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Praise for Trembling, Still

‘Trembling, Still is jazz-writing at its most turbulently brilliant; tuneful and mournful, poignant and funny, heart-rending and mind-grabbing, skillfully improvisational, eloquent and compelling. Thank you, Stephen Jenkinson: only you could have written this, and I offer you my gratitude, paltry recompense for such a masterful gift to us all.’

—GABOR MATÉ, MD, coauthor of The Myth of Normal: Trauma, Illness and Healing in a Toxic Culture

‘Maybe Stephen’s greatest. His writing is infused with strange staccato jumps then river-strong flow, with hawkeyed storytelling leading us on. There’s dread judgement but also religious wonder, and never, once, does the book lose its mesmeric hold.

‘This is not a domestic document. If you seek the unexpected, seek this.’

—MARTIN SHAW, author of Liturgies of the Wild

‘A rare, real-time chronicle of receiving and reckoning with a neurodegenerative diagnosis, Trembling, Still is a study in how to remain awake, accountable and alive while the ground shifts. This book steadies us in this life, reminding us to tend without turning away.’

—ELENA BROWER, best-selling author of Hold Nothing and Practice You

‘Even in its printed form, Trembling, Still bears the trace of an unsteady hand – raw, intimate, and unprotected. It invites the reader into the friction of receiving devastating news in the middle of an ordinary day, where life continues even as everything has changed, and charges even the simplest tasks with a great longing. It is a sober reminder that the ride does not go on forever – and a rare, unsentimental guide to what might matter while it still does. What emerges for me is a hard but generous question: how are we using the days when we still can?’

—MATTIAS OLSSON, founder and filmmaker, Campfire Stories

‘Stephen has always been a bird with more than two wings, a rare creature. Given the pressing circumstances, he has recently learned to breathe underwater. He uses his pen like a straw that connects him to the surface. He’s always eschewed superficial assurance. Now again. He keeps the transfusion running – his fancy stylograph is also a needle, and the ink is his soul’s blood.’

—ÀLEX GÓMEZ-MARÍN, PhD, neuroscientist; head, Behavior of Organisms Laboratory, Instituto de Neurociencias de Alicante

‘In Trembling, Still, Stephen Jenkinson writes from the raw edge of a diagnosis with honesty and vulnerability. The book is a meditation on grief, dignity, and the fragile brilliance of being alive. For those willing to sit with uncertainty, sorrow, and the strange clarity that arises when the ground shifts beneath us, Trembling, Still serves as a profound companion through bewildering terrain. What emerges is not despair, but a fierce reckoning with what it means to live fully, even in the face of uncertainty.’

—ADITI SETHI, MD, founder and executive director, Emberlight: Center for Conscious Living & Dying in Asheville, NC

‘What an antidote to the prescription pill – a script, a plea. More than anything, this book is faithful. In Stephen’s loving hands and radical generosity, Parkinson’s disease becomes lucid, transparent, touchable. As we are let in on his human act of befriending the beast, we befriend the befriending. Reading Trembling, Still will not give us more years, but it does have the power to root us deeper in this world as Stephen’s words turn flat Earth into round. This book is better than good; it is whole.’

—RONY ROF, MD, Sabar Health Hospital at Home, Israel

‘There is extraordinary courage in this book, and extraordinary honesty. But what moves me most is its refusal of consolation. Jenkinson does not arrive at peace. He arrives at something harder and more trustworthy – a kind of sorrowing clarity that, as he writes, can fit you out for joy. In a culture of bypass, this is a direct, head-on wrestling with reality, and it is a pleasure to see how someone who has created some of the best maps actually traverses the territory.

‘For anyone who works with the dying, loves someone who is ill, or simply has not yet figured out how to think about their own mortality – which is to say, most of us – Trembling, Still is essential reading.’

—MANISH AGRAWAL, MD, MA, cofounder and CEO, Sunstone Therapies

‘Those familiar with Jenkinson’s opus – listeners, readers, the counselled and consoled – may be unsettled by the profound unsettling Stephen recounts. Vulnerability is all too often dissonant in a culture obsessed with competence, perhaps all the more so when the one sharing their fears is assumed or expected to be unfailingly competent in the face of disassembly. Genuine devastation, as Stephen attests, brings with it a deep draught of frailty, it invites hard questions about consistency, it insists on a reckoning with the limitations of living, and it forces a fumbling acceptance of the inadequacy of much of our bodily being, and not least of button flies.

