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A NOTE ON LANGUAGE



The author has purposefully not used the politically correct term “person with autism” to refer to an autistic person. “Person first” language was developed with the very positive goal of not labeling disabled people in a fashion that is denigrating. However, there is ever-growing sensitivity in the disability community (not strictly among autistics) toward such language. Person first language is perceived by many as a labeling system that rigidly separates disabled individuals from an integral aspect of their identity. A person with autism, for example, “has” something, perhaps something that should be removed or cured. These are implications disability activists wish to avoid. An autistic, on the other hand, is somebody.






Preface




I wrote my first poem to my son, Elijah, when he was two years old. At the time, I didn't know that what I had jotted down one afternoon in an act of desperate self-preservation would eventually become this book. I also didn't know that Elijah was autistic. The poem was about his first seizure, which had abruptly descended on our family, forever altering the trajectories of our lives.

As Elijah's autism came to light, writing poetry and short fiction became my means of cultivating self-respect during a time of profound loss. It helped me get my bearings straight, and soon, what had started out as a survival mechanism became a great adventure. By the time Elijah was seven years old, all the pieces I had written—the many journeys that mined the depths of our autistic life and our entry into a special community of autistic friends—began to feel like a book to me.

On a sunny day in our home in rural New York, something happened that caused me to glimpse the bigger picture of this book. It was during the dog days of August, when the sun was already too hot in the morning and when Elijah was asking me, repeatedly, to please buy more paint at the art supply store. He  had used up the large plastic bottles of bright, nontoxic colors that I had plied him with through the winter and the spring. Color was all-important for Elijah. He perseverated on it. That is, he thought mainly in terms of color and did so repeatedly and fixedly all day long. At that time, for example, he had moved into a routine of removing all his clothes and painting his entire body a single color, methodically transforming himself each time into red, purple, blue, or yellow. On that hot morning, Elijah was determined to drum up some paint and finally discovered a full, unopened bottle at the back of a messy closet. Immediately, he proceeded to undress and paint his slender body orange.

“I . . . want . . . to go . . . outside,” he said to me in halting speech once he had finished covering himself in paint. Elijah has developmental delays, and all the words he uttered at age seven were hard-won trophies. I did not take them for granted.

“I guess it's okay,” I answered. “It's certainly warm enough outside.”

I opened the door for Elijah, and soon he was frolicking like an elf, all clad in orange, out on the big, flat bluestone slab—a geological wonder that's just outside our door. Within seconds, the dragonflies descended. It must have been the color of his body that attracted them. They swarmed around Elijah, moving in very close and persistently, ready to alight, then darted off again as he leaped and waved his arms through the air. The dragonflies were so swift it was impossible to count them all, but at least twenty of them attended to Elijah at one time. He was not afraid at all. He moved with them in the choreography, aware of some grand collaboration.

As I watched this vision, I was sent back to a time when I was a teenager living in Germany as an exchange student. I was sitting beside the pond with my host parents, Mama and Papa, in their back yard. The pond had so much life in it and, more important, above it. Dragonflies were everywhere, hovering in  the air, and Mama pointed out to me that they were busy laying eggs on the water. That was why they touched down, ever so lightly, again and again, on the glassy surface.

I told Mama that back home in the United States, we children would run away from dragonflies, screaming our fool heads off. Their very name frightened us, and because they were larger than bees, hornets, and yellow jackets, we associated them with threatening danger. This is something that would never occur to a German, young or old, for the Germans perceive these insects as creatures of graceful beauty. The dazzling greens and blues of their slender bodies shimmer in the sun, and their wings are delicate translucence.

I like crossing cultural boundaries. I learned from my German family that this is perhaps one of the most daring and meaningful things a person can do in a life. The day I saw Elijah dance with the dragonflies, I knew I wanted to write a book about autism and cultural boundaries. I wanted to dismantle the fear many people feel toward other minds. Now I'm offering this labor of love to my readers in the hope that it is daring and meaningful to them. I hope that what I have learned from Elijah—to think of autism not as a mental illness that absolutely needs a cure, but rather as a way of life that possesses a deep history and a rich culture—makes its way across.









CHAPTER 1



[image: 074320445X-004]

Elijah's Cup




Before I knew what a seizure was, my son was taken down. He went down many times from ages two to three. The first was in the kitchen, collapsed on the floor. Later, it happened like a geography dream. Each seizure had its own place and its own season: in the supermarket, aisle two; naked on the rug in my father's home; at the top of Silver Hollow in the middle of the winter. It's not something a person can get used to. Each place and circumstance lodges in the mind indelibly. Each time it's a loss of sudden nature.

