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Prologue


The Bridge, 2012


You may do this, I tell you, it is permitted.


Begin again the story of your life.


jane hirshfield, from “da capo” 


 


 


I leaned against the guardrail above the Rio Grande Gorge Bridge in New Mexico, 565 feet above the river below, my heart beating fire. Heat swelled in my chest. A cold spring of intention lay coiled in my belly.


Under the July sun the high desert of New Mexico swept out in every direction, flush with the horizon, stark and beige with an occasional swipe of green, the line between heaven and earth impossible to distinguish. Scattered under such a sky, the sand- and earth-colored adobe buildings in the small town of Taos resembled broken pottery pieces—shattered, accidental, lost. The air at this altitude was thin and dusty; the sun against the skin intense and direct, able to scorch in a flash. Tourists and visitors strolled by, chatting and laughing, wearing visors and sandals, their shoulders striped with sunburn. Along the concrete footpath that ran the length of the bridge, roadside vendors sat behind handwritten signs advertising indian jewelry authentic, the rounded stones in the rings and bracelets and earrings blinking as clear and blue as the sky above us. The clouds looked deliberately arranged: fluffy as a dream, airy as balloons, moving languidly as if straight from a picture postcard. I found this stark and relentless beauty absurd—even grotesque. The rich white tourists surveyed the goods made by the native people of this land—assessing, deciding.


I leaned in a bit more and pressed my C-section scar, finally after two years gone white and numb, against the barrier, a white metal fence bearing a few names scribbled in pen—aaron loves iris—signs of those who once stood along this massive rift across the otherwise flat lands between Carson National Forest and the Sangre de Cristo Mountains.


That morning, I had finished teaching a master class in nonfiction at the writers’ workshop in Taos, considered my one-on-one student meetings scheduled for late afternoon, and realized I had plenty of time. I told my parents I needed to take a walk, get some coffee, get “off campus,” and they easily agreed to care for my son, Ronan, while I was away. They had been caring for him while I taught, talked with students, listened, and tried to help people order the chaos of their lives through storytelling. I kissed Ronan’s face, hugged his still, soft body, looked into his green-gold eyes, which only ever saw me partially and now saw nothing at all, got in my car, and thought, Now is as good a time as any. I had been to the bridge only once before, with Ronan secured in the front carrier, his sleeping body still and warm against my chest.


Peering into the cavernous gorge was like encountering the impact of long-ago violence, perhaps a prehistoric stomp from the gigantic foot of an angry, mythical animal on a murderous cross-country trek. Feeling like a witness to some great destruction appealed to me. I stretched my arms farther and let them dangle, helped by gravity, until my fingertips began to tingle, and until the noise and chatter of people walking past began to dissipate and then disappear. I was lost in the promise of this emptiness, the sound of it, which was the absence of sound apart from a small rock loosening from the steep bank to tumble into the dry brush, rolling down down down until it disappeared from view. I closed my eyes and heard whomp whomp whomp like an invitation: Yes. Jump. Do it. The space below was hollow, magnetic, literally an opening. A mouth to fall into, as deep as any desire.


This particular summer of my thirty-eighth year was marked by the greatest suffering I had known, a rupture that a crater of any size in any ground and beneath any sky failed to accurately depict: a sick and dying child: my son, Ronan; a faltering marriage, which was turning cruel and wouldn’t survive the bludgeon of our son’s medieval, incurable illness; conversations that ended in you make me sick, I can’t fucking stand to look at you, get out of my sight; a heart so saturated with dread it was physical work to bear it; a mind so fractured I rushed to make sense of my unpredictable thoughts at every turn. My mind was shifting and molting as my life broke slowly apart, like some strange and painful rebirth, but with no imaginable future—for what mother can imagine a future without her child? How would I spend my days? What, quite literally, would I do with myself? The world felt as harrowing and gaping as the hole in the ground I stood above, hovering like a fearful, angry bird.


