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FOR RONAN, ALWAYS


I love the handful of earth you are.

—Pablo Neruda, 100 Love Sonnets 
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This is a love story, which, like all great love stories, is ultimately a story of loss. On January 10, 2011, my husband, Rick, and I received the worst possible news: that our son, Ronan, then nine months old, had Tay-Sachs disease, a rare, progressive and always fatal condition with no treatment and no cure.

I had been worried for some time. Ronan was experiencing developmental delays, missing important milestones. I would rush home from work each day hoping he’d started to crawl or had said his first word. He was the same sweet, happy, gurgling baby—but that was the problem. He was the same at nine months old as he had been at six months. Our pediatrician suggested that we rule out any vision problems, so we drove from our home in Santa Fe to the pediatric ophthalmologist’s office in Albuquerque.

I sat in the examination chair as the eye doctor, a short, friendly man with black glasses, played cartoons for Ronan on his iPhone and flashed a series of lights in Ronan’s eyes. “He’s got good fixation,” he said. Ronan squirmed in my lap. Great, I thought, he can see. But behind this feeling of relief was a surge of panic—why, then, was he having these delays? I handed Ronan to Rick and sat in a chair nearby.

“Let me just check his retinas,” the doctor said, and hit the lights. I could see Ronan’s little eyes flash in the dark, and then Rick’s. The doctor carefully approached Ronan and peered into his eyes using a special light.

“Oh, boy,” the doctor said. “Oh, boy” was what my father had said when the doctors told my parents about my birth defect, which resulted in the amputation of my left foot. I gripped the sides of the chair and felt the floor drop away. The doctor flipped on the lights and said, “I’ve only seen this one other time.”

“What is it?” I asked, but I could see from his face that it was disastrous.

“Hey, little guy,” Rick said, and turned Ronan to face him.

“Rick,” I said. My hands were sweating, trembling. “Rick!”

“He has cherry-red spots on the backs of his retinas,” the doctor continued. “I’ve only seen this one other time in fifteen years of practice. It’s Tay-Sachs.” He paused. “I am so sorry.”

“What’s that?” Rick asked calmly, but then he quickly had to attend to me because I was wailing. I had wet my pants. The doctor calmly called for a nurse.

“I was tested!” I shouted. “I had the test.” I remembered the genetic counselor asking, “Are you Jewish?” and shaking my head. “I want the Tay-Sachs test anyway,” I’d said. Or had I? Had I, in this moment, instantly generated a memory to try to mitigate the present horror?

“I don’t know,” the doctor said uncertainly, and looked as if he might cry. I stared at him. “Did I?” I asked in a squeaky voice, but of course he would not know. He was the eye doctor, a man we’d just met, not the person who had administered the test. He shook his head and cleared his throat. I would later learn that the standard prenatal screening for Tay-Sachs only detects the nine most common mutations—those found among the Ashkenazi Jewish population—but there are more than one hundred known mutations. I would have needed to ask for a combination DNA and enzyme test or requested that my DNA be sequenced. I had not known to ask for either of these. I was told the odds of my being a carrier were “astronomical,” and both parents must be carriers for a child to inherit Tay-Sachs. Rick is Jewish, but by testing one of us, we thought we were covering our bases.

“My mom, my mom,” I said to Rick, gripping his arm and then taking Ronan from him. I clutched at my son, running my shaking hands over his head, his arms, his fat legs. “Little guy, little guy,” I said. He squirmed and giggled. I had the urge to swallow him, to try to return him to my body, where he’d be safe, but of course he’d never been safe, not even there. “Where’s my mom?” I was shouting now. “I need to call my mom. Where’s the phone? Give me the phone.”

“Well, what can we do about it?” Rick asked, glancing between me and Ronan and the doctor, digging in the diaper bag for the cell phone, but I knew enough about Tay-Sachs to know that there was nothing at all for us to do and that my life, the life as a new and hopeful mother, was over.

The doctor looked at the two of us. “No, I’m so sorry,” he said. “There’s no way to fix it.”

“They die,” I stuttered. I had the sensation of skin falling away from bone. I hugged Ronan more tightly. “They. Die.” I wanted to vomit, and my grip on Ronan was scaring him. I loosened my arms slightly.

