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A Real Calling



On my first day of work I meet a man with psychic abilities. Like what, I ask him. It is visions mostly, he says. He says in fact he had a vision in the scanner just now. The test is called an MRCP. It uses radio waves and magnets to map the course of the bile ducts. The man has cancer of the pancreas. He is in a bed in a hospital and I am beside him, a little above him, sitting on a window ledge because there are no chairs. Whenever he refers to the test, he calls it by name, as though to show me he knows what is going on. But he gets the letters wrong after the starting M, and the string of letters gets longer and longer every time he says it. I turn him back to the visions. Yes, whenever I start to tell one, my wife will shout at me: No, Henry! She does not want to hear it; she does not want it said. What do you see, I ask him. There is no way to know in advance if the question will come out condescending or ringing with true interest. I can only hope I hit the right note. He looks at me as though he is looking into a camera. Disaster, he tells me, catastrophe. Tell me more about that, I say, but he won’t.


Whenever I notice the faults of others, I make myself imagine, really imagine, to the edge of true belief, that I too have enormous faults that are obvious to others yet completely unknown to me. Of course I don’t really believe it. Enough like anyone, I am sure in my heart that, for unclear reasons, I have a slight moral edge on the rest of the world, that I am more giving and more fair and more kind. Examining this belief—knowing that it is common to most people and so cannot be true for most and so likely is not true of me—somehow does little to change it. In my case, though not always in others’, the belief does seem to force me to improve the way I comport myself, to try to rise to this internal expectation, to be better, to be more generous, to cover up the lie.


Perhaps that is why I am here when I could be paid better to lead a happier life in another, more curative specialty. I am training to be an expert in pain unto death—or quality of life, as we are being trained to call it, burying the lede, elevating the plus side so patients will be willing to talk to us. I set off on this course a long time ago, and I find the reason I give for choosing it changes as I go along. Still, I recite it to myself and others until we believe it. This new world, this death, this broad, waving pandemic death, is not what I thought I signed up for. It has given the work in medicine at times the cast of a punishment. What are you saying, Eli asks when I say things like that. Eli is the man I married. He likes to remind me that cause and effect are neither targeted nor punitive, that the forces of the world have nothing to do with me.


Eli did not want to come back to the city. Some people want to live here only once. Eli hoped for us to move into a life that was less precarious, less expensive, to move away from survival living and how it makes us think only of ourselves. Or am I making that up? All he said at the time was that this life was not his own. And I feel it could go on like this, he said, for some time, for our whole lives, you going and me following along. What do you want? I meant instead. But this was never a question he could answer. Even I did not get to pick where we would end up—it was a match, fellowship, like residency was, a ranked, algorithmic assignment to another year’s work. But I did the ranking. We could not agree on the order, and we took long walks about it and had a few drinks to talk it through, and the talking got heated and did not clear things up. It came to seem that he needed me to want something I did not want. I could never put a finger on exactly what it was. In the end I wrote the list in the order I wanted and submitted it without his consent.


All of the apartments we can afford are grim and lifeless with thin walls and low windows, places that remind me of places I lived when I was poor. In the suburbs we had a mezzanine duplex with a fireplace on the ground floor. I would stand staring at the fire from above with a solid sense of grandeur roaring in my heart. It was a rental, sure, but still that word mezzanine set me far apart from something in life I hoped never to get close to again. Now in the city, we need space for the new suburban aspects of our shared life: a midsize dog, a dozen potted plants, a child. Not ours. At last we find a place in a prewar building along a park at the very northern end of Manhattan, where, because of a lack of developmental interest, there are woods, real woods, hundreds of acres right across the street. This is the forest where the Lenape sold Manhattan for buttons at Shorakapok, the waiting place, now a rock with a plaque where a tree once stood. The apartment is ground floor and dark, the least of many evils.


The plants start to die right away. Someone across the alley in the back runs purple lights night and day to keep whatever he is growing alive. We will not do that, but we have one sunlamp, bright white, twelve hours on and twelve off, that the plants crowd around like lepers at the hem of a preacher. If you dust the leaves like you are supposed to, they fall right off, two down for every one left hanging. Before this, before even the first week is up, there is a flash flood and a tornado warning at the same time, piercing alerts through the cellular phone: SEEK HIGH GROUND AND SHELTER IN A BASEMENT. On a hill and a ground floor, I do neither. I mute the alarms on my phone and sit at the chess set with the child, Sarah, my brother’s daughter, whom he has left with us. Sarah always tries to misuse her pawns, to move sideways, attack backward, although by now I know she knows better. Eli is at work. After Sarah is in bed, I watch the cyclone tear through the tristate area on the TV news. The flood drowns tenants in basement apartments throughout the outer boroughs. Later, in Queens, I meet a woman in her thirties who is dying of lung cancer, living in such a basement with her son, who looks just shy of middle-school age. She speaks only Bengali, but her T-shirt says in English across the chest: TOMORROW IS ONLY A RUMOR.


