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For our parents


    I work all day, and get half-drunk at night.

  Waking at four to soundless dark, I stare.

  In time the curtain-edges will grow light.

  Till then I see what’s really always there:

    Unresting death, a whole day nearer now,

Making all thought impossible but how

And where and when I shall myself die.

From ‘Aubade’ by Philip Larkin


Don’t tell me how it ends

I’ve always put death in the too-hard basket. I was with neither my mother nor my father when they died when I was in my early twenties. I had next to no part in the funeral arrangements for either of them, happy for my siblings and relatives to do whatever needed to be done. And in doing it, they in turn were guided by the advice of those who make death their business: undertakers and priests, a cast of characters who wait in life’s wings, unseen until the final curtain. Perhaps my parents’ funerals might have seemed, to me at least, in some small way more relevant, more considered, if I’d been more involved in their planning. And would the importance of their two lives resonate in deeper chords if I had been more present in the days and hours before they ended? But in your twenties, self-absorbed with the largeness of your own life, death, anyone’s death, can seem a distant, unimaginable thing, even queerly distasteful.

I chose not to view my parents’ bodies at the funeral home, just as many years later I still could not bring myself to file past an open coffin containing the body of a friend, he too in his twenties. After my parents’ bodies were cremated, their ashes were put in adjacent holes in a wall in the crematorium’s rose garden. In the next thirty-odd years I never visited. It’s not that I didn’t love my parents. It’s just that throughout my life, in the presence of death, I’ve been painfully awkward, strangely self-conscious. Asked to take a minor role as a pallbearer, I’m inexplicably hit by performance anxiety, my legs almost paralysed, my face a much brighter red than the coffin roses.

I’ve never wanted to know how it ends; I’ve always been death-shy. I’ve never known quite how to act, what it is I should be feeling, what it is I should say. If these things were taught in class, I was truant that day. For years at funerals I’ve taken the role of Mr Bean, tongue-tied, grasping for the right words. At one service I felt acutely uncomfortable about what I assumed was a requirement to say something appropriately sympathetic to a friend who had lost her husband. I should have left it simply at the clichéd ‘I’m so sorry.’ Rather than ‘I’m so sorry, Melissa.’ The widow’s name being Vanessa.

I’ve spent my life anaesthetised from the realities of death, trying to protect myself from the sorrow that comes from losing someone you love. But in the process I’ve probably missed out on the fulfilment, the love and the so-called ‘closure’ that comes with being more involved, the chance to sweeten the sorrow. So now, eight years short of the age at which my father died, I’m pausing for thought. I’m not going to hurt my head trying to fathom what might wait on the other side. But I have decided I want to open my eyes to death before they are closed by a mortician’s hands. And I’d like all of us to better understand the practicalities and the rituals, the decisions we make about the way we should care for those who are dying and how we commemorate those who are dead.

I’m also driven by a desire not to repeat the mistakes I made when my parents died so that when next I lose someone close I can better grieve. And it may be an attempt to stare down death so that when my turn comes I will be more aware of what happens in the days leading to, and immediately after, the end of life. Knowledge about death, like knowledge about life, provides power and perhaps a greater deal of control than you might otherwise have had.

Raised a Catholic, long strayed, I can still recite three prayers by heart. One is ‘The Lord’s Prayer’; the other ‘Hail Mary’, so often repeated as penance for the sins I confessed at weekly confession that they are engraved on my memory. The third was the earliest prayer that I learned, a child’s prayer I recited nightly as a five year old kneeling by my bed:

 

Now I lay me down to sleep,

I pray the Lord my soul to keep.

If I should die before I wake,

I pray the Lord my soul to take.

The prayer sits in my memory in some dusty cerebral file labelled ‘Things I remember from childhood but don’t know why’. It’s filed in the same place as this archaic nursery rhyme:

 

Ring around the rosy,

A pocketful of posies,

Ah-tishoo! Ah-tishoo!

We all fall down.