“What?” Rick asked. “Surely—”

“They die,” I said firmly in a high-pitched voice, and this time he understood that I meant Ronan, that Ronan—our boy, our baby, our child—would die. The world was broken, and the three of us—Ronan, Rick and I—were falling into its mouth

Nerve damage begins in the womb and progresses quickly, leading to dementia, decreased interaction with the environment, seizures, spasticity, and eventually death. Paralysis, blindness, deafness, loss of all faculties. The doctor showed us a laminated medical photograph of normal retinas, and then another set with red spots drawn in the center of diseased retinas, ruined eyes. Another doctor checked Ronan’s eyes again, stoically, to confirm the diagnosis. “Yes, I’d agree that it’s Tay-Sachs,” he said, and quickly left the room.

Hearing these details of Ronan’s prognosis, I suddenly, weirdly, remembered meeting a boy called Ronan at Trinity College on a warm, rainy day in Dublin in 1994 and deciding on that name for my future child. I remembered his hand, soft and warm, in my own, and the blond curls that stopped just short of his eyebrows. For years I wrote “Ronan” in longhand scrawls across notebooks like a lovesick teenager, copying over and over again the name, tracing the curved letters as if I were fingering a magic stone. And as if the ghost of Emily Dickinson were speaking directly into my ear, I remembered these lines: I felt a Cleaving in my Mind / As if my Brain had split. / I tried to match it—Seam by Seam— / But could not make it fit. The situation didn’t fit; it wasn’t right. My brain was broken; my heart had stopped. How could I still be alive, in this room, having been given this knowledge? It was grotesque and absurd and could not be happening.

When our son’s diagnosis—his death sentence, really—was delivered, I felt all of the known world unraveling, everything splitting apart. The walls of the doctor’s office were no longer beige but purple, glittering, melting, closing in. The nurses were like phantoms, moving in and out of the room with paper cups of water and pinkish-white sedatives balanced like little rafts in their palms, promising relief and oblivion, trying not to stare but staring, whispering Take this. It will help you relax and calm down. My voice: not mine. The chairs were a dazzling, terrifying blue and had moved across the room. I was standing on my heart, which was simultaneously beating in my nose. I had finally reached my mother on the phone and was screaming at her but no words left my mouth. My hair was on fire but my face was cold. I had swallowed my own teeth. What do you mean  there’s nothing to do? Are you sure? I can’t believe there’s nothing we can do,  Rick was saying. Action was required, it seemed, but action was useless.

Yet in my blown-apart mind I was already brokering a deal. If you take Tay-Sachs from Ronan, I will do anything you ask. I’ll stick a knife in anyone’s heart, kill any person, just say the word. Jesus, Zeus, God, G-d, Allah, anyone. Useless bargaining with a higher power I had long ago stopped believing in. To my own horror, I prayed as I had as a child in church, as I had as a young theologian in divinity school, and I was so overwhelmed, so out of my body, so fully in the dream of disbelief, that I actually believed for a moment that it might work.

“Whatever we can do,” the doctor said in a barely controlled voice. “You just let us know.” But what could he—or we—do? There was nothing to do. He filled our heads with more information—names of doctors, specialists, geneticists—while Rick and I sat on uncomfortable chairs and clung to each other in the overheated, badly lit room, repeating each other’s

Finally, with Ronan carried between us in his car seat, we stumbled out of the examination room as if groping our way through a dark tunnel instead of the well-lit hallway.

“Why is the floor wet?” I asked Rick. Ronan gurgled and burped in his car seat.

“It isn’t,” he said. “It’s carpeted. This is carpet.”

“Be careful,” I insisted. “Don’t slip. Don’t drop the baby!”

“I’ve got him. I’m fine. It’s fine.”

“Take care,” the nurses said with trembling voices as we passed their station.

Riding home in the backseat, clutching at my kid, who sat giggling in his car seat, oblivious to his wretched future, I thought I can’t believe I’m awake for this. I don’t want to be awake for this. 

I was filled with a pulse-pounding terror, a wrenching euphoria of disbelief. My chest was hot, liquid and loud with fear. I felt gleaming and flattened. I’m sure I had the test for Tay-Sachs, I reminded myself. It’s a mistake; it must be. The cars on the highway looked as real to me as those on The Jetsons. My parents were already on their way from Cheyenne, Wyoming, to Santa Fe, a seven-hour drive, and I called them nearly every ten minutes until they arrived, when I stumbled, wailing, into my mother’s arms, sedated but still writhing, out of time and feverish with panic and fear. I repeated “blackness,” over and over again, and I could feel it descending. I put my hands over my head as if to shield myself. I called my closest friends and screamed and wept into the phone. I’m here, they promised. I’ll leave the phone on, I’ll book a ticket, tell me what I can do. 

