








Thank you for downloading this Simon & Schuster ebook.

Get a FREE ebook when you join our mailing list. Plus, get updates on new releases, deals, recommended reads, and more from Simon & Schuster. Click below to sign up and see terms and conditions.




CLICK HERE TO SIGN UP




Already a subscriber? Provide your email again so we can register this ebook and send you more of what you like to read. You will continue to receive exclusive offers in your inbox.











Advance Praise for Knowing Jesse

“This book will break your heart. This book will make you angry. It will make you laugh and cry and cheer. But mostly, this book will lift you up.”

—Ann Hood, author of Comfort and The Knitting Circle

“Knowing Jesse is an incandescent memoir, glowing with a mother’s love for her disabled son and fueled by her righteous anger. With fierce honesty and unexpected humor, Marianne Leone illuminates the challenges of Jesse’s life, the courage with which he faced them, and the joy he brought those lucky enough to know him.”

—Tom Perrotta, author of The Abstinence Teacher and Little Children

“I was stunned. Stunned and moved to tears. I thought I knew something of what parents with disabled kids go through. This book made me realize that I don’t have a clue. At its core, this book is about unwavering courage, unbounded love, and perseverance in the face of adversity. It grabs you by the lapels and takes you on a wondrous, inspiring journey. I couldn’t put it down and I now carry Jesse’s journey in my heart.”

—William H. Macy

“In prose so full of life and love and rage and grace it will fill the room where you read this book, Marianne Leone tells the story of her son Jesse, a boy with cerebral palsy, a beautiful boy—brave, smart, funny and determined to live his life as part of society, not segregated from it. Armed with a ferocious love, his parents set out to make sure Jesse has that chance. Here is a book in which sorrow and joy are found in the same breath, where ignorance is revealed to be indistinguishable from cruelty, but where grace abounds and justice finally triumphs. This is a love story, and a family story, and at its heart is the boy. Jesse died young, but he lives in these pages. I am grateful to have met him here.”

—Abigail Thomas, author of A Three Dog Life

“Knowing Jesse is an important book for any parent to read. No one should have to struggle the way the Coopers did for their beloved son. Their story forces us to face the hard question of whose responsibility it is to speak for children who cannot speak for themselves.”

—Richard Russo, author of That Old Cape Magic

“Knowing Jesse’s title mentions grief and grace and everyday bliss. Yes, those elements are included. But that’s a fraction of the fun. Yeah—that’s right. I said fun. As in funny. This book made me laugh and cry and then laugh again until I was crying with laughter. Tough, tenacious and fall-down funny: those words reflect the author’s approach to life and the incredible talent of her magnificently smart and totally engaging son, Jesse. This kid’s journey is one of a kind and so is this book. Do yourself a favor: buy it, read it, and when you are done—read it again.”

—Denis Leary, author of Why We Suck and cocreator of Rescue Me

“Like a master tightrope walker, Marianne Leone avoids any fall here into understandable sentimentality or self-pity. Instead, she has stepped nakedly into the larger human truths of her own story and given us back a life-sustaining feast. Knowing Jesse goes beyond a living portrait of this remarkable boy and his family; it explores the unbreakable blood ties between parents and children, that chosen thread between husbands and wives, and that sometimes hazardous web of other people called bureaucracy. At the heart of all this is a Sufi aphorism that speaks agelessly to the true nature of loss itself, that it has an afterlife where spirit lies. With humor, guts, and grace, Knowing Jesse will carry you compellingly to yours!”

—Andre Dubus III, author of House of Sand and Fog

“Angry and loving, bitter and funny and, above all, honest, the emotion in this book is too alive to think of it as a memoir.”

—John Sayles, writer and director of Lone Star and Amigo

“Jesse was an extraordinary individual who packed ten lifetimes into seventeen years. He had a great intellect and could envision life beyond the challenges of disability with poetry, dreams, and very real desires. But perhaps his greatest gift was in the way he taught so many how to live with joy in the moment. Marianne puts the music from her son’s heart into words. She brings us into her home, and won’t let us go until we are inspired by the love her family shared.”

