an overfull balloon, afraid to so much as bump the furniture in case it pricked her skin and spilled her contents out onto the floor.


They were spilling now. Hot liquid spiraled down her legs.


She shuffled into the bathroom and waited for the expected release of mangled tissue. For another baby-that-could-have-been to slide out of her on a torrent of red. She looked down at the floor and, oh God, it wasn’t blood—she was standing in a puddle of viscous pink water. Invisible hands twisted her like wet laundry. What a strange thing it is when pain means hope.


Jerry heard her shriek and ran through the bedroom, slid into the bathroom. She yelled, Honey, I’m in labor, he shouted, Where is the suitcase? What do I pack?—the suitcase that would’ve been packed and ready to go if things had been happening according to schedule. This day was precisely one month before the due date she’d been given in the obstetrician’s office. Jerry drove like he’d never heard of traffic laws. Carole sat doubled over on every towel they owned.


It was all so unfair. She had the kind of sturdy, wide-hipped, large-breasted body celebrated in fertility sculptures since the dawn of time. At twenty-four, she looked able to birth a clan, a tribe, a city-state, while striding through fields with arms loaded with harvest. Instead, there had been three miscarriages in less than two years, followed by eight months of paranoid restraint.


Jerry thought, If this is all there is, just us forever, dayenu. It’s not that he didn’t want children—he did—but he’d almost given up on family life at all. Jerry had married late, at the age of thirty-one, eight years after coming home from the Army. He had been with the 102nd Infantry Division (the Fighting Ozarks)* when they landed at Cherbourg, in September 1944. The 102nd fought their way across Belgium until reaching Aachen, which was where Jerry’s foxhole ran out of ammunition. Something possessed him to run across the fields of fire in search of resupply. Miraculously, he made it back unscathed and stayed that way until the next-to-last day of his enlistment. The fleeing German army lobbed mortar shells behind them as they retreated; one blew up and slammed shrapnel into Jerry’s face. The Army traded a Purple Heart and a Bronze Star for the shattered jaw and the teeth left behind on the battlefield.


Six months in a hospital in England, then home to Cincinnati with a subtly new face and the determination to squeeze the GI Bill for all it was worth. He racked up a CPA degree and dated a little—but being shot in the face doesn’t leave a fellow feeling attractive. His sister Ruth just happened to have this friend, a sparkling friend who flirted away Jerry’s shyness.


And then—and then, he was married. To a knockout nine years his junior. In silent, black-and-white footage of their wedding, Jerry is levitating while Carole’s hands fly and flutter like the spread wings of birds.
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January 2, 1955


But then Carole started losing babies, and sorrow piled up behind her eyes.


Jerry nearly drove up on the sidewalk in his haste to reach the emergency room. The man was usually a bundle of worried tics, gasps, and pronouncements, but he tried crooning Don’t worry, honey, don’t worry don’t worry. Silently he told the baby, You show up now, kid, or I’m coming in to get you, as his wife’s gurney disappeared behind the swinging OR doors.


Labor is labor, hours of pain, but it was a pain Carole welcomed, because every other pregnancy so far had ended with a faster agony and no one to hold. At 6:04 in the morning, the baby was born.


Then all was confusion. Doctors and nurses ran around the room, calling for equipment, as the baby screamed in a way that surpassed the normal trauma of air and bright light. Carole demanded to see the baby, but they’d taken it to a far table.


The baby. Boy? Girl? No one could tell. Carole was told that the lower half of its body was encased in adhesions. The amnion—the inner layer of the placental wall—had adhered to the baby’s skin and formed swathes like a mummy’s bandages. These had affixed the baby to Carole’s uterus, as if her body was trying to keep the child inside the maternal fortress. As if preparing dressings for the surgeries that lay ahead. As if knowing that mother and child would never be much good at separation.


A nurse stepped away, and there it was, her genderless, shrieking infant—an infant with a grotesque red sac protruding from its back. Then Carole knew exactly what the obstetrician was about to say: her baby had spina bifida.


Carole had seen these children for years. Up until this bed-rest pregnancy, she’d been a medical researcher at Cincinnati Children’s Hospital, where she’d worked for Josef Warkany, an Austrian physician who had established the field of teratology in America (teratology, from the Greek teratos, or “monster,” is the medical term for the study of birth defects). Warkany revolutionized the medical understanding of the origin of impairments. Among these, spina bifida was one of the most common and the most commonly fatal.*


In 1958, no one knew what caused spina bifida, only that it fell within the category of congenital conditions known as neural tube defects. The words spina bifida mean “split spine”: when a fetus is in utero, the bones and casing around the spinal cord are supposed to fuse and create a tube that houses and protects the spinal cord. If these parts fail to fuse, they leave an open fissure—a lesion—somewhere along the length of the spine, anywhere from the skull to the sacrum. A literal hole in the body. As a consequence, any pathogen entering that hole has access to the brain.


Spina bifida babies are born open to the world.


There are different severities of the condition. The mildest cases, “spina bifida occulta,” are those in which the spine remains closed, with minor malformation of one or more vertebrae. This causes little or no injury; often, from the outside, Carole could scarcely tell that anything was wrong with those children.


The most affected are those with spina bifida myelomeningocele, a condition in which a loop of spinal cord protrudes all the way outside the body. The cord is typically embedded in a bulging red sac like a gruesome birthday balloon.


That red sac now protruded from the middle of her newborn’s back.


Over 90 percent of such children died before they were two years old. Prevailing medical opinion was that surgeons should leave these children alone until they reached the age of two. If they survived that long, they were strong enough for treatment, but otherwise, they were a waste of medical resources. Parents were advised to cherish their babies for the short time they had. Josef Warkany disagreed with this “ethic.”


Carole had never imagined her own child on Warkany’s examination table.