 

These were my first literary brushes with death. Popular legend has it that the nursery rhyme, like the prayer, is about dying; that it refers to the Great Plague of London that devastated seventeenth-century England, despite attempts to ward off the miasma by sniffing posies of flowers or herbs. Some argue that the first line refers to a symptom of the disease, a round red rash, just as the sneezing in the third line suggests another symptom. And when you fall down from the plague you don’t get up. Bubonic plague had struck London before, in 1348, when it’s estimated that a third to half of the population perished. With these grim statistics, there would have been no one in the city who was not exposed to the sight of a corpse.

This dark explanation of the rhyme is certainly not what I had in mind as I recited it innocently as a young boy. Yet the morbid interpretation brings home how protected my childhood was compared with what it must have been like to grow up in London during the plague years. There and then the sight of people who had died in the street was commonplace, as men crying ‘bring out your dead’ did their rounds collecting corpses to cart away to burial pits.

Contrast this with my most vivid memory of death before my parents died, which surprisingly does not involve my grandparents. My grandfathers died before I was born and I have no clear memory of the deaths of my grandmothers other than what I was given from their estates (from Nana I have a black iron sheep, which I use to keep doors open; from Grandma a garden gnome who survived intact for forty years until a wild winter storm this year left him legless). Rather, my strongest childhood memory involves the death of a sparrow. But unlike with my grandparents, I saw the cold reality of my sparrow’s death. The bird was no doubt already ailing when I captured it in a shoebox one bitter winter, put it in an abandoned birdcage and fed it Corn Flakes. The next morning my sparrow was sitting on its perch motionless, having frozen overnight. I buried him in the same shoebox in which I hastened his end.

If that experience increased my consciousness of death, it was short-lived and death soon returned to the recesses of my mind. Few of us want to die and most of us cannot understand why some do want to. But ignoring the reality will do nothing to postpone its inevitability..

The author Arthur Koestler, a leading voluntary euthanasia advocate, wrote before his own suicide: ‘If the word death were absent from our vocabulary, our great works of literature would have remained unwritten, pyramids and cathedrals would not exist, nor works of religious art—and all art of religious or magic origin. The pathology and creativity of the human mind are two sides of the same medal, coined by the same mintmaster.’

Samuel Beckett had a deep, dark understanding of how the living relate to the prospect of being dead, as only an Irish playwright could. Ironically, it was Beckett who was partly to blame for my distraction at the time my father was dying, as he was the subject of the university thesis I was working on. Beckett had a wonderful explanation of what it will be like in the afterlife: ‘We’ll sit around talking about the good old days, when we wished that we were dead.’

Writers and artists often outshine physicians and philosophers in helping us think about death. In 2007, a skull set a record price for a piece by a living artist. It was the work of British contemporary artist Damien Hirst, who created a platinum sculpture based on a real eighteenth-century skull. Hirst embedded 8601 diamonds into the skull, which sold for A$123 million. A high price to pay for a reminder of your own mortality.

Death has always been central to Hirst’s artistic practice. In 1991, he suspended a shark in an enormous tank of formaldehyde solution. Whatever it was meant to mean (if it means anything at all), for me it is the work’s title that has the most significance. It’s called ‘The physical impossibility of death in the mind of someone living.’ You don’t have to be Sigmund Freud to realise that it is impossible to imagine what it is to be dead, to put yourself in that place. Perhaps, as Freud suggests, this impossibility is the secret of heroism. If young soldiers could clearly imagine the end of their earthly existence, would they display the same bravery going to war?

Even speaking about their own death, distant and remote though it might be, is enough to rattle some people. Chinese artist Yang Zhenzhong created a video work in which people confront their own mortality. The artist invited people from around the world to utter into the camera, in their own native language, the same short sentence: ‘I will die.’ Despite the simplicity of the sentence, its gravity comes from the fact that death is certain, it will happen; the only uncertainty is when it will happen. I found the video oddly compelling because the people are of all ages, from all walks of life, filmed in whatever setting the artist found them: on the street, driving, in a café or at a ticket machine, just carrying on with their life, all saying those same words. How they cope with the task of declaring their mortality varies from complete ease to blushing embarrassment. How much easier they would have found it to say ‘I was born’ than ‘I will die’.

