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To Maddy, For everything





1 Emma

I didn’t want this life, back when I was in college. It’s hard to contemplate that now. When I was young, it wasn’t marriage or motherhood I craved but success and independence. I wanted love too, but not the traditional kind; I wanted that ferocious, all-consuming hunger that can come with love. Someone to idolize in the same way they idolized me. To share something equal, rather than patriarchal. I wanted my life to be different to my mother’s and to every woman I knew.

As I sit beside my son’s hospital bed, listening to the hiss of his oxygen tank and the beeping of his heart monitor, I wonder when all that changed. I was married at twenty-six, a mother at twenty-seven; ages when I thought I knew it all, only to look back now, a decade on, and wince at my naivety. But there must have been a shift before then, a moment when I decided to become someone entirely new, shedding myself like a snake would its skin. I wonder what that fearless young woman would think of me now if she met me: a woman sick with worry, held together only by stubbornness and fear.

I could watch Ryan like this for hours, listening to his breaths behind the oxygen mask. His once blond locks are now mousy brown and his complexion grey, his lips a blue-tinged violet. There’s not enough oxygen in his blood, depriving his muscles, tissues and nerves of colour and life. The complexion of a patient with severe congenital heart disease, which has dominated our days even before his first birthday.

It began with his heart. Just a murmur that would go away with age, the doctors said in the beginning. But then he began to get breathless, and his lips and fingers turned blue. We had no idea what lay in store for us, believing it was something we would overcome. I wasn’t as jaded back then as I am now.

Ryan has tetralogy of Fallot, a rare congenital heart disease with four separate components: pulmonary stenosis, a narrowed heart valve which restricts blood flow from the heart to the lungs, causing pulmonary hypertension and excessive fluid build-up in the lungs; ventricular septal defect, a hole in the lower chambers of his heart which complicates blood flow to the lungs further and weakens the heart; right ventricular hypertrophy, thickening of his lower right heart chamber due to working too hard under the strain of all the issues, weakening it further; and if that wasn’t enough, the main artery carrying blood around his little body has shifted into the wrong place, resting over the hole in his heart, altering blood flow and furthering degeneration. A straight-shooting doctor once described it to me as Ryan having multiple sticks of dynamite in his chest that could blow at any moment: the goal is to get them out before they explode.

My son is nine years old and he’s dying. It took me a long time to admit that to myself; to admit that my son has been dying ever since he was born; that unless I fall ill, or I’m struck down in the street, I could well outlive him; that unlike other mothers, I have known since my child was a baby that he could well die before my eyes. And all the while, the only thing I can do is sit here day after day, willing him to live with every cell of me, as if my desperation will urge fate – or on the worst days, God – in the right direction.

I would do anything to trade places with him, to take away his pain and make it mine. To turn back time and stop things from going wrong for him before fate twisted the knife. Sometimes I catch myself staring at his chest, littered with scars from past surgeries, a roadmap of tears and prayers and sleepless nights, and imagine clawing open his skin and cracking his ribcage apart; splaying him open and snatching up his diseased heart and useless lungs and replacing them with my own.

When we finally received his diagnosis, I was filled with denial. I was defiant, stubborn, aggressively so. If a doctor ever displayed pessimism over Ryan’s survival, even if was the slightest downturn of their tone or the briefest flashes of sympathy in their eyes, I would list all the ways we would prove them wrong and then demand another doctor, as if their negativity alone might be the thing to tip the scales. Ryan survived the odds every time, while seven doctors were met with the door.

In the first few years, I believed Ryan’s heart was something that could be fixed, a war that we would eventually win. But after all the failed surgeries, the multitude of medications and poisons pumped into his little body, the countless assessments and tests, and these agonising eighteen months of creeping up the transplant list as the patients before him got a new lease of life or died trying – I’ve silently begun to contemplate the worst. It’s the thing that wakes me in the night, wet through with sweat. The fear that makes me stop mid-step, mid-sentence, mid-thought.

I don’t know if Ryan’s will to live is strong enough to force his suicidal organs to keep going. I don’t know if my love is enough to keep pushing him forward, defying every doctor’s expectation, even when he doesn’t have the strength, even when he might want to let go. But as the years have crept on, the one emotion that I’ve been running from has finally started to catch up with me.

Doubt.

I’ve never uttered my fears aloud, too terrified that just by saying them I’ll make them true. If feels like a betrayal to even have these thoughts within the privacy of my own mind. But as I lie in bed each night, I wonder if my husband Miles has these same thoughts; our biggest fear ruminating in one big loop, both too terrified to confide in one another despite lying inches apart.

The only way Ryan will live is if he receives a heart–lung transplant. A high-risk surgery, still seen as experimental in some surgical circles. But I would try anything if it meant I could give him a taste of normality. Hell, I’d sacrifice everything I have to give him just five minutes: to talk without choking, to walk and run, free of wires and tubes and pity. Enough time for him to take a deep breath without mask or machine; to smile with bright pink lips, rather than cracked and blue. To experience how his life should have been before it’s inevitably ripped away again.

From the other side of Ryan’s bed, my father starts to grumble in his sleep, breaking me from my thoughts. He is sitting upright with his arms crossed and his head bowed towards his chest, snoring quietly. My mother is taking a walk around the block, to breathe in the fresh air, to gather herself, to pray. If it’s a really bad day, she’ll circle the block smoking cigarettes. She likes to think we don’t know of her little habit, but there are no secrets in this room, in the same way that there is no respite from watching your child die. You simply have to find the courage within yourself not to look away, day after day. To take the emotional beating while bracing for the next swing.