I couldn’t eat or think, and when I moved, I paced back and forth in my room. I threw a chair at the wall and kicked it with my bare foot. I knelt on the floor and hit my head against the wood until Rick pulled me up, and then I hit my head against the wall. Rick and I met with Matt, the chairman of my department at the arts school where I teach writing and literature, but I remember very little about the conversation, only that as I watched Rick explain to him why I wouldn’t be able to teach for the next few weeks, and struggling not to cry, I was thinking of friends who had lost parents and children, and I kept asking Rick, again, if I could use his phone. I have to call them, I pleaded, clawing at his jacket. And tell them that I know their hearts, that I know them now. And then, finally, I slept.

As news of Ronan’s diagnosis spread, our house on Sol y Luz Street, “street of sun and light,” in Santa Fe became a busy place, its own little planet. Baskets of food arrived at our door. Phone calls poured in. My friend Emily booked a ticket from London to arrive in a matter of days. A constant flurry of e-mails began, which I checked compulsively, as if sending e-mails like a normal, functional person would save me from facing reality. I nibbled at some Danish that my friends Lisa and David had sent from Los Angeles. My friend Tara called me every hour from Phoenix.

I took Ronan for a walk in his front carrier pack, crying behind a pair of diva sunglasses. I stopped wailing, except at night, when I would cry myself into a pit and then sleep there, shallowly. When I woke up, I felt as if I’d spent the night in a cold, skinny ditch by the side of some lonely road. Every morning the sky was bright blue and mocking, the trees along the walking trail outside our house still bare, everything brown. The world blue-brown but black, like a bruise. We felt beat up, pressed down. The world had a wild, new, terrifying clarity. I thought of these lines from “The Elm,” by Sylvia Plath: Now I break up in pieces that fly about like clubs / A wind of such violence / Will tolerate no bystanding: I must shriek. They repeated over and over again in my head like a ticker tape, like a mantra, like a warning from a future haunted version of myself.

In Boston my friend Weber went online and found the National Tay-Sachs and Allied Diseases Association and joined on our family’s behalf. Mothers of children who had died of Tay-Sachs started calling me from phone numbers and area codes I didn’t recognize—moms from Florida, New York, New Jersey, California. I talked with them for hours, in my bed and under the covers with Ronan, sweating, clinging to my son. I learned details of what his care would entail: head supports, bath chairs, seizure medications, suction machines. I clung to one mom’s description that Tay-Sachs would function like a “slow fade” and that Ronan would not be in pain. It felt strange to be sharing, suddenly, such a life-altering experience—the very worst experience—with people I hardly knew. I appreciated that this dynamic meant that all the usual formalities disappeared. Instead it was what do you want to know and you are not alone and yes, there’s hope for future children and it is the worst thing you will ever experience and you will survive if not ever fully recover and you call me anytime and ask me any question and I will tell you the truth and I am here. No platitudes (“What doesn’t kill you will make you stronger!”), no annoying, schmaltzy pseudo-Christian phrases like “When God closes a door, he opens a window.”

Weber gently asked if I planned to write about Ronan. “Uh … I don’t know … maybe.” I stuttered. “I’ll set up a blog space,” she said. “You can always decide later.” I didn’t think much about it at the time. I talked to the other moms with terminally ill babies, I took Xanax, I sobbed and bit my lip, my sheets, my hands. And then I got out of bed, and, to my great surprise, I started to write.
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You feel your obligation to a child when you have seen it and held it. Any human face is a claim on you, because you can’t help but understand the singularity of it, the courage and loneliness of it. But this is truest of the face of an infant. I consider that to be one kind of vision, as mystical as any. 