There is a strange paradox about the largely death-denying attitude that pervades much of Western culture today. We are often repelled by the prospect of our own deaths and the deaths of those near to us, thinking of it as something heartbreaking; yet what we choose to do in our leisure time would suggest the opposite, that we are actually fascinated by the subject. In the absence of close encounters with real death, what we know comes from television, cinema, literature and other arts. Here there is death and dying aplenty, occasionally intended to shock, at other times to tug at the heart strings.

CSI: Crime Scene Investigation and its spin-offs, CSI: Miami and CSI: NY are some of the most phenomenally successful television programs ever produced. They regularly show prosthetic dead bodies or body parts, in various stages of decay, that are shockingly life-like. Change the channel and watch re-runs of Six Feet Under, the enormously entertaining and often darkly funny drama about a family funeral home, which exposes viewers to realistic dead bodies and behind-the-scenes glimpses of procedures like embalming. If the bodies are not real on these shows, then they are on Anatomy for Beginners, the bizarre reality television show presented by controversial physician Doctor Gunther von Hagens, curiously frocked up in surgical gear and incongruous cowboy hat, performing autopsies on donated human bodies in front of a live audience.

And we need go no further than the local newspaper this morning or the TV news this evening to see pictures of dead bodies which even a few years ago would have been considered too graphic, even if the bodies are usually of dead tyrants or casualties of war and famine in foreign lands, rarely our own citizens or soldiers. In May 2007, half of the front page of The Australian newspaper showed the body of Taliban military commander Mullah Dadullah on a mortuary trolley surrounded by cameramen. While the US government is more than willing for these close-up images to reach the public, it goes to considerable lengths to deny the same media the opportunity to distantly photograph even the coffined bodies of American soldiers killed in Iraq. The government casts an official cordon around these deaths, a denial of death with a political motive.

Elisabeth Kübler-Ross, who wrote the influential book On Death and Dying, goes so far as to suggest that to wage war is to deny our own mortality, an attempt to conquer and master it by coming out of it alive. She suggests, perhaps a little optimistically: ‘If all of us would make an all-out effort to contemplate our own death, to deal with our anxieties surrounding the concept of our death, and to help others familiarise themselves with these thoughts, perhaps there could be less destructiveness around us.’ If world peace is too ambitious an aim, then she urges her readers to think about death and dying occasionally before they encounter it in their own life for more personal reasons: ‘If we have not done so, the diagnosis of cancer in our family will brutally remind us of our own finality.’

Woody Allen famously said that he does not fear death; it’s just that he doesn’t want to be there when it happens. In the time I’ve spent writing this book, I’ve wondered many times not only whether people would want to read it but why I would want to write it. I’ve spent my waking hours thinking and talking about death. And on some nights I’ve dreamt about it. The more I learned, the more I wanted to know. The films I’ve watched, the books I’ve read, even the music I’ve played on my iPod all somehow relate to the subject. I have no idea what my cleaner thinks of the macabre press clippings and the titles of the books that litter my study. When someone asked me recently for a piece of paper to jot down a phone number, she looked aghast to see that what I’d given her—all I had handy—was a form used by funeral directors to record instructions about how to line a coffin.

So this is an invitation to join me on a journey that is not always easy but might just change the way you think about how you live your life. The journey begins just before life ends, as we sit beside the deathbed and seek to understand the dying process through the eyes of palliative care doctors and nurses. The path takes us from the moment of death through to the grave.

What lies between these two points is a personal enquiry— not one that aims to be comprehensive—into some of the issues and customs surrounding the way we deal with death, a journey that will take you into hospices and hearses, crematoriums and churches, morgues and mausoleums. On the way you’ll meet grave-diggers and embalmers, artists, rabbis and undertakers, florists, funeral celebrants and forensic scientists. It’s a blend of reportage and memoir, punctuated by fictional scenes about a man and his daughter. All you need to pack is your curiosity about life.