‘Trembling, Still is, however, more than a wordsmith’s journal penned while he steers headlong into the storm of self-loss. It is an honouring of the beauty and brittleness of pottery, the resistance of beans, the affordances of having a hand in the provisioning of our daily bread, and it is an invitation and invocation to cultivate joy and gratitude in the midst of troubling times.’

—DR. JONATHAN CODE, writer, teacher, kindler and craftsman

‘Stephen Jenkinson is a man of both words and phenomena; I savoured every expression of experience from the depths of sadness to the peaks of triumphs, from exquisite reflections on body and mind to relationships close and casual. Gifted with letters, this man’s words are authentic, masterful, painterly and poetic. Demanding life from his ailing body and confronting the terror of a failing mind, he wows.’

—DIANE DE CAMPS MESCHINO, MD, psychiatrist and artist; associate professor, University of Toronto

‘As a practicing end-of-life counselor, I have found no text more insightful, more trustworthy, more honest, than Trembling, Still for its humble look into the abyss of neurodegeneration and lament. There are so few who have sat on both sides of the hospital consultation room’s desk that separates patient and practitioner and given us their account of the hurt of it all. Being of age and broken body to be obligated to inhabit both as well, I can confidently say that Trembling, Still is the truest account of the words the Rough Gods have spoken to anyone listening on either side of that desk.’

—JONATHAN HELLER, MS, CT, founder and director, Casa Ahava, the first hospice and palliative care home in Mozambique
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For those summoned to the mind’s wilderness;

For those staggered by it, stilled by it;

For those who stay close.
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Prologue


I may have, in a heated moment of indiscretion or inflation, told the Gods of my plans. Hindsight, and some disorder in the mechanics of my life, tell me so. I don't know about outright laughter, but there’s evidence that my schemes for myself made mirth for the divinities with whom I share this place.

The drastic genius of that couplet – ‘Tell them your plans if you want them to laugh’ – is the notion that the Holy has a sense of humour. And just as drastic: it’s likely a kind of humour that has no need of irony. Unless you are a Homeric Greek, it is more than possible that you’ve never said those words aloud, nor thought the thought that there’s mirth in the sanctum sanctorum. If you are a secular humanist, it’s less likely still.

That the makers of the whole carnage-strewn funhouse of life as we know it can be made to laugh: it’s a perfect storm of wit and least likelihoods, an open invitation to the cynic and the siren and the saint.

But if it’s true, I’ll wager they don’t laugh through their teeth. I don’t think they sneer. In this world and in the other, a genuine laugh, a holy one, is a full throttle amen, a high-octane hallelujah of confoundment and affirmation. Laughter, joy of that kind: it’s likely their invention. It’s us, not them, mistaking a scythe for a walking cane and wondering and chagrined after those nicks in the shins, with no sense of humour.

The Gods are laughing most of the time. Maybe that’s what life is: them laughing, and us invited and incited to take the hint, to get it straight.
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None of us deserve the cruelty or the grace. That was Leonard Cohen’s take on the ledger of healing. A lot of suffering rises from our investment in merit, in being one of the good guys. It’s good to be good, sure, but it isn’t a prescription for a good outcome. There’s some other calculus that finds us, without finding us deserving. There are things in life that we don’t deserve, things that we do. And the difference between them might be negligible, and hardly helps.

The work of being human in a crisis is a crisis. We are blessed, often, but not particularly favoured. Crises are crossed swords, crosshairs, crossroads, where several things are possible, and most of them are unlikely. Hope gets a workout, prayer gets an airing, and then things happen anyway. And then comes making meaning of those things, which is a hard and drastic business of dissonance and rupture and flailing for firm ground. Unknowing is the least of it.

If you have any moral compass, any sense that there is a moral order you can resort to, then you know how inscrutable, how anarchic are those times that are more conjectural than meaningful, times when the harrowing and the hurt, the cause, the course, the curse and the cure of them are untraceable.
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I wrote what follows in the teeth of a storm. It shows. There are moments of opacity, self-absorption, perdition. I was prompted by receiving a diagnosis of neurodegenerative disease. It wasn’t a book I went after, but a long shudder that I didn’t proofread. In fact, I never read it during the course of the year that produced it. I couldn’t have borne it. I couldn’t have lived through many of these realizations twice. I had no audience in mind, or purpose.

So afterwards, when the hard weather had for a time played itself out, I embedded some scaffolding into the fray, after the fact, to hold up the edifice, to help the book make a little sense, to make the hardship of the storm sentient and sad. Those are the moments where I came down from the roof, to get a little ground beneath me and think about what’d come to get me. Much of the rest of it was a kind of seizure.