Every part of the life I had known—practical and emotional—was disappearing, collapsing, burning to the ground. My life was in free fall, the world smoldered, and I was barely catching my breath in the smoke of each long day turning into the next. At night I tapped a handful of Xanax into my palm, then forced myself to return all but one pill to the bottle. I had been given the unspeakable responsibility of seeing my son through to his death, and yet all I had been able to do was write about it, think about it. Beyond that? I had no idea. For the first time, my imagination—the source of solace and comfort, of inspiration and relief that had sustained me all my life up to this point—was failing me. Without it, I was entirely unmoored. I stood on that bridge and felt completely lost. Here, perhaps, was a solution. Nobody took much notice of me; plenty of people were leaning over the metal rail, testing their limits, closing their eyes, straightening up and exclaiming, “Whoa. Dizzy!” Or stating the obvious: “It sure is a long way down!”


While Ronan’s life was “unraveling,” as the hospice team described it, a word intended to be less startling than “ending,” I’d been flirting with erratic behavior, the life I had built around my son and his father unraveling as well. I slept with men I hardly knew yet tried to impress, as if trying on a new skin for a week, a night, or a moment might offer temporary relief. As if convincing someone to love me would make me feel worthy of love, instead of like a worthless mother who could do nothing to protect her child. I’d driven drunk through falling snow, weeping, my hands trembling on the wheel; I’d pulled people to me in nightclubs, at bars, and then just as easily let them go. I’d wake up in a strange man’s bed in the middle of the night, or sometimes with a woman, and I’d feel the urge to write. Sometimes I’d realize after I’d skulked out the door that I’d forgotten my keys, so I’d sneak back in like a burglar, tiptoeing over a drum set, a baseball glove, a pile of dirty clothes that I didn’t recognize and would never see again.


When I knew my marriage was over in all but legal name, I spent a night with a man I had long desired in a ratty hotel in Brooklyn where the bedsheets were made of paper and there were no locks on the doors. Before we stumbled into this cheap and smelly room, we’d been walking along Christopher Street, leaves crunching beneath our feet, wildly drunk, making out on corners for minutes at a time as if we were madly in love (perhaps in that moment we were), or newly married, and all the while I knew that I would never go back to Ronan’s father because I didn’t love him anymore and struggled to remember a time when I did. As I inhaled this man’s odor and felt his strong, young hands on my back, against my face, I wondered if I did actually love him, or if maybe I had never loved anyone and never would. 


Later, as we rolled around on the thin excuse for a mattress in our by-the-hour digs, I asked this man, “What do you want to do? I’ll do anything,” and that was true: yes, I was so unhinged by desire, aching with it, and I vividly remember how it felt to be pressed next to him, already memorizing the shape of his shoulders, aware of the warmth of his hands. How the feeling of being wanted was so similar to feeling alive. I was ready and willing to shed any part of myself if it meant even a touch of relief.


Deliberately gaining and losing connections, if that’s what these were, felt like training for some truly transformative event, which I was. But how does one prepare to witness her child’s death?


I wanted to save what could not be saved, and that was Ronan, my boy, but he was leaving the world no matter what; dying no matter what.


“Promise me you won’t kill yourself,” my best friend, Emily, implored when I called her in London only moments after receiving Ronan’s terminal diagnosis in January 2011, as if she understood where my mind would immediately go. I had promised her, again and again; and my parents, too, who were terrified by my behavior and would be devastated if I chose to take my life; but on that day in Taos I thought, I’m sorry, Em; I’m sorry, Mom and Dad. I’m sorry, Ronan. I failed you, but I’m done. I felt ready to break any pact with every person, with myself, and especially with the world. I had traveled to this bridge gripped with a sudden, singular purpose, an arrow searching for its mark.


Sweat tunneled down my back and along the sides of my waist; my thighs shook a bit and then went numb. I stretched the length of my upper body out even farther over the rail’s edge. My neck began to feel weightless, as if it might easily lift from my spine. I heard passersby slow their footsteps and then keep walking. All along the bridge people hung over the bar to take pictures of their sandaled feet or a faraway rafter headed to the famous Taos “box” of white water, the boat just a tiny, trembling smudge from this distance. Do it. End this. Can you do it? A voice from somewhere—mine, perhaps not mine. And then I straightened up and stepped back. I could not do it.


I cannot say for certain what held me back: it wasn’t faith, it wasn’t God, it wasn’t grit or determination or hope or the “bravery” and “strength” with which I was often labeled, and it wasn’t fear. I was not afraid to die; death would offer relief from watching my son die, his tiny, helpless body racked by an illness that was slowly rotting his brain: a slow death—from the inside out—as every complicated physical and biological network that made life possible was ravaged and torched. From the moment of his birth, he never had a chance. Would I be a coward for leaving him? Perhaps, but it didn’t reduce the desire to be free of the slow agony of losing him; it didn’t lessen my dread of living without him.


