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The main character is always the hardest work.


Deborah Levy, The Cost of Living (2018)


What was life, really? It was warmth, the warmth produced by instability attempting to preserve form, a fever of matter that accompanies the ceaseless dissolution and renewal of protein molecules, themselves transient in their complex and intricate construction. It was the existence of what, in actuality, has no inherent ability to exist, but only balances with sweet, painful precariousness on one point of existence in the midst of this feverish, interwoven process of decay and repair.


Thomas Mann, The Magic Mountain (1924)
trans. John E. Woods (1995)







   

How to Use this Ebook


Look out for linked text (which is in blue) throughout the ebook that you can select to help you navigate between notes and main text.










1


The Double Mirror


At the still point of the turning world. Neither flesh nor fleshless;


Neither from nor towards; at the still point, there the dance is,


But neither arrest nor movement. And do not call it fixity,


Where past and future are gathered. Neither movement from nor towards,


Neither ascent nor decline. Except for the point, the still point,


There would be no dance, and there is only the dance.


T. S. Eliot, Four Quartets, from ‘Burnt Norton’, II


Did you call me? 


No, Mummy, you called me.


Well, the phone rang and you hung up and I just answered. Are you in Paris?


Yes, you called me in Paris.


I need your help, urgently, I need you to give me your phone number, I can’t find it.


But Mummy you just called me!


Oh yes that’s right. How are the children? 


And how old is the eldest, and which one is he. And all these people are coming over tonight, there is a committee, but I must call them, I don’t find their phone numbers. And there is a review of my book on the front page of the magazine, I can’t remember the name of it. And it must be my mother who gave me this beautiful scarf. 


But Mummy she died in 1986. 


Did she? 


Yes, she did, and she could hardly have bought such an elegant scarf in her religious neighbourhood in Jerusalem. 


Well, you never know, she could have, people bought all sorts of things! And I must call her. 


And on it goes. Memory chopped up into incoherent bits. Sentences that don’t stick together while the syntax is perfect. Past, present, future, all neatly separated – but what goes into which, no longer. All is mixed up. Names, children and grandchildren, episodes, sounds – familiarity disintegrating. Stories un-told and transposed from one place, one face, to another. Coherence and incoherence coexisting, akin to the sane and the mad rubbing shoulders over drinks at a cocktail party. The happy hour. The eleventh hour. The evening of existence almost spent while joy overtakes melancholy and a strange calm replaces anxiety. She frets less, laughs more, enjoys life and feels young and alive; her jokes are funnier than ever, their associations free and wild. Her sayings are somehow sensical and they can be double-edged. ‘Just have fun! they said with tears in their eyes,’ was one. Her memory is shunting her from place to place, as if she were ice-skating blindfolded, while the only way for us to remain in our place is not to follow her, to ignore, to let go, let her go, let it be, let it unfold, and occasionally take notes. We can only be good daughters by not being the daughters we once were. We take it in. We must laugh. She is not sad. We cannot be sad either. ‘The ceiling inside, the ceiling outside,’ she said the other day, sing-song and amused.


No one can do anything much about dementia, so far. Our mother Anne Atik is a poet. Or rather, was a poet. A reader, who emerged out of her religious upbringing in Brooklyn through a passion for Jane Austen, the Brontës, poetry and music. At the time I wrote the lines above, caught within the urgent, fleeting, incomprehensible present of it all, she was still able, when she came for dinner, slowly to read children’s books and programmes of local activities, in thrall to how interesting they were. The TLS still piled up by her bedside, along with various novels and essays she had been reading over the past year. She had started writing her memoir some years before, about her childhood, youth, marriage to our father, the painter and survivor Avigdor Arikha, friendships, especially with ‘Sam’ – Beckett – about whom she had written a marvellous book, called How it Was, published two decades before. But she already had little memory left. She said then that, yes, she was writing. I knew she was not. At the time, at least, she still remembered that some writing was supposed to be going on. When I asked her one day, ‘Are you writing your memoir?’ she said, ‘What’s left of it.’ By now, she has forgotten that too.


I had no idea when I embarked on this book, which features people I had never met before and would never see again, that our mother would take her place within its pages. I could not have known then that I would experience from close up how, in the space of a few months, so much of what makes up the life of a person can disintegrate. She was fine, or ordinarily anxious, when I started. She was indeed writing her memoir. But her computer desktop had become a mighty mess, she often was confused and erratic, and we knew something was amiss. By the time I had finished my second draft, she no longer could use the computer. She needed full-time care. Her friends, especially the young writers who admired her, still visit. She still sees my sister Alba and me as her daughters. But she is no longer the interlocutor we had known.