Counting backwards

ON AN AFTERNOON not unlike any other, in the passenger seat of a white hatchback parked outside a blond-brick oncology unit, Hamish Lilliehook told his daughter he was dying. Then, as though the news itself was nothing exceptional, as effortlessly as changing gears, he shifted the subject to describe the way it had been broken to him. The doctor, ‘a nice young bloke’, had made a good fist of it, he told her. And, in a remark Violet found both bewildering and devastating in its selflessness, her father said: ‘It can’t be an easy thing to do, to tell someone that.’

Inside the clinic, the oncologist was still sitting at his desk recording details of Hamish’s case. Although he had been in practice for less than ten years, he had already told scores of patients similarly sad news. He had learnt to look not with injured eyes but with a therapeutic gaze. He relied on no set script. Rather, he’d been taught to wait for the patient’s questions and respond. Tell them what they were prepared to hear, no more. Offer no prognosis unless requested. Allow room for optimism, for that outside chance that his prognosis, his belief that Hamish would be dead within three months, might be a miscalculation.

The drive from the clinic to Hamish’s home, where he had lived alone since his wife had died and Violet had married, takes half an hour, time that he would normally resent—this lost time between places, neither here nor there: time to be wished away. But today Hamish wished it twice the length and was acutely aware of its passing. In life he had always looked forward to things to come: trips away with his wife and daughter, birthdays with his grandson, another business challenge, the next this, the next that. Now as they drove, he and his daughter cocooned in a silence that, far from awkward, seemed apt and intimate, he found himself counting inaudibly beneath his breath as if chanting a mantra to ward off the outside world. And then it struck him that he was counting not forward but backwards: backwards from his seventy years of age, backwards from the ten minutes since they had left the clinic, as if by counting he could wind back his life and reclaim every moment he had once thought expendable.

That Hamish had asked Violet to drive, that he was happy to be a passenger, was unusual. Had the doctor’s parting words to him at the clinic been to advise him not to drive himself home? Stopping for traffic lights, Violet turned and looked at Hamish, who was staring straight ahead: ‘Dad, for God’s sake, do up your seat belt.’ The irony of her road-safety concern for her father was not lost. Car accident or cancer, she would soon lose him. As he turned towards her, she saw an expression she had never seen before on her father’s face but had seen on the faces of children; that first hint of crumpled vulnerability, a precursor to tears or a look that can equally vanish in seconds, a tipping point. Obediently the father did what his daughter had asked and fastened his seat belt. The traffic lights had changed. So too had the roles Hamish and Violet would play in their remaining time together.


A good death

On his morning round at a hospice, palliative care physician Frank Brennan pulls up a chair next to a young man’s bed. He tells his patient that he understands how every doctor he has seen has been a harbinger of bad news. Today, he’s sorry, is no different.

The man is in his mid-thirties and until today, although he understood he was unlikely to recover, he expected to be alive and conscious in six months’ time. The doctor tells the man that his cancer has now spread to his brain and that within two weeks it is likely he will be spending most of his time asleep. Now is an important time for him to spend with his family. If he wants to go anywhere out of the hospice for the day, now is the time to do it; the hospice will help make it happen.

Frank Brennan delivers the information in small, spaced sentences. When he is done he stops talking, and what follows is silence, what the Japanese call the ma, a space between two things, lying here between the doctor’s news and the patient’s comprehension. Since the Japanese character for ma is a pictograph of two leaves of a double door, it seems an apt way to describe the psychological portal through which the patient is passing: at a time that should be the prime of his life, this young man finds himself standing at death’s door.

‘I’m a great believer in silence in these discussions,’ Frank has told me, saying the news needs to sit alone in space, settle in a patient’s thoughts. During the silence the doctor maintains steadfast eye contact with the patient, that therapeutic gaze.

Frank then asks his patient whether he has any questions. ‘What do you say to that?’ the young man says, absorbing what he’s just been told, the dead weight of it.

Both my parents died in hospitals, not hospices. My father died of cancer, six months from diagnosis to death. My mother died unexpectedly of complications after a heart attack that both she and her family thought she would recover from.