I couldn’t leap. I was stopped, in part, by two revelations that arrived simultaneously, like two parallel beams pressed one to each side of my body, as if I were lying, squeezed and supported, between them.


I can describe it like this: as teenagers in rural Nebraska, after keggers in the cornfields on the edges of our small town, my friends and I used to lie down between the train tracks and wait. We called it “riding the rails,” as if we were a band of intrepid travelers instead of working-class kids who shopped at the same stores and had the same summer jobs and parroted one another’s verbal expressions (What a dweeb, That person is so LOW, and other eighties insult gems). We were kids stuck in a flat town stuck in the middle of a flat state stuck in the middle of the country, the majority of it largely unknown to us except through library books and the news. Our vacations involved soft-sided campers and scummy motel pools, not sunny resorts. Nobody I knew had ever had a spa treatment.


As a teenager, I was the only person I’d ever known who lived with a “different” body, having had my leg amputated at the age of four as a result of a birth defect; my wooden leg was a part of me I fastidiously worked to avoid revealing, even to myself. I was living in a body I hated and deliberately starved; living with a mind that either couldn’t quit or felt entirely empty; living in a world that felt small but also vast and unknowable and therefore dangerous.


On those sticky summer nights riding the rails, the world buzzed with insects and the anticipation only sheltered teenagers can feel on the outskirts of a nothing town. The earth was damp and smelled of fuel oil, a meaty, thick scent I’ve always loved. The sky was a black tarp uninterrupted by shadows or trees or bushes. Flat sky stretched over flat land. Lying on my back, hemmed in by the rails, felt like floating. I longed for a new place, a new sky, wished for different trees and new people and the noise of a city that was more than just the trumped-up cow town of Lincoln, our capital city. On nights like this, blinking into nothingness, I almost believed I might get out of the middle of this nowhere place and never return. Where would I go? Somewhere. I felt electric, electrified.


I was willing to wait a long time, stretched along those tracks, anticipating a train. I was always the winner. Most people jumped up as soon as the metal began to vibrate, suggesting an oncoming train, but there was something about the feeling of danger and fear that emboldened me, made me stay. I was taken with the idea of being the best, a competitive, striving nature that I would never fully leave behind and that would serve me until it did no longer. I waited until the final possible second; until I felt the air shift—a breeze across my face, at my neck, lifting my hair, then the low hoot of a faraway whistle growing closer and more earnest. My friends standing in the weeds shouted “Rappstar!” a high school nickname they painted on the side of the red 1978 Ford Fairmont my father gave me on my sixteenth birthday, a gas-guzzling raft of a car outfitted with an eight-track cassette player.


“You’re scaring the shit out of us,” they screamed, their voices panicked, and finally I joined them in the waist-high weeds, the pound of adrenaline and the humming in my body a welcome relief from the numbness and boredom and confusion and shame that punctuated those days.


Decades later, on this afternoon in the middle of my life, in the middle of this crucible of experience, this great maw of grief, standing in the middle of a bridge in a far different part of the world, one still defined by the vastness of the land, the bloom of endless sky, I thought:


I don’t want to live my life, this life; I want my son’s suffering to end, and my own, and for this unbearable waiting for death to simply stop.


I don’t want to end my life, this life. I want to love again, to know hope and happiness, to be in the world, doing work that feels real and meaningful.


Both statements felt equally true, as if they were overlapping, like the ink that soaks through wet newsprint, leaving the letters to mingle and bleed together. It was not either/or; it was both/and. The two stories were the same story.


Or maybe what pulled me back from the edge of the bridge was another force entirely, and one that did not originate with me or within me but was part of my fabric as a living, breathing thing. The will to live; this insistence that every organism, no matter its sense of self or cognitive ability or intelligence or even brainpower, possesses for survival, even against remarkable odds. A body racked by disease will still fight for breath. People in life-threatening situations will do what they need to survive: cut off an arm, steal another’s food, sleep with the enemy. A dying plant stretches its withered leaves toward the light. A tree heals its wounds, even if the scars that remain within the bark force it to create a new shape. A bug circling a sink’s drain will go down fighting, a wing flapping like a transparent flag.


