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Foreword

My brother-in-law’s funeral was held on a sunny afternoon in February, a day when he would ordinarily have jumped straight onto his ten-speed. Somewhere in that crowded room was a grieving oncologist. He’d taken the afternoon off, he told me, to come and bid farewell to a patient who had become his friend and from whom he had learned a great deal. His comment intrigued me: patients obviously learned from their doctors, since they are constantly explaining the origins of illnesses and what can be done about them. But the other way around? Were there perhaps other doctors roaming about, preoccupied with the memory of a particular patient, or with a story they will never forget?

That idea formed the inspiration for a series of columns published in the Dutch newspaper De Volkskrant in the summer of 2017: doctors talking about patients who had left a special mark on their lives and taught them valuable lessons. Conceived as a ‘filler series’ (the kind often used by papers to get through the quieter summer months), we initially only planned to publish six columns. Finding six doctors who were willing to come out and tell their personal stories would prove difficult enough – or so we thought.

The opposite proved true. Doctors were eager to participate and most interviewees knew exactly which patient they would talk about straight away. Our short-term experiment blossomed into a regular weekly column and after some time, doctors even took the initiative and began approaching us themselves. Very soon we cast the net wider to include not only doctors, but also nurses, psychologists, even a midwife and a medical social worker.

I rarely knew what to expect before each interview. I remember a greyish Monday morning in April, when a forensic pathologist drew me a sketch of the sun rising slowly above a field of wheat next to a bank by the road, where she had just confirmed the death of a young motorcyclist. Shortly afterwards I was back outside, dazed and slightly shell-shocked, solitary amid the hustle and bustle of the Amsterdam traffic as though nothing had happened.

Doctors and nurses need a unique form of professional empathy: at the same time as caring about their patients, they must keep their own feelings at bay as a barrier to shield them from the crushing emotional weight of their work. But there are patients who break through that barrier, who manage to touch and move their doctors in some way or other, ultimately shaping their thoughts and actions. And that is what healthcare professionals wish to share: stories confessing a certain vulnerability, one that continued to astound me, week after week.

In the medical world, emotions have long ceased to be a sign of weakness. In her book titled What Doctors Feel, American doctor Danielle Ofri explains how the quality of healthcare is highly impacted by doctors’ emotions. Health professionals learn not only by practising the medical and technical aspects of their jobs, but also through their human experiences. In the words of one doctor: ‘We have such intense contact with patients during a unique and often highly emotional period in their lives, it gives us food for thought, whether we like it or not.’

To our Dutch readers, it was as though these aloof, distant creatures in their white coats became more approachable with each passing week. They wrote in to say how moved they were by the doctors’ openness, by the significance of the lessons they described and how they started looking forward to each new column. A poet once submitted an original piece for a psychiatrist; an old lady expressed her support for a young doctor in training who had made an error of judgement; a man admitted to bawling over his breakfast one Saturday morning, after reading an oncologist’s story.

A few days after clinical ethicist Erwin Kompanje told of a young woman who had died in his hospital over twenty years earlier, I was contacted by the man who had been the patient’s boyfriend at the time. He sent me a photograph of Irma, putting a face to the patient I had written about. I was granted a few more behind-the-scenes glimpses like this: while lying in a hospice during his final days, the patient of gastrointestinal specialist Joost Drenth read his own story when it appeared in the paper. He thanked the doctor for his courage, saying: ‘Joost, you’re a brave man. You never leave your patients empty-handed.’

This book tells the stories of those who gave their care providers the chance to grow and learn: to learn about their profession, about life and about themselves. For this English edition, I also wanted to include some new stories from British and American health workers, as well as stories about the COVID-19 pandemic, which continues to ravage the landscape of healthcare. Once again, I was surprised and thrilled by the overwhelming response and enthusiasm from interviewees. When I mentioned this fact to trauma surgeon Karim Brohi, he replied, ‘Every doctor in the world has a story.’ It’s a privilege to be able to tell more of those stories in the final pages of this edition.

Ellen de Visser

Amsterdam, July 2020.




A Note on Euthanasia

Several of the doctors’ stories in this book involve euthanasia. Unlike in Great Britain and the United States, euthanasia is legal in the Netherlands. Following an express request from the patient, Dutch doctors are permitted to provide assistance to end their life, subject to certain due-diligence requirements. These include an assessment of the patient’s suffering, which must be deemed unbearable with no hope of recovery, with confirmation by a second independent doctor. Provided these criteria are met, doctors are not liable to be prosecuted. Four per cent of all deaths in the Netherlands occur by euthanasia; most of these patients are in the late stages of cancer.