A century ago both might have died at home. As with my sparrow, death would have been much more visible and open. People died younger a hundred years ago. Today, with the average person in the West expecting to live until around eighty, death often happens in hospitals or nursing homes. In fact, 80 per cent of Australians die in institutions. Today the needs of the dying are being increasingly understood and acknowledged. This is nowhere more evident than in the rise of the hospice movement.

Hospices are certainly much more common than they were in the 1970s when my father died. A specialised hospital for terminally ill patients, the word hospice has an earlier, more lyrical dictionary definition: ‘a house of shelter or rest for pilgrims, strangers, especially one kept by a religious order’. The word itself is rooted in the Latin word for hospitality. And today hospices are often run by nuns.

It’s perhaps surprising how recent a development the modern hospice is. It started with England’s St Christopher’s Hospice, founded in 1967 by Dame Cicely Saunders. With the hospice movement came doctors who specialised in palliative care, an approach to caring for the needs of patients with incurable disease and a place where the needs of the family were taken into account. To ‘palliate’ means to alleviate, but it wasn’t until the mid-1970s that the term palliative care was coined by Canadian doctor Balfour Mount. Mount, a urological surgeon, abandoned his medical specialty after observing the deaths of people at a Montreal hospital. He described the deaths as such a catastrophe that they made him feel morally bound to do something to improve the quality of death. He dedicated himself to the care of the dying and founded Canada’s palliative care movement.

To be referred to a palliative care doctor can, I’m sure, be very confronting—the medical equivalent of a Catholic priest arriving to deliver the last rites. In the early stages, the palliative care movement concentrated on the terminal phase when death was imminent. These days a palliative care doctor can be involved from the time of diagnosis. The patient may in fact be having curative treatment and death may be a long way off. The role of the palliative care physician is to make the patient feel comfortable, although ‘comfortable’ is a concept that itself does not seem to sit comfortably alongside the prospect of imminent death. Can someone who is dying ever feel truly at ease? Nonetheless, palliative care doctors do their best to achieve some level of comfort by controlling symptoms such as nausea, shortness of breath, constipation, anorexia or lack of appetite, and, above all, they relieve pain.

They are a breed apart, these palliative care doctors and nurses. Their role is to deal with a patient’s death, rather than finding a cure for them. Compared with other kinds of doctors they must seem almost at odds with what the medical profession is about. ‘Didn’t we become doctors to cure patients, to save lives?’ some might ask. ‘Death is failure,’ they might say. ‘Death has no cure.’ But palliative care doctors measure their success by how well they can control symptoms and allow people to die with as much dignity as possible. And that success is a measure of the quality and decency of our society. It is founded on the assumption that every one of us has a right to a ‘good death’.

The words good and death also sit uneasily together. Isn’t the expression ‘he had a good death’ just a cliché, what one Irishman says to another at the pub to make himself feel better about having lost an old drinking mate? It was a notion I wanted to explore when I met Frank Brennan, a man who knows a great deal about the dying process—and, incidentally, about Ireland.

Frank’s late father used to say: ‘The way I see it is this: what Frank does is stand on the platform and wave them goodbye.’ A sense of what families go through was at the back of Frank’s mind when he decided to specialise in palliative care. He first encountered death at thirteen when his brother Tom, two years younger, died of bone cancer. When Frank studied medicine in the second half of the 1970s, there was no tuition about palliative care and little education about one of the palliative care doctor’s main roles, pain management (and about morphine, the drug that continues to play such a pivotal part in reducing that pain).

Frank explained to me some of the typical physical processes of death through terminal illness. The dying person, he says, spends more and more time asleep, eating and drinking less, to the point of eating and drinking nothing. Then in the terminal phase, when death is imminent, the person is asleep or unconscious almost all the time, although they may rally briefly. People sometimes wake up and are talking. Families get confused by this. But it is only transitory.