There are half sentences here, lots of them. There are sentences that are dense in the manner of dark stars, or black holes. There are drastic sentences and desperate sentences and dour ones. The difference between them is the difference between roulette wheels and steering wheels and prayer wheels. At the time, I couldn’t live, couldn’t see, couldn’t write. So I wrote that way.
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In my corner of the world, Anglo North America, the mind comes a distant second to the heart. There are ‘matters of the heart’, where the cursor and calculator uneasily wander, easily distracted, distressed, underserved by their intelligence. Yet for all that we favour the heart even still, favour its native land, its feeling tones. When there’s discord in the house of love, the mind and its habits are often blamed. When disorder comes to the bone house, the body, then the mind, the wounded seat of thought – the ‘psycho’ in psychosomatic – is suspect. Emotional intelligence, or just intelligence? When the crisis is on, it’s an easy call. We may not think about it much, but we don’t doubt that the heart knows its way in the dark, that it’s the real homing device. Nobody says, ‘To thine own brain be true.’ Or mind. They’re too easily lost.

From the beginnings – and I can’t find any sign of those first days, so subtle they were – my mind has been nominated by experts and by friends as more culprit than casualty of this calamity, this neurodegeneration that’s come on. I overdid it. I asked too much of the lobes, burned too hot for too long, courted too much of a taxing kind of knowing. Not enough joy. When the news came, those convictions danced at the edge of ‘why?’ and ‘how?’– leaving ‘now what?’ to care for itself, to fend for itself.
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You have in your hands a rosary of shards, switchblades drilled through and beaded on a string. Yes, it is a chronicle, a this-worldly sequence. The news I received about the desertification of my brain – and it was terrible, utter news – caused Trembling, Still. It isn’t a book about Parkinson’s disease, or neurodegeneration. It’s a book caused by neurodegeneration. It is an instant of detonation, and three hundred and sixty-four days and nights of wrestling angels, and unravelling and deformity. It is a scanning after the work of sanity, too. It is a wondering after redemption. It is wilderness, and a hurt primeval, and an assaying of the heart. It is a civilian’s bedding down with rough Gods. It is a thinking man’s meeting with a mind in eclipse. It is a drastic, awful, clarifying hymn, with the music mostly gone from it.







Scaffolding 1


Days before Christmas, my family doctor says, ‘Well, it could be stress. It could be a postural tremour.’ ‘Ok’, I think, ‘That sounds doable.’ She pauses. Then: ‘It could be Parkinson’s.’

The room contracts, dilates. ‘I’ll refer you to a neurologist. Getting an appointment will take a while. A year, maybe.’

I call in a few favours, bypass the lineup, and see a neurologist on 2 January. We’re two minutes into the meeting. He’s been testing my reflexes. ‘Oh yeah’, he says, like he’s commenting on the weather. ‘Parkinson’s.’
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At first: what? Shambles?

No. That wasn’t it.

A weeping, rearing, leaking, ruptured mind?

No. That came later.

A punishment? The cylinders on the cage door clicking shut?

No. I was thinking by the time I saw it that way.

Before. Before the figuring, the stance taking, the old recourse to fixes: what was I?

Before anything meant anything: what was I?

I was a single feather blown off a wing by the January wind,

pretending I was still a bird. Ever was a bird.

I was a small, illustrated book, every third page gone,

every third instant missing,

the intermediate pages of stepping, reaching, soothing

broken and torn out.

Yes. That was there, then.

But mostly I was cold and

without reasons. I heard the diagnosis. I didn’t know what it meant. Or who it meant. Those were the first few moments of a branded, blistered life.

How is it my brain is crumbling, melting like

a sand mandala in the rain?

How could I know that,

and it be true,

at the same time?

Bits of my family standing in the parking lot after the appointment,

bits of me trying to decide what comes next.

Walk? Tea? Drugstore prescription? Asylum?

Staring down the street. There’s the winter wind. There’s the edict. That’s it.

Is this me we’re talking about?
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Describing ‘devastation’ is trolling through a field of debris. The impact’s already happened, already so, already a cooling, impersonal fact. The cartwheeling of personal effects has already happened, the scree of corruptible days now a strewn, blurred smear across the ground of an otherwise ordinary day. Unrelenting time has swallowed the moment of impact, the ploughing up of ground. There’s no fixing to be done, no deal to be struck. No remedy. It’s all already happened. Ordinary morning street sounds bury the burial of ‘ordinary.’ This isn’t summons. It’s news. Already I’m not a witness. I’m a subject.
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Something’s so utterly over.