The baby actually had a decent weight for a preemie, so an ambulance took it directly across Burnet Avenue to Cincinnati Children’s Hospital. Carole’s obstetrician let Jerry push his wife across Burnet in a wheelchair plastered with JEWISH HOSPITAL decals. It was a cold day under a cloudy pewter-gray sky; the wind found the edges of her robe as Carole left one hospital and entered the next.


Carole prayed for a surgeon who wouldn’t wait until that impossible second birthday, and indeed, they were in luck. Children’s had just hired a young, Harvard-trained surgeon named Lester Martin. He was soap-opera handsome—but more to the point, freshly trained in the latest techniques to close a spina bifida lesion.


The breach was between the fourth and fifth lumbar vertebrae, those being the bones at the waistline, between rib cage and pelvis. A lipoma—a fatty tumor—was wrapped around the cord, making the repair exponentially more difficult. Lester Martin cut away the tumorous sac and eased the spinal cord back into the canal, sutured the edges of the dura mater, and crisscrossed the muscles of the back into their proper place. The stitches barely held together in the petal-thin skin of a newborn.


Jerry and Carole sat in the waiting room, hands gripped in a sailor’s knot of fingers. They’d picked out names, but what does one call a new person whose genitals are hidden in a shroud? A contingent of Lehrers and Horwitzes had filled the waiting room by the time a surgical resident stepped out of the OR and said, “Your daughter is hanging in there. So far, so good.” It seemed that Dr. Martin had removed enough adhesions to reveal her sex.


Jerry cleared his throat. “We’re naming her Riva Beth Joan. Rivka Brina Yocheved.” As always, English name first, then Hebrew name. They were naming the baby after her great-grandmother Riva Brina Numark and great-grandfather Joseph Lehrer. Ashkenazi families pull their children’s names from the afterlife; children begin life as the phantoms of people they will never meet.*


Everyone in the room understood why she’d been given so many names. In Jewish folklore, the Angel of Death is rather stupid. He wanders the world with his clipboard and paperwork, seeking his victims by name. If a baby is born with an illness, you give it multiple names. This confuses the angel, who scratches his flaming skin and says, “Who is this? Riva? Brina? I don’t know. Guess I’ll come back later.” Lucky for all concerned, even God can’t get good help.


Carole thought of her colleagues at Children’s. She could have used their support now. She might be surrounded by family, but the truth was, none of them understood what a diagnosis of spina bifida really meant. She alone had no comforting ignorance to hide behind as she accepted being this child’s mother.


My mother.


For whom, on that day, life itself was all that mattered.
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Cauda Equina
2005





 


* http://ozarks102id.org/


* Warkany’s work eventually earned him the sobriquet “the Father of Teratology.” From Warkany’s obituary in The New York Times, June 25, 1992: “Dr. Warkany’s discoveries helped create the medical specialty of teratology, which includes the study of the fetus as well as efforts to cure and prevent the prenatal ailments responsible for much of the infant death rate. He contended that congenital ills should be treated medically just like postnatal ailments. . . . Dr. Warkany . . . was the founding president of the Teratology Society and helped develop the field as a certified specialty.”


Carole was part of Warkany’s team when he “loaned” her to Albert Sabin for the last frantic days of the race to invent the polio vaccine. At the time, Jonas Salk was Head of Pediatric Research at Children’s Hospital. Sabin and Salk had spent years in neck-and-neck competition to invent the oral form of the polio vaccine. Reportedly, she was there, on March 26, 1953, when the announcement came over the radio that Jonas Salk had perfected an effective, injectable formula. According to her, Sabin screamed invective and hurled a full beaker of chemicals the length of the lab, barely missing the frantically ducking heads of his staff. And yet Sabin’s vaccine would become the more widely used, being both cheaper and easier to administer.


* “Yocheved” is the female version of “Yosef.”




CHAPTER 2


Cauda Equina


The medical effects of spina bifida myelomeningocele (SBMM, or MM) are different for each person, but roughly, they are as follows:


Each spinal vertebra has a specific nerve branch (a dermatome). Wherever a lesion occurs—that is, a hole in the spinal casing—the nerves nearest the breach are damaged. Muscles, bones, and organs rely on enervation to grow and function. This means they may malfunction or never develop at all. When organs don’t receive normal enervation, bowels and bladders may become spastic, nonfunctional, or incontinent. Kidneys are particularly at risk.


Given that neural tube failures happen in the fetal stage, spina bifida can affect almost any form of mammal (for instance, I have a friend who has a cat with SB; it’s paralyzed and needs help voiding its bowels). When I was born, techniques to close the lesions had only just been invented; it appears as if the first successful surgeries occurred somewhere in the mid-1950s. Before this period, the mortality rate was upwards of 85 percent. Doctors are only now learning how to treat spina bifida as we grow and age. My own adulthood has only been possible for the last fifty or so years.


Even with a successful closure, the spinal canal may become narrowed and constricted. This can force cerebrospinal fluid up into the head, a condition known as hydrocephalus (so-called “water on the brain”); the danger is that fluid pressure will squeeze away the space for the developing infant brain. A shunt must be inserted to drain the excess fluid, otherwise hydrocephalus may result in cognitive, communicative, and learning disabilities; severe cases may lead to death. I was unusual in that I did not have hydrocephalus—also fortunate, as shunts did not come into use until several years after I was born.


My version of spina bifida is properly called lipomyelomeningocele (LMM), meaning that a lipoma—a fatty tumor—was adhered to the cord at the lesion site. People with any degree of myelomeningocele may develop “tethered cord,” which happens when the spinal cord becomes ensnared by scar tissue at the site of the lesion. Tension on the cord pulls the spine downward, like the string on a bow. This may cause or increase any scoliosis, but the most serious danger is that tethered cord can be fatal should it pull the brain stem out of position.