I am trailed everywhere I go by a supervising attending. When you asked about the visions, she asks, what was the therapeutic intent? To show that I believed him. Though this answer is both untrue and insufficient. On my feedback sheet a few weeks later, hardly anonymous, I read: Interview style is somewhat hard to follow. The first attending is a palliative nephrologist. She is an expert in dying from failure of the kidneys, uremia, a sleepy toxicity we tend to tell patients is no more unpleasant than taking a nap. How would we know that?


No matter his powers, he will not live long, the man with cancer of the pancreas. In the line of work in which I am training, most patients do not. What have they told you, I ask him, about your disease, about what happens next? But he will not look into his own future. I am afraid to, he admits. So I ask him what he hopes for now. This is a question we were trained to ask in an online module for orientation. It seems almost mean. I would not have come up with it on my own. The man has thin arms, a bony chest, wasted temples sunk into his cheekbones. His bedbound state we sum up in two words: poor reserve. Cancer patients’ rate of survival is in inverse proportion to the care they have come to require from others. Health is autonomy. This man cannot walk, cannot lift his hands to eat. I can see into his future: he will suffer a lot, and then he will die. I want only one thing, he tells me, but I already know what it is. He wants to live forever.















In the Beginning



We have one year to learn to care for the dying, one year and then the rest of our lives. All of the fellows are doctors, mostly young, fresh from residency, so we are a cohort trained all or mostly in the plague years. I was far enough from the city through the early surge that I did not, say, load bodies into refrigerated trucks, but a lot of the others were right here in the thick of it. They will not tell you what they saw, but they will tell you how they slept at night, or didn’t, mostly drinking strong drinks and watching traumatic documentaries, videos of unwanted dogs scheduled to be euthanized or North Korean escapees recounting the murders of their families. When we start talking like this, reminiscing, we all start laughing at nothing; we laugh until we are short of breath and then for a long time no one says anything.


In orientation, all of the lectures are given online. A summer surge has made conference rooms once again untenable. You come to miss them, the bare walls and empty bookcases, the containment, the pleasant blankness of paneling. Medical libraries do not contain books. The science so quickly rewrites itself. On the screen the squares are crowded with faces, potted plants, trespassing cats. I watch from bed. As a group we are mostly white, mostly women, consistent with the demographics of the field, which is starkly white and has two women physicians for every one man. The gender skew relates to deep human traditions in the work of care, I guess, and the whiteness may be due to palliative care’s proximity to euthanasia. It pays poorly, too, on the spectrum of doctor money, like most caring or preventive fields with few procedures to bill for.


I rescued some books once from a liquidating medical library. Human Diseases in Color, a book of frightening medical photography, and Dictionary of Symbols, which must have been acquired in a time before Thorazine, when Jung was still relevant to the practice of psychiatry. The first few entries are




Abandonment


Ablution


Abracadabra


Abyss





The text beneath abyss is focused on the location of the abyss as it varies by culture: inside of mountains, at the bottoms of seas and lakes, over the horizon, or somewhere out in space. According to this dictionary, the abyss symbolizes not the unknown but the inferior. Abracadabra, it says, comes from the Hebrew, meaning hurl your thunderbolt even unto death.


One of the orientation lectures, after opioid conversions and remedies for constipation, is on talking points, branding, an early introduction to the field’s bad rap. The host is center screen, upbeat, in a statement necklace of large colorful beads. She admits right away: I used to work in pharma, so I know how to spin! The trouble, she says, is all this talk about dying. The public does not want to hear about death. Lead with life, she says, lead with what you have to offer. The cornerstone of her agenda is to demote the most common promotional images for hospice: a sunset viewed through parting clouds; a close-up of two white hands; an old hand atop a younger one, meaningfully clasped. She exclaims, over a slide of such an image: Enough with the hands!