—Marilynne Robinson, Gilead 



What could I say about my son, about being a mom in the wake of Ronan’s diagnosis? What had I, in just a few short days, learned from the other moms parenting children with Tay-Sachs or similar diseases? How do you parent without a future, knowing that you will lose your child, bit by torturous bit? Could it even be called parenting, or was it something else, and if so, what? As I sat down to write, I bristled at the lack of information and resources for parents who are not concerned with whether or not their children will be admitted to Harvard or win prizes for piano performances or even be productive and gracious or successful in school, but are instead involved in the daily grind of making the short lives of their children as full as possible for two, three, maybe six years at the outward reach, depending on how the disease progresses and the levels of medical intervention. What will I read? I wondered as I tossed out all the old guides about what to expect, all the old developmental charts. For parents of terminally ill children, parenting strategies incorporate the grim reality that we will not be launching our children into a bright and promising future, but into early graves. The goals for our children are simple and terrible and absolutely grounded in the everyday: dignity and minimal discomfort.

This was absolutely depressing. The moms I talked to were very honest about the horror of what was coming for me. But the experience of being Ronan’s mom was not, I grew to learn, without wisdom, not without—forced and unwelcome as it might be to those of us going through it—a profound understanding of the human experience, which includes the reality of death in life that most parenting books and resources fail to acknowledge. Parents with dying kids have insights into parenting and they are hard-won, forged through the prism of hellish grief and helplessness and deeply committed love. These women had learned lessons not just about how to be a mother but how to be human. 

But parenting for the sake of parenting, for the ancient humanity implicit in the act itself, appeared to contradict every bit of parenting advice I’d ever read, having devoured the magazines while I was pregnant and then as a new mom. The task of parenting seemed to have evolved from “do your best to keep your baby alive,” which was the primary parenting goal even into the nineteenth century, to the challenge presented to modern parents to “make sure your kid is prepped from the outset with the tools (here they are, and here are the studies that prove the worth of these expensive strollers, special bottles, organic cotton clothes, well-known tutors, popular programs, et cetera) that will lead to acceptance into the best preschool, the best grade school, high school, college, which will in turn lead to the best partner, résumé, job, bank account, life. The demand for these Olympic efforts presumes an implicit—and erroneous—belief that any parent can fully control a child’s destiny. Moms and dads in Victorian London were more concerned with mundane issues like cleanliness and making sure their kid didn’t catch a potentially fatal sickness from the dirty, teeming streets. This is still a real concern for parents in much of the world.

Parenting advice is, by its very nature, future directed. I learned to avoid the magazines in the pediatrician’s office that were full of articles about optimizing a child’s sensory and language experiences in order to fire the right cerebral neurons; cures for colic; the politics of playdates; clothing “lines” endorsed by this or that ridiculous celebrity spokesmom.

Future, future, future. During this time, just before I boycotted parenting magazines, I came upon this quiz in a popular magazine that was marketed for people of my age, educational level and “life stage”:

What’s the hardest challenge for parents today? 


	~ Supervising cell phone and Internet use

	~ Kids’ friends raised in more permissive homes

	~ Helping kids deal with more tests and pressure in school

	~ Kids today are growing up too fast!



Here’s how the options might read for the parent of a child with Tay-Sachs or another terminal illness:


	~ Waking up every morning dreading the next stage of this disease (paralysis, blindness, deafness, spasticity, seizures, death)

	~ Learning who your friends are, and how sickness makes people uncomfortable

	~ INSURANCE

	~ Kids with Tay-Sachs will never grow up!



But in the months following Ronan’s diagnosis, after the initial shock had worn off, the day-to-day routine with Ronan was peaceful. A typical day included cuddling, feedings, naps. He had water therapy and acupuncture. I worked during his naps. There was a baby dinner (peas!), bath-bottle-sleep, dinner for adults (takeout). Not so atypical of a family juggling schedules and running a typical baby day. We did our best for our kid, fed him fresh food, brushed his teeth, made sure he was clean and warm and well rested and … healthy?

Well, no. The dreadful hitch in this otherwise middle-class and privileged domestic snapshot was this: Ronan would never benefit from any of Rick’s and my efforts beyond what he received in the moment. I told him I loved him and so did his father, even if Ronan never understood the words. I encouraged Ronan to do what he could, although he was without ego or ambition. Babies aren’t investments that accrue interest. They’re not stocks or bonds or diversified portfolios to be reorganized in “these tough economic times.” They’re people, and, like all people, they can and will eventually die.