I look at my watch: Miles should be here soon. I picture him running from one job to another, constantly giving more than he ever gets back. We only get to see each other when we cross paths here between his shifts, or when we sleep side by side at home after he gets in late at night, when I’m not staying at the hospital and one of my parents takes a turn to keep vigil by Ryan’s bed. I used to work too, before the fallout of Ryan’s care became a full-time job. I’ve spent so many years trying to free us of the hole we’ve dug for ourselves that I’ve barely had the chance to look up and see my son lying right in front of me.

Mom enters the room. I notice how tired and worn down she looks, and catch the scent of cigarette smoke beneath her freshly spritzed perfume. She’s sixty-two, my father sixty-four, at the time of their lives where they should be winding down. Instead they are here, stuck in this hellish groundhog day with us.

Mom approaches me, eyeing the food container beside me that I haven’t touched. If it weren’t for my parents, we’d probably forget to eat. Dinner is whatever leftovers they bring in from the meal they made for themselves the night before. Today is cold lasagne. I can’t remember the last time I had a meal that wasn’t out of Tupperware or a takeout container.

She gives my shoulder a squeeze.

‘Eat, hon. You’re too skinny.’

Skinny. Skinny. Skinny. Beating like a drum inside my head.

I tell myself I don’t have time to eat, but really I’m chasing the pang of emptiness, the control. When I do finally eat, I’m hit with nausea, as if I can only hold on to so much at once: my thoughts and fears filling me up before food can even pass my lips. I think Mom resents it, somewhat. That the grief keeps the weight off me rather than her.

As Mom settles in the chair in the corner and picks up her book from the side to continue from where she’d left off, I open the lid and look down at the room-temperature lasagne that’s started to sweat. My stomach flips with revulsion.

‘Where are you going?’ Mom asks, as I put the Tupperware aside and head towards the door.

‘Water cooler.’

It’s only when I’m out in the corridor that I finally allow myself a deep breath.

This is happening more and more these days: sudden moments where all of my emotions and my fears hit me at once. I rub my eyes, blurry from reading over so many bills and legal documents hour after hour. Day after day.

I head to the cooler and raise a cup to my lips with a noticeable tremor in my hand, silently relishing the moment of respite. Then, along the hallway, I hear the machines.

They’re coming from Ryan’s room.

I drop the cup in the trash and run.

The seizure has come out of nowhere. The heart monitor is screaming. Ryan is thrashing on the bed, the sheets tangling in his legs.

We move on instinct: my father wakes with a start and springs into action, gently rolling Ryan’s jolting little body on his side, while Mom heads for the door to grab the nearest nurse. I lean in beside him, stroking his face, and whisper to him how brave he is, how he’ll be okay, while praying for his little body to stop thrashing, for more oxygen to reach his brain and put an end to his pain. His eyes have rolled behind their lids, and his limbs quiver as if there’s an electric current ripping through them. Then the attack stops as suddenly as it had started, and he slumps into the mattress, the only telltale sign being the pool of urine soaking into the sheets where he’s dislodged his catheter.

I grip Ryan’s hand, kissing it repeatedly as if to force some of my life into him, while my father sits on the other side of the bed silently praying to himself. Mom returns with a nurse in tow, both with quiet alarm in their eyes that they’re trying to hide. The nurse speaks and my parents answer, but I’m too lost inside my own fears to hear them.

As the nurse tends to my son, checking his vitals, tenderly petting his hair to soothe him, I try to remember her name. She’s an agency nurse, having only been on the ward for a month or so. I have seen so many come and go over the years that I struggle to remember them, as if subconsciously refusing to give up vital space in my already overcrowded mind.

Jackie, I remember. Her name is Jackie.

As the beeping machines slowly return to their normal rhythms, and my father finishes his prayer, I notice the container of lasagne sat on the side, uneaten. I couldn’t possibly eat it now. All I need is Miles here beside me. For him to tell me, rightly or wrongly, that everything is going to be okay.

Even though, deep down, we both know the answer.

We all do.





2 Miles

They call New York the city of dreams, but I guess that depends on who you ask. The answer a businesswoman on Wall Street might give you will differ from a homeless man in the gutter, covered in scabs from the sewer rats gnawing at him while he sleeps. You could ask a New Yorker the same question every day for a year and get a different answer each time. Except me, that is. I’d give you the same response I’d have given you repeatedly for the last nine years: New York City is purgatory. At least, that’s the case when your son is dying and there’s nothing you can do to stop it, however hard you try, while being trapped in one of the most expensive cities in the world.

I half-walk, half-jog along the crowded sidewalk, working myself into a sweat despite the season. I used to love Manhattan at this time of year, as fall shrugs off its leaves and morphs into winter, with all the promises to come: thick snow settling on the sidewalks, the ice skating at the Rockefeller Center. Now the love I had for this city is nothing but a distant, haunting nostalgia. You look at it differently after you spend so much time in the children’s ICU.

I check the time: it’s almost six. I’ve got just thirty minutes to pay my son a visit and then I need to catch the subway across town, on to the next job.