Before Josef Warkany established the field of teratology, anomalies were explained via a swampy mess of mythology and superstition, as people searched for the comfort of an explanation. Myths gathered details, characters, causes and effects. Mythical monsters can be viewed as explanations for fetal conditions, and vice versa; the names given to many impairments speak to this entanglement of science and superstition. When a child is born with legs fused together, it’s called Mermaid Syndrome (or sirenomelia). A baby that lacks a nose and possesses but one eye in the middle of his face is a Cyclops (the medical condition is known as cyclopia or holoprosencephaly). Infants covered with fur-like hair have Werewolf Syndrome (hypertrichosis). Babies born with vestigial tails or “horns” or with albinism have been seen as animals and ghosts.


“Monstrous” children were blamed on mothers via an ancient concept known as maternal imprinting. Maternal imprinting dates back to the first century C.E., the time of Pliny the Elder, and persisted well into the nineteenth century. A fetus could be “imprinted” by something its mother saw. Women were warned against looking at disturbing sights if they were pregnant or trying to conceive. Visual trauma, it was believed, could ripple through the womb, as the boundary between outside and inside was thin and indefensible. “Disturbing” sights included those that lay outside the sanctioned domestic routine of a well-contained woman. A well-contained woman did not attend carnivals, where she might see the antics of a performing monkey and give birth to a baby covered in hair, or a frolicking seal that might cause her child to be born with shortened arms. Maternal imprinting not only condemned a mother for the nature of her infant, it was a tool for denying women their freedom of movement.


We pride ourselves on being more sophisticated (few pregnant women would avert their eyes from a Pekingese in fear for their child’s profile), yet fear of and distaste for the disabled is alive and well. I was born just after a surgical breakthrough, yet 1958 hardly constitutes a medical bright line, a turning point when the surgical ability to repair these lesions led to a comprehensive agreement that it should be done. Advances in spina bifida treatment have kept coming, but international debates (such as those in Belgium and the Netherlands) persist over whether to treat infants like me at all. The bioethicist Peter Singer used spina bifida as his central example as to why disabled children should die at birth. He opined that we will never have a reasonable “quality of life,” and that we consume far too many medical resources for too little societal payback. I can only be grateful that Peter Singer wasn’t stalking the halls of Cincinnati Children’s Hospital sixty years ago.




CHAPTER 3


Carole’s Story: Attack of the Fifty-Foot Woman


I had never left Children’s Hospital. Not for a single day. It was spring of 1960, and I was almost two years old, yet I had never seen my parents’ home, never even met my new baby brother. Doug lived as an only child, as did I.*


My world was a series of white rooms full of hard machinery. The city outside my window was a mystery I could not begin to grasp. When my mother and father walked out the door, it was if they ceased to exist, until the next morning when Mom’s footsteps would ring out in the hall. A repetition of tiny desertions that made me an anxious child.


This, I think, is why I still remember many of Mom’s stories of my earliest childhood. Her stories told me that no matter how many times she left, she would always return. I was shaped by these stories into a girl who was both exceptional (in her eyes) and always at risk (in her eyes).


Also, a girl who was endlessly in peril. As far back as I can remember, she told me about the times that I’d come close to dying from fevers or from dangerous operations.


The closure surgery on the day I was born had been only the first of dozens. Sometimes my surgeons didn’t even bother stitching me up between operations but simply tied me together like a Shabbos brisket. I must have been far past infancy, but I remember a surgeon pulling gauze packing from an open wound in my abdomen. Mom sat on the other side of the room, white-faced and white-knuckled, as I screamed that I was being killed.


The dramatic thread that wound through her stories was that she nearly lost me—not only to death, but to life in an institution. For the first two years of my life, the hospital sent social workers to my room over and over, arguing that family homes were insufficient—even dangerous—for children with constant medical needs. It seems as if almost every parent of a disabled child was told the same thing: send them away for their own good, and for the good of the family. I hung on Mom’s thrilling tales of resistance. She rescued me through sheer pluck and derring-do.


The moment of truth came that spring, when my health had improved enough that she thought it was safe to bring me home. She knew she’d have to be clever if she was going to bring the hospital around to her way of thinking.


[image: illustration]


Carole Sue Horwitz Lehrer, just after her marriage





 


* Kids were not allowed to visit the hospital, due to their being little petri dishes of measles, mumps, and other microscopic villains.




CHAPTER 4


Carole’s Story: The Girl with All the Gifts


The men usually showed up at the pinkish crack of dawn, a jostling, white-jacketed herd of specialists who filed in and peered down at me, a small bandaged bundle in the crib. Urologist, gastroenterologist, orthopedist, neurologist, neurosurgeon. They observed, they prodded, they discussed, and moved on.


But on this chilly morning, the men of Grand Rounds were about to get a surprise.


My mother had chosen our costumes with care. She wore the navy suit from when she’d been a researcher at Children’s, in the hopes that my doctors would remember the Carole Horwitz who’d moved in Dr. Warkany’s orbit. Her ensemble was finished off with a bit of crimson lipstick and a marcasite mezuzah on a chain, appropriate for her double role: that of a fellow specialist and a sweet young mother.


My own frilly dress was the farthest thing from a hospital gown. It was laden with lace and embroidery that cascaded over my bandages and distracted from the incised scribbles of red and pink all over my body—even under my hair, where doctors had nicked my scalp with a scalpel and sewed IV needles inside the veins. My doctors knew the scars, of course—they’d put them there themselves—but Mom wanted them to see me anew. This was the crucial illusion: I had to appear as a Normal Girl. A girl who could survive going outside.


I wasn’t in my usual position, supine and ready for inspection. Instead, my mother raised me high on her shoulder and danced us into the center of the ring of balding, bespectacled, middle-aged heads. Easter Island, as carved in Eastern Europe.