—Ross Lilley, Executive Director, AccesSportAmerica

“With the gritty honesty of an outraged mother, Knowing Jesse tells of Marianne’s family’s pursuit of justice through hope, courage, and love. Knowing Jesse is a story that is familiar to every parent of a child with special needs who struggles with the challenges life places in the path of their child’s living and being, and who knows it is worth it!”

—Rich Robison, Executive Director, Federation for Children with Special Needs

“Knowing Jesse is wonderfully written, and is the legacy Jesse deserves. It is a gift to our community. . . . I hope Jesse’s legacy will be that people will not look away, but rather focus on people with CP—see their humanity and capacity for love, and allow them access to all that makes life worthwhile.”

—Mindy L. Aisen, MD, Medical Director, Cerebral Palsy International Research Foundation

“Marianne’s beautiful prose mirrors the beauty of her unconditional love for Jesse. Jesse comes alive in the pages of the book in a way that reveals his grace and intelligence. I came to know and appreciate Jesse for the wonderful kid that he was. I also came to know Marianne and her husband, Chris, not only as advocates for Jesse and their family but as role models for what parents should do to protect and love their children.”

—Michael Carroll, founder of Romanian Children’s Relief

“Actress, author, and ‘running Madonna’ Marianne Leone brings to the pages of Knowing Jesse what we strive for on the stage: truth, passion, humor, and soul that inhabits every moment.”

—Wynn Handman, cofounder and artistic director of The American Place Theatre

“A mother’s passion-filled memoir. . . . Love for her son and rage at those who did not see him as worthwhile permeate the narrative, which surprises with its humor and frankness. . . . Leone’s character sketches are deft and humorous, and included throughout are selections of Jesse’s poetry and photographs of the boy with family and friends, attesting to a life that, though short and often painful, was filled with accomplishment, love and joy.”

—Kirkus Reviews
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To Chris, my partner on the road 
To Jesse, who is still lighting the way

 

Knowing 
Jesse



Prologue


All summer and fall I had been troubled by a dream I couldn’t interpret. My mother, who had died that spring, appeared as a silent sentinel dressed in white, seated next to a café table covered by snowy linen on which one small candle burned. Like a sphinx, her face was inscrutable but not disapproving. She was eerily still and seemed drained of the passions that inflamed her in life—the hardwired resentments, the black humor that saw death lurking around every corner and met it with a sneer, a laugh, and a vaffunculo.

The candle tipped over and fell behind the table. I reached for it and the candle disappeared, falling through a hole in the floor that magically revealed the candle lighting millions of others. The light grew into a conflagration that did not harm but instead inspired awe in its magnitude, intensifying until the entire dream universe became a white-hot void.

The dream finally made sense on the morning of January 3, 2005, when I went in to wake up my son for school and found him dead in his bed. Everything in my universe was blotted out.

Journal, spring 1989: “Someday I know I’ll find him dead in his bed.”

How did I know this? I just knew. When I saw him lying there like a sleeping prince, his beautiful full lips tinged blue, I knew. I knew when I pulled up his eyelids and saw his huge brown eyes fixed and staring, I knew when I screamed for his father and watched him give CPR. And when he said, “Call nine-one-one,” I knew. My son was wearing his T-shirt that read “Anime fiammagente”—souls aflame.

Jesse’s small flame had joined the many.

The fates lobbed a medicine ball at my chest that January morning, and it’s still lodged there, covering my heart in the spot where Jesse used to rest his head. It’s hard and unyielding, too, the way his head would jackhammer against my chest during a seizure. Jesse had severe cerebral palsy and could not speak. He was also a straight-A student, a sophomore at his public high school who wrote poetry on his computer, aced every one of his Latin tests, and windsurfed in the summer.

That many people only saw Jesse’s disabilities adds another dimension to grief, a surreal aspect to the isolation of my new altered state. Their perception is “It’s for the best,” or “He’s free now, and so are you.” But I would have gladly hefted Jesse’s undersized frame for as long as my own body could tolerate the weight, and beyond, into my own infirm old age. My husband, Chris, and I used to joke that if we were to appear on an afternoon talk show, the legend at the bottom of the TV screen would read, “Tragic parents of severely handicapped child.” But that’s not how it was.
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Jesse’s first day home from the neonatal intensive care unit, December 8, 1987

“My family is fancy . . .” 
—Jesse Cooper



CHAPTER ONE 
“We Are Family”

Jesse, on the first anniversary of your death, you gave me a sign.