I’ve just come from the office where I’m a financial officer for a private equity fund, and my shift in the kitchen at Bob’s Bar over in the East Village starts in an hour, where I’ll help out with the dishes during the Friday night dinner rush for nine dollars an hour. I’ll change out of my suit when I get there and slip into the sweatpants and tee that are crumpled in the bottom of my backpack. Then I’ll shrug into the suit again before my shift at Northern Lights, a nightclub downtown where I’ll work security at the door until two. It’ll be gone three by the time I’m home and can get in the shower, four before I can finally switch off my brain and sleep. Then I’ll be up early to work through the weekend at the tennis club to coach people in the sport who are far wealthier and fitter than me. But as long as I get to see Emma and Ryan, I can keep going. That’s what I keep telling myself, even when my bones scream for me to stop, aching in ways I didn’t know they could.

I walk through the hospital doors, exhausted yet wired. I try to act how I usually would: nodding hello to Cornell as I pass him at the security station, then to Janet on the reception desk who always gives me the same sympathetic smile, one I’ve come to hate but reluctantly understand. There’s no right way to greet the father of a dying child, even if people’s pity hits me like a punch every time I meet their eyes.

It’s only when I’m in the elevator that I notice that my hands are bleeding. Tiny rivers creeping through the cracks in my skin from where they’ve spent hours submerged in water in the dishwashing sinks at the restaurant, only to then be exposed to the cold outside. I stare down at them helplessly as the doors open for the children’s ICU ward, and head to the bathroom to clean myself up, gritting my teeth as the water stings the wounds. As I dry them off, I catch sight of myself in the mirror and pause.

I look ill. My skin is pasty-grey from burnout; I have puffy eyes, bloodshot whites. My hair is thinning by the day. I’m thirty-eight, but my body feels twice that. I don’t let myself look at my reflection for too long. I can already feel the sadness creeping in, the disappointment that this is the man I’ve turned out to be, that these are the cards we as a family have been dealt.

Then the memory hits me. I close my eyes, gripping tightly onto either side of the basin.

Something happened at the office that is about to send our lives down a completely different path; something so terrifying that I daren’t think of it even in the privacy of my own mind.

I’m going to fix this. But right now, I’ve got to pretend like it’s any normal day.

I reach into my pocket and take out a little pot of blue pills, slipping one into my palm to stop my head from throbbing, then another. I knock them back with a handful of water from the faucet and sigh.

Back out on the ward, I greet the nurses at the desk like I usually would, then the other parents whom I often see coming and going from the ward in the same exhausted haze. Bob and Alice and their son Dylan, dying of cancer despite pumping every poison known to man into his little body. Rick and José and their daughter Amy, who has congenital heart disease like Ryan. Diane and Pete with their three-year-old Nikita, fighting an endless battle with sickle cell. These parents, they don’t look at us with pity like everyone else does; they know this pain in the way that only the parents of dying children can. I reach the glass partition giving a glimpse into Ryan’s hospital room from the corridor and pause.

Once I step inside, I’ll have to do everything I can to hide the fear from my face. But while I’m alone, I let my expression sink. There’s no way to describe your child dying right before your eyes. Dying from lacking the healthy organs that the rest of us take for granted.

I can make all the desperate prayers I want, but they won’t do any good. This would be so much more straightforward if it were simply a case of us waiting on the donor list for our turn. Even if the organs became available, we couldn’t afford them or the surgery to save him.

The dark truth makes me heavy with shame: our son will die, not because of bad luck or a cruel twist of fate, but because of the lack of money in our bank accounts.

We are in so much debt that no matter how many jobs I work, we’re never able to keep our heads above water, what with Ryan’s care far exceeding our insurance coverage at every turn and forcing us to pay large amounts of money out of pocket. Bankruptcy wasn’t a long-term fix: the hospital bills are already mounting up again, getting ready to drown us just as they had before. We lost our apartment as part of the liquidation of assets when we filed in the summer. Now we rent a small cubby of an apartment in Harlem, and even that we can barely afford against all of our other overheads, and the rent and bills continually rising. It had been near impossible with credit checks to get the place, and we had to rely on guarantors. It’s no home sweet home, riddled with damp and the scurry of mice in the walls, but it’s a roof over our heads and close enough to the hospital. But it’s another notch in our financial noose. And after today, our lives are about to get much harder.

Emma is sitting beside the bed, exhausted. I watch her going through paperwork, probably bills or notices for delayed payments. The shadow of final notices is already looming again.

Emma used to want to be an English professor like her father, before our lives changed. She’d gone into teaching, and planned to go back to school but never got the chance. Her daily life for the past nine years has been taken up fighting insurance brokers, hospital billing departments, banks and credit card companies, debt collectors; then, after so many hours on calls from her cell, the phone billing company. She had to give up work to be with Ryan, while trying to pull us free of the hole we’ve been digging for ourselves for so many years: the cost of the surgeries, the medications, the ambulance rides and hospital stays, a pit that only continues to grow deeper, no matter how much we try to stop it. There’s no panic quite like having two hundred and fifty thousand dollars’ worth of debt hanging over your head. The bankruptcy might have wiped the slate clean for a moment, but the debt is already climbing again.

I collect myself, burying down the dread and plastering on a smile that aches my cheeks, then step into the room.

‘Hey,’ she says, barely looking up.

‘Hey.’

I drop my bag in the corner, giving Ryan a kiss on the head while he sleeps, and sit down beside my wife, conscious that I smell of sweat after rushing here. I can’t remember when we stopped kissing each other hello and goodbye. It’s not that we don’t love each other; it’s that we love each other enough to know that neither of us has the energy to share.

‘How is he?’ I ask.

‘He had a seizure.’

‘When?’

‘An hour ago.’

‘How bad?’