As I write these lines now, she has forgotten I have been writing a book based on patients of a neuropsychiatry unit at the Pitié-Salpêtrière hospital in Paris, the very place where, it so happens, she consults her neurologist every few months – each time marvelling more at the beauty of everything and at how very happy she is. One day, before dementia had clearly asserted itself, we travelled together to London on the Eurostar – it would turn out to be her last ever trip on that train, to the city she loved so much – and she read on my open laptop the chapter about the first patient I wrote about, a young woman who experiences amnesia. I remember feeling, and then suppressing, a terrible sense of irony. An irony I would be forced to contend with often as I reworked the book, thinking again about all the patients I had so fleetingly seen.


Those many other stories of unravelling I was privy to at the hospital, some of which you will read here, have indeed taken on new meaning. The present and the personal have somehow inserted themselves into this book, the theme of which is the nature of the self. Not myself. Not herself. The human self in general, as studied by science, understood throughout history, and analysed by philosophy. The self that the scientist, historian, philosopher tend to set aside as they think about other selves. And the book is still about all this. But life can interrupt one’s best efforts at contemplating it from a safe distance.


The Pitié-Salpêtrière hospital happens to be quite close to the flat where, for now, my mother still lives, and where Alba and I grew up. And the story of how I came to be interested in what the self is begins here, in my childhood home. I was about ten years old, the age of my eldest son as I write this now. A family friend whose identity I have long forgotten gave my mother a thick, laminated, blue kitchen apron. I still see the apron clearly, and remember where it hung in the rather shabby kitchen of those days. A white curly-haired dog, who looked a bit like Snoopy, was framed by three yellow comic strip squares containing thought bubbles. I remember exactly the writing in the bubbles. Square one: ‘I think, therefore I am.’ Square two: ‘But if I only think I think, how do I know I think?’ Square three: ‘I mean, I could only be thinking I think … I think … I think …’ Suddenly, it occurred to me that one could think about thinking. It was like the double mirror that lined the entrance hall of our building, and in which one found oneself reflected infinitely, with no horizon in view, all the way to the unthinkable. The double mirror was the thinking self, then, also reflected to infinity. Who was the thinker? How did thinking work?


It was a vertiginous view for a ten-year-old which triggered vertiginous questions about who I was as a being who could think about herself thinking. A being who was a thinking self – that is, a being aware of being a thinking self who could think about herself as a thinking self, aware of being aware of it, ad infinitum as in those facing mirrors. Most of us, once grown up, will have forgotten what it is like to experience this dawning of self-consciousness when we become aware of being aware, because we only start forming long-term memories as we develop this awareness.1 And once grown up, we also take for granted our daily use of our rational abilities – those that, for instance, enable me to compose these words and you to read, comprehend and consider them. I, for one, never stopped wondering about this awareness. And by reading about the dog and the mirrors, you may suddenly have become aware of your ability to think about these abilities. Just as I have become acutely aware, watching my mother, that these abilities can disintegrate.


At the best of times, our very awareness – of ourselves and of the world – is fluctuating. We feel as much as we think. Feeling and thinking are intertwined, the one feeding into the other. We can feel a thought and think about an emotion. Our mental life is in fact not stable. We usually know what we feel, but sometimes we can become confused about our feelings. Sometimes we may panic, at others we may be overwhelmed by despair or sadness. We may lose cognitive capacities, or forget parts of our lives – as is happening to my mother. When the human mind veers off course in this way, away from cognitive clarity, it exposes some of its mechanisms to the clinicians – neurologists and psychiatrists – who try to identify the problem and where possible help get us back on track, if we choose, or are impelled, to seek medical care, thereby becoming patients. Scientists who study the mind, such as psychologists and neuroscientists, help us understand how feeling and thinking work. 


So this book is about both the self as it studies itself, and the self as it loses itself. Its starting premise, which is not as evident as it may seem, is that the sense of self is profoundly anchored in our body. I want to bring to the fore how this is – how we cannot understand the self without the brain or the brain without the body that it serves. Nor does this embodied self exist without other people. Whatever the labels we use to describe the ailments afflicting patients whose minds have veered off course, we can only treat people effectively, with empathy and with dignity, if we recognize that the person is not reducible to the brain, or to the ailments afflicting it.