For Christmas and New Year’s, your father and I had gone to southern Italy, where my memories of family were only ancestral and Chris’s didn’t exist at all. We stayed in a five-hundred-year-old palazzo in Naples, sleeping entombed in a high-ceilinged room with huge wooden shutters that covered the windows and blocked out noise from below. One tall window fronted the pedestrian street and the other opened onto a narrow Neapolitan alleyway.

I staggered out of bed, propelled by my body’s memory of finding you last year, my mind not yet fully conscious. I opened the shutters, then a window. As I turned back to the room, I saw my laptop’s dark screen come aglow all by itself. My screen saver is a picture of us laughing by the bay. You, in your little red jogging stroller, mouth wide open in a scream of delight. My mouth mirroring yours, your father’s face suffused with joy. Goody, the little bichon frise, just happy to be included.

Before I could register that strangeness, the song “We Are Family” blared up from the street. I caught my breath; it was as loud as if the music was emanating from our walls. “Never Can Say Goodbye” followed, at the same volume. The wall of sound stopped at the end of the song. Then the everyday street sounds of Naples filtered up at a normal level, accordion music, shoppers’ feet clacking over the cobblestones. Released from my enchantment, I looked over at Chris lying immobile on the bed. I didn’t dare ask if he’d heard. But I knew he had.

You know why I knew it was you? It was the disco music in this ancient place that so perfectly expressed your sly humor, your mischief; the whiff of teenage irony in that choice of song. I can still see your Elvis lip curled, fighting a smile, as your crazy mother twirls you in your wheelchair to “I Will Survive.”

We almost didn’t have you at all. There we were, living out the New York starving-actor cliché, six flights up in the middle of Hell’s Kitchen in a cacophony of neuron-grating sounds from the parking lot across the street and the fire station down the block. Air horn blasts from trucks routinely suspended conversation, and our answering machine informed callers that they had reached downtown Beirut.

Rushing to auditions early in the morning, I would see hookers already performing their craft in the alleyway next to the apartment building, and at night we watched adolescent boys selling themselves to businessmen on the corner. Homeless men camped on our doorstep in a nest of rags and newspapers. Even surrounded by sleaze, we were blissfully happy, with a gaggle of good friends struggling just like us amid the thrumming excitement of life in a world-class city. When the car alarms got too insistent we threw water balloons at them; we grew basil and mint on our fire escape and sojourned on the roof for brief vacations from the sensory overload of the street.

I pushed it. I waited until it was almost too late. I went to a psychic because I was afraid if I had a baby, the child and I would die.

But everything was fine. I kept a careful, almost obsessive record of everything I ate. I quit smoking. I never had a drink, even when we traveled to Italy, where wine is regarded as medicinal. I had amniocentesis because I was, in insulting medical terms, an “elderly primagravida.” We saw you on the sonogram that day, your back turned to us as you lounged on your salty waterbed, your sex hidden. We knew you were a boy. You were Jesse Lanier, named after your great-grandfather. Before you were born, your name was Noonootz—your father is great at nicknames.

Jane Fonda and I and a herd of pregnant women did exercises every day. I climbed flights and flights of stairs, walked with my arms crossed over you when I traversed the jangly streets of New York, and worked every day writing copy for MGM Home Video.

I was in my twenty-ninth week of a happily uneventful pregnancy and it was autumn in New York, that most sublime of seasons. We had just rented an apartment in Hoboken for November and had two months to get ready for your New Year’s arrival.

Then, on Sixth Avenue, a man committed suicide by jumping out of a window at the Hotel Warwick. Walking to work, I arrived on the scene just in time to see the police drawing a blanket over his shattered head. A cop directed me to walk in the street. I looked down. The dead guy’s brains were on my shoes. I started to hyperventilate. When I got to MGM I called Chris and asked him to come and get me.