‘Pretty bad. Dr Roberts wants to talk to us.’

‘When?’

‘He said he’d come by.’

The fear returns, my chest tightening.

‘What does he want to talk about?’

‘I don’t know.’

The hospital wouldn’t know, not yet. I’ve only just found out myself.

Emma’s parents enter the room, coffees in hand.

‘Hey, son,’ Harry says.

‘Hi, hon,’ Anita says. ‘You hungry?’

Anita doesn’t do emotions too well; she only seems to show them through food: force-feeding us, guilting us into filling our stomachs. You can always tell what kind of mood she’s in depending on the dish she brings in or how generous she’s feeling.

‘Starving.’

I’m not, but I say it anyway. It’s as if we’re all stuck on the same record half the time that’s playing on a loop. Saying the same lines, taking the same steps. Day by day by day. Sometimes I lie awake at night haunted by all the ways our lives have become nothing but one big show. But it’s the closest thing to a loving family I’ve ever known.

She hands me a container and fork, and in just a few minutes, it’s gone. I hadn’t realized how hungry I was.

‘Tell Emma she needs to eat,’ Anita says. ‘She’s being stubborn.’

‘I’m not,’ Emma interjects. ‘I’m just busy.’

‘Eat something, Em,’ I say.

‘Later.’

‘Well, you might as well eat hers,’ Anita snipes. ‘It’ll only go to waste.’

Out of the corner of my eye, I spot Emma wince. Her relationship with her mother has never been great; there always seems to be a silent sparring match going on between them. Others might not notice in any other setting, but you can’t hide anything in this room; too small to miss the nuances and everything that goes unsaid. They love each other, of course, but I’ve never got the sense that they actually like each other.

Harry perks up in his seat.

‘I’ll eat i—’

‘No, you won’t,’ Anita interjects. ‘Your blood pressure is high enough as it is.’

As the pair of them start their usual bickering, a sound that has become like comforting white noise over the years, I glance at Emma.

‘How are you? Really?’ I ask quietly.

‘Tired,’ she replies. ‘How are you, really?’

The secret I’m carrying is too heavy, crushing me down. The brave face I usually hide behind feels like it could slip at any moment, and everyone would see what lurks beneath: a sad, terrified little boy pretending to be a man.

We’ve lost our health insurance and I don’t know what to do.

Emma is watching me closely, concern creeping onto her face.

I force a tight smile.

‘I’m tired too.’

She gives my hand a comforting squeeze, the two of us connecting fleetingly, before I turn my focus to Ryan. I tell him about my day. The birds I saw in the park, the swans on the lake. Only it’s all a lie. I didn’t cross through the park today, or the day before that. But I want him to remember the world on the other side of these walls, to give him hope of a life beyond his bed. I sit watching his sleeping face, stroking his soft, fine hair, hoping he knows it’s me.

Emma will find out soon enough – she talks to the insurance company more than I do. But I want to hold back the blow for a little longer. To keep our world from imploding for another day or two. To see if I can fix this.

‘You all right, son?’

I look up. Emma’s father is watching me, concern etched onto his face. I must have let my mask slip and revealed the panic beneath.

Before I can reply, someone clears their throat in the doorway.

‘Good evening,’ Dr Roberts says with a warm smile. He looks at the pair of us, lowering his voice. ‘Mind if I steal you both away for a moment?’

I freeze. It’s amazing how attuned a person can become to a doctor’s every move when they have a dying child. Sometimes I know when bad news is coming before he’s even said a word. Only this time he has snuck up on us. His tone tells us everything we need to know: something is wrong, and if today is anything to go by, I think I know what it might be.

I peer at the clock.

‘I’m sorry, Doc, I was just leaving.’ I feel Emma look at me, sensing that something is off. I’ve never avoided talking to him before. ‘I don’t have long today. Just popped in to say hello.’

‘Surely you can spare five minutes—’ she begins.

‘It’s all right,’ Dr Roberts interjects. ‘It’s not too urgent, but I would like to talk to you. Why don’t we say Thursday?’

‘Of course,’ Emma jumps in before I can think of an excuse. ‘Thursday it is. Right, Miles?’

‘Right.’ I glance at the clock again. ‘I really better go.’

I reach down to give Ryan one last kiss and then say my goodbyes, feeling Emma’s eyes burning into me as I go.

I have two days to figure out what the hell we’re going to do.





3 Emma

I wake to the sound of the key in the lock as Miles returns home, the quiet click of the door behind him. I can’t remember the last time I slept without waking at the slightest sound. Always alert, ready to jump into action, eternally prepared for the worst.

I’d sat up until midnight, trying to figure out how we were going to repay all of our new debts rolling in. No bank would give us a loan now to help us into the black. We have traded or surrendered all our assets so we have nothing to sell. Just this morning, we’d gotten a medical bill for over five thousand dollars. I’d wanted to rip it up, bury it. But it’s a predicament that never seems to let up. The hospital billing department always keeps coming back, like a dog lunging for a second bite.

My stomach rumbles. I’ve only had a blueberry muffin today, and that was under pressure from my father. Towards the end of the day, he’d entered the hospital room with a pastry bag and placed it in my lap.

You haven’t eaten today. You’re not looking after yourself, and your mom and I can’t keep watching you waste away like you are. Killing yourself isn’t going to help Ryan, even if it feels good.

The shame hit me all at once. My mother’s comments I’m used to, but I’ve never been able to stand criticism from my father. I became a young girl again. I conceded and he watched me eat every bite.