I was stirring soup when Elijah fell in the kitchen. A snowstorm had blown in, and we were home for the night. Our little family at the top of Silver Hollow. I was stirring soup around and around in the pot. A marriage stew of seven years, soaking in its own juices. Elijah was walking circles, as he often did. Through the dining room, the living room, the bedroom, back into the kitchen again. His father was writing in the office with the door shut, a forbidden threshold I crossed with caution. A mutual agreement on cool distance. Whenever Ben emerged from his poetry or his newspaper deadlines, we engaged in circular conversations. I suppose that was also part of our agreement.

“Whatever happened to my wedding dress? It's missing from the shelf.”

“What's the matter with Elijah? He isn't talking very much.”

Elijah walks in circles all around the house. He doesn't turn his head if someone calls his name. We've had his hearing checked, but everything's in order. He's just a late talker. He's just independent. He wants to climb on windowsills and gaze wordlessly through glass. He wants to peel crayons and line them up in rows or play the threshold game and hide behind a door. Open the door, close the door, peek at mommy through the crack. He hasn't called me “mommy” yet. He's just a late talker. He says only the little words, the monosyllables. “Sad, sad, sad, sad.” All day long. Or “fun, fun, fun,” looking through the glass. He says the words so often they've begun to spin in place. He says them so much that I repeat things too.

“Whatever happened to my wedding dress? I wonder if it still fits.”

Elijah tools around the corner and falls at my feet.

“Boom, boom,” I say. He's a little clumsy, always falling down. “Elijah goes boom boom,” I say again. But he doesn't do a thing. He's lying flat on his face. I take the spoon out of the pot and bend down to help him up. He's flat on his face, and I'm losing him, losing him to the blossoms. To those invisible flowers that take up all the thinking space. Those bouquets of thorns and color, bouquets of ruthless mercy. So many roses and tulips and so little time to think. I call his name, but he does not hear me. I take him into my arms, but he does not see me. Instead, his eyes roll back into his head. His jaw locks and his slender limbs begin to quiver. I call and call, but Elijah does not answer.


It took a long time for the ambulance to reach the top of our steep road. The snow was deep by now, and the Ostranders had  to plow it. The Ostranders were lumbermen who felled the trees around our house. They knew how to do everything with heavy equipment, and we'd hear them working in the woods all day. Some educated people from Woodstock called them rednecks and turned up their cultural noses. But the Ostranders had plows and snowmobiles and walkie-talkies, and they knew how to use them. Each day before the sun came up, they built a fire in the forest near their warming shack. They were mysterious men, winter wizards in oily jeans and heavy coats who disappeared into the woods to make a lot of noise. Elijah and I rarely saw them when we played near their fire, but they always kept it going. We went there to watch the embers glow. We went there because we liked their wizard traces.

Elijah was still dizzy as I looked out the window at the arriving ambulance. I held him on my hip and kept him propped upright. Though he'd awakened from his inexplicable departure, he wanted to go to sleep. Everything was inexplicable and moving forward. I wouldn't let him go to sleep. I wouldn't let him leave again, holding him upright, pointing insistently out the window at the big plow headlights.

“Look, look! The lights are shining through the snowfall! See! See there! The wizards came to help us!”

Elijah looked through the window, but he wasn't watching. A pointing finger didn't mean a thing. It signified no shared visual destination. He gazed somewhere else, somewhere between there and here. The glass had something to do with it. Glass has inscrutable importance. It's one of the places where we stray from one another. One of the places where communication fails us. As I looked out the window, his thin limp body relied entirely on my hip. Perhaps our bodies were not a place of failure. After all, he relied on me entirely. And so we watched our separate ways and saw our separate visions, and what I saw outside the glass was the Ostrander men preparing the vehicles for the downhill trip.

Inside the ambulance, Elijah cried all the way to Kingston, belted down and thrust into himself completely. No one was on the road. The world around was silent. Big flakes came down from the sky, deepening by degree. I held his hand and looked out the window at his father driving in the car behind us. I peered into the storm, but I couldn't find Ben's face. All I saw were two mute headlights keeping up behind us. When this is over, when this is finished, I'm afraid I'm going to leave. There's much to be grateful for—and to curse. The snow was my only witness. Elijah howled all the way to the hospital, and I couldn't see my husband's face. When this is over, when this is finished, I'll find my wedding dress and leave.


In the emergency room, a CT scan seemed to be in order. The doctor said Elijah was “postictal” and should be checked for tumors. She prescribed a sedative, and he was wheeled down a long corridor, laid out on a stretcher far too large for a toddler. In the testing room, the CT scan squeezed Elijah's first sentence from him. It was all that he could muster. The boy of monosyllables, drugged and incapable of moving, put two words together as the technicians rolled his head inside the big cylinder.

“Help me! Help me! Help me!” he screamed. I know I heard him say it. I know I heard that sentence. I was told to stand in the next room and wait behind the glass.