I put the event out of my mind, or tried to, reassuring myself that I was strong, that pregnant women lived through wars and terrorism every day. That worked for about as long as it took to think it. The endless loop in my brain kept replaying that if I had walked a little faster to work that day, that hour, the man would’ve landed on you and me and not the sidewalk.

A week later, my immune system shut down and you were born. October 15, 1987, 2:52 p.m., ten weeks early, 3.7 pounds; you were born alive, born without drugs, born crying, breathing on your own, a tiny, perfect homunculus.

Your birth is as much a mystery to the medical establishment as your death. They suspected placenta abruptio, where the placenta suddenly tears away from the amniotic sac, but tests determined it wasn’t that. Or maybe it was the high fever I had the night before. But there are no medical terms for “a guy jumps out of a window at the Hotel Warwick, almost lands on mother and child, mother has high fever a week later, and gives birth ten weeks early.” Your death was determined to be “sudden unexplained death in epilepsy,” a term so cruelly nonsensical it might as well have been “fickle finger of fate.”

After your birth they took you away, and I didn’t hold you for almost two months. You belonged to the nurses, the neonatologist, the neurologist, the pediatrician. You lived with them in the neonatal intensive care unit, hooked up to tubes, your tiny body blurrily opaque through the plastic surrounding you. The tubes were connected to incomprehensible machines that were checked by sleep-deprived interns and residents who rarely deigned to acknowledge my presence. For seven weeks I watched your neighbor babies, undersized infants born on crack, shuddering in their isolettes. Isolette: the word makes me cringe, even now—the prettified, French-sounding “ette” at the end of a word describing a plastic cage that isolated you from me.

On the third day of your life, you had a massive cerebral hemorrhage, and they didn’t expect you to last the week. We staggered like zombies back and forth from St. Vincent’s Hospital in the Village to our walk-up in Hell’s Kitchen. Chris and I sat glazed in front of episodes of thirtysomething. Onscreen, yuppies whined, “What if Janey isn’t pretty?” as they peered into their baby’s overdecorated crib. We threw things at the television and howled our despair, beyond tears.

Every day I scrubbed up and put on ceremonial cotton robes just to see you in your plastic coffin, like an enchanted prince. Every day I repeated the mantra “You’re home, you’re with us,” crooning, cajoling, until you decided to stay, and you filled in like a developing photograph.

Deciding to stay was the first of your warrior choices. Those days, I walked around with a scream in my brain like a defective car alarm as I imagined the pain you must have been suffering. Daily spinal taps, tubes in every orifice, glaring lights, screeching beeps from all the sensors—I finally understood on a cellular level the impulse to offer up my own life to save someone else’s. I wanted to take your pain. I wanted you to be free. I wanted to hold you, unfettered by plastic.

On December 8, 1987, you reached the magic six-pound bar and they let us take you home to Hoboken. Your diagnosis? Uncertain. Probably cerebral palsy. Maybe mental retardation. Maybe blind. Maybe deaf. Developmental delays. Seizure disorder, possibly. But you were home. Chris and I entered a state of euphoria that could not be dimmed by sleep deprivation, diaper changing, or any of the millions of parental tasks dealing with newborns. You were home. You were with us. I wore you in a sling all day and your pretty bassinet went unused at night. My mother, jealous by nature, carped, “You can’t hold him all day long.” Oh, yes. Yes, I could. Those months of heartbeat you missed out on would be supplied now. All day you were my kangaroo child. And at night, you lay on my chest sleeping. When you cried, Chris brought you to me and said, “He needs chest.” But what he meant was that you needed to sync up your little iPod heart with mine.

But you still belonged to them, too. You belonged to the social worker at the Early Intervention Center who asked if I thought I was “overprotective”—one of the many occasions on which I suppressed hysterical, mad laughter as my reply. You belonged to the occupational therapist who fretted because Chris told her that we took you into our bed at night. This childless twentysomething informed us that such cuddling would “destroy our marriage.” You belonged to the jocky, porcine orthopedist who wanted to cut your hamstrings to prevent your hip from someday dislocating. And you belonged to the neonatologist who wanted to have a shunt placed in your brain “for prophylactic reasons” and because your “clinical course might be better.”