I didn’t always think like this. During my pregnancy and throughout those first nine months of Ronan’s life, I devised an ambitious list that I hoped would lead to important development outcomes for him: I would talk to him in different languages (language development); pick him up when he cried (attachment issues are crucial in the first year of life); breast-feed exclusively for a properly developing brain (I took herculean and often expensive and painful measures to do this). Like his father he would complete crossword puzzles in record time. Like me he would be physically fearless and an adventurous eater. He’d be fun but levelheaded, loyal and fair and smart. I would teach him how to ski and read and travel on a bare-bones budget. Maybe he would invent something world changing or build space rockets or become a fashion designer who made clothes from recycled trash. He would be generous and gorgeous. Women or men would be falling all over themselves to go out with him. I was not above my own prodigy dreams.

But no matter what I did for Ronan—organic or nonorganic food; cloth or disposable diapers; attachment parenting or sleep training; breast milk or formula—all decisions that mattered so much to me in the first few months of his life, he was going to die. End of story. Or was it? As I pondered these questions in the early hours of the morning and late hours of the night, I began to understand that the story of my son’s life would end but that what he had to teach me was as epic and mythic as a creation story. To prepare throughout a child’s whole life for the loss of that boy or that girl, and then to live with it, takes a new ferocity, a new way of thinking, a new animal.

What creature symbolized this modern love story of which Ronan and Rick and I and others were a part but whose roots were as ancient and mysterious as the Tay-Sachs gene itself? What could represent us, we parents who learned how to use suction machines, clean catheters and feeding tubes, operate oxygen tanks, navigate weird insurance phone trees and manage the prejudices of others in order to be sure our children were comfortable, loved, and stayed in the world for as long as they could? Who were these moms who answered all manner of rude questions in grocery stores (“What’s wrong with your baby?” or “How can you drag that child all around town when he looks so tired?”) and who were confronted with unsolicited statements like “I hope you got sterilized” or “Why didn’t you get tested if you knew it was genetic?” or “I didn’t know you were Jewish” and other statements that speak to ignorance and exhibit basic cruelty?

The English word “dragon” is derived from the Greek verb “to see clearly.” Dragons are creatures of myth and legend, beasts with the magical power of unicorns but made of much tougher, less ethereal stuff.

What I came to understand was that mothers and fathers who take on the qualities of dragons feel as though parenting were our only task, and yet none of the parenting resources were written for us. Parenting books revolve around the issues that arise from children who grow, wreak havoc, talk back, succeed, do drugs, overcome learning obstacles. Of course, parenting books are designed for parents with children who live, but dragon parents have a lot to say about parenting. Why? Because we’ve had to redefine the act: parenting with no thought to that dreaded future when there will be no child—parenting without a net.

“You must be so proud” is the kind of thing all parents are fond of saying to one another. Yes, my parents are proud of me. But as I thought about Ronan, I wondered: under what circumstances would it have been appropriate or acceptable for them to be less proud? If I’d never done anything “prideworthy,” would people have avoided talking about me with my parents at all? If I’d robbed a bank or run someone down with my car while driving drunk, would people have pretended as though I didn’t exist? I was proud of Ronan, but not for anything he did or for any future accolade, and that was not easy. I was not above the petty stuff.

I realized that it was very likely that had it not been for Ronan’s terminal diagnosis, I’d still be living out these old stories through my unsuspecting son. It took this experience to help me see clearly, to understand that the bulk of the popular parenting advice champions an approach to living that completely complies with achieving bogus standards of success, but it didn’t mean I was immune to the longing for those meaningless benchmarks. Still, I felt as if discussions about “taking pride in our children” implied that they’d better earn their keep, that they’d better deserve all the attention and privileges provided for them. Dragons might be associated with medieval myth and ancient legend, but this very modern parenting practice seemed straight out of the Dark Ages—punitive and transactional and cruel.

Why are mothers of terminally ill children rarely asked for their parenting views?

Short answer: dragons are scary. Our grief is primal and unwieldy and it embarrasses people. Talking about end-of-life care decisions for our babies to a bunch of parents with typically developing kids is tantamount to breathing fire at a dinner party or on the playground. Nobody wants to see what we see so clearly. Nobody wants to know the truth about their children, about themselves: that none of it is forever.