How are you doing? he’d asked, once I was done.

I’m fine.

And Miles? He seemed pretty burned out today. It looked like he was about to cry for a moment there.

He’s fine. We’re all fine.

Miles enters the room as quietly as he can and undresses in the dark, the faint sounds of his trousers pooling on the floor, the rustle of his shirt as it slips down his back. He smells of sweat and cigarettes from the smokers puffing away outside the nightclub doors, with a whisper of grease and fat from working in the kitchen. I listen to the shower running and the sound of his tired exhales, before he finally creeps back into the room and slips into bed, placing his damp head on the pillow with one final a sigh. I drape my arm around his waist and he embraces me, allowing me to nuzzle into his chest, listening to the sound of his heart. I feel so alone except for when we’re here like this, skin to skin; our stolen moments in the dark.

‘Kiss me,’ I whisper.

Our lips meet slowly, tenderly caressing until our tongues meet; curiously at first, then hungrily. Miles slowly guides me onto my back, growing hard against me. I wrap my legs around his waist and gasp as he enters me. We kiss and grope and thrust, not for pleasure, but for the desperate need for closeness; the ferocious desire to forget the reality of our lives, even just for a little while. To not feel so alone. We devour each other for just ten rapturous minutes before we climax and collapse into one another, breathing heavily and quivering.

Then Miles bursts into tears.

I lie frozen, his tears wetting my neck.

‘I can’t do this anymore,’ he confesses between sobs. ‘I’m so tired.’

I’m frozen under him. He’s never said those words before. I can’t remember him ever crying so hard, or sounding so desperate.

‘It’s okay,’ I whisper in his ear as I hold him to me. ‘You’re okay. I’m here.’ But inside, guilt is ripping me into ribbons.

It’s my fault.

I’m the one forcing him to keep going. I’m the one watching him burn out, break down, and expecting him to go on burning, breaking. We’re going to implode soon if we don’t figure something out. But if we don’t keep going like this, the outcome will be inevitable. No matter how cruel I feel, how heartless and totalitarian, I can’t accept the idea of letting Ryan go.

‘I’m sorry,’ he splutters. ‘I just—’

‘I know, baby,’ I whisper back, kissing his wet cheek, holding him tight. ‘We’ll think of something.’

It isn’t long before he’s asleep in my arms. I lie wide awake listening to his slumbering breaths, wondering what the hell to do next. All the while, beneath my guilt and my worry, I catch myself silently begging for Miles to keep going, praying he hears my pleas in his sleep.



‘I didn’t mean what I said, last night,’ he says as I step out of the bathroom wrapped in a towel, my hair plastered to my back. ‘About not being able to keep doing this. I can and I will.’

He is sitting on the end of the bed in his boxers. His face is puffy from his short, stolen sleep. He could only have got three hours last night; four hours the night before that. The only night of the week he gets more is a Friday, sleeping in an extra hour or two before he goes to the tennis club to give lessons to rich, nip-tucked women who are perfectly good at tennis, but go to play an entirely different sport: to flirt with my husband in the hopes of seducing him.

I check the time on the alarm clock by the bed: it’s six thirty. We need to be out of here by seven if we’re going to get to the hospital so that Miles can spend time with Ryan before he heads to work.

‘Em?’

He’s still waiting for me to answer.

No, you can’t keep doing this. None of us can.

‘I pressed one of your shirts last night.’

I take it out of the closet and pass it to him.

‘Thanks.’

‘Remember we have that dinner tonight,’ I say, as I sense him trying to build up the courage to continue our conversation, one I’m not ready to have.

‘Shit,’ he says with a sigh. ‘I forgot. Happy anniversary.’

If I hadn’t got an email this morning about the table reservation, I would have forgotten too.

‘Happy anniversary.’

‘It’ll be fun,’ he says.

‘Yeah.’

We both sound so drained. Both exhausted from trying to keep up this lie: that we’re not falling apart more and more each day, that each morning isn’t more challenging than the last.

‘Em, are you going to answer me? About what I said?’

I pause, my back to him.

How can I tell him how irrationally angry I am with him? How selfish and unjustified it is for me to want us to work ourselves into early graves, to keep Mom and Dad from their well-deserved retirement, for us all to keep on expending ourselves, as long as Ryan lives? How can I explain how terrified I am of what kind of person that makes me?

I take a deep breath to compose myself. Because despite everyone going along with the plan as we always have, working ourselves to the bone, losing sleep, missing meals, getting sick, I can feel everyone around me breaking. If we all fall apart, we’ll lose the battle we’ve been fighting for all these years – and if one link in the chain breaks, Ryan dies.

I turn with a forced smile.

‘I know, sweetheart. I know.’





4 Miles

Over the course of the meal, Emma has barely said a word. I had the steak, which was a little too bloody, while she had the monkfish which she mostly moved around the plate. She’s been nursing the same glass of wine the whole evening. I’ve practically finished the bottle. The voucher Emma’s parents gave us should cover most of the bill.

We used to have so much fun, Emma and I. Be so much fun. Emma the party girl, that’s who she was when we first met at a house party downtown. She was fresh out of college, and I had just entered the world of finance. If it were the old days, we would bar hop until last call, and then go home and carry on drinking and dancing around the kitchen before talking into the early hours, maybe smoke a joint and dance some more. We would share our hopes and dreams, our fears and our doubts, our secrets. But our lives have revolved around Ryan’s health issues for so long now that we don’t know each other anymore, nor ourselves. We’ve forgotten how to act. To simply be. As if the only thing we have in common these days is keeping our son alive.