In these early weeks, I am sent on home visits, cataloging homebound strangers’ homes, while some of the cohort are sent to the clinic and some have already started in the hospital. The year is all laid out in advance. We will meet the dying in all of the settings we may later work in: the home, the clinic, the nursing home, the hospital. And we also see people who are not dying or are no nearer to death, as far as they know, than we are but who have curable cancers or chronic illnesses of other kinds and benefit in small and large ways from our wisdom in navigating health-care systems and dosing potent opioids.


Treating pain is the bulk of our work. By the time we are consulted in the hospital, the teams have reached the edge of their comfort—naproxen, acetaminophen, the almost useless pill for scorching nerve pain called gabapentin. We are trained to be comfortable with the stronger stuff: morphine, hydromorphone, fentanyl. We assess the risk that patients will use these drugs incorrectly, recreationally, and we dose them in ways that neither lead to euphoria nor hasten death. We are expert too in the other noises of the failing body: shortness of breath, nausea, constipation, insomnia. None of this is easy to be rid of. Bear with me, I tell the patients, if I get it wrong the first time. The patients we meet are in all phases of illness: newly diagnosed and still in shock or further along, beginning to build the illness into how they live, beginning to live against it, to refuse it, or starting to take it as a part of who they are. Even so, or perhaps because they live in such acute time, they will not forgive you for one drug-induced psychosis, for one unsuppressed projectile vomit, for the twitch of a mild morphine toxicity. Some, of course, turn down the drugs entirely, even when the pain is excruciating. I know what you are trying to do, they say, and they look you down with a hard, knowing look.


The best part, though, is the work we do in words. The palliative specialist serves as a sort of illness interpreter, bringing the jargon of clinical medicine into the life and language of the patient who is living the experience. We hold meetings between the patients and their doctors or, more often, between the families of the patients and the doctors, the families of patients who are too ill to speak for themselves. We hold these meetings at moments when the frame has shifted, when the assumed aim of medical intervention, the perpetual life of the body, has dissolved as a likelihood. These moments arise subjectively; some new day comes, or some new team, fresh sets of fresh eyes to take in the big picture. Often the task the other doctors need our help with is breaking bad news. They present the case, the impasse, with their gazes set centered, no eye contact: This is our fifty-four-year-old man with refractory lymphoma intubated for acute hypoxic respiratory failure. They get deep into the medical minutiae. We are trained to take their huge impartial confessions and render them in fewer words, a one-sentence summary that includes the primary medical update and the effect it has on the patient’s immediate future. For example: Your father’s cardiac arrest has led to the failure of his brain, lungs, liver, and kidneys, and for this reason we are afraid he will not live to leave the hospital.


The conflicts emerge in the words used around the families. They are reasonable, which comes in degrees, from somewhat to, in the best-case scenario, very. The families are reasonable to the extent that they share the perspective of the doctors. Predictable trajectories come with families who are religious, hopeful, and, most damning, difficult. There are other tells in the language. The word unfortunately is placed most often before a grim diagnosis—unfortunately with newly diagnosed lung cancer with metastasis to brain—but can itself metastasize to other descriptors: the family unfortunately hopeful; the patient unfortunately awake. And it is true most major religions have a say about decisions at the end of life, like in Orthodox Judaism, where life is breath, meaning no one comes off the ventilator. In the conference room, our team directs the seating. Although these meetings occur most often around long tables, you never want to sit oppositionally, with the family all on one side and the doctors on the other.


The trouble that the other doctors have is not a lack of gentleness. Well, not only that. More often what they cannot do is tell the truth. They pack death up in so much misdirection, talk about the success or failure rate of this or that procedure or treatment, when the truth is the patient will be dead soon no matter what we come up with to do in the interim. That’s the part they need a specialist to say. The families often cannot accept this in the moment, but still, it is good for them to know. You cannot know that, they often say, but we can, we do. You are not God, they will say if they believe in one. It is true, we do not have a crystal ball. That is what the doctors say quite often in response to an appeal to the deities, a stock phrase that equates religion with magic.


After breaking the news, the palliative specialist is trained to elicit the patient’s values. We ask what matters most to them, or, if that does not land, we might ask what kinds of activities they formerly enjoyed. Some families can reliably play along in this effort, commit to the notion that we can make life-or-death decisions based on a person’s likes and dislikes, on hobbies. A friend to everyone, he never wanted to be alone, he never wanted to be a burden. A very private person. He hated doctors, no offense. Life or death, but it’s always death. Maybe we should say, Now or later.


