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To try to understand the experience of another it is necessary to dismantle the world as seen from one’s own place within it and to reassemble it as seen from his.


John Berger, A Seventh Man, 1975









Preface: The Mystery Illness


Mystery: Anything that is kept secret or remains unexplained or unknown.


I first heard about it from a news website in late 2017. The article, headlined Sweden’s Mystery Illness, told the story of Sophie, a nine-year-old girl who had fallen into a lifeless, unresponsive state more than a year before. Sophie couldn’t move or communicate. She couldn’t eat or even open her eyes. In fact, for a very long time, all she had done was to lie completely still, showing no indication of knowing day from night.


The article included a picture of Sophie. It showed her wrapped in a pink blanket. Pinned to the yellow striped wallpaper behind her were a child’s drawings – hers, probably, from an earlier time. She was not in hospital. This was her own bed, in her own bedroom. Despite her unresponsive state, medical tests suggested that her brain was healthy. Rather than explaining the coma, her scans said she was not in one at all. With nothing to actively treat, the doctors had sent her home to be cared for by her family, and there she lay, many months later, getting neither better nor worse.


Although the headline made it sound as if Sophie’s illness was a complete enigma, the body of the article suggested that the cause was not entirely unknown. Sophie had entered Sweden as an asylum seeker. In her home country of Russia, her family had been subject to persecution by the local mafia. Sophie had seen her mother beaten and her father seized by police. Her illness had started very soon after she and her family had fled Russia and entered Sweden. With good reason, her doctors assumed that the illness had a psychological cause.


As a neurologist, I am familiar with the power of the mind over the body – more than most doctors, perhaps. I regularly see patients lose consciousness through a psychological mechanism rather than as a disease process. I would not consider this phenomenon to be at all rare, or even unusual. At least a quarter of those referred to me with seizures, many of whom believe they have epilepsy, prove to be suffering from dissociative, or psychosomatic, seizures. Those high numbers are not specific to my clinical practice. Up to a third of people attending any neurology clinic have a medical complaint that is likely to be psychosomatic in nature – meaning real physical symptoms that are disabling, but which are not due to disease and are understood to have a psychological or behavioural cause. Paralysis, blindness, headache, dizziness, coma, tremor, or any other symptom or disability one can imagine, has the potential to be psychosomatic. And, of course, it’s not just a neurological phenomenon; any organ in the body can be affected and almost any symptom can be generated in this way – skin rashes, breathlessness, chest pain, palpitations, bladder problems, diarrhoea, stomach cramps, and on and on.


Despite the ubiquitous nature of these disorders, many people still doubt them, considering them somehow less ‘real’ than other sorts of medical problems. I admit, I struggle to see where this underestimation comes from. I am aware of all the ways in which my own body speaks for me, often unbidden. My posture changes with my mood. Poorly controlled facial expressions inadvertently reveal my opinion to others, even when I don’t intend it. It doesn’t seem a stretch, therefore, to suggest this embodiment of a person’s inner world has the potential to extend into illness. That the body is the mouthpiece of the mind seems self-evident to me, but I have the sense that not everybody feels the connection between bodily changes and the contents of their thoughts as vividly as I do. So, when a child becomes catatonic in the context of stresses of the most extreme sort, people are amazed and perplexed.


Perhaps it is not so surprising that the general population undervalues psychosomatic disorders, if you consider for how long they were neglected by doctors and scientists. For most of the twentieth century, neurological psychosomatic disorders, under the names ‘hysteria’ and ‘conversion disorder’, were still viewed through a Freudian lens. In Studies on Hysteria, his seminal work on the subject, Freud imagined the seizures, paralysis and various disabilities of hysteria as arising from hidden psychological trauma, which is then converted into physical symptoms. For example, a woman too frightened to express herself might suppress the source of her fear, and in so doing lose the power of speech. In Freud’s formulation, every symptom could be tracked back to a specific moment of psychological torment. That viewpoint had such traction that, even today, many people, including a large number of doctors, still regard repressed trauma and denied abuse as the full explanation for all psychosomatic disorders. This has created decades-long counterproductive relationships between doctors and patients, in which the doctor insists that their patient is in denial about an unresolved conflict and the patient’s subsequent refusal to accept that viewpoint only goes to prove the doctor’s point.


The stagnation of scientific progress in the field of psychosomatic disorders left lots of room for a mystery narrative to develop. How is it possible for someone to fall into a coma when their brain seems perfectly healthy? What causes the leg paralysis of a psychosomatic disorder if the nerve pathways are all intact? How does that ethereal thing, referred to as ‘the mind’, cause seizures? In fact, in the twenty-first century, a considerable amount of work has gone into answering these sorts of questions. In the field of neurology, psychosomatic disorders have become an area of great interest, resulting in a rapid growth in research on the subject. In the scientific world, at least, the one-dimensional concept of stress converted into physical symptoms has been debunked and replaced by more sophisticated explanations. The problem is that these advancements haven’t yet made their way very far beyond specialist doctors and patient groups, into the wider public conversation.


What was once called ‘hysteria’ is now referred to by some as a conversion disorder, or, more recently and more aptly, as a functional neurological disorder (FND). In most medical specialties, the term ‘psychosomatic’ is still used to indicate medical problems in which the bodily symptoms are thought to have a psychological cause. However, in neurology, the word ‘functional’ has increasingly replaced ‘psychosomatic’. ‘Functional’ is considered preferable because it indicates that there is a problem with how the nervous system is functioning, while disposing of the prefix ‘psych’, which is too often (wrongly) distilled to mental fragility, or even madness, in people’s interpretation. ‘Functional’ implies a biological problem, but without the assumption of the presence of stress that has existed in all previous versions of these types of disorders. It leaves open the possibility that emotional trauma is not the only means by which psychological processes can affect the functioning of the brain to lead to disability.


Both psychosomatic disorders in the realms of general medicine and functional neurological disorders in neurology are incredibly common and have the potential to be very serious medical problems. Yet people aren’t always aware of that, because, in the public arena, they can be very hard to spot, hidden as they are behind euphemisms, clichés and misunderstanding. That is aptly demonstrated by FND’s media portrayal, where it is commonly referred to as a medical ‘mystery’.


In 2019, the Mirror newspaper ran a story with this headline: Mysterious illness causes girl to have seizures and wake acting like a toddler. The article told the story of Alethia, a ten-year-old schoolgirl from Lincolnshire, who had developed limb weakness and seizures. The problem started with pain in her feet and progressed to light and noise sensitivity. In time, her muscles became weak, until, at her worst, she couldn’t even lift her head off her pillow. Her symptoms culminated in the development of regular seizures that were followed by odd childlike behaviour. She forgot how to use a knife and fork, and had to be fed like a baby. Despite the ‘mystery’ headline, Alethia had seen a neurologist and had been given a definitive diagnosis: non-epileptic seizures (one of the many names for psychosomatic seizures) and a functional neurological disorder. Clearly the journalist who wrote the piece did not recognize these diagnoses as legitimate medical conditions, because alongside them he stated, ‘medical tests have not been able to provide any answers’.