Those words snapped my leash. When I asked the neonatologist to tell me what she meant in plain English, she repeated that your “clinical course might be better,” as if I hadn’t heard her the first time. I knew that shunts were used to treat hydrocephalus, a swelling of the brain caused by a blockage of cerebrospinal fluid. But though your brain ventricles were enlarged, the fluid wasn’t blocked. What help would the shunts be? I kept asking the doctor what she meant by “clinical course.” Would you be unable to walk without this operation? Would you be mentally challenged? Would you die?

I asked her too many questions. Exasperated, she finally exclaimed, “Oh, Mrs. Cooper, it’s only a piece of plumbing!” Plumbing. This was her casual, jokey description for an operation that would cut into your brain and insert a tube to drain into your stomach cavity. An operation that would require “revisions,” euphemistic medspeak for many, many more operations as you grew. An operation that would leave you in danger of serious infections and more brain damage. And it was an operation you didn’t need, we learned after getting a second opinion.

This was the first time I had to be physically restrained from attacking one of your “healers.”

No wonder I had a recurring dream that you were frozen inside a block of ice. I would be wheeling you down an urban street in an expensive English pram that we couldn’t afford in real life, and I would look down and you would be under a foot of clear, impenetrable ice. Your eyes were open. You were helpless. The dream would then morph into standard horror movie fare: screaming with no sound coming out, frantic digging at the ice, my limbs curiously moving in slo-mo, useless, ineffective. I would awake, chest heaving, and bolt from the bed to check on you. I would hover anxiously, not fully awake, over your sleeping body. In your sleep, you didn’t look disabled. In your sleep, you belonged only to us.

[image: Image]

Later that day in Italy, one year after you died, we visited an echoey old church. We sat before a statue of the Madonna Addolorata, the Grieving Mother, in her august black robes, her polished wood face serene despite the seven swords piercing her heart. The swords represent her seven sorrows, which chronicle her Son’s life and death, from Simeon’s ominous prophecy at his birth to his untimely burial. I lit a candle for you and left your picture at her shrine. My face was serene, too, my swords invisible.

You were there. I heard you, disguised as an old Neapolitan praying out loud before a statue of San Francesco nearby. At the end of his prayer, the old man kissed his hand, gesturing to the saint, and making your sound for “yes.”

“Yes. Yes. Yes. Yes.”
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In Montana with Jesse, age eight



CHAPTER TWO 
The Running Madonna

In the middle of the journey of our life 
I found myself astray in a dark wood 
Where the straight road had been lost sight of.

—Dante, Inferno

That first year after Jesse’s death, all I want, all Chris wants, is to avoid the looming holidays at home, as if geographical distance and unfamiliar places will stopper years of memories and place us in an alternate, pre-Jesse, pain-free environment. Chris works fourteen-, fifteen-hour days on a new film, and I join him in Toronto, where I can work on revising a screenplay and pretend Thanksgiving is just another day.

But then I’m up before dawn, pacing the gilded cage of the posh hotel suite, and it’s magical in an out-of-control Sorcerer’s-Apprentice kind of way. There are walls of glass, a dusting of snow on the streets below; a billboard that’s eye level with me is lit up, its festive message—“Sick Kids and You”—glowing against the dim Toronto sky. The punch line underneath reads, “Equals Health,” but I can’t see that from here.

I sit for hours. I’m on the run, but only in my mind. I zigzag across the memory minefields, losing ground every minute, every hour, every day.

The night before Jesse’s memorial service I wrote an address that our friend Ross delivered the next day; we were incapable of moving our lips, standing up, addressing a crowd. The speech was high-flown, flowery, fervent. I wrote that parents of severely disabled children were “touched by the Divine.” I said we had been transformed, offered a glimpse of the true secret of the universe, unconditional love. I quoted the Sufi poet Rumi: “This is love: to fly toward a secret sky, to cause a hundred veils to fall each moment. First, to let go of life. Finally, to take a step without feet.” I said that Jesse had lifted us and made us fly, had caused the veils of prejudice to fall with just a smile, had taught us to let go of everything that distracts us from living life to the fullest, and finally that Jesse, who had never taken a step in his too short life, had led us to take many steps toward further understanding the love he brought to us.

