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Author’s Note

The stories told here are grounded in my clinical experience, but elements have been changed in order to protect the confidentiality of staff and patients. In addition, details of the situations and the people I have met and cared for have, at times, been merged or altered in order to further protect privacy and confidentiality. I am extremely grateful to Dr Helgi Johannsson; Andy Taylor; Alice, Sharon and Jonathan Byron; and Diane and Ed Finch for allowing me to tell their stories using their real names.



Tell me, what is it you plan to do
With your one wild and precious life?

Mary Oliver, ‘The Summer Day’
from House of Light




Prologue


There isn’t enough of anything
as long as we live. But at intervals
a sweetness appears and, given a chance,
prevails.

Raymond Carver, ‘The Author of Her
Misfortune’, Ultramarine: Poems



Two men enter an empty studio. They sit down and talk at length over a bottle of white wine, finally departing before drugs lay claim to the eloquence of one of them. Wreathed in smoke, a cigarette permanently clenched in one arthritic hand, the acclaimed British screenwriter and dramatist Dennis Potter has been told the month before that he is dying. The hip flask he sets down on the table beside the wine contains not whisky but morphine. As his interview with the arts broadcaster Melvyn Bragg unfolds, Potter will need televised swigs from the flask to blank out the pain of his inoperable pancreatic cancer.

This is 1994. Back then, in Britain, no one spoke in public about terminal cancer, let alone broadcast its assault on their body on prime-time television. But Potter has always loved to shock his audiences into thought, using drama to confront the truths that most disturb us. This evening, he has chosen to dramatise his own, real-time, corporeal decline.

At age twenty-two, a student who happened to be home from her studies, I was tempted to skirt the televised death talk, but my father told me if I did, I would regret it. And so we sat side by side, in front of the television, as I tried to disguise my discomfort at Potter’s dependence on his opiates – this unadorned proximity to dying. Since Dad, a doctor, did not approve of squeamishness, I kept my unease under wraps.

We were watching, it turned out, Potter’s last public words. Two months later, he was dead. Yet he filled the studio, and the minds of those who watched, with the sheer theatricality not of dying but of living. Death’s imminence, its claim on his future, had given Potter licence to live like a child in the present. Every second sang.

‘The only thing you know for sure is the present tense, and that nowness becomes so vivid that, almost in a perverse sort of way, I’m almost serene,’ he said, the paradox prompting a lopsided grin. ‘You know, I can celebrate life … Last week looking at [the blossom] through the window when I’m writing, I see it is the whitest, frothiest, blossomest blossom that there ever could be, and I can see it. Things are both more trivial than they ever were, and more important than they ever were, and the difference between the trivial and the important doesn’t seem to matter. But the nowness of everything is absolutely wondrous.’

For a moment – and I knew it was the same for Dad – I felt like I had been handed the key to everlasting happiness. Experience the world with the heightened intensity of a child. Inhabit now, not tomorrow, or a sad trail of yesterdays. Seize it. Live the moment like it is your last. Needless to say, the humdrum anxieties of everyday existence soon blotted any nowness from my mind. As Potter himself put it so beautifully: ‘We’re the one animal that knows that we’re going to die, and yet we carry on paying our mortgages, doing our jobs, moving about, behaving as though there’s eternity.’

In 2017, twenty-three years after Dennis Potter died, his words were resurrected in my mind. Dad, my dearest Dad, was now himself a dying man. In thrall to a cancer not of the pancreas but the bowel, he had spent half a year on the chemotherapy carousel. Infusions, blood tests, nausea, fatigue, infusions, damaged nerves, infusions, bleeding skin. Hope, more than anything, kept him coming back for more. Even when the scans showed terminal spread, still he yearned, burned, for more life. He took them, these monthly batterings of the cytotoxic drugs, because they gave him a space in which to believe. They allowed him to imagine a future.

We all, including Dad, feared his days were running out. Unable to stop time, we groped for moments of timelessness. If we could help him, I reasoned, inhabit the blossom, then perhaps he could elude the doctor’s curse – too intimate a knowledge of how his days would likely end, as cancer picked off organs one by one.