After reading about Sophie and Alethia, I started wondering why the phrase ‘mystery illness’ had become such a staple of media reports about psychosomatic and functional medical disorders. It can’t be the fact that we do not fully understand the cause and can only make educated guesses at the biological mechanisms that produce psychosomatic symptoms, because there are numerous neurological conditions for which we don’t know the cause. Multiple sclerosis, motor neurone disease, Alzheimer’s disease – we can’t fully explain any of these, we can’t cure them, we don’t know why they happen, but we don’t use nearly as much enigmatic language when referring to them. We call them by their names.


Objective medical investigations are normal in people with functional neurological disorders, even in those with severe disabilities. People paralysed by FND have normal scan results. Brainwave recordings (EEG) are normal in comatose people. The cause of multiple sclerosis may be unexplained, but at least those affected can be reassured that there are demonstrable areas of abnormality in the brain and spinal cord, visible with MRI, to account for and validate their suffering. But the lack of proof in tests can’t be what has created the mystery element in the FND storyline either. A migraine doesn’t show up on scans, but it is not usually referred to as a mystery illness. FND is a clinical diagnosis, but it is far from alone in that. Until very recently, there were no tests to help with a diagnosis of Parkinson’s disease; doctors based the diagnosis entirely on the medical history and clinical examination, and nobody considered this mysterious. They didn’t reject the diagnosis just because there were no objective tests to prove it. Are psychosomatic and functional neurological disorders being held to a different standard?


It seems to me that the moniker of mystery is most likely to arise when we are faced with any medical illness that is linked to the concept of ‘the mind’. Most people are aware of the connection between emotion and common physical changes like tears and blushing, but cannot extrapolate to more extreme interactions between cognitive processes and physical wellbeing. We are aware that we can train our brains to allow us to solve mental challenges, like a game of chess, and to master complex physical tasks, like a game of football, but when we try to imagine that the brain can also unlearn those things, it seems a step too far. Yet, if one set of behaviours can teach you a new skill, then surely another set of behaviours could dismantle that skill? That is the fundamental process through which many psychosomatic and functional disorders develop.


There are a great many unanswered questions in the field of psychosomatic medicine, but just as many exist for hundreds of other neurological problems. Yet it is mainly FND, and psychosomatic disorders in general, that still have to fight to shake off centuries-old formulations in order to be seen as legitimate medical conditions.


Reading Sophie’s story, it seemed to me very much as if she was a traumatized child who had pulled her physiological shutters down on the world. Loss of awareness without brain disease can be explained by a physiological and psychological process called dissociation – a disconnection between memory, perception and identity which can create a variety of experiences, including feelings of depersonalization and symptoms such as dizziness, blackouts, memory loss and even dissociative (psychosomatic) seizures. But is a pure psychological mechanism, much as Freud might have described, really enough to account for Sophie’s coma? Is hers just a physiological stress response, albeit a severe one?


I have seen many people like Sophie, unconscious for hours or even days as a result of dissociation. It affects adults and children. But that is not to say that Sophie’s story lacked all mystery for me. There were features of what happened to her that I had never seen before. Sophie hadn’t moved at all for over a year. She hadn’t once opened her eyes. I have never come across a case of dissociation-mediated unconsciousness quite as profound as that. Even more intriguing, or worrying, was that Sophie was not the only one. There were lots of children like her – but only in Sweden. Between 2015 and 2016, 169 children in disparate towns in Sweden had gone to bed and not got up again. Here was a medical problem unique to children and clustering in a single country. If I blamed Sophie’s problem on psychological distress belonging to her, arising out of a physiological process inside her head, how would that fit with this strange geographical clustering?


Western medical doctors are trained to interpret symptoms in a very literal way and to treat illness as personal. If somebody has a pain in their chest, we search the heart and lungs for a cause before we consider other possibilities. If we decide that the problem could be psychological in nature, we then look at that person’s emotional life for an answer. No doctor is naive to all the external factors that influence illness, but we can’t control a person’s environment, so we focus our attention on what is within our reach – the person in the room with us. The doctor-patient relationship is an innately intimate one and our system of medicine restrains us within the walls of our institutions and the limits of our specialist qualifications. The news story of Sophie and 168 other comatose Swedish children came as a reminder to me of how much I am neglecting the external factors that have shaped my patients’ experiences. I have learned a great deal from listening to the personal stories of people with functional neurological disorders, but maybe I needed to broaden my view.


In 1977, the US psychiatrist George Engel criticized the tendency for doctors to view illness in solely or predominantly biological terms. In a paper published in the medical journal Science, he reminded the medical profession that behaviour occurs in a context, and therefore people should never be viewed out of that context. He suggested a new medical model, which he called ‘biopsychosocial medicine’.


Every medical problem is a combination of the biological, the psychological and the social. It is only the weighting of each that changes. Cancer is a biological disease, which takes a psychological toll, and which has social triggers and implications. Some cancers have an environmental cause. All of them have an impact on a person’s place in the world. All have the potential to wreak biological havoc and to create severe mental distress. Compare cancer with reactive depression, which is triggered by a stressful life event. Reactive depression is a predominantly psychological illness, but it has a biological and social impact too. It can cause weight loss, weight gain, high blood pressure, insomnia, hair loss and many other bodily changes. The low mood is mediated by chemical changes in the brain, but it is caused by and integrally linked to societal factors. It affects the quality of a person’s interactions within the world and depends on the response of other people for recovery. Cancer and depression are both biopsychosocial disorders, but have different proportions of each element. Engel encouraged doctors not to forget the social dimension of illness.


Psychosomatic disorders are concerned with the ‘psyche’, which refers to the mind, and the ‘soma’, referring to the body. The mind is a function of the brain and is created from biology; it is not the intangible independent entity that Descartes imagined floating away from the body at the point of death. Memory, awareness, perception and consciousness are all integral parts of the mind, and each of these, even if not fully understood, has some measurable neural correlate. But many would say that leaving the environment out of that description of the mind is as foolish as neglecting the impact of society on health. The philosopher David Chalmers described a thought experiment to illustrate that the mind extends into the environment. In it, he told the story of Otto and Inga, two fictional characters who are asked to travel to a museum. Otto has dementia, so he uses directions recorded in a notebook to get there. Inga is healthy, so the directions are stored in her memory. Otto’s mind, therefore, has extended into his notebook and the notebook has taken the place of the cognitive process he has lost. Otto’s notebook and Inga’s memory are serving the same function.