The waiter returns, asking if we’d like to see the dessert menu.

‘Yes,’ I reply just as Emma says ‘no thanks’.

We look at each other and flush.

‘I’ll just have a coffee,’ she adds.

‘We’ll share the chocolate tart,’ I say to the waiter. ‘And two brandy old fashioneds.’

We must have been in our twenties the last time we drank those. It’s Emma’s favourite cocktail.

‘Yes, sir,’ the waiter says, before turning to Emma. ‘And… the coffee?’

She shakes her head.

Once we are alone again, I stare at her until she finally looks back at me.

‘Tell me what’s up.’

‘I’m fine, just tired.’

‘You’re not fine. I might as well be here by myself and you’ve barely eaten a thing. What’s going on?’

She sighs. I watch her mask slip, the one we wear to pretend everything is under control, and see all of the sadness she has been trying to hide. It’s so deep, so raw, that I feel a lump form in my throat.

‘Is it… about us?’

She shakes her head and I release a small sigh of relief. Neither of us is happy, but I could never dream of being apart from her.

‘Ryan,’ I say.

At the mention of him, I spot a flash of vulnerability in her eyes; her expression becomes softer, less guarded. But when the waiter returns, so does her mask. He places the tart on the table, followed by the old fashioneds. He turns away and I reach for her hand.

‘Talk to me.’

She sighs again, heavier than before.

‘Do you know what breaks my heart the most about Ryan’s illness?’

I shake my head.

‘We don’t really know him, do we?’

‘What do you mean?’

‘He’s always been sick, and because of that, he’s never been able to become his own person. To establish his own likes, dislikes. Hobbies. Passions. No friends, no favourite teachers. Right now he can barely talk. He’s so sick that he can’t be himself or even learn who that is. All he does is fight to exist day after day. We don’t know him beyond his illness, and he doesn’t know us behind all of our stress and worry, the lies and false smiles we force. He’s the most important person in the world to us and yet we barely know him, and it kills me.’

She sits, crestfallen. I grip her hand a little firmer.

‘We will know him. And he’ll get the chance to know himself, I promise.’

I don’t know how I have the gall to say it; I of all people know how much harder it’s going to be to achieve that now.

‘You can’t know that,’ she replies.

‘I have to believe it.’

She falls silent. I don’t think I’ve ever seen her look so defeated.

‘Em? What is it?’

Her throat bobs with a nervous swallow. Her jaw clenches. When she speaks again, she’s practically whispering.

‘Dr Roberts, my parents… the way they look at me sometimes. I get the feeling they think we’re at the end of the road.’

‘Well, what the hell do they know?’

‘But are they right? Are we being selfish by forcing him to keep trying to get better? To keep living? Are we doing this for him or for us?’

I stare across the table from her, open-mouthed. I’ve never heard her talk like this.

‘Of course it’s for him.’

‘But last night you said—’

‘Emma, I was weak for a second, it doesn’t mean I want to stop. We can’t stop, not now we’ve come this far.’

‘But…’ Her eyes have sheened over with tears. ‘Really… are we doing it for us, or for him?’

I reach for my drink.

‘I don’t understand why you’re saying all this—’

‘I’m talking out loud, like you wanted me to.’ She looks down at the dessert between us; neither of us could possibly eat it now. ‘I just don’t know what we’re supposed to do. I feel like such a bad mom.’

‘You’re not. You know that.’

‘But what if I am? What if we really are being selfish?’

‘How is everything?’ the waiter asks. I have to fight the urge to snap at him, wishing he would just leave us be.

Emma’s sadness seems so deep, as if she’s drowning in it, always keeping it locked up inside her. If only she would call out for help, I think to myself, rather than keep on treading, choking.

‘I think we’ll get the check,’ she says. ‘I’m pretty tired.’

I reply with only a nod. Then I knock my drink back, hoping it’ll numb the pain in me, take the edge off. Emma nudges hers towards me. I knock that back too.



We step out of the restaurant, defeated and silent. We only need to walk down the street for the subway, but I’m anchored to the spot, desperate not to go home to the miserable truth waiting for us as soon as we lay our heads down for the night.

‘We could go for one more drink,’ I say.

‘I’m really tired.’

Emma heads down the street.

‘We’re always fucking tired,’ I hear myself say, the delivery harsher than I meant.

She stops in her tracks.

‘It’s our anniversary and I want to have a fun night with my wife. Just one night where we can be ourselves, together. Please.’

The desperation is thick in my voice and I feel myself teetering on the verge of tears. If I say one more word, I’ll break.

Her eyes soften and she sighs, her shoulders unfurling from the awkward hunch she has from the stress mounted on them. She always looks sad, a melancholy that never quite leaves her eyes.

‘I’m sorry,’ she says. ‘I’ve been selfish. I ruined the whole thing.’

‘No, you didn’t. We can still make a good time of it. One more bar and then we can head home.’

I know that all she wants to do is go home and obsess; read and reread the same documents she will have read a hundred times, trying to find a solution to put an end to all this. But all it does is drive her mad with worry and I’m desperate to feel like us again, just for the night.

Finally she nods. I pull her into a hug and kiss her head.

‘What about that one?’ she says from within our embrace.

I follow her gaze to the bar across the street.

‘Sure.’