The breathing changes. It may become very deep, a sighing breathing; or it may quicken and then slip into periods where it stops for seconds. And then suddenly it will loudly resume. Life ends to the beat of an unsteady metronome. Yet in the absence of other signs of life, those present at the deathbed focus intently on the sound of breathing. It fills the room, becomes hypnotic. A family may think they’ve heard their father’s last breath, but then he will take another. Secretions at the back of the throat produce a gurgling sound, a disturbing noise colloquially referred to as a death rattle. Today there are medicines available to help dry up these secretions, to ease the stress for both the patient and the family present.

Frank went on to explain the circulatory signals of death; how less blood goes to the kidneys, so less urine is produced, and how the extremities of our bodies become colder as there is less circulation to the peripheries. It made me understand a line from a play I saw, a theatrical adaptation of Beckett’s fictional trilogy Molloy, Malone Dies and The Unnamable, where the protagonist declares ‘We die from the feet up.’ Our feet do become colder as we approach the moment of death. As well, it is not uncommon for legs and arms to twitch or move around seemingly involuntarily, what is known as terminal agitation. Terminal anguish is another term for this mysterious, unsettling phenomenon.

‘It may be when someone is truly unprepared for dying,’ Frank speculates. ‘They’re now in a terminal phase, they’re more agitated than you’d expect. There may be that there’s a deep soul anguish going on and we do our very best to calm them.’

As life drains away we come to rely more and more on nurses and doctors like Frank Brennan to care for us and to explain what is going on. As Michael C Kearl writes in his book Endings:

 

Patients have the right to know their condition, to choose or to reject the treatment regimen, to choose or to reject attempts to prolong their lives, and to decide fully regarding the disposal of their remains. But the fact remains that as the dying person deteriorates, others must take control of the life remaining.

A key part of that control is pain management. I remember being oddly confronted by my father telling me in the final days of his life that for the first time he understood the attraction of drugs. The morphine had induced hallucinations, a kaleidoscope of wild fragmented images that he seemed to experience more with fascination than with fear.

Today, I’m told, a patient need not experience hallucinations if the drug is administered at carefully controlled levels. But Frank Brennan believes people are still confused about morphine, including many of his medical and nursing colleagues. He talks about ‘opiophobia’ and ‘opioignorance’ to account for the ubiquitous myths about morphine. He explains some of the common ones: ‘Taking morphine for cancer pain will lead to addiction; morphine inevitably sedates; it is best left “until later when I’ll really need it”; morphine will inevitably shorten the patient’s life; using opioids such as morphine represents “giving in” or somehow a lack of moral fortitude; and that it is routine practice to increase doses of opioids as the person approaches death.

‘You have to sit down and explain those myths,’ Frank says. ‘Reassure patients that in terms of cancer pain, morphine addiction is rare. I’ve never seen that happen. Because the pain will take up that morphine and it won’t cause that addiction. Secondly, morphine won’t inevitably sedate because you’ll slowly titrate up the dose to meet the pain and once it’s met, that person will be able to cope. For the first thirty-six to forty-eight hours there can be a mild fogginess there but it usually lifts. And people are on very high doses in the community driving, holding down jobs and doing things because it is completely proportionate to the pain.

‘Morphine proportional to pain should not hasten death,’ he says. ‘Now … a disproportionate [amount], an overdose of morphine, potentially could cause someone to die, of course. But the doses we’re using hopefully are commensurate with the symptom of pain.

‘We can get into major altercations with family members who say, “Now listen. Two days ago he was awake. Now he’s deeply unconscious. You can’t tell me it’s not the morphine.” So I say, I am saying it’s not the morphine. The reason why he’s unconscious is he’s dying. It’s the dying process.’

And is it only in the movies that a wife gets to say to her dying husband: ‘Goodbye my darling’, or a daughter gives her father a final kiss on the forehead as he closes his eyes and draws his final breath? Or do we place too much importance on the idea of being there at the final moment? Could it even be easier for the dying person to go if their partner or relative weren’t there?

Frank Brennan reassures relatives: ‘Your love for this person is not predicated on that one instant. Your love has been shown for years. If it happens, it happens. If it doesn’t happen, don’t worry. People can feel a great sense of guilt about not being there. “Oh God. I wasn’t there and I said I would be.”