Even though few doctors would disagree with a biopsychosocial concept of illness, and most have moved far beyond limited concepts of the mind, the system of modern medicine doesn’t always leave much room for us to incorporate these ideas into our practice. Hospital doctors are so specialized now that many of us only deal with a single organ, never daring to meander outside the field of our expertise. Some doctors are more holistic – general practitioners, in particular – but even they are pushed towards an emphasis on biology. For my part, I would say that I have been neglectful of the external influences on psychosomatic (functional) disorders for the simple reason that they have often felt too big to contemplate. Family and peer-group influences are approachable, but what of all the others – education, religious beliefs, cultural traditions, systems of healthcare and social services, mainstream and social media, the government? When I read about the Swedish children, crystallized into that single extreme example was the reminder I needed of just how much society and culture matter in the shaping of illness, and how much can be learned from observing their effect. The answer to psychosomatic and functional neurological disorders doesn’t necessarily sit inside a person’s head.


One hundred and sixty-nine children, in a single small geographical area, fell into a coma for what is believed to be a psychological reason. That means that 169 brains have each been pulled or pushed or moulded into behaving in a unique and unusual way. With all of the victims so geographically contained, there simply must be something in their social environment that has created that possibility. 


In 2018, I went to Sweden to visit children like Sophie and realized that mass illness outbreaks like theirs, ones that happen in small communities, have a great deal to say about how societal and cultural factors affect biology and psychology to create psychosomatic and functional disabilities. They put a magnifying glass to the social elements that affect health. That first journey would lead me to a number of other equally intriguing cases, including a Nicaraguan community in Texas who pass seizures from generation to generation through an inherited narrative; to a small town in Kazakhstan where over a hundred people ‘inexplicably’ fell asleep for days on end; to Colombia, where hundreds of young women’s lives have been disrupted by seizures; and to upstate New York, where a media frenzy had a drastic effect on the health of sixteen high-school students. As I travelled the world and trawled through newspapers, I found recurring themes in the accounts of very different populations, and even in the strangest stories I heard a great deal that reminded me of my own patients. The Swedish children are far from unique in being caught up in a health crisis that is specific to a time and place. Outbreaks of mass psychosomatic illness happen all over the world, multiple times per year, but they affect such unrelated communities that no one group gets the chance to learn from another.


Sophie is part of a group, and whatever that group shares must have been pivotal in creating their shared coma. But Alethia is part of a group too, even if she doesn’t know it. There are hundreds of thousands of people like her, some of whom are lucky enough to have a diagnosis, but many are resigned to living with the label ‘mystery illness’, without realizing that medical science has moved on, there are explanations available and, more importantly, there is help out there, if they could only find it.
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The Sleeping Beauties


Reductionism: The belief that human behaviour can be explained by breaking it down into smaller component parts.


I had barely stepped foot over the threshold and I already felt claustrophobic. I wanted to turn back. People shuffled into the room in front of me, while somebody else stood directly behind me, a little too close. It felt hard to escape.


I could see Nola lying in a bed to my right. She was about ten years old, I guessed. This was her bedroom. I had come knowing what to expect, but somehow I still wasn’t prepared. Five people and one dog had just walked into the room, but she didn’t have so much as a flicker of acknowledgement for any of us. She just lay perfectly still, her eyes closed, apparently peaceful.


‘She’s been like this for over a year and a half,’ Dr Olssen said, as she bent to stroke Nola gently on the cheek.


I was in Horndal, Sweden – a small municipality a hundred miles north of Stockholm. Dr Olssen was my guide. She was a slim, deeply tanned woman in her sixties, with a distinctive triangular white patch in the fringe of her light brown hair. She had been caring for Nola since the child had first fallen ill, so she knew the family well. Dr Olssen’s husband, Sam, and their dog had also come with us. All three were regular visitors to Nola’s home and knew their way around it. From the front door, they had led me promptly and directly to Nola’s room. It was almost too abrupt for me. One moment I was outside in the midday sunshine, then suddenly I was in the twilight of a sleeping child’s room. I had an impulse to open the curtains. Dr Olssen must have felt the same, because she walked to the window, drew the curtains aside and let the light in. She turned to Nola’s parents and said, ‘The girls have to know it’s daytime. They need sun on their skin.’


‘They know it’s day,’ her mother answered defensively. ‘We sit them outside in the morning. They’re in bed because you’re visiting.’


This wasn’t just Nola’s room. Her sister, Helan, who was roughly a year older, lay quietly on the bottom of a set of bunk beds to my left. From where I stood, I could only see the soles of her feet. The upper bunk – their brother’s bed – was empty. He was healthy; I had seen him peeping out from around a corner as I walked to the girls’ room.


Dr Olssen turned and called to me: ‘Suzanne, where are you? Aren’t you coming to say hello? Isn’t this why you’re here?’


She was hunkered down by Nola’s bed, brushing the child’s black hair to one side with her fingers. I stood wavering near the threshold, struggling to take the final few steps of a long journey. I was pretty sure I was going to cry, and I didn’t want the others to see. I wasn’t ashamed; I am human and upsetting things upset me. Sick children in particular upset me. But this family had been through so much and I didn’t want to put them in the position of having to comfort me. I fixed a smile on my face and approached Nola’s bed. As I did, I glanced over my shoulder at Helan, and was surprised to see her eyes open for a second to look at me and then close again.


‘She’s awake,’ I said to Dr Olssen.


‘Yes, Helan’s only in the early stages.’


Nola showed no sign of being awake, lying on top of her bed covers, laid out in preparation for me. She was wearing a pink dress and black and white harlequin tights. Her hair was thick and glossy, but her skin was pale. Her lips were an insipid pink, almost colourless. Her hands were folded across her stomach. She looked serene, like the princess who had eaten the poisoned apple. The only certain sign of illness was a nasogastric feeding tube threaded through her nose, secured to her cheek with tape. The only sign of life, the gentle up and down of her chest.


I crouched beside her bed and introduced myself. I knew that, even if she could hear me, she probably couldn’t understand. She knew very little English, and I didn’t speak Swedish or her native language, Kurdish, but I hoped the tone of my voice would reassure her. As I spoke, I looked back at Helan again. Her eyes were fully open and she met my gaze, allowing me to see that she was watching me. I smiled at her, but her expression didn’t change. The girls’ mother stood at the end of Nola’s bed, leaning a shoulder against the wall. She was a striking woman, with high cheekbones and a prominent café-au-lait birthmark on her forehead. She had relinquished control to Dr Olssen and was watching me closely. She seemed calm and dignified. Her husband, the children’s father, stood at the doorway, shuffling in and out of the room.


Like Sophie, whose story I had read in that newspaper article, Nola and Helan are two of the hundreds of sleeping children who have appeared sporadically in Sweden over a span of twenty years. The first official medical reports of the epidemic appeared in the early 2000s. Typically, the sleeping sickness had an insidious onset. Children initially became anxious and depressed. Their behaviour changed: they stopped playing with other children and, over time, stopped playing altogether. They slowly withdrew into themselves, and soon they couldn’t go to school. They spoke less and less, until they didn’t speak at all. Eventually, they took to bed. If they entered the deepest stage, they could no longer eat or open their eyes. They became completely immobile, showing no response to encouragement from family or friends, and no longer acknowledging pain or hunger or discomfort. They ceased having any active participation in the world.