Dr. Perlman reached for me, intending to lay me on the examination table. Mom stopped him with a guileless smile. “Just a moment, Doctor, if you please. Riva’s been giving me an earful all morning. She has something to say to you, gentlemen.”


It was time to hit my lines. “Please give me Thorazine instead of Compazine. Compazine makes me throw up.” (Spoken with a lisp: pweeze, Thoratheen, fwow.)


This was especially startling because I was small for my age and appeared far younger than two years old. My pediatricians cooed and chuckled. “My goodness, Carole, isn’t she something? We should get her a job in the pharmacy!”


Mom whispered, “Keep going,” so I complained about all the drugs that made me barf or break out in hives, then tried my own trick of making her earring disappear by sticking it in my mouth. Mom pried my fingers off her earlobe and fished out the pearl clip before I could swallow it like a pill and grinned behind my diapered bottom.


Dr. Suder’s eyebrows did a Groucho waggle above his wire rims. “Very impressive, Carole. How’d you pull this one off?”


Mom batted her lashes. “Why, sir, I can’t imagine what you could possibly mean.”


She sure wasn’t going to tell him that for weeks, we’d been practicing a ventriloquist act, in which Mom would settle me on her lap and sound out each syllable of every drug sloshing through my bloodstream. “Say Er-rith-ro-MY-sin.” “Say PRED-ni-zone,” like a cross between Dr. Seuss and the Physician’s Desk Reference: pure aural nonsense rhymes.


Truth was, not all of our performance was a trick. My mother loved dictionaries and crossword puzzles, a love that flowed from her to me, making me part chatterbox, part echo chamber. I had words to take the place of everything I had never experienced. I’d never known wind, rain, sunrise, clouds, birds. Traffic lights and checkout lanes. Moonlight on a front lawn. Dogs on leashes, snowmen, traveling fairs. The Ohio River, the Cincinnati hills. My family’s own front steps. Instead, I swam in a river of grown-up language.


Mom and I had practiced until our audience might believe I understood everything that was coming out of my mouth. In order for her plan to work, Mom needed to convince them that I was more than a surgical triumph; I was to be revealed as a prodigy.


She jounced me on her shoulder.


“Heee-mo-glo-bin,” I said. “Mor-phine.” I curled against her neck, both pawn and prize in our game.


“What do you think of our little genius, Doctor?”


Dr. Perlman winked. “You’re going to have your hands full with that one. I’m betting she’ll be in college by next year.” Maybe they were onto us—but even so, something shifted that day in Grand Rounds. The social workers evaporated and my doctors began to discuss how to care for me at home.


We were a team. Pirate mother and parrot daughter, puppeteer and marionette. My stage mother didn’t give me lessons in piano, or dancing, or horseback riding. She taught me to be seen. Visibility was our Basic Scales, First Position, Stay in the Saddle. It was survival.




CHAPTER 5


Leprechaun


There’s not just love in this story, but luck.


There is both bright luck and dark luck. Bright luck was two parents who loved me. Bright luck was Dr. Martin as my surgeon, and a mother who’d had a hospital career.


Dark luck is not bad luck. Luck can be shrouded and half-shadowed, if its outcome takes years—even half a lifetime—to be revealed. If its origin is pain. My darkest luck was a gift from my three dead siblings. Carole had three miscarriages in the three years between her wedding day and the day that I was born. After such loss, how could she give up a living child?


By the time that Frankenstein was published, Mary Wollstonecraft Godwin Shelley had already had one miscarriage and given birth to two children. The second—a daughter—died before she was two. Of Shelley’s five pregnancies, only the last survived to adulthood. Is it any surprise that she fantasized the power to revive the dead? Could Frankenstein have been written by anyone but a mother who had lost child after child? A woman for whom the line between life and death had smudged and faded?


.    .    .


My mother wrote this poem sometime in my first two years:




Riva was so ill, my Lord,


And we turned to you to pray,


Though doctors said she would still be gone


Your miracles allowed her to stay.


. . . . . . . . . . . . . . . . . . . . . . . . . . .


So, I end by giving thanks again,


For Riva’s life and miraculous mind.


From our Lord, the Great Creator,


Who is loving, and infinitely kind.





Mom first told me about her miscarriages when I was seven or eight years old. She only explained one of them: it had happened after she’d walked belly-first into a parking meter. I never understood. Did someone bump into her? Did she slip on wet pavement? I began to see parking meters as secret, vicious robots waiting to take down the unwary.


More dark luck: I was born into a generation of Jewish children who were each regarded as an individual revenge on Hitler’s designs. In Germany, I would have been the first in line for euthanasia. Perhaps that was another reason why I was kept out of an institution. I never asked Dad how he felt when I was born, but knowing his pessimism and his kindness, it probably fit with his tendency to expect the worst.


My mother never said whether her lost children had been given names, and I never asked. I suspect they had, if only in the secret mourning book of her heart. I imagine that she said Kaddish for them on Yom Kippur, whispering names only she knew.*





 


* When Carole worked for Josef Warkany, no one knew that the majority of cases of spina bifida were caused by a lack of folic acid in the mother’s system. By the 1970s, the Centers for Disease Control recommended that pregnant women be given folic acid supplements, to aid in the formation of neural tissue and dramatically reduce the incidence of spina bifida.


I recently learned, from my uncle Lester Horwitz, that Carole was part of Warkany’s research on the effect of vitamins and supplements on birth anomalies. Uncle Lester thought it likely that folic acid was part of their research. I can only imagine how Mom felt when the CDC came out with its findings.




CHAPTER 6


We Have Always Lived in the Castle


After my mother’s magic act, the campaign to institutionalize me abated. Children’s Hospital tilted and yawed and tipped me out its Gothic doors. I was two. I was going home.