On the home visits, we are not always visiting basements. One patient on the Upper West Side, a very old man, has art all over his walls. He ushers us into the dining room. Mahogany, he says with a knock as we sit down at the long table. In addition to learning about his life and health, we ask him some questions regarding his possibly imminent dying. I haven’t thought of it, he says. He is more than ninety years old. Honestly, though, he says, now that you bring it up, it scares me shitless, dying. Tell me more, I want to ask but the doctor I am working with has asked me not to speak. They go over his skills of daily living, his means of managing his complex regimen of medications. He has a wife and a nurse who do the legwork. Under his formal manner and eloquent speech, we find a man who cannot say what he ate today for breakfast. In the end, he shows us through the rooms, the walls all galleried. All French, he says, les Fauves. He has sketches by Matisse, Manguin, Derain. A still life in oil over a deceased fireplace. Cézanne, he says with a wave of his arm. Fruit, apples maybe, scattered on a white cloth, a teacup with the rim distorted into a swollen oblong. I have never seen or even imagined such things hanging in a person’s home. The man appears bored. He herds us toward the door.


Another patient, in one of those brutal high-rises that top Central Park, survived the Khmer Rouge. The walls of her sickroom are covered in photographs of her as a nurse in Cambodia, older in a park surrounded by children. Her family is beautiful and she is beautiful, in her ninth decade, her hair still naturally brown. Her son at bedside looks twenty years younger than the age he must be. Who is he, the doctor I travel with asks, pointing to the son. What is his name? Him, she says. I’ve never seen him before in my life.


How she jokes, says the son.


The art collector settles on a full code. If I get sick, he says, do everything you can to keep me alive. So long as I am, you know, compos mentis. But he is not compos mentis now.


So we run to hospitals and clinics all over town. The teams consult us for refractory pain or nausea or suffering—the patients’ or their own. Sometimes they call us when they feel a patient needs to die, has no other alternative, needs to go ahead and get on with it. The patients’ locations appear in the chart for as long as their bodies remain in the morgue. For unclear reasons, some stay down there for months. It breaks the heart. How we relate to one another, the dozen or so fellows, shows residue from the years we spent in competition with our various cohorts, climbing over each other for honors, awards, and prestigious postdoctoral training. Now that the main skill is communication, morning rounds can be a pageant in narrative, patient observations or recounted confessions elicited with this or that fellow’s superior charms. He didn’t tell you, a coy surprise, about his mother, when he was young, how she languished with cervical cancer? There was no use attempting, for example, to demonstrate the use of a comfortable silence. Someone would always jump in with another letter of the empathy acronym. One fellow, a future dual-certified colonoscopist, says one morning to me: When I saw your CV, I thought I would hate you!


A sculpture in the lobby of the main hospital depicts a shirtless, muscular doctor holding back Death, his right hand on the heel of the Grim Reaper’s scythe. In his left hand, he grasps a rod with two wings on its top and two snakes wound around it—it is the caduceus, the staff of the Greek god Hermes. In America it came to represent medicine after a well-known publisher confused it with the wingless, single-snaked rod of Asclepius, god of healing and medicine. Aptly, perhaps, to its American usage, the caduceus represents business, commerce, and thieves.















Communication Training



If you ask people in this country directly, seventy percent of them will say they want to die at home. I don’t know about that, says the transplant cardiologist. People just don’t want to die, and they feel further from dying if they are not in the hospital. My job is not to disagree. Everyone close to me who ever died did it at home, all of a sudden, with no preamble except the events, the habits, of their whole lives leading up to that moment. This is only a small number of people, one, really, and until very recently, I knew no one well who was dead at all. When I wrote a story about my life, it started: This is a story in which no one dies. But there are no stories in which no one dies. If no one has died, the story has not ended.


To make patients and their families view our work in a favorable light, we are trained to describe it without words and phrases that may strike the listener as too aversively death-oriented and therefore unattractive. This list includes:




Hospice


End-of-Life


Life-Limiting


Advanced Illness


Terminal Illness


Dying


Death





The study was meant to figure out why so many lives end badly. But of all the things on offer, no one wants straight talk. We are trying to treat a condition we are not allowed to diagnose.


So many of the fellows are recently bereaved—whether this led to our choice of subspecialty or is just a symptom of our demographics is unclear. After all the years of school and medical school and residency, we are suddenly old enough for our parents to be dying. I read so many personal statements, the program director says, describing fresh and terrible loss. I worry, she says. I think how awful this experience will be for you. This training, she means. The tools we are offered, casually, to cope are mainly in a psychoanalytic mode: This is about your family system and your childhood, the way you feel about the suffering of others, which you should recognize quickly and quickly conceal.
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