The first children affected were admitted to hospital. They underwent extensive medical investigations, including CAT scans, blood tests, EEGs (electroencephalograms, or brainwave recordings) and lumbar punctures to look at spinal fluid. The results invariably came back as normal, with the brainwave recordings contradicting the children’s apparent unconscious state. Even when the children appeared to be deeply unresponsive, their brainwaves showed the cycles of waking and sleep that one would expect in a healthy person. Some of the most severely affected children spent time under close observation in intensive-care units, yet still nobody could wake them. Because no disease was found, the help doctors and nurses could offer was limited. They fed the children through feeding tubes, while physiotherapists kept their joints mobile and their lungs clear and nurses made sure they didn’t develop pressure sores through inactivity. Ultimately, being in hospital didn’t make much difference, so many children were sent home to be cared for by their parents. The children’s ages ranged from seven to nineteen. The lucky ones were sick for a few months, but many didn’t wake for years. Some still haven’t woken.


When this started happening, it was unprecedented. Nobody knew what to call it. Was it a coma? That word wasn’t quite right; it implied deep unconsciousness, but some of the children seemed to have awareness of their surroundings. Tests showed that their brains responded to external stimuli. Sleep certainly wasn’t the right word either. Sleep is natural, but what was happening to the children was not – it was impenetrable. In the end, Swedish doctors settled for ‘apathy’. The Swiss psychiatrist Karl Jaspers described apathy as an absence of feeling with no incentive to act. It is a total indifference to pain and to pleasure, a complete freedom from emotion of any kind. That description fitted with what the doctors were seeing. After a few years, apathy was converted to an official medical designation – Uppgivenhetssyndrom – literally meaning ‘to give up’. In English, this became ‘resignation syndrome’.


Standing at Nola’s bedside, the label seemed apt. Dr Olssen rolled up Nola’s dress, exposing her bare stomach and revealing that she was wearing a nappy under her tights. Nola didn’t resist the intrusion. Her hand lolled over the side of the bed, the dog nudged it with his nose, but she didn’t respond to that either. Dr Olssen pressed on her stomach and listened to it with a stethoscope, and then listened to her heart and lungs. The examination, Dr Olssen’s friendly chatter, the stranger in the room, the pacing of the dog – none of these elicited any sort of reaction.


Periodically, Dr Olssen turned to me to report on her findings.


‘Her heart rate is ninety-two. High.’


When she said that, I again felt uncomfortable to the point of upset. Ninety-two seemed high to me, too. Ninety-two did not sound like the heart rate that goes with an absence of emotion, in a child who had not moved for over a year. It suggested a state of emotional arousal – in other words, the very opposite of apathy. The autonomic nervous system has unconscious control over the heart rate. The parasympathetic nerves slow everything down when a person is at rest, while the sympathetic system powers our fight-or-flight mechanism, speeding up the heart in preparation for action. What was Nola’s body preparing for?


Dr Olssen rolled up Nola’s sleeve and tested her blood pressure. The child didn’t flinch. ‘One hundred over seventy-one,’ Dr Olssen told me, which is normal for a relaxed child. She lifted Nola’s arm to show me how limp it was. The arm dropped unceremoniously onto the bed when let go. I had read reports that described how Dr Olssen put ice packs on the children’s bare skin to see if they showed a response, and I had seen a picture in a newspaper of a child with resignation syndrome who had a packet of frozen vegetables pressed against her exposed stomach. When I was at medical school, we were taught to give painful stimuli as part of the assessment of an unconscious patient. I don’t do it anymore; I gradually realized it was an unnecessary cruelty, so I was glad when Dr Olssen didn’t suggest testing Nola in this way for my benefit. Instead, she turned to me and asked me to carry out an examination.


I hesitated. I am a doctor, but I wasn’t Nola’s doctor. I looked at her mother, who was still standing at the end of her bed. We had no shared language. What brief conversation we had went through Dr Olssen. She seemed happy for me to be there, but I longed to talk to her directly, without a go-between. There were so many languages, and such varied dynamics between the people around the bed, that I found it hard to read the room.


Dr Olssen raised her eyebrows as she waited for me to answer. ‘What did you come here to do?’


Good question. Suddenly, I didn’t know why I was there. I saw patients a little like those girls all the time in my job. What made them special enough for me to feel the need to visit, and what did I hope to gain?


Dr Olssen placed a gentle thumb on Nola’s eyelid and drew it open. Nola’s eye rolled up, so that only the white was visible. ‘Bell’s phenomenon,’ Dr Olssen said.


Bell’s phenomenon is a normal eye reflex that occurs when a person closes their eye: the eye rolls up and outwards as the lid lowers. But Dr Olssen wasn’t closing Nola’s eye, she was opening it. What I saw was evidence of a child resisting eye opening. Her eye rolled up because she was fighting to keep them closed. Was that an unconscious reflex, or was Nola’s resistance to communication more active than passive, after all?


‘Come on.’ Dr Olssen coaxed me forward. ‘You’re a neurologist, aren’t you?’


I remembered why I was there. Dr Olssen was a retired ear, nose and throat doctor, desperate to help the children and support the families. She’d welcomed me because I was a neurologist. She hoped that I could find an explanation for what had so far been inexplicable; that I would interpret the clinical signs and, by doing so, legitimize the girls’ suffering and convince someone to help them. That Nola had been lying in bed for a year and half without eating or moving had not been deemed impressive enough to get her the help she needed. A neurologist, a specialist in brain disease, would add weight to the diagnosis, or so Dr Olssen hoped.


That’s how modern medicine works: disease impresses people; illness with no evidence of disease does not. Psychological illness, psychosomatic and functional symptoms are the least respected of medical problems.


‘Examine her,’ Dr Olssen said again.


Reluctantly, I took Nola’s legs in my hands and felt the muscle bulk. I moved her limbs to assess mobility and tone. Her muscles felt healthy, not wasted. Her reflexes were normal. Apart from her unresponsiveness, there was nothing abnormal. I tried to open Nola’s eyes, as Dr Olssen had, and felt her resist. Dr Olssen asked me to palpate the muscles in her cheeks. In contrast to every other muscle in her small body, these were rigid. Her teeth were clenched shut – another piece of evidence against passive, apathetic restfulness.


I looked behind me, at Helan. The dog was staring at her; Sam, Dr Olssen’s husband, was holding him by the collar to keep him in check. Helan looked past the dog, at me. I smiled at her again, but she just stared back blankly.


Dr Olssen followed my gaze. ‘Nola was the first to get sick. Helan only got symptoms after the third asylum refusal, when the family were told they had to leave Sweden.’


Despite Dr Olssen’s interest in uncovering the brain mechanism to explain the children’s apathy, everybody – family, doctors, officials – knew why Nola and Helan were sick. And they knew exactly what was required to make them better.


Resignation syndrome is not indiscriminate. It is a disorder that exclusively affects children of asylum-seeking families. These children were traumatized long before they fell ill. Some were already showing very early signs of illness when they arrived in Sweden, but most only began to withdraw when their families were faced with the long process of asylum application.