My little brother Douglas (nicknamed “General MacArthur” for his bulbous forehead) was four or five months old when I was released. I arrived home nearly as helpless as my baby brother; a toddler who’d not yet toddled.


I was small, but the same could not be said of my caravan of medical supplies. My toys and bits of clothing were lost among the medications, the boxes of sterile bandages, adhesives, syringes, the antiseptic and antibiotic unguents. Our apartment couldn’t accommodate the four of us plus my personal infirmary, so after two years of crowding we moved several miles uphill to a house on Laconia Avenue, in a middle-class Jewish neighborhood called Bond Hill. The affluent Jews lived downtown; Bond Hill was a province of shop owners, bookkeepers, and employees of nearby Procter & Gamble.


I was four years old. This is where my own memories begin.


.    .    .


Our red-brick Tudor bungalow stood in the dead-end circle of Laconia Avenue. The house loved sunshine. The stained-glass panel in the front door cast a luminous puzzle across the living room wall. Light was a living thing, shimmering on the bistre varnish of the woodwork, slinking through pebbled glass in the laundry room, and swirling inside cut-glass doorknobs like giant diamonds.


Just as when I’d been in the hospital, I mainly saw my father once the sun went down. He spent most of his time at his office, in a tiny building behind my Uncle Lester’s advertising agency. After dinner, he’d pile his tax returns on the dining room table and sort-of watch TV with our family—at least as much as could be seen from fifteen feet away.


At Children’s, my mother had been a medical expert, but at home, Carole Lehrer was an artist.


My mother loved objects that made the most of that light. Murano vases, engraved brass bells, hand-blown glass animals, gilded Shabbos candlesticks, patinated menorahs. The cabinet in the living room held wedding china rimmed with gold and painted with platinum wheat. I’d wait until no one was looking and pick up her curios, peer through the red swirls of the glass rooster, and let it distort the colors of the rest of the room. I’d polish her treasures with my sleeve and put them down just the way she positioned them, except for the terrible day when I broke a tiny elephant. Its trunk lay snapped in my palm like a lost limb. I prayed that it was possible to heal glass.


She didn’t just collect; she created. Clothing, jewelry, puppets, costumes, elaborate handmade cards. Food that I still remember on my tongue half a century later. Her creativity found outlet in small things, in the permissible, restricted expressions of women with children. Carole’s aesthetic was born out of a love for the fleeting and breakable world.


On Laconia, Doug and I shared a bedroom. I appeared smaller than my actual age and Doug was a big child, so not only did strangers think we were twins, our own family treated us that way. We were given baths together in the tub, facing away from each other, backs resting skin to skin, an imposed modesty that dissolved as we lunged for toy boats and one or both of us peed in the water. I was content to share my room because in exchange I got a person who was mine alone. If I woke up to the slap of my brother’s footie pajamas on the hardwood floor, rather than a nurse shoving a thermometer someplace unspeakable, well then, all was right with the world.


[image: illustration]


Home


We slept in identical twin beds with sharp-edged walnut headboards. Every Friday night, our mother took the warm wax from the Shabbos candles and held it in her hands until it was soft as butter. She pinched and pulled at the translucent lumps until they emerged as a pair of rough white angels, then put one on each headboard before we recited our evening prayer: Sh’ma Yisrael Adonai Eloheinu Adonai Echad. “Hear, O Israel, the Lord is God, the Lord is One.”


Problem was, Mom watched me like I was one of her glass animals. She never stopped scrutinizing me for signs of relapse. I was a sickly little pot that must not be allowed to boil.


I would have complained except that I wanted her to watch me closely, so close she could see through my skin. I wanted to be a translucent plastic model, like a snap-together kit of the see-through Visible Woman, so that she could explain me to my doctors when all I could say was “It hurts.”


I discovered that being watched by Mom was not the same thing as being stared at by strangers. We’d barely step out of the house when people would stop us and demand “What’s wrong with her?” as if competing for prizes on a medical quiz show. To my dismay, Mom would provide all they’d need to win the vacation package and the new Cadillac. She laid out the details of spina bifida, its causes and effects, as if deputizing a city-wide cadre in case I had to be rushed to an emergency room. For me, this kind of visibility was like being scraped along the sidewalk.


And what did they see, those starers, those strangers?


A little girl of four or five or six, short for her age, with dark brown hair and brown tortoiseshell cat-eye glasses. She wears a smocked shift that her mother has made because regular girls’ clothes don’t fit so well, one of the lovely hand-sewn dresses designed to cloak the girl’s bulging rib cage and the gibbous swerves of her spine.


Her dresses can’t hide the way the girl walks: an up-and-down-and-sideways oscillation that can be seen from blocks away. The girl’s left ankle folds like a bird’s neck when she turns. Her right leg is two inches too long, badly evened out by the two-inch lift on the left shoe, Boris Karloff shoes in child’s size 3. From strangers’ reactions, you’d have thought that the girl sported fangs, antlers, turquoise plumage, and fourteen tap-dancing legs.


April 25, 1963


I settled into life on Laconia like a cat on its owner’s lap, always expecting to be dislodged from my perch. I returned to Children’s Hospital over and over, yanked back by infections, tests, checkups, more infections, and “procedures” that left their marks on my skin.


Yet on that particular Thursday, I wasn’t the one in the hospital; Mom was. She’d gone into Jewish Hospital several times over the winter, but I wasn’t worried. This was the morning of my fifth birthday party. There was no chance that she’d miss my big giant important day.


Doug and I were staying at Grandma’s house, but I was sure that Mom was about to walk through the door and gather me into her arms. And after the party, we’d all go home to Laconia Avenue, where Mommy would sleep in the room next to mine once again.