And I didn’t notice.

And I still don’t know.

I was in for a hammering. That

was to come.

But just then, at first, on the second day of the year, out on the boulevard in front of the clinic,

I was hunted, and seized, and brought to ground

in something’s jaws.

And still I didn’t know.
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On New Year’s Day I was fine. The next day, diagnosed. The next, on a plane to California. No reason to go. Less reason to stay.

In that state, I started writing things down.



 



3 January 2024



Plane, layover in Calgary, en route to Palm Springs

To whomever this comes to rest upon:

Before we go any further, an apology for the penmanship. I’m told it’s a sign. The longer this thing goes on, the deeper the perplexity in the dexterity, the smaller and more irrevocable the writing becomes. I found this out yesterday, although I’ve noticed a certain bewilderment in the fine-motor world for some time.

‘Wear and tear’ is what I figured at the time. Not being in my fifties any longer, those full-throttle days. But no: yesterday’s news was that the writing gets smaller as things go on. The record will show that I’ve always favoured a small script. Starting out as a writing type, I held a high regard for paper and ink, and small script was my translation of that regard. The scrawl will signal diminishment from here on, even though regard is still there.

This time yesterday, my life was perforated, punctuated, punctured by a piece of information. I was told that all the signs were saying I had – have (a shift that needs practice) – Parkinson’s disease. My wife and son were with me, my daughter on speaker phone. I relied upon them (more practice) to track the steady stream of information stemming from what seemed a cursory, overly brief survey of the highlights of this affliction. I squeezed fingers. I pointed to my nose. I touched certain coordinates. I counted backwards by increments of seven.

That last one was a strange encounter. I sensed that my competence was, for the first time that I know of, under scrutiny – in doubt, even. I found myself trying to memorize instead of calculating the rolling, reversing sequence. I found myself hoping I got the answer right, and then noticing that I was hoping instead of knowing. Then I was asked to walk down a hallway and walk back. ‘Not bad’, the neurologist said. I was grasping for affirmation by this time, even though ‘not bad’ isn’t what you want a neurologist to say about something you’ve been doing since age two.

All the while, I was noticing myself engaging the sequences, watching my usually unstill hand, remarking on how I was focused on stillness in order to pass a test I thought would be rendered by a CT scan, or the like. But the survey of my affliction was simplicity itself: tracking a finger with an eye, rolling my fingers across imaginary piano keys while staring ahead.

It was strange … No, it made me a stranger to myself, trying to perform well while a neurologist sized me up. It made me wish I’d practiced more, paid attention to the gestures I thought were inalienable, inevitable, irreducible – barring an accident-borne puncture of the mind or spine.

Of course, the conceit is a kind of subterfuge: if I do well on this testing, then I’ll walk out of here in better shape than I walked in. But, of course, I’m in the office, and I’m already afflicted, minus the information. What I’m hoping I might prevail over is already so. Has already happened. That’s the oddness of this thing: I’m already not the man I hope I still am. All the new undoings are intact, none of them undone, undoable.

And that’s what I found the hardest thought to think in the first few hours, post-diagnosis: this is me he’s talking about. I’ve not much say in the thing. It’s me there, in the crosshairs of his dismal expertise. It’s me he is writing an anticonfusion prescription for. It’s me he’s advising to take my time and think over whether to take pills that will do precisely nothing to restore any lost dexterity or smooth running, or even challenge the oncomingness of what’s already here. Already me.
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We are, many of us, famous for our ability to get used to reversals of fortune so severe. That is the usual story, the suspect reassurance. I now think it more likely that we can get used to the reversal of fortune of others. It isn’t indelicacy at work or play. It’s just the brief, short distance between our tiny fickle well-being and the demonstrable fate of that person known to us but a step or two away.

Exhibit A: While I was writing the above paragraph, the flight attendant announced a ‘medical situation’ occurring in the rear of the plane, and inquired whether there was a doctor or a nurse on board. I instantly vacated the centre seat in the day-old degradation of my likelihoods, and something of me thanked the middle-aged woman who rose to the occasion with her studies and time in the halls of human suffering. I vacated the seat with no effort, no labour, no onset of comparison. Just this: for a few minutes beyond my noticing of it, it wasn’t me. That’s all. I don’t know if that is misery finding its company, or a contorted suffering forgetting itself for a while, or me gladly taking the opportunity to set the last twenty-four hours of dissociation aside unawares, until this moment. Then this one. Gladly. And gladly I wish the medical situation and its actors well. But, finally, for a moment, it’s not me at the centre of affliction.