Nola had come to Sweden when she was two and half – at least, that was the official age she was given on arrival, by a man she had never met before. Nola’s family fled the Turkey–Syria border when she was a toddler, and their journey to Sweden had been uncharted. Somewhere in transit, their papers were destroyed. Arriving at the Swedish border, they had no proof of who they were or where they came from, so the authorities estimated their ages. They determined Nola to be two and a half, Helan to be three and a half, and their younger brother to be one.


Nola’s family are Yazidi, an ethnic-minority people indigenous to Iraq, Syria and Turkey. The worldwide number of Yazidi is estimated to be fewer than 700,000. Walking through the house to Nola’s room, I had seen a picture of a peacock hanging on the wall, dark blue with his open tail feathers displayed behind him. Nola’s father had a peacock tattoo on his arm. The Peacock Angel is central to the Yazidi religion. They believe he was created by the supreme deity and that he governs earth. The stories told about the Peacock Angel have links to the beliefs of other religions. He is said to have taught Adam and Eve. He is also the reason that the Yazidi have been referred to as devil worshippers. Some say that, because the Peacock Angel rebelled against God and was cast into hell, he therefore represents Satan. It is this sort of interpretation of their beliefs that has seen the group subjected to centuries of persecution. In the nineteenth and twentieth centuries alone they were subjected to seventy-two genocidal massacres, while in the twenty-first century they have been the victims of many bloody attacks, first in Iraq and more recently in Syria. Women and children have been gang-raped and taken as sex slaves. In the region of 70,000 Yazidi people are said to have sought asylum in Europe.


Nobody can prove what Nola and her family suffered before they came to Sweden – I can only tell you the story I was told. The family used to live in an underdeveloped rural village in Syria, near the border with Turkey. Most of the people had no running water, but they had a communal well to which Nola’s mother made daily trips. One morning, when she went to get water, she was grabbed by a group of four men, who dragged her into the woods and assaulted her. When she came home and told her family what had happened, her father was furious with her for bringing shame on them. Over the next weeks, there were heated arguments between Nola’s grandfather and her parents. In one of them, Nola and her siblings were in the room when their grandfather threatened to kill their mother. At the time of the assault, Nola’s mother had been pregnant with her fourth child, but she soon miscarried.


With threats to the family from inside and outside the home, staying in Syria was untenable and the family were forced to flee. Arriving in Sweden with no papers, unable to speak Swedish and unable to read a Latin-script alphabet, they struggled to communicate and had no way of verifying where they’d come from or who they were. They immediately applied for asylum, but asylum depended on them proving they had been persecuted in their country of origin and convincing the authorities that it was unsafe for them to return.


At the time, Sweden took a generous stance on asylum seekers, and Nola’s family were given temporary permission to stay. The subsequent process of applying for permanent asylum was very slow. Before it was properly underway, Nola and Helan were already in school. After several years, the family’s application for asylum was processed – and then refused, although they had the right to appeal the decision, not once but twice. By that time, the Syrian war had started, making their birthplace even more dangerous. It was at this point that Nola showed the first signs of withdrawal.


The children had lived in Sweden for longer than they had lived anywhere else. All their friends were here, both children spoke fluent Swedish and Helan also had a good understanding of English. I don’t know what Nola and Helan knew of the place they were born, but, even if it was never explicitly discussed, they must have felt the fear associated with returning there. The family had placed themselves in great danger fleeing Syria, and – whether they were believed or not – they had done so for a reason.


‘I will ask the father to show you what Nola is like when they try to get her out of bed,’ Dr Olssen said. On her instructions, Nola’s father sat his daughter up and swung her legs over the side of the bed. Her body was like a rag doll. Her head hung down onto her chest. Her father stood behind her, holding her under the armpits so that her shoulders hunched and her hands dangled by her sides; then, encouraged by Dr Olssen, he walked her like a marionette across the room. Nola’s feet dragged behind her, toes scuffing the carpet. I knew why I was being treated to this almost grotesque display. We often require a person to look sick and, ideally, to have at least one abnormal objective medical test to prove that they are genuinely ill. Nola’s tests were all normal, but Dr Olssen and Nola’s family wanted me to understand how bad things were for her – so they showed me.


‘The children are the ones who open the letters,’ Dr Olssen said, as Nola’s father laid his daughter back on the bed and her mother made her comfortable.


‘Pardon?’


‘The parents can’t speak Swedish, so when letters arrive from the immigration office it is usually the children who read them. The children translate for the parents.’


‘That seems so wrong.’


‘They are their parents’ conduit to the new world.’


‘There must be a better way.’


Dr Olssen laughed. ‘You are very naive. You can’t stop the children from noticing.’


‘I suppose not.’ I was thinking of the children in my family, innocent and sheltered. I looked at Helan. She was so young, yet had been through so much. ‘How old is Helan?’ I asked.


‘Eleven, but they contested that, too.’ Dr Olssen grimaced. ‘The school said that she spoke in an adult way and couldn’t possibly be the age that the family claimed.’


Correctly applying ages to people seeking asylum has caused problems worldwide. Children are mistakenly placed in facilities with adults if they appear older. Claims are made that adults pretend to be children so they will be treated more leniently. But the medical assessment of age is fraught with error. There is no reliable way of knowing how varying degrees of chronic deprivation, abuse, malnutrition, not to mention the process of fleeing and of seeking asylum might affect a person’s physical appearance, bone age, muscle bulk, sexual maturation, behaviour or language.


Helan was unequivocally a child, even if her official age was up for debate. She was prepubertal. Like both Nola and her mother, she had a long mane of thick black hair. Yazidi women do not cut their hair. As I watched her, I saw her eyelids fluttering closed and then opening again repeatedly. I had been told she spoke English, so I kneeled by her bed and told her my name. To my surprise, she whispered something back. It was very quiet, so I asked her to repeat it and I leaned in close so I could hear. She said her name: ‘Helan.’


Helan had only been sick for a few months, since the family’s third and final application for asylum had been rejected.


‘When the third rejection letter arrived, Helan said, “What will happen to my sister?”’ Dr Olssen told me. ‘Then she became quiet and we saw she was getting sick. I told her parents not to let her stay in bed. I told them to make her eat and to keep her in school, but it was impossible.’


The authorities believed that the family was Turkish, Dr Olssen told me. They could not be sent back to war-torn Syria, but if they were Turkish they could be returned there. I couldn’t imagine how it must have felt to a child to be told they would have to leave their home to go to a place that existed only as a horrific story. Driving up to the family’s apartment block, along a wide tree-lined road, I had been struck by what a lovely area it was. The three children shared a room, but otherwise their apartment was spacious and it overlooked a leafy playground. The children’s room had drawings on the wall and an assortment of books and board games piled in one corner. The games looked well played with – although not by these children, I thought.