I thought back to the tales he had always loved to share of life as a young medic in swinging sixties London, all vibrancy, colour and chaos. Partying hard until the early hours, then driving his scarlet MG sports car through the deserted East End because, in those days, no one cared about drink driving. Skedaddling at dawn from his hospital to the pub around the corner to share early-morning pints with the meat men from Smithfield Market, in boozy, bloodied celebration of surviving three whole days and nights on-call. And, every summer, queuing for cheap tickets to that music festival of world renown the BBC Proms, where he would stand high in the canopy of the Royal Albert Hall as Tchaikovsky and Mahler transported him yet higher.

Music, I was certain, was for Dad a form of blossom. In ‘Trenchtown Rock’, Bob Marley sang of its power: ‘One good thing about music, when it hits you, you feel no pain.’ And so, that spring, I secretly booked us seats inside the Albert Hall for an early Prom in the summer of 2017. Berlin’s Staatskapelle orchestra would be playing one of Dad’s favourite pieces, Elgar’s Second Symphony, conducted by the great Daniel Barenboim. Whether Dad would be alive then, or fit for trips to London, I could not say. I suppose the tickets were a talisman, tucked deep inside a bedside drawer, my own small leap of faith into the future.

For Britons, 2017 often felt like the year of hate. Acts of terror came like rain. First, in March, a British-born terrorist, Khalid Masood, ploughed his car through pedestrians on London’s Westminster Bridge, killing four of them, before stabbing to death a police officer guarding the entrance to Parliament. Two months later, another terrorist, Salman Abedi, exploded a bomb in the foyer of the Manchester Arena, killing twenty-two concert-goers, including children. In June, another eight people were murdered when terrorists drove a van into pedestrians on London Bridge, then embarked on a stabbing rampage in nearby Borough Market.

The country reeled from onslaught to onslaught. Already bruised from the preceding year’s referendum – Britain’s decision to leave the European Union had unleashed much division and anger – now we were battered by terror. It was hard to find reasons for hope. Amid the disbelief and rage, the murderous death toll ever rising, we scratched around for comfort where we could. For Dad, like so many, this lay in the innumerable, instinctive acts of courage that unfurled, like little miracles, from the hate.

‘Have you heard about the nurse on London Bridge?’ he asked me on the phone one night.

While terrified pedestrians had scattered from the men intent on killing, Kirsty Boden, a twenty-eight-year-old nurse in the NHS, had chosen to run towards the danger. The price of her selflessness, as she stooped to help a victim, was to be fatally stabbed in the chest herself. Her impulse to save others claimed her life.

‘If ever one person showed us how much there still is to believe in,’ Dad mused, as we asked ourselves whether we, both doctors, would have acted as bravely.

By the time July bathed Britain in sunlight, Dad had been stripped of all his strength by cancer, even as London was reinforced by newly sprouted concrete barriers, placed wherever large groups of people congregated, enticing the men with their vehicles, guns and blades. I had not dared hope for midsummer. But Dad, though frail, was still with us. Overjoyed, I drove my parents to the parking place, booked months earlier, right beside the Albert Hall, in case he was too weak to walk.

Slowly, arm in arm, we climbed the steps towards the hall. Dad’s bones were sharp against my skin. The slabs of anti-terror concrete perturbed us. ‘Has it really come to this?’ he asked. ‘That going out to hear a symphony could be life-threatening?’

He bought Mum and me a pre-concert glass of champagne. I had worried he might try to hide his fatigue, feigning enjoyment for our benefit, while really feeling too spent for pleasure. But, as he sipped his drink, the eyes that roved across the crowds glinted bright as bubbles. My heart lurched. It was just as I had hoped.

We took our seats. ‘Well,’ he grinned, easing his gaunt frame into velvet-covered plushness, ‘this isn’t quite what I remember from standing up in the roof in the 1960s.’ In choosing our seats, I had blown the budget on cancer-friendly opulence. We sat in a box, no less, looking down upon the stage. Beneath the cavernous domed ceiling, the tiers of gilded seats and stage lights, Dad no longer looked frail, but radiant. A hush, reverential, descended. The orchestra entered and, at Barenboim’s signal, Elgar’s opening notes swelled inside and around us.

I forgot the voice that had dogged me for months, asking, on every visit to my parents, ‘How many more times are there left to see Dad now?’ I forgot how much it hurts to love someone while losing them. I stole a glance at Mum and Dad, to see him squeeze her hand and smile. Bob Marley was right. Music, if fleetingly, had just cured cancer.