The cross knot of despair that wrung every particle of wonder out of every moment of the last twenty-five hours is untied somehow. I am a casual voyageur in the sky, as so often I have been. I have to remind myself who I am now, looking out the window on the scheme of roads and buildings and lives down below. I am a Parkinson’s man. Or I was. Or I’ll be again. I’ll have to decide whether I’m avoiding things, or whether I’ve come to my senses, or whether my as-yet-uneclipsed abilities in the human striving for life have come around again. I’ll have to make up my shaky mind. When everything – OK, not everything, not yet – connected to your mind, when everything that convenes in your mind seems to be shaking, the mind, bless its soul, seems to go along for the bumpy ride. ‘Turbulence’ is what they call this condition in the sky, and turbulence is a close enough descriptor: some unseen force from without sees to it that all within heaves and churns and shuffles. There goes the kilter.

[image: ]

Yesterday – diagnosis day – time broke. Time passing turned into rough acreage. I hauled myself over it, through it. The night before, when everything was still pending, my daughter and her ex-spouse equivalent, his five-year-old by another woman he is no longer with, my son, my wife, a guest from Ireland, my partner in a music project and his spouse equivalent, and I ended up at my ex-wife’s place, the same place she bought after leaving me, the place that was now a staging area for arranging the recon mission into the neurological unknown that was to follow.

Several times one of us said aloud, ‘Well, this is weird.’ Everyone except my ex-wife – something I’ve never called her – who said she didn’t think it was weird at all. Bless her. At one point, as I sat in her living room, it seemed to be a kind of pre-op theatre, and I was wondering what my life might already have become, without me really noticing. It could have been weird, and no one might have noticed.

If this is a tragedy, then we could say that tragedy might make useful, purposeful even, what the statutory found weird and discredited, even forbade. A room full of people that tragedy brings together might as readily be a village as an oddity. The misfortune of one in their midst might be the occasion for communion. Afterwards, attendees might bring shards of integrity back to the corners of their worlds. They’ve been to prayers, to the opening of the holy books. Tragedies are holy books: hints, inscrutables, skewed instructions, the index finger of a startled mind running down the chapters, the verses, the fissures.

I’m glad it was weird. I’m glad my kids in their mid-adulthood could see their parents and their parents once-removed in the weirdness, see them fallen down, though not all at once. Weird needs the contrast of ‘ordinarily OK’ close by, the way light needs something to illumine. Like light, weird is gone soon after it appears, so it needs its amanuensis to take a little fugitive dictation. (The writing is deteriorating just now. I’m right about that, though perhaps not about why: there’s turbulence in the air above Nevada, or wherever we are, and it affects my spelling, too.)
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Desert, Joshua Tree

One thing I very much want to do: call out, ‘You don’t understand.’ Or, ‘I don’t understand.’ I don’t know who I’d call that out to. ‘This is all badly misunderstood, and that’s underneath it all.’ I couldn’t tag the understanding. But I know that I want to have been wrong, fundamentally wrong, somewhere along the way. Wrong in the examination room, say, when I misheard the doctor’s directions and hesitated, revealing a neurodegenerative symptom. I review my performance on writing out a sentence he asked me to reproduce, something about ‘a dreary morning was upon us.’ It was a poor sentence. Poorly imagined, poorly spoken. I couldn’t get behind it at all. My heart wasn’t in it, and it showed. And that’s why I’m here, I want to say, shaken, in the California desert, adrift in my unsettledness, a day into the disease, having last night paid through the nose for an oversize rental car at an airport in a foreign country, unable in the dark to solve the locked gate’s combination to the house kindly loaned us, everything gone awry, every ordinary obstacle now utter defeat.

Some part of my mind would almost decide on such an account. I can feel the willingness of that part of the brain – if that’s where these things happen – to bring all of this down to a breakdown in nuance. Some part of me seeks salvation just now, and a missed flight might just be the way out. The three airports yesterday, the lost baggage, being upsold at Thrifty, the rules, the cards in my wallet bearing my ID that are more vital to the fact and the process of being modern than I am: the strangeness of the twenty-first century washed over me all day, razed my ability to belong to it. This is not a good time to sprout infirmity. It’s not a time that is kind to not knowing your way around the place. The intelligence necessary to navigate this international travel fracas is already artificial. Scarier still: the word ‘artificial’ in this world isn’t scary at all. It’s another kind of ‘real’, the newest real there is.