In “The Death of the Moth,” an essay published in 1942, one year after her death by suicide, Virginia Woolf observes with tenderness as a moth fights to live within the parameters of possibilities he’s been given: 


He flew vigorously to one corner of his compartment, and, after waiting there a second, flew across to the other. What remained for him but to fly to a third corner and then to a fourth? That was all he could do, in spite of the size of the downs, the width of the sky, the far-off smoke of houses, and the romantic voice, now and then, of a steamer out at sea. What he could do he did. Watching him, it seemed as if a fibre, very thin but pure, of the enormous energy of the world had been thrust into his frail and diminutive body. As often as he crossed the pane, I could fancy that a thread of vital light became visible. He was little, or nothing, but life. 


Simply put, we are engineered to live.


Inevitably, death wins, but not without the moth’s instinctive fight to stay alive for as long as possible. Bugs might flail against a windowpane, but they’re not melodramatic about it. What the moth could do while it was living, it did. What it could do to keep on living, it did, without thinking or railing or worrying or talking to a therapist or a friend or taking a pill or closing down a bar. The gift of life is instinctively understood as a gift, particularly when we are about to lose it, or when our most difficult experiences start to squeeze us tightly.


Even when it feels like the world is against us (and I felt that acutely during the crucible of that summer, which I knew would be Ronan’s last), or unsafe for us; even when we move through deepening darkness, or a wilderness that becomes increasingly treacherous; even as we turn around and around, feeling lost and wretched, abandoned and alone, part of us, even the smallest part, maybe one we didn’t know even existed until it was threatened, longs to be in the world. Not necessarily to have meaning and purpose, although that is certainly ideal, but to be, like Woolf’s long-dead moth immortalized in countless anthologies taught in first-year English courses. We are hardwired to be tethered to the world and to fight for our place within it, to take up space, no matter the cost. Call it resilience, call it strength, call it biology. Being granted a life comes with that innate sense that we are meant to live it, even on the days when any other option seems preferable.


Even Ronan, a boy without cognition, with no sense of self, with no physical ability to live or move or, in the end, to swallow, would fight to live in the final moments of his life. What he could do he did. But I would learn that later.


On this particular afternoon in the New Mexico desert that was for a few brief years my home, I straightened up, stepped away from the bridge, and walked back into my sad and wrenching life that was also—no doubt about it—full of wonder. The world felt like a miserable, unsafe place, but it was still the world I knew, and that knowledge felt like a close cousin of love.


I carried my fear of the world


and my love for the world.


I carried my terrible awe. . . . 


I carried my fear of the world


and it taught me how to carry it.


Maggie Smith, from “What I Carried”


The work ahead of me would be to find a way to live in the world—full of cruelty and beauty—that I clearly could not disavow. This, of course, is everybody’s work, to live through suffering, to search out a safe resting place, the heart’s sanctuary, although each of us is given a different task to manage—most often one we didn’t ask for. The world doesn’t care if you choose to stay alive, but it will hold you for as long as you are living. This indifference not only provides solace, I would later understand, but also is cause for celebration.


In one of the rural churches where my father served as a pastor, the first in my memory, I loved descending the stairs to join the Sunday potluck dinner in the basement. The smells of roast beef and sugary Swedish cookies and percolating coffee made my mouth water. I walked slowly to let my hunger and anticipation build, and also to have a long look at the banner hanging at the entrance to the fellowship hall. There, draped over a wooden dowel, written on a long piece of orange felt, was a message in green felt letters that were slightly uneven and clearly cut by hand: don’t walk in front of me, i may not follow. don’t walk behind me, i may not lead. walk beside me, and just be my friend. A felt evergreen tree and a felt bee hovering over a felt daisy punctuated the sentences and the sentiment. Two people-shaped cutouts, holding felt hands, stood together in the corner.


The scene was truly pastoral and bucolic, the message a clear request that held within it a promise. Unlike some of the other banners hanging around the church—make me an instrument of thy peace, and forgive as you were forgiven—this particular directive seemed challenging but actually doable. Early in my life I understood the value of making—and cherishing—a friend. I loved being trusted and confided in, relished the delight and comfort that I found in friendship, and I quickly grew to rely on a network: I had playdates and then pen pals, and as a teenager and then young adult I was always on the phone or writing and receiving letters. Later I would fall from a great height into this web of women and men (some of whom I’d known since girlhood), and it would catch and hold me like a tender but unbreakable net.