This book explores what science and medicine can reveal about the embodied self, along the continuum of health and illness. A state of health and well-being, one could say, is one in which we do not need to think about our embodied organism in any way other than the sensorial pleasures it affords, where we are immersed within our environment, engaged in an activity, involved with others. Illness, be it physical or emotional pain, affects the very foundation on which the sense of self we otherwise take for granted rests: what we feel ourselves to be can be upended. Yet there is a long gradation between one state and the other. There are the neurological illnesses such as the one afflicting my mother, which suppress even the awareness of illness, and which do not result in a clear sense of pain, or in an awareness of a lost sense of self. And there are others where the sufferer is aware that something is wrong, reminding us that what we feel ourselves to be is in fact constructed. We may experience the construction blocks falling apart but what we rarely realize within our own experience is that how we exist as embodied selves is a highly complex business involving the brain and body engaged in constant interaction. 


Some scientists are studying what it takes for this subjective experience to happen, but these studies are not yet widely known to the general public, and this view of the self as embodied is by no means mainstream even within the neurosciences. Nor has it yet fully made its way into the consulting rooms of mainstream neurology and psychiatry – it is central mostly to body-centred practices, from yoga and meditation to osteopathy. Yet I believe it is a wise starting point for an investigation of the mind, and of mental health. As we will see, this view has consequences for our understanding of how we fall ill and how we can get better, and also of how we make decisions, how we process our emotions, how we understand each other, and how we relate to each other in private as well as in society at large and even between peoples. 


The book is therefore also about boundaries: those within which science can answer questions such as those asked by the dog on that apron; those within which it is possible for medicine to improve a confused person’s life; and those within which we define illness and health. These boundaries emerge most clearly when we take a historical and anthropological step away from the here and now. An awareness of how our explanations change with time, and within and across cultures, helps us make better use of the ones we have today: indeed, assumptions about the nature of illness or what is normal behaviour, and about what happens to a person afflicted with dementia, are products of cultures, societies and their histories.


Whether they can ever be answered or not, questions are a good place to begin an exploration. And I date my wish to understand what it means to be a self-conscious being – to be a ‘thinker’ thinking about thought – to the arrival of that apron. At the age of ten I had little idea of what philosophy was, or that many people worldwide were invested in looking past the double mirror and researching consciousness – that there existed psychology and related sciences of mind. And I did not know that the apron quoted the seventeenth-century French philosopher René Descartes, whose native country I was living in. But I would find out, in time. For I studied philosophy in high school (as one does in France), and then at university in London. And I eventually understood how, through versions of his famous statement, ‘I think, therefore I am,’ Descartes established that our very awareness of being a thinking person was what guaranteed that our knowledge about the world was true. The ability to think was a demonstration of the reality of thought, self, and world. Mind – or soul, as one called it at the time – was necessarily conscious, and entailed the existence of a God who, being good by definition, would never fool us into falsity.2 The soul was immortal and immaterial, a ‘thinking thing’ that thinks it thinks it thinks, while the mortal, brute body, brain included, was an ‘extended thing’ Descartes likened to an automaton activated by pulleys. His was a tight system, within which animals – dogs included – could not be allowed immortal souls.


It is true that our awareness of being aware – our ‘metacognitive’ capacity, as it has usefully been called over the past fifty years – is what seems to define us as humans, a species set apart from the rest of the animal realm.3 It manifests in meaningful symbolic form – the arts, religions, ideas, sciences and technologies – that no other creature can create, not in such a sophisticated form at any rate. Like some other animals, we make meaning and social communities out of abstract signs and symbols, such as language. But unlike other animals we use language and other symbols to represent and contemplate ourselves and others, emotions and concepts, events and facts, past, present and future. We create stories and representations, and we remember them, inscribing ourselves and our lives through time, in order to confer meaning on our lives – of whose finiteness we are so terribly conscious. The dualist position has been tenacious throughout the history of thought, and it remains so, for it seems intuitively right: how could my complex thoughts have anything to do with matter? We hold on to our exceptional status within the created realm – our speciesism – no matter how destructive of our natural environment it has proved to be. Our impressive metacognitive capacity and our precious sense of meaning may seem to us to transcend our biology. 