Eleven months after his death, these words seem impossibly high-flown, composed, hopeful. Now I don’t believe. I am not transformed. I can’t love just anyone unconditionally. I can’t transfer that light to someone by seeing Jesse in him or her. My compass no longer points to true north.

Everything I buy in Toronto tears—a pair of long black stockings rip the first time I try them on, and a fleece glove splits along the seam of my middle finger, a symbolic gesture to this frozen tundra of a town where it’s gray every single day. Everything is ripped apart in this purgatory of a place.

[image: Image]

That first year, I stumbled through the labyrinth that had grown up over the clear-cut path that had once been my life. Nothing was familiar. I tried to order my new world, to create a primer for the first year of grief in six not-so-easy lessons:

 

1. Avoid the local supermarket. Don’t go to the mall. Do only essential errands and then only at odd hours. If you meet someone you know, run away before they say something that will irrationally enrage you.

2. To reenter the feeling world, start with symbols and archetypes. The cool painted face of the Virgin immobilized with pain, dressed like a great black-clad Barbie doll with seven swords in her heart. Let her be you for a while. Rest. Step back. Breathe in and out. Try to anchor your soul to your body before it blows away like fog on a marsh.

3. Decide you will swim in the bay, because it once gave you pleasure. Slide out of bed for the first time in days and combat-crawl until your body is upright. Stand before the bay and note with rising pleasure—joy!—the way the ocean’s tang filters through nose, throat, lungs; the primal weightlessness of floating; the sun smoothing your upturned face. But be aware: this release lasts only as long as your body is buoyed by something else. Back on dry land, the gravity of loss brings the body back to its knees, bereft.

4. Realize that you don’t want to reenter the feeling world: it hurts too much. You have no textbook for how to grieve.

5. Go back to step one. Start all over again. Look for signs. Look for signs everywhere. Create a whole new world.

6. Put the primer away. It doesn’t teach you anything. You live in the labyrinth. It’s your new home.

[image: Image]

I have to be careful when I talk about signs. Some people more pragmatic than I are tsk-tsking over the fact that I’m not on antidepressants. It’s antisocial, even un-American, not to bury my grief. When your emotions are flatlined, at least you don’t talk about signs. It’s embarrassing to be a Pietà. People edge away from you in supermarkets, afraid your grief will taint them. You might cry. You might be “inappropriate.” You might remind them that what is precious to them could be snatched away in a heartbeat.

In America, take the Xanax. It’s the safest way.

When my father died, my un-American mother fainted, screamed, tried to pull him out of the casket, spat “Fuck God” at the nuns when they tried their platitudes on her. Really embarrassing, I thought then, squirming in my fifteen-year-old skin. Six months later, I had asthma and she didn’t. I couldn’t breathe at night. I lay sleepless in bed, my father’s death and my own mortality on my chest like a rock. My mother, all in black, could breathe.

Of course, my mother’s culture had icons, songs of lamentation, and dress codes for grief. She could turn to the Madonna Addolorata for consolation. She could put on black garb and sing “Scura mae,” a lament that means “You have left me dark.” But, aside from the all-black wardrobe, which I already possess, I am too American for these rituals. I don’t live in a culture that would recognize them anyway. My culture is miles away from grief, or aging, or even acknowledging the existence of death.

I invoke Jesse like an amulet, like a scapular, like a precious stone against the world and all its woes. I keep going back to Italy because that is where I found him.
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My sister and I stand among packed crowds in the Piazza Garibaldi in my mother’s hometown of Sulmona on Easter morning, 2006. It is fifteen months since Jesse died. We are here to witness a transformation, to take part in an ancient ritual of rebirth we had heard about from our mother since childhood.

The Running Madonna—La Madonna che scappa—is a centuries-old Easter procession in Sulmona, a mountain town in southern Italy that is also famous for the production of confetti, the sugared almonds with which newlyweds are pelted as they leave the church.