“Keep your hands down! Don't move your head!” they barked their nervous orders at Elijah. Tell this to the boy of monosyllables who gets lost in panes of glass. If you force him down, he will say a sentence. I was strangely proud and removed from the situation. Cross sections of Elijah's brain appeared on the computer screen.

“Help me! Help me! Help me!” he screamed.

I was strangely proud of his articulation.
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The brain pictures showed Elijah's tissues to be normal. There was nothing more to do, so we put him in his car seat and drove back home through Kingston, questioning ourselves at every stoplight. Questioning the past and Elijah's complicated birth. Questioning the developmental assessment he'd had just weeks earlier. Severe delays in expressive speech. Moderate delays in motor ability. The seizure was the sealing factor. It made Elijah “delayed” in my mind, though I'd been fighting this notion a very long time. I'd been defending him for months, defending him since birth perhaps. The midwife came too late. Defending without submitting. She came too late and gave me false instruction. The blindest love is for a child. It's blind and unconditional. If I'm an atheist, my love for Elijah runs close to blind faith, and if I'm a believer, awesome responsibility makes it hard to see the light. In the end, it doesn't really matter. I was defending without submitting.

“Elijah is a different drummer!” my father-in-law once yelled at me. “When are you finally going to see that? I don't trust you anymore! I don't trust your parental judgment! When are you going to see, he's a different drummer?”

My father-in-law boiled over at a family party. He was the first to speak his mind, the first to pick a fight. Elijah was sitting on the floor that day—in usual isolation. And I yelled back—in usual silence. I never argued out loud with my father-in-law, or anyone else for that matter. My arguments were long internal discussions, long internal debates that suspended me in silence. A tape that ran its loop over and over again. Internal arguments need serious attention, especially when they repeat themselves too much. The midwife came too late. I learn this lesson time and again. I learn it repeatedly, because denial is a human mystery. Endless secrets and endless revelation lie before me. There's no  escaping them. I'm always debating with myself about one thing or another. Always suspended somewhere between defending and submitting. Always poised and fearful of the next revealing, for when it comes, it seizes me, it seems, with too much feeling.

Elijah was “delayed” and sleeping in the back seat, while Ben and I scoured our grieving minds. It was our time of asking questions and of our maturing. Asking questions and maturing can drive two people asunder. The answers become so necessary, so very urgent. So full of obvious departure.

“What were the Apgar scores on the day that Elijah was born?”

“Did the midwife come too late?”

“What's a grand mal, what's a petit mal seizure?”

“Did she come too late? I didn't get to hold him.”

“The Apgar scores. Do you remember?”

“They whisked him off. His face was blue. I didn't get to hold him.”

Elijah was asleep in his car seat, exhausted from events and sedatives, while we stopped at every stoplight and asked our separate questions. But when we reached the traffic circle, something came upon him. It was a faint sound in the back seat. Soft wheezing. Soft choking. Delicate gulping, like a goldfish just below the water plane. As I turned around to check on him, Elijah's eyes were wide open, but he wasn't the familiar boy of deep musing. There wasn't that gaze of distracted contemplation. His eyes were fixed and locked. No small thing was his object, like the tiny pieces of fibrous lint he often picked off his pajamas. His gaze was fixed on nothing, and his throat made soft music. It convulsed gently for a moment, then his eyes rolled up into their sockets.

“It's happening again! There, in the back seat! Turn around, turn around! Go back to the hospital!”

Just as I said this, the seizure left Elijah's body. His face softened. His eyes closed. He fell back to sleep.
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Elijah was admitted to the children's ward where a nurse tried to stick an IV needle in him. The IV needle was a medical precaution, a rude intrusion into his sensitive exhaustion. She probed his tiny arm, but she couldn't find a thing.

“The little ones with little veins are difficult to handle!”

Elijah cried bitterly, and his bewildered face went red. He was a thin toddler, and he had always been a skinny baby. During the first year of life, when most infants were getting fat and chubby with growth chart curves swinging upward full of promise, Elijah's plotted weight never turned. His line went horizontally straight. The doctor was alarmed.

“Your son needs serious feeding.”

So for weeks I crawled on the floor, tailing Elijah with baby food jars. He only ate in motion in those thin days. I followed him like a soldier through the trenches. I held the spoon before his face: “Look here! Banana pudding!” But he would crawl right past it. This forced me to improve my feeding tactics. I'd head him off behind the couch, or just as he rounded a corner, I'd spring a spoonful on him like a booby trap. Slurf, slurf, slurf, slurf. There he goes down the hallway! Slurf, slurf, slurf, slurf. He's swishing in his diapers. Got to get to him! Got to catch up with that lone crawler! His weight was off the curve, and he was traveling at high speed, pausing only to inspect the tiniest things. Pieces of lint, specks of dust, small seeds from the garden. Pausing only now and then to bang his head a little. Just a few repetitions on the open floor, then off again, off the charts and living in abstraction.