I didn’t have to kill that girl on the bridge. My trepidation and my sadness, lived out in the world, which I began to notice and experience in a new way, would teach me how to be a part of it again. “I carried my fear of the world/and it became my teacher” (Maggie Smith). I would befriend this girl, my parallel self: a loyal friend if I could acknowledge her, knowing that she would never leave me. Instead, she’d walk next to me—not in front, not behind, but beside, a witness keeping the story, keeping time, and keeping step with whatever came next, in the only world I’d been given or would ever know, living the only life I’d ever have to lead.










Chapter One


This Particular Fire


When a human is asked about a particular fire,


she comes close:


then it is too hot,


so she turns her face—


and that’s when the forest of her bearable life appears,


always on the other side of the fire.


Katie Ford, from “The Fire” 


 


 


My three-year-old daughter, Charlie, screams for twenty uninterrupted minutes after I break her graham cracker at snack time. She asks instead for white rice, and it must be “ice cold,” but the ice cubes used to chill it (a process she supervises) can no longer be present or even in view at the time of delivery in the bowl, which must be pink, and which she must select herself from the drawer where I keep her collection of plastic dishes. “I do it!” she insists, a statement she repeats countless times a day, often stomping a tiny foot and crossing her arms, like a parody of toddler behavior, only she is quite serious. I remind myself she can do it; let her do it. This, the teachers at her Montessori school have assured me, is the best way to foster independence, that essential building block of human development. “Development”: a word that once made me hollow with sadness.


My experience caring for Ronan was so different, so quiet, all of the activity internal: the pain of watching him worsen and fade; the constant, wrenching speculation (Was he hurting? Was he worsening? Were we closer to the end, and what came after? Was that a seizure or just a hiccup or a giggle?), that I’m learning for the first time how to be a mother to a child who is independent and will continue to be so; a child who I hope will live a long life and attend my funeral and scatter my ashes in a place of her choosing, as is the right order of things, or at least the order we think we sign up for when or if we start families.


Ronan was my silent, sweet companion. Charlie talks back, has opinions, ideas, moods, and so many strongly felt emotions that she can express and sometimes name. “I feel lost,” she tells me almost wistfully when she’s confused, and sometimes, “I’m sad,” when she gets pushed at school and she “pushed back so strong” but then clearly feels bad about her actions; or, in New York City, in a hotel room all to ourselves visiting friends, “This is so fun and I’m so happy!” In moments like these, the shift from one parenting experience to another is jarring; the adjustment knocks me off kilter, like a top spinning wildly on a table and falling to the floor, spinning still.


Charlie and I eat the rice and sing “Gorilla in the Sky” (original lyrics and three-line score by me) and then we’re off to the grocery store, where I buy Charlie a twenty-dollar enormous princess castle Mylar balloon in exchange for the promise that she will please stay buckled in the cart for thirty minutes while I race through the aisles getting only half of what’s on the list, in addition to much that’s not on it: a massive cupcake topped with a fist of whipped cream and bright pink candy sprinkles; a box as big as a brick of Goldfish crackers; and bubble bath that makes popping noises as it dissolves in the water, creating a shade of blue that looks like toxic sludge. “I won’t drink it!” she promises.


As soon as we arrive home and are headed up the back stairs, stopping to look at lizards, checking out the many birdhouses left in the yard by the previous owners, calling out for Meatball, the stray cat Charlie has named and who we sometimes see skulking through the yard, searching for the tuna and sardines we leave for him on a pink plastic plate, Charlie gets distracted and releases her balloon. “No, wait!” I shout, as if the balloon will mind me. I drop the grocery bags in an effort to save the shiny pink castle from floating up to the top of the tallest palm tree in our wild Southern California yard, where it rocks in the slight breeze, taunting Charlie, the four princesses—Ariel, Rapunzel, Jasmine, Cinderella—slowly rotating past her vision.