Today, a statue of the Virgin Mary represents the Madonna Addolorata, the archetype of the grieving mother, a memento mori for all to see. She is dressed in black robes and held aloft by six strong men as she searches for her son.

I, too, am dressed in black. I have been the Madonna for a year and a half now, looking for my son in the places we visited during the happiest year of our lives, but I’m also looking for my mother in the place she grew up. I found her half sister, her sorellastra—a word the Italians told me not to use; it’s cold, a denial of common blood. She lived in a lonely house at the foot of the fierce Apennines. A strange look-alike version of my mother, expunged of all resentment and anger, yet she embodied my mother’s love with enveloping warmth, open arms, tears of joy and sadness. She held me and cried for Jesse, whom she had never met, and for me and for my loss. La vita e bella e dura—life is beautiful and hard.

But the crowd today, full of children and teenagers and young parents, is not solemn. They are giddy and the children clutch balloons. The crowd reminds me of revelers at Fenway Park; the statue of the Madonna at the other end of the piazza seems only incidental, like a body overlooked at a boisterous wake.

Statues of St. Peter and St. John knock on the door of the church three times. In the distance, the Madonna waits hesitantly, unbelieving. The door opens to reveal her Son standing there, risen from the dead, glorified. When the mother sees the son she thought she’d lost forever, she breaks into a frenzied run. Her black robes fly off. There is a collective gasp in the piazza. Underneath the black robes, the Madonna wears green, for speranza, hope.

With typical Italian overkill, the Hallelujah chorus blares over loudspeakers and twelve white doves fly out from under the Madonna’s pedestal, underscored by firecrackers. I smile as tears spring to my eyes, and I think of my own mother, who described this spectacle to me with girlish awe, a memory of her own presence in this square so many years before.

[image: Image]

I didn’t find Jesse in the piazza that day. He might have been there for a brief moment, when a SpongeBob SquarePants balloon hovered blasphemously close to the Running Madonna. I thought of Jesse’s teenage smirk, his love of teasing. But I didn’t find him.

I’m running, running, trying to get these robes to fly off. I’m looking for my son.
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Jesse, age ten, on Plymouth Beach

My best dream is to fly 
Soaring through the air 
—from Jesse’s last poem, “I Am,” 2004



CHAPTER THREE 
The Not-Jesse

My favorite aunt, Ellie, died four months after Jesse. She was the fun one, the one that I spent summers with as a kid, the one who let me stay up late and watch movies and eat onion rings, the one I called every day, the one I quoted to my friends because she was such a character. One of her lines even made it into my friend Nancy’s movie True Love: “Uncle Benny and I saw that Last Tangle in Paris. Filthy! They showed the bush!”

Ellie and Benny were married for fifty-six years. The brutal week Ellie died, Uncle Benny never let go of her hand. Even after she left her ravaged body, he held her hand, muttering to her about trips not taken to Vegas and Aruba, deranged with love and loss. He died within the year. A young driver had overturned Benny’s company truck and died instantly. When my uncle visited the scene, his heart, always too big for his stocky little frame, burst.

I stood over his body in the emergency room cubicle, the same room where Jesse had lain. I put my hand on the smooth top of his head. He was still warm and I heard him laughing. I saw him swimming up toward Ellie, legs pedaling in space, Glad to be outta here, as he would say.
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“Knowing Jesseis an important book for any parent
to read. The Coopers’ story forces us to face the
hard question of whose responsibility it is to
speak for children who cannot speak for them-
selves.” —RICHARD RUSSO, author of

THAT OLD CAPE MAGIC
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“Amor vincit omnia” means “love conquers all”

—Jesse’s Latin homework, ninth grade

Jesse Cooper was an honor-roll student who loved to
windsurf and write poetry. He also had severe cerebral
palsy and was quadriplegic, unable to speak, and
wracked by seizures. He died suddenly atage seventeen.

In fiercely honest, surprisingly funny, and some-
times heartbreaking prose, Jesse’s mother, Marianne
Leone, chronicles her transformation by the remark-
able life and untimely death of her child. An
unforgettable memoir of joy, grief, and triumph,
Knowing Jesse unlocks the secret of unconditional
love and speaks to all families who strive to do right
by their children.