The bar is dark and hot from too many bodies in one room. It’s been made to look like a speakeasy, serving cocktails that are way out of our budget. We manage to nab the nearest table in the corner and order drinks from the waitress: two beers, the cheapest on the board.

‘I’m sorry for ruining tonight,’ Emma says once we’re alone.

‘You didn’t. Some days are easier than others, that’s all.’

We fall quiet, stuck for what to say next. I watch her expression change. She’s thinking about our conversation at the restaurant, her mind pulling her back to a place of worry and angst.

‘I know things are going to be okay,’ I tell her. ‘Trust me.’

I don’t know how, but I’ll make sure of it.

‘How?’

‘I just do.’

No insurance, no money, no time. It’s almost cruel, the things I’m saying. But I can’t let the loss of hope kill her the way it’s killing me. We’ll just have to find a way out of this like we always have.

The waitress returns. Along with the beers, she places two flutes of champagne on the table. A frisson of anxiety rips through me, knowing we can’t afford them.

‘Oh, there’s been a mistake. We didn’t order—’

‘Compliments from the lady at the bar, sir.’

Emma and I look at each other, then over to the bar. Sitting on a high stool is nurse Jackie, next to a male companion. She raises her glass with a smile.

‘Happy anniversary,’ the waitress says before turning to leave.

Emma’s mother must have told her; small talk to pass the time. Emma and I smile at each other for the first time since the evening began and raise our glasses towards the bar. Jackie winks, before turning back to her friend.

We clink the flutes together and take a sip.





5 Miles

We head towards Dr Roberts’ office, a little worse for wear. The round of beers at the bar the night before had turned to four, not that we could afford them. But for the first time in years, we felt like ourselves again. To hear Emma laugh, see her smile, made me remember what life used to be like and what it could be again if we make it through. But as we get closer to the doctor’s office, the optimism I’d initially felt dwindles. I’d tried to buy us more time, to persuade the insurance company to reverse their decision, but I came up short every time.

It’s like walking to the gallows. Not knowing what’s going to be said. Will our son die? Will he live? What new obstacle must we climb now?

We file into his office and sit in the chairs we’ve occupied so many times on reflex. Emma’s is on the left, the armrests fraying at the seams from years of anxious gripping. Mine wobbles from a loose screw that hasn’t been tightened in all this time, creaking whenever I move. It doesn’t escape me what a great metaphor this is for our lives. Falling apart, neglected, corroding over the years, until one day soon it’ll finally give.

Dr Roberts sits behind his desk with his fingers laced together, his wedding band shiny and distracting.

I stare at the family photo on the wall, the one I’ve looked at a hundred times, and wonder why he hasn’t thought to take it down or put it on another wall so that it’s facing him rather than us. Flaunting his healthy, happy family while ours crumbles.

‘I’ve got good news.’

Without knowing why, the thought brings me an aching sense of dread. Maybe it’s because we’ve been so used to expecting the worst that the thought of good luck feels foreign to us. I look at Emma. She appears quietly hopeful, but nervous too.

‘Ryan has moved up the transplant list.’

The room falls silent, the tension charging the air.

‘Which means… Ryan has only one spot left to climb?’

‘That’s right.’

‘Wow.’ Tears comes to her eyes. She laughs nervously as she dabs at the corners. ‘That’s such good news.’

But when she looks over to me, the joy drains from her face. I’m slipping even further into despair. Unlike her, I know what’s coming.

I should have told her the truth when I had the chance.

The doctor slides a document towards us. I’ve seen enough cost sheets to recognize them at first glance.

‘There’s just the question now of the finance side of things—’ he begins.

‘Dr Roberts,’ Emma interjects. ‘I know our payment history hasn’t been the smoothest, and I’m sure our bankruptcy filing has put the hospital on edge, but when we factor in insurance—’

‘That’s my main concern at the moment,’ Dr Roberts replies, picking up his file. ‘It says here that your health cover expires at the end of the month.’

‘No. There must have been a mistake. We have insurance.’

The room falls quiet.

‘I can assure you we’re covered, Dr Roberts.’ She turns to me. ‘Miles, tell him.’

I sit across from her, speechless.

‘Miles—’

‘I’m sorry,’ I croak. ‘I didn’t know how to tell you.’

‘Tell me what?’

The room falls silent again. The tension is unbearable.

‘Miles, tell me what?’

Dr Roberts clears his throat. ‘I’ll give you a moment to talk things through.’

Her eyes remain on mine as he edges out of the office and shuts the door behind him.

‘I wanted to try and fix things. I didn’t want to worry you—’

‘Please,’ she says. ‘Just tell me what’s going on.’

I don’t think I’ve ever seen her look so scared. I take a deep breath, building up the courage to break her heart.

‘As soon as our bankruptcy was finalized, the insurance company reassessed our coverage. They cancelled our policy.’

‘No, that’s not possible. I read the small print on every damn policy document a thousand times. And the attorney, he said everything would be fine. They can’t have just—’

‘They did, Em. We don’t have insurance. It’s gone.’

The words hit her like a physical blow. Dear God, her eyes. I’ve never seen her look so heartbroken.

‘Well then, we’ll find more—’

‘Sweetheart, we’re uninsurable. I’ve checked. No one will give us the coverage we need, not after the bankruptcy. I’m so sorry.’

The office falls deathly quiet. The tension is so thick that I struggle to breathe. I want to say something, anything, that will make this better. Nothing comes.

‘Medicare then,’ she stutters.

‘We’re not eligible. My salary is technically—’

‘Then quit.’