Not quite, though. My discomfort on the matter is newer than the artificial intelligence is, and just as real.

I remember tonight a woman, maybe in her fifties, at a presentation I gave a few years ago. I’ll leave her whatever privacy is left, and say only that she appeared hollow and hard-driven by whatever carried her to me. The question period came. This is when people ignore what’s just been said and restore their reasons for coming in its stead. She was the first questioner. She began with a common enough litany. She’d been diagnosed recently. She’d been unnerved and riven by the news – and it had been news. She’d had no expectation beyond something being off, something that was usually kind to the long-term allegations of life. This part of the story she knew well, well enough to be singular of purpose in the delivery. But, as is common, I could hear the uncertain end of her tale looming. In another moment, it appeared she had lurched to a halt. Galled at the suddenness of the thing, she reached for something that would continue her question, her life. In the name of all of that, she said, ‘I’m afraid it’s too late to do a lot of things.’

‘It is’, I said, ‘it’s too late for a lot of things.’

This cauldron of calamity – these very days – are what I meant.
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I’ve already decided – this may change – that I’m not going to become a Parkinson’s do-it-yourself expert. I don’t have any sense that peace of mind, or stillness of mind, awaits those of us afflicted as we calve off hours, then days at a stretch in search of expertise in what we can do about what we can do nothing about. So, I’ll remain uninformed about what the internet would bid me do.

Before that decision took effect, though, I engaged my dread, my word voodoo, and looked up a couple of things. I avoided the word ‘Parkinson’s’ entirely and went for the less damning ‘tremours’. And it was in that brief review of contending likelihoods that I came across the word ‘dopamine’. I’ve heard it before, as have you. It is the physiological seat of contentment, or joy, or bliss or well-being. The neurologist I met the other day slandered that idea. The ‘happy gland’, he called it, and then promptly discredited the possibility.

Still, in what I read, there seemed to be a link between Parkinson’s and some kind of dopamine disturbance. In my case, there’s probably something to all that. It’s fair to say that I haven’t made joy or happiness a core goal of contemplation. It doesn’t figure largely in the work I’ve done in the last twenty years. As best as I could understand it, happiness was a consequence, not a cause.

But this isn’t happiness thinking about happiness. Could I have been wrong about happiness? Are there different kinds? Does it ask as well as give?

Already in the wake of the appointment with the neurologist, I have completely forgotten that I am charged with a diagnosis. Twice, that I remember. Each time I realized that I was going about things – reading an idle magazine for no reason, thinking about very little – as if my life is exactly what it was a week or so ago. Some game show trapdoor snapped shut just then, and I yanked myself back into the present, the foreclosed-upon-present, the harshly lit, intolerant, blasted, Godly present.

It shocks me, twice. Once when I realize I’ve forgotten to be diagnosed, and once when I feel the moral obligation to be utterly changed seize upon my fidelities. How will I manage with this oversight? How will I gather up the current crumble of my Parkinsonian thoughts if I forget I am afflicted? Is this forgetting grace? Is it the disease?
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When the neurological appointment slumped to a halt the other day, I could scarcely stand. Once up, I could scarcely walk. I couldn’t find a reason to. I wrestled with my coat. I shuffled into the waiting room. There I locked eyes with a late-middle-aged man who was perched at the edge of his chair, awaiting his turn, his worn wife beside him. His affliction rode him so mercilessly, the misery so palpable, so postural, so infernal, the suffering so final in him. He was stooped, looking up at me from a hell of drastic clarity. His eyes were pools of misfortune. We nodded, one to the other, as prisoners do shuffling to and from their lostness. In that moment I thought: Ah. Here’s what’s coming.
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The name of the afflicted part of my brain and the name of the drug of choice for contending with the affliction both have the word ‘dope’ in them. ‘Cope/Hope/Dope’, I used to say in the days I worked in palliative care, the death trade – ‘the holy trinity of death care in a death-phobic culture.’ Now here comes the dope. I imagine the other two will not be far behind. ‘Dope’ is slang now. It describes a mind-buggering substance, and it describes the devotee of said buggering. Hope struck me for a long time as slouching on the future’s doorstep, refusing to go inside. To go inside, you see, would have to make it the present. That takes a lot of nerve. ‘Hopeless’ has as much slouching involved, plus enough nihilism to warrant the posture.