‘Her friends from school still visit her. One girl comes and reads to her every week,’ Dr Olssen told me, before turning to Helan. ‘Would you like a story now?’


The little girl nodded.


Dr Olssen took a picture book from the pile and started to read. The girls’ brother peeped around the door shyly. At first, I thought he was listening to the story, but then I realized it was the dog that was holding his attention. Sam saw it too and asked if he would like to take the dog for a walk, and the two disappeared together happily.


Sam knew the families of the resignation-syndrome children as well as his wife did. He was a kindly white-bearded grandfather, a US citizen by birth and a trained psychologist, although in Sweden he worked in IT. Between them, the couple provided support to fourteen children from seven families, each child in a different stage of resignation syndrome. The previous evening, I had stayed at their home, a lived-in wooden house full of books, plants and family pictures. While eating scones and drinking peppermint tea in their garden, Sam had told me how they’d seen that, when granted residency, the children usually woke up, albeit not overnight. The road to getting better was as gradual and tedious as the onset of apathy. It could take months or longer, depending on how long the child had been ill.


Although there were no miraculous awakenings, once recovered, the children were able to flourish in their new lives. Another child they cared for, a girl called Aliya, had fled from a former Soviet republic as a member of a persecuted minority. She’d suffered from resignation syndrome for over a year, showing no signs of voluntary activity until the day after she was told she had permanent residency in Sweden, when she opened her eyes for a moment. Over the weeks that followed, she awoke fully and, after a few months, she was back at school. Despite entering the Swedish school system late and having large gaps in her education, she excelled in her exams and was now studying for a law degree.


‘Did she tell you what it felt like to suffer from resignation syndrome?’ I asked.


I had been wondering about this since I first heard about the condition. The newspaper articles had made the disorder sound completely passive, but I suspected that the words apathy and resignation did not really capture the experience of those suffering from the syndrome at all. 


‘She doesn’t like to talk about it,’ Sam told me. ‘That’s the same for all the children. Once they come out of it, they just want to put it behind them.’


I still really needed to know, so I asked again: ‘Did she tell you if she was aware of what was happening, or was it more like losing time? As if she had just been asleep?’


‘She said it was like being in a dream that she didn’t want to wake up from.’


I liked that description. I understood it and it made the children’s plight less frightening. I had read of one young boy’s experience in a magazine, and it had been much more disturbing: ‘he had felt as if he were in a glass box with fragile walls, deep in the ocean. If he spoke or moved, he thought, it would create a vibration, which would cause the glass to shatter. “The water would pour in and kill me,” he said.’


Aliya often stayed with Dr Olssen and Sam, in their home. Even when the children recovered, this generous couple never stopped supporting them and their families. They found jobs for those in need of work and helped them with applications for school and college. They even allowed whole families to stay with them if they had nowhere else.


I watched Dr Olssen, perched on the side of Helan’s bed, reading a story in a language I didn’t understand. Every now and then, she turned the pages of the book towards Helan, so the child could see the pictures. Meanwhile, the girls’ mother sat on the edge of Nola’s bed, using a hairbrush to gently brush the child’s bare arms and legs. This was their daily routine, a sensory experience. Afterwards, she moved Nola’s joints, bending and straightening her knees and elbows, rolling her hips and shoulders and wrists in turn. These were exercises that she had learned from a physiotherapist and which would stop the children developing contractures – stiff, shortened tendons, caused by immobility.


I looked from girl to girl. Nola was pale, but other than that she looked in perfect health. Helan had colour in her lips and skin, reflecting how much more she moved and the shorter term of her illness. The family washed and dressed the girls every day. They tried to create a routine, so the girls would have a sense of morning and afternoon and evening. They changed the girls’ position in bed to protect their skin from ulcers. They sat them in wheelchairs by the dinner table, so they wouldn’t forget they were part of a family, and they placed titbits of food on their tongues in the hope of tempting them to eat. They wet their lips with water. They tried giving each girl a straw to drink from – which Helan could manage, but Nola ignored.


The care routine and bedside story created a gentle, loving scene. Occasionally, Helan mouthed something as Dr Olssen was reading, and I realized she was reciting parts of the story that she knew off by heart. When the story was finished, Dr Olssen promised Helan a new story at the next visit. As we left their room, both girls lay just as we had found them.


The earliest official reports of resignation syndrome appeared in 2005. Rumour suggested it had been around since the 1990s, but the number of children affected escalated at the turn of the century. Between 2003 and 2005, 424 cases were reported. There have been hundreds more since. It affects both boys and girls, but with a slight preponderance of girls.


The first children to fall ill were usually admitted to hospital, where they underwent medical investigations and treatment. Once test results came back as normal, there were the inevitable accusations that the children were pretending to be sick, which is so often the fate of people whose physical disability cannot be explained by an organic disease process with measurable biochemical or structural anatomical abnormalities. But, flying in the face of that suggestion, children as young as seven remained completely unresponsive, even during long-term hospital admissions. Many of the children have been subjected to medical testing and inpatient care under the supervision of a variety of specialists. Some early cases were admitted to intensive-care units, separated from their parents and kept under close medical scrutiny, but they still didn’t wake up. No child could sustain such a prolonged apathetic state voluntarily.


Some people’s attention turned to the parents. Were the children being sedated? Or even poisoned? One media report suggested that a doctor had seen a parent giving a child liquid medicine. But that is easy to check, and blood and urine samples showed no evidence of any intoxicant. Some still said that this was Munchhausen’s syndrome by proxy – a type of child abuse in which a parent or carer fabricates illness and seeks unnecessary healthcare for their child. Supporters of that theory postulated that parents were coaxing or coercing the children into developing the condition. One doctor said that the families were using the children as Trojan Horses to gain admittance to a new country for the rest of the family. There were claims that nurses had seen children who were supposed to be unresponsive fighting against attempts to insert a nasogastric tube.


Could Nola be roaming around the apartment when the curtains were pulled? Did the two little girls jump into bed, under instruction from their parents, whenever a visitor knocked on the door? When I visited Sweden in 2018, other than suspicious rumours in newspaper articles, there was not a grain of evidence to support this view. Then, in October 2019, an adult came forward and said that, as a child, she had been coerced into being ‘apathetic’ by her parents. That created a brief furore of accusations. It risked making every family look guilty. But there will always be people who cheat disability payments and insurance companies, people who take advantage of situations for their own gain; that should not be seen to imply that every member of a group is guilty. Other than that sad case, which amounts to child abuse, no official enquiry has recorded deceptive behaviour in the resignation-syndrome children or their parents. Even children admitted for long-term care into psychiatric units displayed no behaviour that would support the accusation of Munchausen’s syndrome by proxy. Children did recover once they had been offered asylum and hope was restored to their lives, but that recovery was in line with recovery from any chronic serious illness – gradual and dependent on the length of illness and degree of disability present.