As the orchestra rose to rapturous applause, I knew I would seal this memory away in the back of my mind where it too, in time, might become talismanic. But the blossom, remarkably, was yet to come.

Barenboim turned from the stage to his audience and, breaking with convention, began to address us directly. Though he insisted his words were not political, ‘but rather of a human concern’, they were sufficiently newsworthy to fill the next day’s press, incurring social media wrath and outrage. Speaking as an Argentinian-born Palestinian citizen who had once lived in Britain, and now in Germany, he spoke of his fears of isolationism and – to deafening applause – of music’s unique ability to transcend national boundaries: ‘If a French citizen wants to learn Goethe, he must have a translation. But he doesn’t need a translation for the Beethoven symphonies. This is important. This is why music is so important.’

To some, his words signified an unwanted rebuke of those Britons who had voted, in the previous year’s referendum, to leave the European Union. But his appeal for more education ‘about who we are, about what is a human being, and how is he to relate to others of the same kind’ seemed to me to deliver an altogether different message. Unity, not division, was Barenboim’s aspiration. Music, fundamentally, was his means of connection, of bringing people together, irrespective of difference. ‘Our profession, the musical profession, is the only one that is not national. No German musician will tell you, “I am a German musician and I will only play Brahms, Schumann and Beethoven.” ’

I looked across at Dad and smiled. We had argued so often, with such vehemence, about Britain’s role in Europe – he a ‘Brexiter’ who longed for British sovereignty, me a Europhile who carried her EU passport with pride. Barenboim’s words touched each of us deeply, surely proving, with eloquence, his point. Poignantly, within this concert hall newly barricaded inside concrete, he continued, ‘Religious fanaticism cannot be fought with arms alone. The real evil of the world can only be fought with a humanism that keeps us all together. Including you. And I’m going to show you I really mean it.’

He turned back towards the orchestra and raised his baton. Silence. And then, gifted to the hall, two encores. First, ‘Nimrod’, from Elgar’s Enigma Variations, my father’s favourite piece of music. Then, the most overtly patriotic of all of Elgar’s works, his first Pomp and Circumstance March, widely known as ‘Land of Hope and Glory’. Two profoundly political pieces, steeped in anachronistic overtones of greatness and empire, yet played lovingly, in London, by Berlin’s finest musicians. There it was. In music more powerful than any words, in a country beset by division and fear, we were reminded of what we shared.

I could think of none of this, however, as the strings ebbed and flowed. My heart had unravelled at the thought, ‘Nimrod’, Dad’s been given ‘Nimrod’. He loved the piece more than any other, passed on that love to me while I was still a child. Too young to understand words like ‘patriotism’ and ‘empire’, I simply observed, as he turned up the volume, the music sweep him upwards, somewhere high. And I felt the brass and drums inside the cave of my chest as thunder, lightning, all the might of the world, somehow distilled into sound. ‘Nimrod’, I grew up learning, was Dad’s anthem, and so, of course, it became mine.

Beneath the auditorium lights, tears shone from my parents’ faces as I watched them smile, rapturously. How very unlikely, how outlandish, that now, in using Elgar to plead for our common humanity, Barenboim had unwittingly enabled the dying man in the box right of stage to live, for a moment, wondrously.

In today’s developed world it is possible to live an entire lifetime without ever directly setting eyes on death, which, considering half a million Britons and two and a half million Americans will die every year, is remarkable.

Little more than a century ago, this distance from dying was inconceivable. We invariably departed the world as we entered it, among our families, close up and personal, wreathed not in hospital sheets but in the intimacy of our own homes. Now, though, both birth and death have become, by and large, institutionalised. The only two certainties around which our lives pivot have been outsourced to paid professionals. A scant 2 per cent of births in Britain are home births, and only one in five of us will die at home, despite two thirds of us expressing the wish to do so. Hospitals, hospices and care homes are the new repositories of modern-day demise.

Doctors, in involving themselves in matters of dying, therefore do something highly unusual. I am odder than most. By specialising in palliative medicine, I use my training and skills specifically to help people with a terminal illness live what remains of their lives as fully as possible, and to die with dignity and comfort. I have, in short, made dying my day job. Rarely, if ever, does a week go by in which all of my patients survive.