I wonder if coming apart from the cognitive insides will change any of this, whether it will give the changes and the reluctance to change their due. They’ve impulses, they’ve reflexes, each of which initiates and imitates necessity very well, each of which, when tangled with, take a lot out of you.

Can you take things seriously happily? Is sobriety tolerant that way? Is discipline funny? Is funny happy? Is devotion happy? I am nursing those and a host of other crises.

This being diseased is me standing on a pier, the boat of everything before now casting off, all ashore who’s staying ashore. Or, it’s me soloing in a stripped-down outrigger, watching the pier of old understanding recede, taken in by the mirage of the earth’s bend manifest on the horizon.

Of course, nowhere is it written by the Ancients of Days or their heirs that mirth banishes discipline – that would be neither joyful nor disciplined. And we’ve heard of those Zen masters whose meditation discipline is taken up in chortling. They may have the usual incidence per capita of this affliction of mine, chuckling or not, but their particular grace under pressure might enable them to laugh their way through that, too.

Sobriety and solemnity are Anglo–North American twins. I’m not the first to forge them, even confuse them. With very little time in with the ecclesia, still I was heir to their resemblance. So, is it too late for me to have lived as if this was a choice and not a given? Is it too late for me to have undertaken the work I did with the happy gland turned on?

Yes, in every way ‘too late’ can be meant, it is too late for me to have been that guy. Is it too late for me to be that guy? Close, yes, habits of the heart and eye and mind being what they are. We’ll see if we take climatic measures that slow the recession of the glaciers. And we’ll see if I choose latter-day recourse to joy.

One thing about dragging around a diagnosis that I have to remind myself I have: an agile, emotional part of me knows I’d better practice being grateful, at least for the big things.

The little things help with that. Your wife makes you tea – without asking. You’re not thirsty, but your thirst is not the point. It’s one way she puts her hand on you, while she still can. That’s easy to forget.

If you wait until you feel grateful to say ‘thank you’ aloud, you would be waiting a good while. You receive things you didn’t ask for, don’t want, don’t need. There’s not a hint of the beneficiary’s gratitude in you. That’s magic hour. That’s when you get all those things you don’t feel – benefit, satisfaction, a need met – into your voice, and you shape them all into that empty place and give it the sounds of thanksgiving. I’d guess that’s why it’s called Thanksgiving: not because you got something, but because you have something – thanks – to give.
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Airport layovers are where you invent needs. They are culinary casinos: mealtime is all the time. The allegations of blood sugar are edicts. The decor is drywall deep. There are themed carbohydrates. The same half-dozen items are sauced, tossed, flash fried, fricasseed. Eighteen travel hours of unrelenting, self-abasing reward for denying yourself and eating well the rest of the time, when you’re at home.

Mall half-light fools you into thinking you’re eating because you’re hungry. You’re not hungry. You’re dancing with the timing of your connecting flight and the sprint time to its gate. This is an ideal time for existential unmooredness.

We chose a Greek theme for the lunch-approximate, time-consuming layover scheme. No identifiable Greeks behind the counter. We focused on roughage plus unfarmed protein, a great challenge. It’s mystery meat all round.

Flying the day after my diagnosis, I was in no shape for moral discernment and the rigours of a hundred-mile diet. I was in an airport on the Canadian prairies, halfway between the Ontario home I wouldn’t see for months and the California high desert, and I didn’t know who I was. All those fugitive habits of personhood and adulthood were cracking and peeling off in handfuls, as if too long in the ultraviolet. I pretended I was hungry. I pretended to eat. I was scanning myself for signs of disassembly. This is how I’ll identify now, choosing my brand of transience.

I notice now that I’ve begun to notice the autonomic capacity of everyone else around me. Of course, I don’t really know how they’re doing in the depths of their lives. I don’t know if they know it, either. But they’re unchallenged by the lost-gear shuffle of the airport gait, just as I once was, as recently as my last run of the Nights of Grief & Mystery tour in Australia, when that young man in the departure lounge sat across from me, so deep in his tremours and his misery, and I didn’t know what I was looking at. I know now. But minus a diagnosis, my fellow travelers are mostly upright and moving along to the ‘all together now’ of sparsely examined competence, the same competence that bore me for work to the southern hemisphere and back, unaided, less than two months ago.
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I don’t know if I was just keeping my stand-and-deliver ratcheted up tight. I don’t know if the demands of the road and the shows were the binding agent. But the diagnostic gamut has unravelled a tremourous ensemble. It is as if the encounter with the neurologist five days ago was a starting gun, or an overture, or a countdown. The tight knot of imprecisions that were once at my periphery have displaced my official self and its smoothed repertoire. In a few short days, I’m moving like someone in one of those little children’s books you flip through to induce movement – jittery, the intermediate moments melting away. One short week. The psyche is powerful business. Disempowerment is powerful business.