I put on my party dress and patrolled the front door, stomping to the rhythm of When is she coming, when is she coming, patent leather party shoes, clack, clack, clack. I turned away from anyone who tried to talk down my one-girl protest march.


My frazzled grandmother sent in Grandpa and Uncle Barry, who sat me down on the gold brocade couch between their four hundred and fifty pounds of baritone Horwitz. Grandpa said, “Riva, we are very, very disappointed in you. Your mother can’t help that she’s not here. She is sick. You understand sick, don’t you?”


Barry added, “It’s time to be a big girl. You’re making us ashamed of you.”


I didn’t feel very big. I couldn’t think of a single thing to say.


An hour later, I was awash in cake and presents and relatives in droves. I was five years old, and easily distracted into happiness. Grandma’s present was a girl-sized metal stove and sink and refrigerator, complete with pots and dishes that fit exactly inside. My cousins crowded around to play with my new, miniature world.


I picked up the shiniest package: From Mommy and Daddy with Love. Inside was a big blond doll. The name on her box was Chatty Cathy. There was an extra bundle containing a blue velvet coat the color of Cathy’s eyes.


I looked up. My father was turned away, laughing with the uncles. I remembered all over again that my mother wasn’t there.


[image: illustration]


Second-grade class at the Randall J. Condon School, Cincinnati. I am second from left, front row. Julie is back row, under “March.”




CHAPTER 7


The Island of Dr. Moreau


September 1963


Mom had been in and out of the hospital over the summer, but this day the three of us—Mom, Grandma, and I—were wedged into the front seat of Grandma’s green Pontiac Catalina. It had finally arrived: my First Day of School. And I was totally confused. The neighborhood kids all went to Swifton Elementary, just three blocks away from our house, so why did it look like we were on our way to Children’s Hospital? If Mom and Grandma were lying to me about our destination, something truly awful must be waiting for me at Children’s.


Mom’s voice got more cheerful by the mile. “You’re going to love school. Daddy and I already met your teacher and she’s really nice. You’ll hardly miss me at all.” Grandma chimed in, “Be good, and do what you’re told. But you’re a smart little girl, you have nothing to worry about.” By the time they finished reassuring me, I was a wreck.


We turned onto Rockdale Avenue and got to the intersection with Burnet Avenue, where all the hospitals were lined up like Monopoly hotels, but instead of turning left, Grandma stayed straight on Rockdale and pulled over in front of an unfamiliar building. Definitely not the hospital.


I craned my neck at the silver letters above the entrance:


THE RANDALL J. CONDON SCHOOL


.    .    .


We checked in with the principal—Mr. Halfter, a Herman Munster look-alike so tall his head seemed to occupy the next floor up. Mom signed his stack of paperwork, then it was off to our next stop: the nurse’s office.


The nurse wore a white uniform, exactly like in the hospital. She took my bag of medical supplies and unpacked it inside a medicine chest that had shelves that went all the way to the ceiling. There were beds in the next room, and out in the hallway I saw kids in wheelchairs or on crutches. This place sure looked like a hospital to me.


The nurse told us that kindergarten was downstairs. The elevator was an ancient screechy box with a brass scissor-gate that threatened to cut off your fingers. We clanked our way to the basement, where it sounded like a parade was in full swing at the end of the hall. The noise led us straight to the roomful of children with whom I would spend the next nine years of my life.


The Kindergarten Annex was long and wide, lined with glass-fronted cupboards full of books and art supplies. There was a teeter-totter, a laddery climbing frame, and shelves of toys. Tables were laid out with construction paper and poster paints. In the center of the room was an enchanting fireplace, an Art Nouveau spectacular tiled with medallions of dragons and unicorns in carved white porcelain.*


But all of this sank in a whole lot later. In the moment, I stared openmouthed at a scene of magnificent chaos.


The room was swirling with kids in wheelchairs and crutches, but unlike the ones in the hospital, these kids weren’t sick. They were as energetic as any other bunch of junior demons. Boys and girls zipped all over the room in a wheelchair demolition derby, while others crutched at remarkable speed considering the wingspan of five-year-old arms. It was a giant pinball game, as played by rhesus monkeys.


Mom led me over to the lady waving her arms in the middle of the floor. “Riva, say hello to your teacher.” Miss Woodbridge was Peter Pan’s sister, delicate and fey, with the most singularly upturned nose I’d ever seen. I privately dubbed her Miss Nosebridge.


I let the grown-ups talk while I spun around, trying to look everywhere at once. Two pairs of blue eyes were regarding me with equal curiosity. The first pair belonged to a round-faced boy, whose thatch of coppery hair sprouted above a galaxy of freckles. His crutches splayed sideways like the legs of a day-old fawn.


But it was the second pair of eyes that really demanded my attention. Those big blue eyes were very big, magnified behind lenses thick as family Bibles. The girl had hair the color of dry autumn leaves, with poofy bangs that spoke of first-day tussles with the curling iron. Tall and skinny and pressed up against the fireplace, she jerked her head in my direction: Get over here, you dingbat, before they mow you down.


I glanced back. Mom and Grandma were waving goodbye. I shrugged, and launched myself into anarchy.


That school, formerly the Cincinnati School for Crippled Children, had been renamed sometime in the 1930s for Randall J. Condon, the Cincinnati superintendent of schools. He had (for the times) a radical philosophy: that disabled children should receive a standard academic education. At the time, most schools for disabled children were residential warehouses that provided minimal vocational training and basic literacy, if that, so their students/inmates could qualify for service or industrial jobs.


When I enrolled in 1963, offering standard education to disabled children still qualified as progressive pedagogy.


Kids were sent to Condon on the recommendation of their doctors. Condon had been designed for children with orthopedic impairments, but it eventually included students with cognitive, sensory, and intellectual disabilities. Enrollment in 1963 was less than three hundred students, far fewer than the number of disabled children one would expect in a city the size of Cincinnati. I assume that many of the missing were warehoused or tucked away in the family home and never schooled at all.