People who have psychologically mediated physical symptoms always fear being accused of feigning illness. I knew that one of the reasons Dr Olssen was desperate for me to provide a brain-related explanation for the children’s condition was to help them escape such an accusation. She also knew that a brain disorder had a better chance of being respected than a psychological disorder. To refer to resignation syndrome as stress induced would lessen the seriousness of the children’s condition in people’s minds. It is the way of the world that the length of time a person spends as sick, immobile and unresponsive is less impressive if it doesn’t come with a corresponding change on a brain scan.


Biological correlates are often used to give credence to the experience of psychosomatic disorders. An objective change on a blood test or scan allows others to believe in the suffering. It is not surprising, therefore, that a great deal of thought has gone into trying to understand the biomechanics of resignation syndrome. Not only would it be of scientific interest and guide treatment, but, more than anything else, understanding the biomechanics would validate the children’s level of disability. Various incomplete theories have attempted to shed light on the biology of the disorder. Doctors have noted a fast heart rate and high body temperature in some of the children, which seems to suggest that a stress response mediated by hormones or the autonomic nervous system could play a part in the disorder. A single small study looking at four children showed a lack of the normal daily variation in the level of the stress hormone cortisol, lending a little weight to the stress hypothesis. In the same vein, one group of scientists speculated that stress hormones in pregnancy affected brain development and reduced the children’s ability to cope with stress later in life. The problem with these observations and theories is that neither stress hormones, the autonomic nervous system, nor poor brain development would account for the unusually sustained and profound physical manifestations of the disorder, nor the strange geographical distribution. There are asylum-seeking families all over the world, but none have responded to their situation like the children in Sweden. Stress is common, but resignation syndrome is not.


Some scientists likened the disorder to catatonia, a condition in which the affected person is immobile, with little or no physical response, but remains aware. Catatonia can be caused by brain disease, but it also occurs in the context of psychiatric conditions. Although poorly understood, it has been associated with a variety of neurotransmitter and brain-scan irregularities. Specialist brain scans have shown metabolic changes in regions of the frontal lobes in people in a catatonic state, and Swedish scientists are keen to carry out more detailed brain scanning on the resignation-syndrome children to find out if this is also the case for them. While there is something in the description of catatonia that resonates with what is happening to Nola and Helan, resignation syndrome lacks the characteristic stiffness and posturing of that condition. Catatonic patients look like animals posed by taxidermy; Nola was a rag doll.


One ongoing uncertainty has been whether or not the children are aware of their surroundings, particularly as they seem unwilling or unable to clear up this mystery themselves. They are sometimes referred to as being in a coma, but many have been observed to cry or exhibit occasional eye contact, which suggests otherwise. Patients in persistent vegetative states have been assessed for consciousness using functional MRI, so scientists have proposed testing in that way to solve the ‘awareness’ dilemma in resignation syndrome.


Not all the medical interest in this disorder has focused on blood tests and brain scans. More psychologically minded explanations have compared resignation syndrome to pervasive refusal syndrome (also called pervasive arousal withdrawal syndrome – PAWS), a psychiatric disorder of children and teens in which they resolutely refuse to eat, talk, walk or engage with their surroundings. The cause is unknown, but PAWS has been linked to stress and trauma. The withdrawal in PAWS is an active one, as the word ‘refusal’ suggests; it is not apathetic. Still, as a condition associated with hopelessness, it does seem to have more in common with resignation syndrome than other suggestions.


The resignation-syndrome children became ill while living in Sweden, but most had experienced trauma in their country of birth. It seems likely, then, that this past trauma would play a significant role in the illness. Perhaps it is a form of post-traumatic stress disorder? Or could the ordeals suffered by the parents have affected their ability to parent, which in turn impacted on the emotional development of the child? One psychodynamically minded theory is that the traumatized mothers are projecting their fatalistic anguish onto their children, in what one doctor described as an act of ‘lethal mothering’.


There is clearly much of value in investigating both the psychological and biological explanations for resignation syndrome, but even when taken together they fall short. Psychological explanations focus too much on the stressor and on the mental state of the individual affected, without adequately paying attention to the bigger picture. They also come with the inevitable need to apportion blame, passing judgement on the child and the child’s family. They risk diminishing the family’s plight in the eyes of others. Psychological distress simply doesn’t elicit the same urgent need for help that physical suffering does.


But the biomedical theories are even more problematic. The search for a biological mechanism is in part an attempt to ensure that the children’s condition is taken seriously, but it also threatens to neglect all the external factors that have propelled the children into chronic disability. MRI scans that try to unpick the brain mechanism of resignation syndrome are useful research tools and might offer general insights into how the brain controls consciousness and motivation, but there is something faintly ludicrous about expecting scans done on individuals to explain or solve a group phenomenon.


As a neurologist, people expect me to be especially interested in the brain mechanisms that cause disability. But, standing in the bedroom shared by Nola and Helan, the confused neural networks keeping these small children in bed seemed only to be an end point and, therefore, the least important part of what created their situation. A whole lifetime had led Nola and Helan to this place, where they lay in the confines of a Swedish bedroom, the curtains pulled on a sunny day.


Biological and psychological hypotheses for resignation syndrome are reductionist, in exactly the way that Engel’s biopsychosocial theory tried to address. They focus on the inside, while failing to incorporate what is on the outside – the odd geographical clustering. In fact, there is even more to the story that helps demonstrate the futility of an overly individualistic approach to the children’s situation. Not only is resignation syndrome restricted to children seeking asylum in Sweden, it is restricted even within that very specific group. It doesn’t affect all asylum seekers; children from countries of the former Soviet republics and from the Balkans are more likely to suffer from it. Yazidi and Uyghur people, ethnic groups that have recently been subject to a great deal of persecution, are also disproportionately affected. It has not been reported in refugees who originated in Africa, and rarely in any other nationality or ethnic group.


If psychogenic and biomedical theories fully accounted for the cause of resignation syndrome, then why do we not see it happening all over the world? And why doesn’t it happen to people of different ages and backgrounds? Psychological trauma and hardship exist in every society, and all our brains are biologically the same. That the disorder picks off its victims so selectively shows the error of viewing it as only a biological problem, concerned with hormones and neurotransmitters, or a psychological problem, linked to the personality of an individual.


It seemed obvious to me, having heard the girls’ story, that there was something to learn from the cultural specificity of the disorder. It suggested that resignation syndrome may not be a biological or psychological illness, in the Western sense; it may in fact be a sociocultural phenomenon. If so, then brain scans and cortisol levels would be largely meaningless.


After our visit to see Nola and Helan, Dr Olssen and Sam took me back to their home to stay for the night. Sitting on the terrace, eating a dinner of salmon and salad, I could see red wooden cottages and barns punctuating a rolling green landscape. As we ate, we talked about the children, and I took the opportunity to raise the issue of the strange clustering of the disorder in this small group of marginalized people. Dr Olssen did not look happy at that. I sensed I was a disappointment to her. I was not the great neurologist who would provide the perfect biological explanation for resignation syndrome and then write to the Swedish Migration Agency and secure asylum for every child who needed it.