I was halfway through the Greek food in the airport. I wasn’t sure if I was slower in the hand-to-mouth business than I’d been. I’ve been doing it for so long that it scarcely registers. But I think I’ve begun to track the subtlest of hesitations. I still have the motor confidence of the usually abled, but that might be a mastery habit enjoying its autopilot, blithe as to what is incoming. Compromises in self-mastery are the hellgate for Anglo-North Americans like me.

I noticed a few grains of rice on the table. There were another few in my lap. Before I brushed them off, I looked under the table. A few more. Not enough to resemble a spill. Enough to look like inattention. I was flustered. I was gyrating. I had an instinct to go the Greek counter and explain myself to the kid working there who’ll have to sweep up after me once we shuffle to the departure gate. I won’t really do it. It’s a nightmare of etiquette breakdown: the jitters, the neurologist, a staggering affirmation that only happened yesterday. The bamboo fork is my prosthesis. He might be the first in an uncharming list of people who’ll be cleaning up after my unravelling. My chemtrail.

In my mind, I hear the first-person account of my burdening years coming on. Unable to rearrange the cargo below decks, I’ll be listing to port or to starboard. I’ll have to oversteer and course correct as I sail off on the raft in my coming years, as strangers I meet in the shipping lanes of life give me wide berth, recognizing, as they eventually will, the tattered ensign of compromise whipped by the breeze.

I spared the Greek place guy. I spared myself. I nudged the rice into a little pile with my shoe. He’d probably think a kid did it. I wondered what of all this showed. My first thought: the whole business was an interior opera. We’re maybe twenty yards down the concourse. I asked my wife whether she noticed. She nodded, yes, which was crushing. What it crushed, I don’t know. The eggshell of my plans for myself, maybe, for my agedness, if there’ll be any agedness. I am guessing the time will come when I’d want her to know what’s going on in here without me telling her everything. But it’s too soon for me to be able to be translucent like that, to want to be illuminated, backlit by time passing, and my evenness with it.

[image: ]

I’ve eyed the end. Not the ending. That’s different. If we’re talking about life here, then endings are graduated things. There are loads of them, but they’re not all easy to recognize. You need a lot of oncoming, ongoing courage to eye those things rolling through, taking so few prisoners as they do. Endings are eleventh-hour stuff, and they can go on for years.

The end is easier to get in view, because it’s ultimate. It’s the Big Bang of your life, but you don’t know that yet. For the longest time it’s in the ‘yet to be’, an idea that you can practice on. It’s an idea that will come true sometime. It’s not a belief, really. It happens to your beliefs.

Along with its misgivings, misfirings, misanthropies, the end can have its mishearings. Some of them are tragic. At least as tragic as the hearings are. Some of them have no consequence that matters. Some of them can be hilarious.

A few hours ago, my wife watched me end a phone call, inefficiently. Eventually she’d seen enough. She started to dress herself for the cold wind coming in off the desert. Before going outside, she looked directly at me and said, ‘I’m going outside. I don’t want to be a raccoon on your neck.’ I’ve spent ten minutes – ten minutes I’ll never get back – wondering why she’d ever be a racoon, and whether racoons get on your neck, and why, and how she knew all that. I like the idea so much I don’t ask what she actually said, in case that wasn’t it.
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I wasn’t raised with tea. There was no tea, either hot or cold. There was coffee for the grownups. There was a bit of the paraphernalia for rousing coffee in the mornings – the grinding and the brewing, or whatever it was. There was never an invitation to join them in the ceremonial doings. Strictly adult business. Vague allusions to ‘strong stuff’ and ‘octane’ and the like had me understanding that coffee was lysergic in some way, that it was altering, conjuring stuff, barely containable, elevating and revelatory and narcotic. They’d drink it down cold and unadorned, just to have it inside themselves.

Plus, it was insolubly joined to cigarette smoking. It was a two-fisted devotion. Their smells were incantatory, phlegmatic. They were a cold mist in the air above their devotees – shamanesque. Any outlier winter’s work was performed in the blue haze and the rolling billows of the strong, acrid stuff: as close as we got to sacred. Since I’ve been asthmatic
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Aftermath of the Reveal
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