Dragons are descended from serpents and dinosaurs, winged in some cultures, reptilian in others. We have an underappreciated ability to force people to face their worst fears. Our scales act like mirrors and our news looks dreadful. We foretell disaster. We don’t fit in normal-sized rooms. We lament. We gather in underground lairs. We fly loudly and awkwardly and in smelly, loyal packs. Our narratives are grisly and the stakes are impossibly high. And there’s this: maybe for parents who, in this day and age and particularly in this country, seem expected to be superhuman, nobody wants to listen to insights into the human condition, all of which end with one result—death.

“Here be dragons” was an ancient cartographer’s way of marking new territories that were unknown and therefore considered dangerous. Medieval mapmakers sketched dragons into those blank spaces as a warning. Dragon mothers are navigating these unchartered parenting waters, terrified, but without another choice.

We bellow and bark and roar, but we can also dance, as I once saw a dragon do through the steamy streets of Hong Kong in the summer of 1997. We watch our children carefully, vigilantly, breathing softly over them like dragons of old guarding their treasures. We can laugh, cry, sing, get drunk, live. Remember Puff and Jackie Paper? We can frolic in the mist. We are gentle and loving and kind. Dragons live forever, but not so boys and girls. We dragon mothers know this better than most, and while we will not live forever, we will live for the rest of our lives with a great big hole blown through our hearts. To endure this requires a barbaric strength (and I don’t mean the kind that dictates the pulling of privileged strings, the hounding, the hovering, the pushing) and a ridiculous amount of grace and humor. Great strength combined with a raw vulnerability: the ultimate expression of power.

I wasn’t interested in music class and swimming lessons for Ronan because I hoped he would manifest some fabulous talent that would set him, and therefore me, apart. I wasn’t searching for heaps of praise about what an amazing mom I was. I was interested in creating experiences for Ronan that would make him happy. I protected Ronan from what I could. I brushed his teeth to keep them from rotting even though he never chewed solid food. I fed him, held him, rocked him to sleep. I was being asked to remember even when I wanted to forget.

Most important, Ronan taught me that children do not exist to honor their parents; their parents exist to honor them. My time with Ronan was short and beautiful and shot through with light, laughter and, above all, a kind of love that stripped me to the bone. A magical world, yes, where there were no goals, no prizes to win, no outcomes to monitor. Ronan was given a terrible freedom from those expectations that was searing, brutal and, especially, true. Ronan was mine but he never belonged to me. This was not an issue of ownership. A child is not a couch.

Was the care I gave Ronan “worth it”? He would never come sprinting at me with a Harvard diploma in his hand. He would never score a perfect SAT. He never said “mama.” He never knew about 9/11 and other catastrophic events that happened all over the world. He would never go to war. He never knew any wickedness at all. That was my role as a dragon mother, as it is for others: to protect my child from wickedness and as much suffering as possible and then, finally, to do the hardest thing of all, a thing most parents will thankfully never have to do: let him go.

Agony is not an experience that’s easy to describe. How could I write the story of Ronan’s life? How could I create order from chaos and find underlying patterns of meaning in a situation that, from the outside, looked inviolate and incontrovertibly meaningless? I came up violently short. The narrative was empty. What could I say? Even with the image of the dragon in my mind, I felt hollowness, that familiar blackness, and the desire to crawl out of my own skin. I sat in front of the computer and typed Ronan’s name over and over again while listening to see if he was stirring in his crib. But I am a writer. I write. And just as I had written through every experience, euphoric or horrific, throughout my life, I began to document the daily happenings of my son’s short life. Once I started I didn’t—I couldn’t—stop.