When the nurse abandoned the IV needle, Elijah finally got some sleep. I tucked his tired body into the hospital sheets and laid  down on a cot beside his bed. Hospital rules allowed only one parent to keep vigil through the night, so Ben left for a hotel down the street. Elijah's sleep was heavy, but his eyelids were delicate. Such a thin layer of skin separates the respite from the hardship! Whenever Elijah opens his eyes, they are onyx brown. They are deep and dark and full of complicated questions. We saw the questions from the start, from the day that he was born. From the day that he arrived, we knew he was a contemplator.

“Such a thoughtful little baby!” all the relatives exclaimed. “Look, he's so intelligent! You can see it in his eyes!”

The first time Elijah smiled, his onyx eyes gazed right into me. It was at a friend's house. Leaves were falling outside, and the air was orange and chilled. Children were running wildly through the house, up and down the stairs, then past their talking parents standing in the kitchen, then out the open door to the back porch autumn. Elijah and I sat alone on the living room love seat, nursing in warm isolation, when he pulled his mouth from my nipple and smiled directly at my face. It was a long smile and so auspicious that I was certain everyone had seen it. But as I lifted my head to receive their warm congratulations, I saw that all my friends had gone outside. I returned my face to Elijah. He smiled again.

“Elijah, another developmental milestone!”

That was early motherhood, so warm and isolated, with all the classic milestones falling classically into place. I'd read of them in baby books and followed them with astute emotion. They were enervating days full of pediatric certainty. But now, in the hospital, each milestone was under serious scrutiny. The banging head. The missing words. The little finger that just won't point. Worlds of weariness were seeping in, worlds of hospital incident. His face was blue. They wouldn't let me hold him. Too many puzzles in need of too much attention. I lay on my hospital cot, thinking of our nameless doctor. A neurologist,  whom we hadn't met yet, was well aware of our case. That's when I learned that in the hospital, most things happen in the absence of a presence. That's why a doctor is a god. He is an absent presence.


Dozing, brooding, halfway dreaming. Restless in the middle of the night. Tossing, turning on this cot. Check Elijah. Make sure he's breathing. He's so heavy in his bed. Leave the room. Just for a minute. Walk to the children's ward desk and ask the nurse for direction.

“It's down the hall and to your left. Walk directly past the elevators and keep going straight.”

Padding, padding down the hall, like a midnight patient. It's so quiet in the children's ward in the middle of the night. Reach the bathroom. Lock the door. Muse about the doctor. Dozing, dreaming. Then, overcome with strangeness. Something is too silent here. The entire ward is quiet. Flush the toilet. Walk back quickly. Walk faster. Then, run! Run! Run back to Elijah! It's too quiet in the children's ward. There's no nurse at the desk! I'm almost at our room and in a panic. I know she is in there. She heard the silence. She heard it very clearly in the middle of the night.

When I reach the threshold, the nurse is bending over Elijah. I gasp aloud, but she raises a firm hand begging me to be quiet. That's when I hear the music again, Elijah's soft goldfish gulping. The nurse lowers her hand and places it gently on his chest. “The midwife came too late,” I whisper, approaching Elijah's bed.

“I know that, dear. But there's nothing here to defend. There's nothing to defend and a great deal to learn. Now come closer. This is how you do it. This is how you help a person who's in the middle of a seizure. You see, it's very easy. See how stiff he is?  You shouldn't move him very much. You may roll him on his side. Ignore the other things you've heard, like forcing something in his teeth to keep his tongue from being swallowed.” That's what the nurse in the white uniform told me. She was wearing white shoes and white stockings too. “Put those old wives' tales out of your mind entirely,” she whispered gently. She spoke almost imperceptibly, like a good teacher. “Never talk too loudly around a person who's in seizure. They are so very sensitive to all that is around them. You see, it's neurological. You may talk Elijah gently, gently, gently through it. Let him know you're here. Touch him, or hold him tenderly, if he's seizing in your arms.” As she whispered this, the white nurse caressed my delicate boy and said kind things to him until his taut body sighed and softened.


“Well, he's a bona-fide epileptic.” That's what the neurologist-god said when he appeared in the room. “One seizure isn't enough to achieve this kind of status, but two seizures, three seizures, in the space of eight short hours, that's enough for me to grant the title. Your son is epileptic.” The neurologist's face began to twitch, and he looked at me through thick glasses. He was in a rush and on the edge of distraction. “Now, these seizures could stop completely and never return again. But medically speaking, your son will always be prone to them. Depending on his age, depending on the season. For now, it's important to do the proper testing. MRI and EEG. We'll start first thing in the morning. I shall sign the order. Good night.” He stared at me absently for a moment with his big bug eyes, then abruptly vanished around the corner.