The cyclist

Pieter van den Berg, oncologist

‘I can still remember when the surgeon told me I would be treating a professional cyclist. Cycling is also a passion of mine, so I was looking forward to it and felt sure we’d get along. The surgeon added a disclaimer, saying that he was quite an eccentric patient. He wasn’t wrong. Huib was distinctly unimpressed with doctors in general; he was straightforward to the point of bluntness, but with a sense of humour and irony that appealed to me. In our appointments we always ended up discussing cancer for one minute and cycling for twenty.

Ten months earlier he’d had surgery for colon cancer, and now it had metastasised. Chemotherapy was all we could offer him – a treatment that would extend his prognosis. On average, patients in Huib’s situation had about a year left. But Huib scoffed at the statistics and continued to cycle massive distances week after week, scaling even the toughest mountains in Spain. He pedalled his way through chemo, saying that if it was going to hurt, it might as well hurt good and proper.

We gave him a year, but he lasted for over two. I can’t prove that the cycling is what did it, but that’s my hunch. It made him feel better overall and alleviated the side effects somewhat. His bike also brought distraction, allowing him to set the cancer aside for a little while.

There is no scientific proof that exercise helps cancer patients live longer. It may have more to do with general well-being, both mental and physical. Exercise strengthens the immune system, which in turn helps patients endure the suffering that comes with cancer treatment. I explain this to my patients on a daily basis and always cite Huib’s case as an example.

Thanks to him, we are now considering a formalised exercise programme at the hospital. Why should we discourage patients from cycling to an appointment or treatment session? Our plan is to implement a buddy system, with volunteers who cycle along with patients, picking them up and dropping them off both to and from the hospital. I think it should even be possible for patients to cycle home after a chemo session – why not? Let’s not underestimate their strength.

Over the course of two years, Huib and I became fast friends. I often wondered whether it was advisable, or even permissible – might there be a conflict of interests? But Huib always retained his autonomy. Our friendship deepened when I told him of my plans to open a chemo garden in the hospital, a pavilion where patients could relax and take their treatment in a natural, outdoor setting. Funding was still a major issue, so Huib suggested organising a sponsored cycling event. It was a huge success and together we raised fifty thousand euros. The path leading from the hospital to the garden is named after him.

I’m always very careful not to take my work home with me. Of course I feel for my patients, but when I shut the door behind me, those concerns need to stay on the other side. With Huib, that never worked. Never before had I grown so close to a patient.

When things started going downhill, he asked me to be the one to perform the euthanasia. I visited him at home to talk it over and he could see I was having a hard time with it. “Not chickening out, are you?” he asked, with a worried look. Then he hit back straight away with that biting humour of his: “You know who’s having a hard time here? Me, that’s who!” I knew I couldn’t leave him in the lurch. But the afternoon when I ended his life was one of the saddest and most painful that I have ever known.

He once offered to give me a cycling jersey as a gift. I refused, thinking it wasn’t proper for me to accept gifts from patients. After he died, his wife brought me a package. Inside there was a cycling outfit, with a note from Huib: See? I get the last word after all.’




Resilience

Elise van de Putte, paediatrician

‘She was such a pretty girl, a dear little poppet, only two years old. The staff at the childcare centre had noticed bruises all over her body and a large blister on her foot. They called the domestic-safety hotline, who asked us to examine her for any potential signs of abuse. That’s how the three of them came to be sitting in my office that day: the child, her mother and her stepfather.

We admitted the child straight away because of the bruises on her belly, which are sometimes an indication of internal injuries. We also wanted to be able to take our time and perform a thorough examination. It was my job to ascertain whether the girl’s injuries were consistent with the story told by her parents. We X-rayed her entire skeleton – she had a break in her forearm and hairline fractures in several vertebrae. She’d been treated for a broken bone once before, when she had “fallen down the stairs”. We hear that story a lot, but children fall over all the time, so it’s entirely plausible. But those cracks in the vertebrae looked suspicious. They can sometimes appear spontaneously – due to naturally brittle bones, for example – but that wasn’t the case with this girl.

We quickly got the impression that her injuries had been deliberately inflicted, but we still needed to do things by the book. It took us forever – I was so scared of coming to the wrong conclusion. I also felt really uncomfortable in the stepfather’s presence; I found him intimidating. It was the little things that I found disturbing: the tone of his voice, the look in his eye. He mentioned in passing that he was a member of a shooting club. Everyone in the ward saw the girl stiffen whenever he entered the room … we were in danger of making all kinds of unfounded assumptions and in cases like this, it’s vital to keep your intuition out of it.