‘It’s not happening because they are Yazidi,’ she said, when I touched on the subject.


But that was not the culture to which I was referring. Her own culture, now shared with the children, interested me just as much as their country of origin and ethnicity. Asylum seekers of Yazidi or Uyghur ethnicity, and those of Balkan or Soviet origin, do not get resignation syndrome when they flee to countries other than Sweden. If societal influences lead to this disorder, they do not stem from the country of origin, but rather from some combination of circumstances. The vulnerabilities created by the children’s past experiences were important, surely, but so too was their journey to and their life in Sweden. After all, Nola and Helan had spent the vast majority of their lives there.


Sweden had been welcoming to the family when they arrived. They were granted temporary residency and given a home pending their application for asylum. The process took three years to get started in earnest, at which stage both girls were in school. They spoke fluent Swedish. They had established friendships. I wondered if they knew that people saw them as different and that their home was potentially only temporary. Once underway, the application process was drawn out over several years. Although the family was not on trial, they felt as if they were interrogated rather than listened to. The asylum system seeks to find the mistakes that disprove an applicant’s case, rather than looking for evidence to prove it.


Asylum-seeking processes all over the world are subject to similar problems. Families making an application have usually come from a place with a poor human-rights record, where the authorities cannot be trusted. The application requires asylum-seeking families to face panels asking them to prove that their stories are true. Questioning can be intrusive and combative, and rarely takes into account what the applicant has already suffered. They are forced to defend their stories in an intimidating environment, after which a small group of people decide whether those stories are credible or not credible. The children are usually obliged to be present for the hearings.


Sweden has a reputation for being liberal, less racist and less hostile to immigrants than many other countries, and, until fairly recently, families with children suffering from resignation syndrome were offered automatic asylum. In 2014, the Swedish prime minister asked the population to ‘open their hearts’ to asylum seekers, and there followed a year in which a record number of foreign nationals arrived in the country. But the mood soon changed: in keeping with a worldwide trend, Sweden saw a rise in right-wing politics and anti-immigrant rhetoric, and the number of new asylum cases subsequently dropped drastically. It’s possible that hostility to immigrants and heightened tensions have contributed to the spread of resignation syndrome, but there were decades of apathetic children before the tide turned against asylum seekers. Given that resignation syndrome is considered by many to be caused by hopelessness, and can therefore be treated by the restoration of hope, it is perhaps not far-fetched to conclude that the lengthy asylum process, through three stages of hearings, could be a contributing factor to the development of the disorder. Nola and Helan have spent almost their entire lifetimes alternating between anticipation and despondency. That has physical consequences.


The internal mechanism for coping with stress is the same for the children as it is for other people; it is only their lives that are different. Surely it makes sense, then, that it is something in their environment that has shaped their physical reaction to psychological distress in such a unique and specific manner. The disability must arise in the brain – because all behaviour does – but it is the manner in which external factors impact on the children’s brains, not innate physiology, that matters most to the development of resignation syndrome.


A child faced with deportation is a child under strain. That creates physical symptoms by stimulating physiological stress pathways. Up to that point, the asylum-seeking child’s physical experience is the same as that of any person experiencing stress or trauma. What happens next is what makes the outcome for children like Nola and Helan different from that of everybody else, and this stage is heavily dependent on life experience.


The chain of events that has created resignation syndrome cannot belong to a single child or a single family. The key to understanding it is unlikely to lie inside the head of a child. It is far bigger than that. The children are vulnerable people, made so by a history of deprivation and stress. Their response to the asylum experience is unlikely to be purely biological, but rather comes from an expectation that has been programmed in them, with contributions from all the people in their environment – in their country of origin, but even more so in Europe. The children are embodying a sociocultural phenomenon. Their story has been written across nations, in a combination that has made them unique. It has been impacted by poor social circumstances, poor nutrition, epigenetics, abusers, authority figures, politicians, parents, doctors and the media. Without the correct combination of these, resignation syndrome would not exist.


There are more than two sides to all psychosomatic and functional illnesses, not just resignation syndrome. The cultural specificity of resignation syndrome acted as a crucial reminder to me that the social element should never be underestimated in other similar disorders. In day-to-day medicine, most doctors are very aware of the role of society in illness, but it is not always easy to talk about or address. It is a huge and intimidating problem, outside of the scope of individual doctors, but that means that something is being missed. Psychological and biological factors are fundamental in psychosomatic and functional disorders because they produce the symptoms, but sociocultural factors can be even more important. They may direct the course of illness, shape the symptoms and determine the severity and the outcome; they tell a person where to go for help and even dictate treatment. The resignation-syndrome children are told they will not wake up until they are granted asylum, and so it unfolds. They are unconsciously playing out a sick role that has entered the folklore of their small community.


The children are a small group, but there is much to be learned from their situation. For too long, the role of social environment in the development of illness has been neglected in favour of psychological and biological perspectives. However, I am a pragmatist, and as such I am aware that that sort of insight won’t necessarily feel helpful to people with these types of disorders. Dr Olssen worried that portraying resignation syndrome as a sociocultural disorder felt more like judgement than enlightenment. If I had been able to talk directly to the parents without an interpreter, I think they would still have wanted to know the biology, because ultimately that’s what everybody wants to know.


The thing that stands to be understood is exactly how external factors were able to change biology to create the very specific clinical features of resignation syndrome. Meeting Nola and Helan set me on a journey, both literally and figuratively, to find a way to reframe my view of how social factors produce disability. I knew I needed to get over my personal fixation on the psychological factors that create psychosomatic disorders and look more closely at the social elephant in the room. Of course, examining a person’s community to find the cause of an illness is often seen as trying to attribute blame, and therein lay the challenge. I knew I had to bring society and biology together and show them as the integrally linked codependents that they are. Dr Olssen’s response to my sociocultural view of resignation syndrome was clear: if you can’t say what is happening in the brain, nobody will care.


A doctor’s office is a contained, official place that only allows in whispers of the patient’s social world. To achieve my goal, I would have to leave my office more than just this once and put aside my Western medical conventions so that I could meet brains in the wild. Doctors examine people in scanners, under microscopes and in sterile clinics, but people live in a complex social world. If politics, the media, folklore, social circumstances, healthcare services and life experience had contributed to resignation syndrome, what were they contributing to my patients’ disabilities?


As I write this, it has been over a year since I met Nola and Helan, and I have spent a great deal of time listening to the stories of people with similar medical problems in the hope of gaining a better understanding of the various ways in which a person’s environment can contribute, without them even realizing it, to the illnesses they suffer. In the meantime, neither Nola nor Helan has recovered. Their asylum status has not been approved and they both remain bed-bound. I visited them as a neurologist, but the more I think about them, and the more I have learned, the less I see their problem as neurological or even medical. That is almost certainly why I felt so useless, standing there in their bedroom. Resignation syndrome is a language that I haven’t yet learned to speak. It exists to allow the girls to tell their story. Without it, they would be voiceless.
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