After the third seizure, Ben returned to the hospital where we kept an anxious watch together for the rest of the night. We were  learning seizure poise, and I know we both still have it. Once it enters the body, there's no getting rid of it. It's a sixth sense. A tight attention for sudden silences. A high-pitched fear of unexpected departures. Even now, eight years later, when I hear an awesome silence, I must turn my head in Elijah's direction, take his hand in mine, exchange some small words. It's not something a person can get used to. It's a geography dream. Ben and I were poised to travel anytime to any distant country that Elijah took us to. But our fear became so taut it made for unbearable stresses.

Two hours later, Elijah had a fourth seizure. He cried out in his sleep, trembled, went stiff again, then off he drifted, back into deep postictal dreaming. The neurologist-god, who was paged and told of the incident, passed down word to the nurse: “Administer a phenobarbital injection.” Phenobarbital is an anticonvulsant, an old faithful drug. It puts a stop to seizures and more besides. It's an ugly pharmaceutical, strangely red and sticky. Eerily effective. It squelches everything, and the reason to squelch seemed immediate. Repeated seizing over short periods of time indicates terrific brain harm. Status epilepticus, the pinnacle of seizure possibilities, could occur. It's beyond grand mal, beyond petit mal, and all the latest terminology. It's the kind of seizure that won't desist. Our child could seize and seize and never come out of it. Serious damage occurs to the person, so we agreed to give Elijah the injection. The wicked needle prick made him writhe again. All the prickings and proddings were beginning to wear our family down, pull us down, break us down, and yet so very taut. Our softening would come later. It was still a long way off.


What can I say of Elijah's cup and magnetic resonance imaging? How is it possible to piece two things together? Elijah was a prophet, and according to the Bible, he never really died, but simply walked away. He parted the waters of the Jordan and  walked right into the riverbed. That's where he waited for the burning chariot. The chariot came with a fiery horse that took him into the sky. They say he never really died and that he's watching from the shadows. He is a perfect witness, perfectly invisible. Open the door, open the door on Passover night. Elijah will come to the seder and take an invisible drink. He will drink wine from the cup that's laid out for him. What's the nature of invisibility? It's gentle and elusive, a necessary trick. My son is gentle and elusive, and I ask myself this: What does Elijah have to do with magnetic resonance? I am very tired now, past exhaustion, trying desperately to piece these two things together. Did I sleep in this chair I'm sitting in, or did Ben and I talk all through the night? I can't remember anymore. Elijah and the MRI. The MRI and Elijah. What will they find there, in the gray and the white matter? Why is it so important?

The cold morning is shining through the hospital blinds and puts an ugly image on the wall that's all gray and white. It's time to wake Elijah now from his sedative sleep. It's time to surround his head with heavy radio waves. Time to make the nuclei dance in each and every atom. Time to take thousands of brain measurements from thousands of angles. All these perspectives add up to a 3-D composite. It's the same old modern question, and not a question I dislike. But I never expect an answer—an absolute composite. To think that there's an answer makes me squeamish. It's like locking the door on Passover night in hopes of detaining Elijah. Like putting a saucer over his cup. Trap him there! Just to get a glimpse. Like wanting desperately to undermine a necessary human trick. Wanting, wanting, at any cost, to apprehend the benign witness.


We wake Elijah up and dress him for a trip in the car, to go to the MRI lab. We put his socks and shoes on, but before we leave,  there are a few things to tend to. It's just protocol. Blood samples, thermometers, urine tests for toddlers.

“Just tape this vial to his penis, and put his diaper over it,” says the new nurse on duty.

Crying, more crying. Elijah will never reach the end of it. The moment he stops crying is the moment he is broken. The nurse bustles into the room with more pharmaceutical orders.

“He'll have to drink a sedative to keep him quiet for the test.”

This was the beginning of our medication journey. Elijah's cup was poisonous, and yet he had to drink. Phenobarbital, pentobarbital, chloral hydrate, Tegretol, Felbatol, and all their side effects. This was the beginning of a cup of violence. The beginning of pinnings and forcings flat on the bed and the pouring of cruel liquids down Elijah's small esophagus. Liquids that altered everything. His father held his legs down and I his chest and head, while the nurse poured and screeched, “Swallow it! Swallow it!” Elijah spit the red ooze out, screaming. I flattened him down and apologized in the same breath, looking into the onyx, sending a message there.

“Elijah! We are so coarse! Adults are coarse and bumbling!” He screams and spits. The nurse is devastated.

“I hope he's had enough! If he didn't get the full dose, it might not do the trick.” Grumpily, she gives us directions to a lab three blocks away.