Her case showed me how incredibly precise I need to be in my job. It requires keen observation and for the facts of the matter to be established every step of the way. We asked national and international experts for advice: could this blister be caused by new shoes? Could this bruise have come from a fall? Because we were so thorough, I do feel as though I did everything I could for that girl. I say that, because we never found out who it was who had abused her. It’s one of the most frustrating aspects of being a doctor or nurse here, but it’s simply not up to us to identify the culprit. Our task is to try to support claims with facts: to demonstrate whether injuries are more likely to have been deliberate or accidental. The domestic violence organisation moved her to her grandparents’ house for three months, where her mother and stepfather were allowed supervised visits. Everything seemed okay and she eventually went back home.

That little girl also made me realise just how insanely resilient and loyal children are. Offenders are often loved ones, which is what makes things so complex. She must have been in a lot of pain, but we never saw any sign of it as she really knew how to cover it up. She was so brave. We’d all grown so attached to her by the time she left, and now, whenever I teach doctors and students, I often tell her story. It helps me to process my own feelings too.

I still don’t know what happened to that little girl. I’m not allowed to search for information, which I completely understand, but I find it frustrating regardless. I dread to be watching the news one day, hearing of a child who has fallen victim to domestic violence and then suddenly seeing her face. There are children whose stories keep me awake at night, and hers is one of them.’




Shakespeare

Erwin Kompanje, clinical ethicist

‘It was in the early evening when I arrived at Irma’s bedside: a young woman in her early thirties who had suddenly lost consciousness while out jogging one day. Scans had revealed a meningeal haemorrhage and the neurologist wanted to wait out the night. We kept her on the ventilator and monitored her blood pressure; any final decisions were put off until the next morning. But the outlook was bleak. She was in a deep coma, and the chances of brain death were high.

Her boyfriend was with her in the room. I was conducting my PhD research on brain death at the time, and was often in contact with patients’ family members. I generally had no trouble keeping a professional distance, but this man broke through that barrier very quickly. Over the course of a long discussion, we connected on a deep level: he was an English teacher, and I’m a huge fan of English literature. That’s what we talked about together, as night slowly fell.

I prepared him for the worst and told him that his girlfriend would probably die the following day. I quoted that famous line from Romeo and Juliet – “parting is such sweet sorrow” – as I knew that the sadness of his farewell would soon seep into all of his fond memories of their love and life together. He burst into tears.

That was when the imminent and irrevocable finality of his situation sank in, the realisation that this would be their last night together. He asked whether he might lie down on the floor in her room. I knew straight away what I had to do. We brought in an extra bed beside hers, dimmed the lights, turned down the equipment alarms. They lay next to one another: he put his arms around her, and together they spent their final night in peaceful tranquillity. I woke him the next morning at seven o’clock. A few hours later, the neurologist came to examine Irma one more time. It was confirmed; brain death was established and the ventilator was switched off.

Driving home that morning, it suddenly became clear to me just how much we take our lives for granted. Irma had gone out for a jog, thinking she would soon return home; her boyfriend had kissed her goodbye that morning, fully expecting to see her again soon. But clear skies can turn pitch-black in an instant.

He sent me a mourning card. I went to the funeral and was touched when he recited Shakespeare’s words in his eulogy. Our final moment, or our last night with a loved one, will always come eventually. Usually we are spared the foresight of when that moment will be … but not him. He was grateful that I had been honest. The knowledge that Irma would probably not survive is what allowed him to decide how to spend his final hours with her. We were able to add to the sweetness of his sorrow, by creating the memory of their last night together.

Although it was twenty years ago, that night taught me just how important it is to value the simple things in life. Enjoying a cup of coffee with my wife, the comfort of sharing a bed, spending time with friends … happiness is in the human connections all around us. Life is an illusion of immortality. The farewells are coming, so create as many beautiful memories as you can.

Irma’s boyfriend and I stayed in touch for a long time. He even came to my PhD conferral ceremony and to my wedding, five years after she was gone. Her tombstone bears the words that had touched him so deeply, that one line from Romeo and Juliet that I quoted at her bedside that night.’




The best option

Pieter van Eijsden, neurosurgeon

‘She was six years old and had fallen from her bike one day without warning. I met her parents for the first time in the hospital corridor, when they had just heard the diagnosis: the MRI had revealed a malignant tumour on her brain stem. The prognosis was grim, as cancers growing from brain-stem tissue are incurable. The little girl did not have long to live.