The architectural style of Condon School might be called “Spanish Colonial Convalescent”: three stories of cream-yellow stucco that combined modernist simplicity with an unhinged level of ornamentation. Above the scrolled-brass entry gates hung enormous ceramic medallions of women (nurses? teachers? saints?) cradling small children, part of a cornice line featuring a mélange of griffins, globes, books, flags, frowny neoclassical heads, and dimpled cherubs brandishing scissors. (Flying with scissors was apparently perfectly fine.)


Inside, fairy tales roamed the halls. A WPA painting of Red Riding Hood stood guard over the library door, while outside the principal’s office, a Rookwood drinking fountain depicted a gaunt, redheaded Pied Piper playing his shawm for a blank-faced boy. Condon School was decorated with pictures of children in danger.


Yet the sheer square footage of medicalized space demonstrated that ours was indeed a “special school.” The elevators fitted four wheelchairs each. A long banister ran the length of every hallway, allowing us to pull ourselves along like children climbing a horizontal rope. The second floor boasted an extensive medical suite, with a nurse’s office, doctor’s office, dentist’s office, pharmacy, and exam rooms. When we were sick, we lay down in one of five curtained bays, divided by thin slabs of marble.


Delegations of doctors came through to treat, observe, and assess us, though it wasn’t always clear whether we were being seen for our needs or theirs. Medical services blurred the line between school and hospital, a distinction that disappeared several times a day when the nurse came into class with little paper cups full of medication.


And just as in the hospital, we had physical therapy every day. We’d be hoisted onto high wooden treatment tables that loomed above a floor full of mats, littered with exercise equipment that looked like toys. (Trust me, they were not.) Even the outside of the building was medical: the top floor sprouted a row of “sun balconies” constructed for some of Condon’s original students—children with tuberculosis—who’d been wheeled out to breathe the fresh air circulating above the parking lot.
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A student seeing the doctor and nurse, circa the early 1960s


Classrooms were predictable provinces of education, with their expanses of blackboard, shelves of books and globes, pull-down maps and charts, and construction-paper alphabets, turkeys, snowmen, leaves, flowers, and pumpkins. Except that the wooden lockers were built at wheelchair height, and the desks were interspersed with refectory tables that accommodated wheelchairs. Every classroom contained a bathroom, with a communicating door between it and the room next door. We had to be careful to lock both doors or the rest of the day would be one of embarrassment.


Classes covered the usual K-through-8 curriculum: English, math, science, social studies, etc. In addition, we were required to have physical therapy, psychotherapy, speech therapy, audiological assessments, and occupational therapy. If it included the word “therapy,” we had it.


Nonetheless, our curriculum was considered so innovative, so radical, that educators came from all over the world to observe us.* Several times a year, cadres of strangers would sidle in and stand in the back of the room, quiet men and women who carried notebooks and clipboards and watched. Whispered. Often the whispers weren’t in English; sometimes the strangers came from as far away as Japan.


But back to the fireplace:


The lanky girl watched my progress as I forded the river. Once on the other side, I discovered that she towered over me, a sapling to my shrub.


“Hi,” she piped, “what’s your name?”


“I—er, Riva.”


She gestured airily toward the pandemonium. “Aren’t they such babies? It’s as if they’ve never left home before. I’d be embarrassed to act so silly, wouldn’t you?”


I was impressed. This girl was sophisticated. She said her name was Julie, “But really, my name is Juliana. When I’m a famous singer, I’ll make sure everybody says Juliana. Don’t you think that’s prettier?” She told me she lived in Deer Park. I thought it sounded like an elegant zoo.


Miss Woodbridge called out, “Children! Take your seats!” She introduced us to flash cards. (The letter B has two Bumps! The letter D has only one, that’s how you know it’s Done!) I already knew how to read, so was instantly bored and only snapped to attention when she opened the art cabinets. I managed to impress Julie with my painting of a basket of kittens. It was good to know I had something to offer this friendship.





 


* Rookwood Pottery, founded in Cincinnati in 1880, created much of the art for Condon School. A successful and influential producer of American Arts and Crafts ceramics, including innovative glazes and decorative tiles and murals, the pottery company still exists in Cincinnati today.


* When researching this book, I found articles dating back to the 1920s and ’30s that discuss Condon’s pedagogy. Until then, few educators believed in the value of teaching crippled children to be part of the world. There’s very little written about Condon School. It was mainstreamed with another school, Roselawn, becoming Roselawn Condon School in the 1980s.




CHAPTER 8


Heidi


We held our breath as Klara rose to her feet. She teetered, unstable, skirt swinging like a ruffled bell. Her little friend stood sentinel by the wooden wheelchair, urging her on, but braced to catch her if she fell. Klara made her way across the inlaid floor, party shoes scraping the stone. At last, she collapsed into her father’s arms. “Merry Christmas, Papa!”


It’s a miracle! Klara can walk!


Mom and I leaned farther and farther forward. My feet dangled far above the floor while hers stayed planted firmly on the carpet. We nearly fell off the bed as we reveled in our moment of release. It was the WCPO-TV afternoon matinee. We were watching Heidi. Again.


I was only six (and a half, almost), but I had already seen it a bunch of times. Normally, I wanted our whole family to watch movies together. Not only did Mom know everything about every movie in the world, but Dad would even put down his ledgers and papers—a rare event—to watch On the Town or Operation Petticoat. He’d tell funny stories of shore leave during World War II (leaving out the actual war parts).