When we reach the MRI lab, we are told that the equipment is malfunctioning because of last night's snowstorm. Water is leaking through the roof, dripping down onto the precious apparatus. I peer into the testing room at the big daunting cylinder. It's a long coffin in there. Ominous. Ominous. Elijah is in my arms, asleep again and swaddled like a newborn. He grows heavier and heavier as we're being briefed on the procedure. The technician is talking of injecting dye into my son's brain tissues.

“We don't fully know the health risks, but we do get a better image. If you just sign these papers, we'll get a better picture.”

I'm distracted by the dripping water. I cannot listen to this nonsense. A small drop is in the testing room. I see it, hanging from the ceiling right above the equipment. It's ever so small, yet it's dangling there. Hanging, dangling, getting full, fuller, fullest. Then it drip-drops down onto the coffin apparatus. The technician talks too nervously and ushers us to a waiting room.

“Be patient,” he says. “It's a minor repair.”

We wait and wait—we're patient—for two good hours. We are very good, and the magazines are chatty. We are very good, and the furniture is boring. We wait and wait until Elijah starts to moan and the sedative recedes. He stretches and squirms, drifts off again. Then, as if we've just arrived at this awful place, the technician emerges from the back office to tell us that the staff is ready to conduct the test.

“Just sign these dye papers, and we'll get started.”

“No dyes,” I answer him. “No color. You'll have to content yourselves with the gray and the white.”

He shrugs his shoulders and prepares Elijah for the test, but by now my son is only half asleep. He's a big cocoon squirming on the stretcher in white sheets, awaiting transformation.

“This is too much motion for our sensitive equipment!” the technician complains as he tries to situate Elijah precisely and tighten the Velcro band around his head before rolling him into the cylinder. Elijah flails about, only half conscious of where he is. The technician throws his arms up in the air and angrily cancels the test. Oddly, I'm relieved.

“I did not like that cylinder casket,” I tell Ben, who nods wordlessly in return. Ben is so fatigued, he can no longer speak. Elijah is moaning and twisting in his arms. “I want to go home, Ben,” I say. “Let's go back to the hospital and get the goddamned EEG over with.”
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To my surprise the EEG was all gentleness, and Elijah slept right through it. A white-haired specialist sifted through Elijah's thick curls and pasted electrodes to his scalp. Fourteen for the right lobe and fourteen for the left. It adds up to twenty-eight symmetrical sites, and there's an extra one for Elijah's small heartbeat. She pastes it to his chest.

“Now, shhhhhhh!” the specialist says, putting her finger to her mouth. When she turns the quiet machine on, the room grows small and intimate. All the lights are out, and the sensitive needles are tracing a message on the long scroll of paper. Peaks and valleys, ebbs and flows. It's all gentleness. When she is finished, the woman removes the electrodes from Elijah's head and washes the paste from his hair.

“We got a good reading,” she whispers, shampooing our sleeping boy. Then she sends the results off to neurology for god's interpretation. That will take three days, we are told, and Elijah is released from the hospital. There is nothing more to do, so we gather ourselves up and drive back home to Silver Hollow. Safe and sound with our epileptic toddler.








CHAPTER 2



[image: 074320445X-004]

The Gift of Loss




The gift of loss is many flowers blossoming. So many roses and tulips that there is little time to think. Once the loss has struck the mind with all its thorn and color, there is nothing left to do but begin the telling. A crisis comes. A crisis goes. There is a smell of roses in the room. I know the words I use to do my telling are but transient scents. They are empty-handed gestures. They are medical descriptions. They are explanations that draw just one narrow picture of what has really happened to us.

When the relatives call on the telephone, they express their concern and pity, asking questions about Elijah to which I give the diagnostic answers.

“The EEG was inconclusive. It showed no epileptic activity, no lesions or a focus that might explain the seizures.”

Elijah has swiftly become a medical case, and I have begun to speak the fitting language, repeating my conversations with the specialists as I talk to my mother, to my father, to my sisters and brothers on the telephone late into the night. I tell them all about Elijah's tests and Elijah's medications. I tell them all about the biology of epilepsy.

“He's taking 30 milligrams of phenobarbital each day. The phenobarbital stops the unregulated electrical discharge.”

But as I speak of Elijah's brain and of its unregulated activity, I drift beneath the surface of side effects and pharmaceutical warnings. I strain beyond the MRI, the CT scan, and the EEG. Beyond the frame in which I'm to contain him. Beyond the frame in which I'm to contain myself too. Untethered in another region, I must be careful what I say. Be careful what you say in this timeless hour! Be careful of the crises and the impending departures. Be careful of the flowers and how you speak of them. Be careful, for the body must bear each uninvited blossom until the body dies. Be careful, for in the telling, you forge the essence of a life.