Most people’s reaction on learning what I do for a living is to wince as they mutter, ‘I don’t know how you can bear that.’ You can almost feel the suppressed recoil as they shrink from the thought of all that death. And I don’t blame them. I used to recoil once too. Losing someone you love can be a pain more searing than any other. And there is no escaping the fact that dying, like childbirth, can be gruelling – though far less commonly than I once imagined. As a patient once told me: ‘I’m not afraid of dying, I just never realised it would be such hard work.’

The allure of medicine is easy to understand. There is power, respect, status, gratitude. But why on earth would a doctor, after all those laborious years of study – the hard-won potential to restart a child’s heart, give back the gift of sight, reset a shattered limb, transplant a kidney – choose to immerse themselves in death and dying? What could possibly be the attraction of day in, day out grief and sadness, all of it tainted by the whiff of defeat, of inescapable medical failure?

If neurosurgeons are the rock stars of the medical hierarchy – its sexy, alpha, heart-throb heroes – then palliative care doctors are the dowdy support act. A low-rank medical speciality, we lurk in the shadows, too close to death for comfort, murkily intervening with our morphine and midazolam once our charismatic cousins have exhausted their efforts at cure. No one in the hospital is quite sure what we get up to, and usually does not wish to know either. Death is taboo for many reasons, not least the fear that it might just be catching.

Once, shortly after I qualified as a doctor, a consultant oncologist summed up in one sentence a certain old guard’s attitude to terminal diagnoses. We had just left the bedside of a patient whose cancer had spread widely, despite her last-ditch chemotherapy. ‘There’s nothing more for us to do here,’ the consultant had said by the sink, as he literally and metaphorically washed his hands of her. ‘Send her to the palliative dustbin.’

His words left me dumbstruck. Were there really doctors who dismissed patients as trash, as having lives devoid of value, once medicine could no longer prolong them? At the time I could hardly conceive of a more repugnant sentiment, though today I wonder if the consultant’s remark was really a crass attempt at humour, born out of embarrassment and discomfort at his own perceived impotence. The feelings death stirs are nothing if not complicated.

Even I – someone who works with death on a daily basis – treat the subject with caution. My own children, for example, still do not know exactly what Mummy does at the hospital, and I am not sure how old they will be before I feel entirely comfortable explaining all. They assume, I imagine, that I save lives for a living. That is, after all, the old medical paradigm. The dramatised doctors who stride across our television screens, swoop in, take command, deploy their skills and save the day. Stethoscopes in place of capes, but doctor-heroes all the same, prolonging life, denying death, playing God with impunity.

When I was a child myself, devoted to my physician father, I came to glimpse through him a different, quieter style of doctoring in which medicine perhaps achieved less yet was kinder and more humane. I learned from his inexhaustible tales that even when a patient’s fate seems hopeless, a doctor, if they care, through their basic humanity, can always make things more bearable, and that this was something to emulate. The lesson must have lodged in my brain. Two decades later, upon belatedly qualifying as a doctor myself, I would discover that a frenetic, overstretched hospital environment threatened to stamp out of medicine the very things that had made me most proud of my father – his unassuming attention to his patients, an innate and profound love of people. Exhausted doctors swiftly mutate into burned-out ones who wearily go through the motions of healing.

Perversely, the one part of the hospital that allowed me to flourish as a doctor was the ward most steeped in fear and taboo: the inpatient palliative care unit. If I told you that my work there today is more uplifting, more full of meaning, than any other form of medicine I could imagine practising, you might think too much time in the hospice had addled my brain. But what dominates palliative medicine is not the proximity to death, but the best bits of living. Kindness, courage, love, tenderness – these are the qualities that so often saturate a person’s last days. It can be chaotic, messy, almost violent with grief, but I am surrounded at work by human beings at their most remarkable, unable to retreat from the fact and the ache of our impermanence, yet getting on with living and loving all the same.

One way or another, I have circled death and dying for half a lifetime. Like most of us, blithely pretending our days are not numbered, I have had my share of close shaves. Narrowly escaping a terrorist nail bomb, crawling out of the wreckage of a car on black ice, even fleeing bullets from Congolese child soldiers. Then, in choosing to become a doctor, I elected to attend more closely to death – and to the inevitable grief it unleashes. Finally, upon specialising in palliative medicine, I learned that dying, up close, is not what you imagine. For the dying are living, like everyone else. It is the essence of living – beautiful, bittersweet, fragile life – that really matters in a hospice. You would be surprised by what we get up to.
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