“Princesses, no!” Charlie cries, as if they have failed to invite her to the party in the tree. She turns to me. “Why Why Why can’t you get it? You’re tall! Why?” She stands on her tiptoes and reaches upward with her sticky, sweaty hands, sobbing. After fifteen minutes that feel like a hundred, I am able to coax her, sweating and sniffling and practically hyperventilating, off the porch, where the temperature hovers around 107 degrees. I collect the scattered groceries and pile them on the table, toss the raft of broken eggs in the trash, put the battered milk carton in the refrigerator, and return to a despondent little girl, sitting on the couch with her hands in her lap, silent and sad, floating in an existential, tear-swamped toddler daze. I try every distraction and consolation—songs about fairies, twinkling stars, and swimming turtles. I attempt to soothe with mom dream logic: “Maybe the balloon will float down again!” “Isn’t it so fun to look at the princesses having a tea party high up in the trees?” “It’s like a castle in the sky!” “How special and fun!”


Charlie anchors her head over my shoulder and sobs inconsolably.


If I were a member of any mothering blogs or groups, which I am not, I might start a post with a faux-exasperated “OMG” and title it “Life with a ‘Threenager.’ ” I’m not in these groups because I worry that the “normal” concerns of this mother of Charlie, who is alive and thriving, will make me forget the mother of Ronan, who is gone (isn’t she?), so I stay in the parenting online communities where I do feel at home and where I am a member: those populated by women whose children have died, primarily from Tay-Sachs or similar diseases, but the club remains open to any parent who has experienced this particular life-splitting, identity-shifting, world-defining loss. These mothers post updates like When he’s really sad, my husband starts building fences. He’s out there for hours, pounding posts into the ground. The thing is, we don’t need any more fences; or this: I feel like sadness is rotting me from the inside out. Crisis makes sense to me, but not the kind that many people experience with their children: broken arms, broken hearts, a bad grade on a test, a high fever that eventually breaks.


Instead, I’m more accustomed to and comfortable with the daily, often moment-to-moment crisis assessments of palliative care and hospice: the dread of inevitable death, the complicated machinery and endless paperwork of the hopelessly sick and terminally ill, nurses and doctors traipsing in and out of the house, trying to determine the “time line,” which is code for “how much time is left.” A typical toddler tantrum feels illogical and foreign, but also unremarkable. I don’t belong in either community of mothers, not completely. I am no longer just a bereaved parent, but a bereaved parent with a living child. At Tay-Sachs family conferences, there is usually a moment when we are asked to identify ourselves: Who is bereaved? Whose child is living? I stand at the threshold between these two identities, and am beginning to understand that I always will. But will it always feel this awkward? Sometimes I’m uncomfortable, sometimes confused, sometimes proud, and sometimes totally numb because I can’t hold all of the emotions at once. Guilt is like a blanket I drag around and sleep under and never wash. There is no predicting when one of these emotions will arise and how long it will last.


When Kent arrives home from work a few minutes later, after a ten-hour workday as editor of a regional magazine and a forty-minute commute in each direction, Charlie is heaped in my lap, hair damp with sweat, face tear-streaked and red. “Balloon,” she whispers plaintively every few seconds and then snuggles into my armpit.


“What happened?” Kent asks, looking around. I sense his irritation, and I feel it, too. In the hour I try to reserve daily to contain the damage an active toddler can make, I’ve been reading favorite books, offering Popsicles, producing magic wands—all the crowd favorites. As a result, unwashed dishes sit in the sink gathering stink and crust; the kitchen floor is littered with dried-up spaghetti that feels like being poked with knives if you happen to step on it; books and checkers and Lego and pieces of cheap plastic toys are scattered everywhere; a few plastic cars precariously block entrances to rooms, one with a stuck horn playing the theme song from Frozen with a fading battery that renders it a funereal dirge. I feel inept and undone. I feel ashamed.


“Balloon,” I say without thinking, and the wailing starts up again in earnest, with this new and highly sympathetic audience of one: Daddy. He runs over and scoops her up. The teachers at school gather in the doorway to watch Kent drop Charlie off in the morning. He hugs her, asks for another hug, another kiss, then she asks for another hug, another kiss, “Have me!” she cries, and then he waits and watches as she gallops into her friend group, his eyes brimming with tears. “Sometimes dads are anxious to get away,” her teacher told me. “They just drop and go. But we love to watch how much he loves his girl.”
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