All the while on the telephone, I'm in my undercurrent thinking, alone with the questions that I would like to put to Elijah. Is a seizure a flower? Is it a thorn sticking in the mind? Does it hurt? Is it color? Is it a long journey? Is it the deepest of isolations, like a solitary poppy, emerging, orange and paper thin, in the quiet garden?

I would put these questions to him, but Elijah is sleeping in the bedroom in barbiturate sedation. He is sleeping as my voice grows hoarse with each telephone conversation. He is sleeping when I'm cooking dinner. He is sleeping when it's time to eat. He is sleeping whenever my in-laws stop by for a visit. He sleeps and sleeps, and when he does awaken, Elijah is entirely stripped of his monosyllables.

He used to say “ba” for big and “dee” for tree. He toddled around outdoors and laughed at gusts of wind. “Ba . . . dee!” he'd exclaim, looking up at the whooshing branches of a tree. Then he'd giggle gleefully, squat down, and return to his stone investigations. So busy, so very busy, with all the stony objects. Picking them up, one by one, examining their every contour. Then grasping firmly with his two small hands, he'd rock the  object back and forth, back and forth, two times, maybe three. Then toss it aside. Systematically.

Elijah would repeat this game, picking up the next stone and running it through his investigative protocol, doing it meticulously, as if he could get to the end of them all. As if Elijah could count every single stone there is in the wide world. As if infinity did not exist. “The limits of my language mean the limits of my world,” writes Ludwig Wittgenstein. Wittgenstein, the Austrian philosopher, did not presume infinity when it came to the objects. To presume this, he felt, was a logical failing. For Elijah, each stone he chose was utterly singular. Each stone was silent. Each stone was something he did not have a word for. A compelling investigation conducted according to the strict routine of back and forth, back and forth, two or three times. Did he memorize each contour? Did he note the shade of color? Did he absorb each and every case? “The world is all that is the case,” says Wittgenstein. Elijah was thoroughly taken up with the stones, with each and every case, squatting silently like a small frog beside the gurgling stream, squatting with all the objects beneath the high whooshing in the trees.

But now it's winter, and Elijah and I don't go outside anymore. We don't go outside to look for the wizards or to stare into the coals of their reliable campfire. Elijah sleeps instead. He is a medical case. Or he sits sedated on my lap, moving from one speechless emotion to the next. We live our days out together in the living room, confined to the narrow circumference of an old easy chair. Getting up, once in a while, to make circuits of the apartment. As he stumbles from room to room, moaning and crying, I follow him, my hands outstretched, blocking the sharp corners and the painful edges. Elijah is drunk on phenobarbital. Drunk and clumsy and paper-thin sad. His limbs are heavy, his central nervous system is depressed, and a bright red rash has developed on each cheek. The phenobarb  rash, a mix of pharmaceutical side effect and the salt of bitter weeping.

The pinning down on the bed and the sputtering red syrup emitting from Elijah's mouth have become regular traumas in his day. If Elijah swallows too much medication, he recedes into a hypnotic state. If he swallows too little, he runs the risk of status epilepticus. He is living within a narrow window of opportunity that the anticonvulsant has afforded him.

“Not too much, not too little! Remember all the warnings!” Ben and I stridently say to one another each time we pin Elijah down and make him cry.

When using Phenobarbital, call your doctor immediately if you develop a fever, a sore throat, sores in your mouth, broken blood vessels under the skin, or easy bruising or bleeding. How would a wordless toddler alert us to his symptoms? Phenobarbital may cause excitement, irritability, aggression, depression, or confusion—particularly in children or adults over 60. Elijah always manages to spit the red stuff out, and each time he spits, his father and I snap at one another.

“He didn't get the full dose! Keep him down while I get the medicine bottle!”

“Does he really need more?!”

“How should I know?! It came out red everywhere! Look! It's dripping down his neck!”

“Let's try 5 more milligrams!”

Elijah is howling now. Symptoms of a Phenobarbital overdose include difficulty breathing, back-and-forth movements of the eyes, appearance of being drunk, fast heartbeat, low body temperature, heavy sedation, coma, and death. We have become too zealous with ourselves. We are untrained for this. We fume at one another during our graceless dispensations, then Ben angrily disappears behind the office door to his undercurrent thinking, behind the sad veil of separation that has come to mean his writing.

Both of us in our undercurrent thinking, we hardly speak to one another anymore, not until it's time to give Elijah the next dose. Less serious side effects include dizziness, confusion, agitation, nightmares, nervousness, or anxiety. When Elijah has finished weeping, he goes back to his unhappy tour of all the rooms of the apartment. I follow his every move. I have become his silent shadow. No one speaks in our home anymore, as we navigate the blind corners and the sharp edges. Phenobarbital is habit forming. You can become addicted to it. This is the profit of the narrow pharmaceutical. It might erase a boy's happiness and thrust him into synthetic depression. It might destroy his liver, and with time, put cancer in his cells. “And yet . . . and yet . . . ,” Ben and I tell ourselves, our backs against the wall, “it has put a stop to the seizures.”