Ronan was born in March 2010 and spent his first nights wrapped up like a burrito in the clear plastic crib next to my hospital bed at Cedars-Sinai Medical Center in Los Angeles. Ronan made me happy then, long before the dread associated with his progressive illness, and he made me happy every day after his terminal diagnosis with his round face and green-gold-brown-yellow eyes; his perfect toes; his fat ankles; his pointed boy-ballerina feet; his impossibly long, pale eyelashes; his sticky, sweaty hands; his long contented sighs; the soft angle of his nose; the way he made an oh-no-this-might-be-gross face when he tasted his first spoonful of solid food, even if it was his favorite (avocado); the duck tail of wavy hair at the back of his head that bounced into ringlets at the first touch of humidity in the air; the way he’d sit on my lap and then suddenly look at me and smile as if he’d just realized—Ah! Here you are!—that I’d arrived. I loved his contemplative looks, his grumpy glares, his well-timed sighs. I loved the way he held up his hand and waved his fingers at himself, marveling, as if to ask, Are these really mine? I loved the way his soft body floated in the therapy pool, a tiny merman, his wet curls trailing behind him like seaweed. And later, when he became more withdrawn, I loved the look of his eyes blinking in the light, although he could no longer see, and the sudden coo and wiggle as he sat next to me on the couch listening to opera, sleeping side by side with him, his forehead pressed to mine. I loved the look of his wet face in the bathtub, his feet dangling in the warm water, his soft and flawless skin. Held in this happiness, of course, was the knowledge that any smile might be the last one, and that even before his biggest period of regression he was already irretrievably and heartbreakingly lost. Tucked inside the moments of this great sadness—this feeling of being punctured, scrambling and stricken—were also moments of the brightest, most swollen and logic-shattering happiness I’ve ever experienced. One moment would be a wall of happiness so tall it could not be scaled; the next felt like falling into a pit of sadness that had no bottom. I realized you could not have one without the other, that this great capacity to love and be happy can be experienced only with this great risk of having happiness taken from you—to tremble, always, on the edge of loss.

We know that everyone we love will change and all of them will die, but it’s harder to fully accept this knowledge while holding a sick baby, especially when that baby is yours. The acceptance was a daily challenge, like attempting each day to escape from a prison even though you know your efforts will be fruitless.

I was and have been many things—a writer, a wife, a friend, a teacher, a lover, a sister, a niece, a daughter, a skeptic, a former Christian, an itinerant theologian—but since January 10, 2011, I have been one thing in particular: Ronan’s mom. The more I wrote about Ronan, the more I understood that the only way grief would not take me down completely was to greet his diagnosis head-on and make my world big, make his story known. His myth is an account of loving and letting go, it’s about art and literature and movies, about theology and philosophy and animals. It is about the joys and costs of refusing to look away, of diving into the abyss and kicking around in it, about going forward in life even though there is no sign that things will change or be solved or get better.

Akira Kurosawa once said that “to be an artist means never to avert one’s eyes.” I read this in From Where You Dream, Robert Olen Butler’s book about crafting fiction, on a plane from Los Angeles to Santa Fe the day before Ronan’s diagnosis, when I still cared about pursuing a life of art—things that mattered no longer in the days that followed, and then quickly began to matter to me more than they ever had before. I was reminded of Kurosawa’s words on “diagnosis day” as we discussed Ronan’s prognosis with doctors and specialists who poked and prodded and examined him and stretched a rubber band across his forehead like a mean-spirited halo in order to draw blood from a vein. “Prognosis,” a word cut from metal, from iron, a word with the sharpest edges.

On January 10, Rick and I did not know the full details of what lay ahead, only that it would be the most difficult test of our lives. There is no cure for Tay-Sachs, no arguing with biology. We understood that our son would gradually regress into a vegetative state within the span of one year, and that this slow fade would progress to his likely death before the age of three. He would slowly go blind. He would never speak or walk and he would lose control over his head and never have control over any other part of his body. We understood that we would suffer as he withdrew, as he changed, as his interaction with us diminished, but because we were his parents, we were determined to make each remaining moment of his life one touched by love.

As tragic as the situation appeared from the outside, the inside of our lives was often blissful, despite the daily very real dread about what was happening as this ridiculous disease spread across Ronan’s brain and shut down his body. In the morning we lifted Ronan from his crib and kissed him. There was joy. We laughed. We lived. I took him hiking and rubbed his fat feet in the dirt and lifted his face to the juniper-scented breeze. He went on road trips, to parties, coffee shops and restaurants. He was our companion, our child, our beloved.
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It is the part of the journey where the staircase gets narrow and you must turn sideways to pass.

—Tony Hoagland, “LOVE”



When I was growing up, there was a giant dollhouse in the lobby of the Denver Children’s Hospital. My small dollhouse at home had white walls and rickety furniture, but these rooms were elaborately decorated. The red wallpaper in the living room was striped with delicate gold. Tiny chandeliers glimmered from the ceilings. A pink canopy bed in the corner of one bedroom looked as sweet as wrapped candy, and a white bassinet sat near the window in the baby’s room. I remember thinking that the doorways were tall enough that I might actually fit inside—but the house was surrounded by glass. It was tantalizingly perfect, but impossible.
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