Her father was resolute from the outset. If she was going to die soon anyway, then he and his wife refused to leave her in the hospital. They wanted to take her home, avoid throwing their lives into turmoil and instead enjoy the brief time they had left. That conversation stayed with me, and I often think back to it. Her life revolved around school, her father had said. She likes to play with her Perler beads and draw. If we take her home now, then she can keep on doing that for a bit longer. She’ll never go to university, get a job, find a partner or chase her dreams, so why should we subject her to painful treatments that will only keep her alive for another few months?

Her parents were the best friends of my brother-in-law. After the diagnosis, he called me straight away to ask if I would help them through the period to come. Other doctors had given them several options: part of the tumour could be surgically removed, but it would always grow back again. Radiation therapy was another possibility, but would only postpone the inevitable. But one particular route – that of no treatment – was never discussed. After their initial response, the parents thought long and hard, and spoke to all kinds of experts, but ultimately stood their ground. They believed that for them, doing nothing was a well-considered choice and the best option for their daughter.

The little girl lived another seven months. During that time, the family concentrated on saying goodbye without the distraction or burden of invasive treatments and hospital visits. I learned a lot from those parents. I had always suspected that in some cases, doctors should tell patients that doing nothing is a perfectly reasonable option. But the longer I thought about it, the more uncertain I became. I personally didn’t see the point in prolonging life unnecessarily, but was hesitant to express the thought to my fellow doctors. I also kept thinking: who am I to say? But suddenly there he was, this young father, so steadfast in refusing to try to save his most treasured possession. He echoed my own thoughts with pristine clarity.

Since then, I’ve become far less focused on treatment. For some patients, surgery is the obvious way forward; for others, treatment will clearly offer little benefit. But between these two extremes is an enormous grey area. Nowadays I ask patients what it is they still want from life. And to do that, I need to get to know them first.

It’s already been a few years since that little girl died at home, and I spoke to her father again recently. Doctors, he said, tend to concentrate on the available treatments, while the unwanted side effects remain underemphasised. His experiences have changed the way I practise medicine. I now understand that a course of treatment can sometimes be too much, not only for the patient, but also for their families. Doctors find it very hard to say no, but sometimes it truly is the best option.’




One Tuesday night

Hans van Goudoever, paediatrician

‘It was a Tuesday night and the gynaecologist had called me to the maternity ward to speak with a young couple. The woman was twenty-five weeks pregnant and the baby was already on its way. The outlook for children born so early is fairly bleak. At less than twenty-four weeks, treatment is usually fruitless; at twenty-six weeks we recommend it, but the two weeks in-between form a grey area. And so it was that, in the middle of the night, at the bedside of a woman in labour and with her husband beside her, I set about explaining exactly how likely it was that their child would survive and what the consequences might be, including the risk of any disabilities or permanent damage.

The parents told me of their career plans, of how they were planning to go abroad for work. They had no idea how a potentially disabled child might fit into the picture they envisaged and were also deeply concerned that their child might suffer. Eventually, they decided that it would be better not to offer any treatment once the child was born. Now, I am no stranger to these types of discussions and I can say that most parents beg us to do all we can to keep their child alive. I was stunned by the parents’ response – nothing is more difficult than deciding against the life of your own child. But I was bound to respect their wishes, as all paediatricians and neonatal doctors have sworn to do. Their child, a little girl, was born in the early hours of the morning, and all we could do was try to make her as comfortable as possible. She died several hours later.

I thought to myself, I’ll never see these people again. But one year later I got a telephone call from the same gynaecologist, with parents who wished to speak to me specifically. I recognised them straight away: it was the same couple. They told me that they hadn’t moved abroad in the end, they’d had serious second thoughts. She had fallen pregnant again and was now already in labour after twenty-four weeks, one week earlier than before. They were having a boy.

I gave them the same speech about the baby’s chances of survival, but this time their decision was different: they wanted us to do all we could to keep the baby alive. In the end, we couldn’t: the little boy didn’t make it.

The memory of their case has stayed with me throughout my career. We allow patients – parents, in this case – to participate in medical decision-making as much as possible. That’s certainly important, as it’s often said that people who can decide on their own treatment will always choose what’s best for them. I now see what an illusion that is. These were well-educated people, faced with a gruelling dilemma and a ticking clock, with no friends or family to help them. In hindsight, perhaps they made the wrong choice. When I saw them again later, their heartache was palpable. I know I’m not allowed to change people’s minds – I have to remain objective – but my experience with them has pushed me to make my message to patients even clearer.

Of course, we will never know what that little girl’s fate might have been. Half of all premature babies never make it out of intensive care. Girls often do better than boys, which makes this case seem all the more tragic. If I’d been in their position that Tuesday night, I might have chosen differently. Isn’t it always worth seeing whether a newborn has a chance at life? That little girl might not have made it in the end, but she was never even given that chance.’