“Your uncle Maurice took phenobarbital most of his life,” my mother says on the phone.

I never met Maurice. He died in his early twenties. He was mentally retarded, and when my mother was a girl, she helped take care of him. That's when she learned her gentle diligence, sleeping beside her little brother in the same bed at night.

“They say his seizures were due to the whooping cough. He had had a bad case when he was a baby.”

“I didn't know Maurice was epileptic.”

“Yes. He had seizures all his life. Mom and Dad tried everything. Medications, a special high-fat diet. They even took him to the Mayo Clinic. That was a big deal back then, the Mayo Clinic in the 1940s. The phenobarbital was rough. Maurice took high doses. By the time he reached his twenties, it had caused his gums to grow completely over his teeth.”

Phenobarbital was the pioneering barbiturate of the twentieth century. Before it was first synthesized in 1912, the only sedative-hypnotic drugs humans used were opium and alcohol. The barbitals made the twentieth century the century of the tranquilizer, the  century of the sleeping pill and induced, deep unconsciousness. But dangers of death and coma prompted new research and new promises: Valium, Halcion, and the benzodiazepines. These were popularly prescribed in the 1960s. Popularly prescribed for people like my mother, who had too much gentle diligence. Valium for the housewife. Valium for depression. Valium for the Catholic farm girl who left college to get married and raise six children. Soon enough, the drug ran its course in the competitive markets and became disreputable. Then it was replaced by another promise, and another one, and another one. Now, Elijah's father and I are told that there are new “designer drugs,” sophisticated anticonvulsants suited specifically to our toddler's epileptic neurology.

“Anything,” we tell ourselves with grave hesitation, “anything to escape the coarse barbiturate.”


We set up an appointment with a pediatric neurologist in New York City, and within a few days, we're driving from Woodstock down to the big urban hospital. I sit beside Elijah in the back seat of the car, singing songs for a hundred miles. Singing, singing, singing songs like a marathon nursemaid. I dare not stop, or Elijah will shriek in his car seat. His body has become an agitated puppet, and only songs will distract him from his nervous strings. This old man, he played one, over and over again. I sing it many times, or there will be trouble. Trouble in the front seat and in the back. I perform my songs with diligence, as I dangle shiny mirror objects before his face. Elijah loses himself there, momentarily, in the twinkling reflections. He stares into the shininess and forgets he wants to cry. But the moment I leave this deep proximity, Elijah falls into despair, and the car is pierced with crying.

“Keep him quiet! I'm trying to drive!” Trouble in the front seat. Ben is angry now.

“Turn the radio off!” I yell back. “It's too loud for Elijah!”

I've begun to snap more than my fair share. I've begun to crack more than I thought I would in a marriage. Since Elijah's birth, I have had to put things on hold. My teaching, my literary translation, my long study of German letters, and my Ph.D. aspirations. I have put them completely aside, so that I may sing Row row row your boat ten more times. Then ten more times, gently down the stream. I'll just sing the song again, and each time I do, I'll soften the volume one small degree. I'll soften myself for Elijah and take hold of his keen attention. I'll caress his deep listening with my sound increments.

Auditory anchor, auditory anchor, falling down to the bottom of the sea. We are sinking, sinking softly. How far does a voice travel when it's under water? How far can it recede from the surface events? Where in these depths is the telling juncture, the juncture of identity? Is it between the silence and the song? Between Elijah and me? We have gone all the way to the bottom. The anchor has landed, and in between the silence and the song, my son is asking me to become a different woman.

The wheels of the car are rolling smoothly along the paved interstate. Elijah is calm again and thoroughly listening to the sound of my voice. He is serenely attentive. Ben is quiet too, and the radio has been switched off. No more trouble in the back seat. Gently down the stream. No more trouble in the front seat either, but I am loathe to continue my anchor song. I am loathe to do it because Ben's satisfaction sickens me. I am sickened by the satisfied presumption that giving comfort is my natural duty.

Elijah's eyes are heavy now. My sound game has nearly ended, but then, without warning, he screams louder than before. His pains come unannounced, and he hits his own head. Elijah has lost the anchor, and Ben is saying harsh words again. We've reached the George Washington Bridge. We're crossing the Hudson River. Elijah is howling, and I have grown too lonely  with the presumptions about comfort. Nothing will console my son, and Ben's anger sends me into my harrowing thought, into the thought I do not wish to think. All too soon and frequently I return to Elijah's birth. To the day of his blue face and the administered oxygen. The nurse had placed him in my arms in the delivery room once he was breathing properly, and I began to take the first tentative steps into maternal passage. I was holding an infant boy, divining a new human relationship!
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