‘Another interesting phenomenon we talk about is to do with the family in perpetual vigil. They’ve been there two days and nights straight. They go out for a coffee and in those ten minutes the patient dies. What’s happened there? Is the patient sparing the family that experience? We don’t know. But it happens, more than occasionally.’

When the dying process is elongated, spanning two or three nights, you wonder whether the person, hanging to the last thread of life, wants somehow to be granted permission to let go, to hear words like ‘We’re OK. You can go if you want.’ Frank Brennan tells people there is nothing wrong in saying this.

Eighteen hours after my partner Steven’s dying mother became unconscious, a pastoral care worker came in and asked if she could talk to his mother. ‘She climbed on the bed and called Joan’s name very loudly,’ Steven remembers. ‘Mum opened her eyes wide for the first time since she’d become unconscious the previous afternoon. It scared hell out of me. But the woman told her I was there and it was OK for her to die. The woman left, Mum closed her eyes and died half an hour later.’

Like most doctors regularly caring for the dying, Frank Brennan has had requests to help end lives. He says it’s not a common request but it does come, and it comes from both patients and families. Faced with a request to hasten death, he tells them that, according to his ethics and the law, he can’t do what they’re asking him to do. But what he can do is deal with the things that are troubling them as he attempts to unravel, through discussion, the reason the request was made. Perhaps it is the fear of pain coming on or that life seems meaningless or of such poor quality.

What would the doctor say to me if I was terminally ill and I said life no longer had meaning and I wanted it to end? ‘One of the things I often say to patients is this illness, this illness it is true, is incurable,’ Frank said. ‘This illness has stripped away so much of you. And sadly will continue to do so. But it cannot take away Mark, it cannot take away who you are, your spirit.’

But in dying, as in living, there are always surprises. Frank has written movingly about a woman he was caring for who was close to death from metastatic colorectal cancer and who told him the hardest part of her illness was leaving Jack, her husband. Jack sat at her bedside holding her hand as her condition continued to deteriorate and she fell into deep unconsciousness.

 

Finally, Jack looked up at me and asked: ‘Doctor, can’t you give her a needle?’

I had heard the question before, from relatives of other patients, at other deathbeds. I knew how the sentence would end. I was ready with an answer. I knew that the sentence would end with ‘a needle to end her suffering’ or ‘a needle to put her out of her misery’. My answer, prepared and clear, would be no—that ethically and legally we cannot cause anyone to die or hasten their death and that the natural process of dying, already progressing, would inevitably lead to her death.

But the sentence did not end that way. The sentence ended in a way that was so different, unexpected and on a plane that was so separate from what I anticipated. He completed the sentence by saying: ‘Doctor, can’t you give her a needle to wake her, so that we can speak one last time?’

I stood there. Silently I reached out my hand to his hand that lay on hers. Three hands.

Frank sees his role as to neither hasten death nor stand in its way. He stresses the significant difference between euthanasia and withholding treatment that may unnecessarily prolong a person’s life. Withholding treatment is a course of inaction that some have labelled passive euthanasia, an expression he dislikes. ‘For me euthanasia is an action where you deliberately do something to stop someone’s life. Withholding of other treatment in the context of a dying patient is to me simply ethical or balanced medical care, it’s not euthanasia.’

In terms of medication this might involve withholding a course of antibiotics for a dying patient developing pneumonia. But on his daily rounds Frank will discuss with patients options for treatments that might prolong their lives if they choose.

Having observed him on his rounds, I find Frank’s own reflection on Hippocrates, the father of medicine, an apt way to describe how a modern palliative care doctor operates: ‘I thought of Hippocrates himself, doing his rounds, visiting the homes of the sick and dying, doing good, avoiding harm, speaking quietly, observing everything and never taking advantage of his position.’

One Thursday morning I spent with him, Frank informed two patients of their options. An elderly woman dying of cancer that had now spread to her spine, paralysing her legs, had the option of radiotherapy. Less than an hour later, a man dying of prostate cancer was offered a procedure that, by relieving pressure on the kidneys, might offer him a little more time. Neither patient wanted to prolong their lives.
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