‘We’d be homeless within the month,’ I pause, reluctant to say the next part aloud, ‘… and Ryan would be gone by the time we were approved.’

She sits in silence, words forming and breaking in her mouth before they can be spoken. Tears build in her eyes.

‘I need some air,’ she says, her voice hoarse. I rise from my chair to follow her. ‘Alone,’ she adds.

‘We’ll think of something,’ I say, but she’s already gone, the door clicking shut behind her.

‘We will,’ I say for no one but myself. If only I could believe the words.

I reach for the cost sheet Dr Roberts left on the desk, only I don’t have the courage to turn it over.

My eyes return to the photo on the wall. I wonder how many death sentences Dr Roberts has given in this room. How many children he has watched die, their lives slipping through his fingers, how many parents like us he has met. I wonder how he’ll act if Ryan does leave us. If it will mean anything to him or if it’ll just be another bad day at the office before going home to his family, the one he hangs so proudly on the wall.

I get up silently and head back out into the corridor, not able to look at the photo for another second. Then I pause and turn the sheet over. My eyes scale down the charges towards the total figure.

The cost of Ryan’s transplant comes to two point six million dollars.





6 Emma

I head out of the hospital and drift aimlessly along the paths of Central Park. I was so desperate to get out of there that I forgot to grab my coat, and have only a measly cardigan to battle the fall chill. I head as far from the hospital as I can get, replaying with every step what the doctor had said.

If only we could afford the surgery. If only our child had better parents to care for him. But our love isn’t enough; our dedication and our sacrifices mean nothing. We can’t afford to save our child because we’re too poor, in a system that prioritizes profits, and now without insurance—

The reality of the situation repeatedly hits me like a blow.

How long has Miles known about this? How long has he been looking me in the eye, sitting beside me in the doctor’s office, sleeping beside me each night while harbouring this secret? Letting me go on fighting, knowing it was all in vain. He would have known when we went out to dinner, telling me to trust him, that everything would be okay.

Hard as I try, I can’t bring myself to hate him for it. I understand his need to believe the lie himself, a much-needed buoy of falsehood, finding hope in the smallest of ways. It’s what we’ve had to do all these years while so many people told us to give up. I just wish he hadn’t kept it from me.

I think of Ryan in bed, his lungs crackling with each forced breath; the sound of his jagged heartbeat, the deep sadness in his eyes on the rare occasions he has the strength to open them.

The truth of our situation is suddenly too heavy. Shame knifing my insides as I walk.

Ryan is going to die because of us.

Then dizziness. The park starts to swirl and my knees weaken. I sit down on the nearest bench, not trusting my legs to hold me.

I look out at the park and the city beyond, taking in the history, the opulence, wondering about the people who have walked these paths, sat on this bench, what problems they stopped to ponder.

How can such a developed country allow us to be in this mess? To set the bar so high that only the richest, most privileged can reach it? We aren’t the leader of the free world at all, it’s just a lie we are told, one we’ve learnt to tell ourselves, trapped in a system that costs us so much pain, so much fear. Now, when I look at the city I used to love, I feel nothing but rage. As if the lacquer has worn away and all I can see is the rot that has been festering beneath all along; a city built on the backs of people like us, crushed each day by capitalism and greed.

There she is, I think, feeling that familiar fight flickering within me. There’s the girl I used to be.

On my way towards the park, I clocked the latest billboard for Senator Graham Carpenter’s re-election to the Senate. We’d both voted for him the first time around. He pledged to bring the power back into the people’s hands, with one promise being affordable healthcare. But all he’s done in his first six-year term is make things worse. Another liar dressed up in an expensive suit, hoping he can fool the people of New York a second time.

A violent shiver runs down my back. I’m frozen through without my coat. I can’t bring myself to go back to the hospital, in fear that Ryan will sense the truth on us now. That he’s not dying because he can’t have the surgery – he’s dying because of us.

I bury my face in my hands.

What more could we possibly do? What could we have done differently?

We remortgaged our apartment as many times as we could; we took out loans and credit cards. We have worked ourselves into the ground. We would have moved out of the city had we not been forced to stay for Miles’ job, to keep the health insurance package. But whatever we borrow, whatever we sell, however much we work and sacrifice, it’s never enough.

‘Aren’t you cold?’

I come to with a jolt.

Nurse Jackie is sitting on the other end of the bench.

‘Here.’ She digs into her rucksack and pulls out a rolled-up sweatshirt. ‘I always have an extra layer stowed away just in case.’

I take the sweatshirt from her; navy with the Knicks logo over the chest. Miles and I went to a Knicks game on a date, in the beginning; we went back to celebrate our anniversary a couple of times in the years that followed, too. How did I forget that ritual we had until right now? It feels like a lifetime ago.

‘Not a Knicks fan, I take it?’

I pull the sweatshirt over my head. ‘I wouldn’t be a New Yorker if I wasn’t.’

‘Do you mind?’

When I reappear, I notice she’s pulled out a pack of Marlboro Reds. I shake my head.

‘Want one?’

I’ve not smoked in years. I couldn’t afford to now even if I wanted to. But as I look down at the packet, something inside me calls for it; a silent begging to fill the void in any way I can.

‘Thanks.’

I slip one from the pack and put it between my lips. Jackie raises the lighter to the tip and waits for me to inhale. As soon as I do, I’m met with instant regret. They never taste how we remember.

‘I quit when I had Ryan. Then when we learnt he was ill, I felt too guilty to ever pick it
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