Today, though, I was happy that it was just Mom and me. (Dougie had started out watching with us, but quickly lost interest. He only liked Heidi for the goats.) Mom had been in Jewish Hospital again, this time for two whole weeks. I couldn’t take my eyes off her. Two weeks is a long time if you’re not sure when—or if—your mother is coming home. And Heidi was our special movie.


This 1937 version of Johanna Spyri’s novel cast Shirley Temple as Heidi, the poor Swiss orphan. Heidi’s evil aunt Dete steals Heidi away from the grandfather’s mountain cabin and sells her off as a rich girl’s companion. Klara Sesemann (said rich girl) possesses an array of astonishing frocks, lustrous coils of brunette hair, and a wheelchair so elegant it should have been harnessed to a team of caparisoned horses. But poor Klara. Being rich made her spoiled, being motherless made her timid, and being crippled made her sulky. Luckily, Shirley Temple never met a human disaster she couldn’t fix.


Back on the screen, Herr Sesemann was thanking Heidi for his daughter’s cure. You dear child. You’ve worked a miracle. He gathered Heidi in one arm as Klara sprawled on his lap like an enormous toddler.


My parents’ black-and-white Zenith TV sat on a long mirrored dresser. If I scooted just right, I could watch Mom and the movie at the same time. I saw the reflection of my mother’s wide, slow curves, from the planes of her forehead to the swoop of her rounded chin. I needed to know—did we still have the same mouths? The same dark hair and eyes, a pinch darker than the cola in our cups?


Her fingers spun fine wet wisps onto rollers. She saw me staring, blinked, then reached out a speculative, blue-gelled finger to catch a lock of my hair. Twisted it around to make a ringlet—a very, very Shirley ringlet.


“Did I ever tell you that Gertrude Temple had rules for Shirley’s hair stylists? She insisted that they put her hair into fourteen identical sausage curls. Can you imagine? She knew her daughter’s head that well.” I huffed and batted at her hand, but inside I was so glad Mom was back that she could have styled my hair with Elmer’s glue.


After a minute or two of fuss, she settled back down. Her heavy body pressed the mattress into a valley; I slid down the tufted slope against her hip. She winced.


I’d hurt her. “Rivie, I better take these pills. I’d love another Coke, can you get us some?” Mom didn’t often ask me for stuff, but at eight months pregnant, her belly pinned her down like a giant paperweight. I grabbed her tumbler and poured from the green glass bottle in the fridge, careful not to leave a sticky circle on the countertop. When I came back, the baby was kicking the pale blue nylon of my mother’s gown. Fabric rippled like a wind on a pond.
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Second grade


How I hated this baby. This baby was going to kill my mommy.


At least that’s what Grandma Fannie said.


Months earlier, I’d come home from school and walked into one of their screaming arguments. Grandma’s words were sharp as cider vinegar. “For a smart woman, you sure are acting stupid. I heard your doctors tell you not to have this baby. Such narishkeit! You know better than anyone that the mess in your back is serious, Carole. You want to end up paralyzed? What good will it do your other children if this one kills you? Deal with this before it’s too late.”


“I would never, ever do that to a baby! How can you even ask me that?”


Ask her what? What did Grandma want? I hid in my bedroom but their voices leaked through the doors and underneath my pillows and covers. I waited to come out until I heard Grandma’s car pull away. Mom was sitting in the den, a million Kleenexes balled up under the table. She smiled like her lips hurt. “You were so quiet I thought you fell asleep. Tell you what . . . why don’t we pick out names for the baby?”


I stared at the floor awhile and mumbled, “Donald.” I’d had a crush on freckle-faced Donald ever since the day I met him in kindergarten. More importantly, a baby named Donald would be a boy. I did not want a perfect little sister who’d have no need of hospitals. Mom said, “That’s a nice name, pussycat. Oh, please don’t cry, I promise, there’s nothing to be afraid of.”


But then she disappeared into Jewish Hospital.


And I imagined a baby with a knife inside the red room of my mother’s stomach.


Heidi had diagnosed Klara just by running her hands over her body. Your back feels just like mine! Your legs do, too! I should think you could walk if you wanted to. Why don’t you try? And hey presto! Klara could walk. I wasn’t stupid, I knew that Shirley Temple was Heidi and the Little Princess and Curly Top and Bright Eyes and the Little Colonel. And that Shirley’s movies had been made a long time ago. Still . . . Shirley Temple really did seem to have magical powers. What if I persuaded her to make a house call?


Mom was in trouble, but so was I. Like Klara, the way I walked was wrong. Both of us were broken dolls in everyone’s eyes. Unlike Klara, I was still waiting to be fixed.


People kept giving me books about little crippled girls. One had illustrations of a polio girl who was put in a full-body cast: from neck to toe, she was one long white slab of plaster. When they cut the cast open, her two sides no longer matched up—but her doctor prescribed ballet lessons, and in no time she was leaping in midair, a fluffy pink tutu like a flower around her waist.


In another book, a little crippled girl learned to ride a pony. She fell off lots of times and got really hurt, but she kept smiling and riding and being tough. And brave. And in no time, she started winning races! And got to throw away her crutches! None of my doctors ever prescribed dance lessons or horseback riding. Maybe I should bring those books to my next checkup—or maybe not, if I didn’t want to spend the next year in a full-length plaster cast.


All the books agreed on one point: all you really needed to get better was willpower. Heidi gave Klara so much willpower that she literally grew a new spine.


By the next commercial break (Dream Whip Dessert Topping! With Country-Fresh Flavor! ), I had a plan. I’d get out my Crayolas and make the most incredible drawing anyone had ever seen. I’d draw Heidi’s mountain cabin, with goats dancing all over the roof, sweet white goats with garlands of flowers on their horns, all colored with my favorite crayons: cornflower blue, goldenrod, bittersweet, periwinkle, aquamarine, lavender. I’d even sacrifice my precious gold and silver crayons.
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