Another world

Ben Crul, general practitioner

‘She was an intelligent, engaging woman in her early forties, and my encounter with her strongly influenced the course of my life. I was a ward doctor, fresh out of university and on the path to becoming a specialist. She had been diagnosed with ovarian cancer, which often came with a grim prognosis. Her case was incurable. Every morning I went to see her with the nurses, but all I ever had for her was bad news. I happily visited other patients on my rounds, delivering the results of a scan or a blood test, but every time I walked into her room, it was with a heavy heart. 

“Ben,” she said one day (she always called me by my first name, that I still remember), “don’t you ever have anything else to say? I know I’m going to die, but can’t you talk about something else for a change, something nice?” Hearing those words, it hit me that patients are real people of flesh and blood, and that my job should be more than just doling out medical information. After that comment, I showed more of my personal side and began talking about other things – like my holidays, for example, she enjoyed hearing about that. Patients are more than just a disease – a fact that all doctors need to keep in mind.

After her question, it also dawned on me that I didn’t really feel at home in the hospital. All around me specialists were scurrying about, busy with their next scan, their next round of chemotherapy … it was all so clinical. Sometimes, at the bedside of a patient who had been horribly disfigured by surgery, I would hear them talk of how marvellous it looked. I saw the look on the patient’s face, as if to say: hang on, are you talking about me? I didn’t feel at home there, and this patient helped me realise it. My conversations with her showed that specialisation was just not my thing and that I would much rather work in general practice.

So I started the GP programme and noticed the difference straight away. They told us it wasn’t all just about the latest pathology results; it was about listening, looking, showing an interest. My mother died young, back when I was still at university, and I remember her doctor visiting us every second day. Although there was very little he could do, he always took off his jacket, sat down by her bed and was there for her. I never forgot how his mere presence gave so much support. Even then, I could see how important it was to take time for patients.

The lady with ovarian cancer died a year after I left the hospital. I didn’t hear about it until a good friend of hers came to visit the practice where I was doing my foundation year. She had a bottle of wine with her and a letter written specially for me by the patient, shortly before she died. It was twenty-five years ago now, but I still get emotional thinking about it. She was so grateful for our brief time together and wanted to let me know that, even when she herself was no longer here. It just goes to show what patients and doctors can mean to each other – what I meant to her, sure, but also what she meant to me.’




The midst of grief

Hanneke Hagenaars, nurse

‘He had started feeling unwell at work and just collapsed. They ventilated him in the ambulance on the way to hospital, and once admitted, his condition took a drastic turn for the worse. He was a young father to growing teenagers and had suffered a major brain haemorrhage. A few hours later the doctors confirmed that his brain activity had stopped completely. They spoke to his family, explaining that there was no hope of recovery and that any further treatment would be futile.

The doctors then consulted the national donor registry. There was no record of the patient in the database, so they very tentatively asked his wife whether the topic of organ donation had ever come up at home. He was still young and strong, and the doctors could see that many of his organs would be useful. His wife consented to donating everything that could be used – that was when my telephone rang.

I hurried to the ICU at the hospital, where I met the man’s wife, sister and two children. They were uncommonly calm. I spoke to them at length, explaining in detail to them all – children included – precisely what the donation process would entail. In my head, I was constantly trying to figure out where they were at and predict what information they needed, which made the discussions quite intense. The doctors were performing tests to determine whether brain death had set in, a procedure that lasted several hours. When they were done, they came in to offer the family their condolences and told them the official time of death. I can still remember both that I wrote it down for them and what I said: “We’ll take good care of him.”

His wife stayed in the hospital during the surgery. Five hours she waited, until the last of his organs had been removed. Six weeks later I called her – something I always do, to tell people where their loved one has ended up – and she wanted me to pay her a visit. So suddenly there I was, standing in the unfamiliar sitting room of a relative stranger. And for the first time I saw a photograph of the patient when he was still alive, a man I had only ever seen lying immobile in a hospital bed, surrounded by tubes and equipment. His wife told me why she had not hesitated in giving her consent: they’d often talked about donation, about how it suited his personality and his outlook on life. He was always doing things for other people but had just never got around to putting his name on the register. When I told her that both of his kidneys, his heart, liver and his pancreas had allowed five people to lead normal lives again, she burst into tears.

I have dozens of these conversations a year, in hospitals throughout my region of the Netherlands, and they are always extremely intense. Occasionally one will stand out, a family member who sticks
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