Yet these would not exist without our bodies. As we have known since Darwin, we are evolved animals, and we are born, and die, as feeling, sensorial, breathing, potentially endangered, usually resilient, time-bound bodies connected to other beings. When Descartes so imaginatively sundered mind and body, thereby ensuring the consoling immortality of a lone immaterial human soul ensconced within our imperfect, often ailing mortal frame (in part to reassure Church authorities), he also deprived beasts of all cognition and sensation, turning them into mere equivalents of automata.4 Dog lovers at the time were none too happy. And in fact his strong mind–body dualism, as it is known, was criticized by many from the very start, with some of his contemporaries asking how an immaterial thought and a material mind could interact at all – how the thought of lifting my arm would trigger the movement, or how a blow to that arm would cause the feeling of pain. I now realize that my mother’s apron was not just a quotation, but a spoof. ‘Take that, René,’ the dog seemed to say. 


Descartes did imagine a locus of the mind–brain interaction – in the pineal gland, because of its central location between the two brain hemispheres. To be fair, he could tell as well as anyone that damage to the brain results in damage to mental life. He also accepted that emotions were at once corporeal and mental.5 And there were always strong, alternative theories to his division of mind from body, such as those of vitalists, who argued for the inherence of soul in body.6 Many physicians, attuned to the realities of ailing patients, adopted Gassendism, based on an adaptation by French philosopher Pierre Gassendi of ancient atomism to Christianity, and held on tight to the notion first developed in the fifth century BC by Aristotle that humans were on a continuum with the rest of creation. The philosopher Margaret Cavendish developed this view: ‘neither can I perceive that man is a monopolist of all reason, or animals of all sense, but that sense and reason are in other creatures as well as in man and animals’, she wrote.7 There were attempts at a psychosomatic medicine, in line with the humoural, holistic model of psychology and medicine that had also prevailed since the ancient Greeks – and about which I wrote a book.8 Spinoza, in reaction to Descartes, reconceived Nature and God as one substance. But despite alternative currents of thought, Descartes’s dualism held strong for a long time, in various guises and many places. Over the eighteenth century, it gradually became absorbed into medicine, which turned the body into a machine-like mechanism. And modern mainstream medicine still chops us up into discrete bits.


Over the course of the eighteenth and nineteenth centuries, as materialism rose along with secularism, the notion of a separate, immaterial soul lost its function. Gradually, the empirical study of the mind became enmeshed with the philosophical study of knowledge and self. Psychology became scientific over the second half of the nineteenth century, and started encompassing questions that until then had been exclusively the domain of philosophy, such as perception, attention, imagination, emotion, the will and consciousness. This happened in particular under the impetus of the German physiologist and philosopher Wilhelm Wundt, who coined the notion of a ‘scientific psychology’, Théodule Ribot in France9 and, most notably, William James in the US, whose The Principles of Psychology was first published in 1890 in New York and is still read today. In parallel, modern neurology and psychiatry were taking shape alongside accelerating knowledge of the anatomy and physiology of the brain and nervous system.10 This meeting of scientific psychology with modern anatomical findings has led to the mind sciences of today. It has also meant that for many people it has become a given that our capacities are on a continuum with those of other animals, and that matter itself is complex enough that we do not need immortal, immaterial souls to explore our own ability to think, feel and have consciousness. We have, for the most part, accepted that we cannot escape our mortal frame.11


But this shift back to our embodied nature remains fraught. In the 1920s, behavioural psychologists had extended the Cartesian model by positing that behaviour was just the outcome of reflex-like responses to environmental stimuli, rather than manifestations of emotionally rich intentions.12 From the 1950s on, the cognitive sciences outgrew the behaviourist model, absorbing neuroscience and evolutionary theory into their accounts of individual and social psychology, and elaborating scientific protocols that put the mind back behind the behaviour. For a while, the belief prevailed in these cognitive sciences that our brain was a machine that computed information, performing algorithmic functions that could be studied irrespective of the biological structures upon which they operated – as if biology were incidental to the higher activities of a brain separate from the body. The old mind–body dualism had given way to a brain–body dualism, one that persists in many scientific corners.13


At the same time, knowledge of the brain, oft dubbed the most complex object in the universe, has been growing tremendously over the past thirty years – in part with the help of artificial intelligence. We don’t yet know nearly enough to counter the ravages of the neurodegeneration that is affecting my mother, as well as millions of others. But technological advances in brain imaging, in particular, are allowing for an increasingly sophisticated understanding of the brain in terms of interconnected networks. Neurophysiology, genetics, molecular biology, biochemistry and biophysics are together yielding a better understanding of neurons and neurotransmitters. Yet, the biological neurosciences generate hypotheses about the generic brain, deal with models, statistics, averages, and study cohorts.14 And so they can be prone to ignoring two essential, and related, components of the experiencing mind: the complex, potentially ailing, individual body in which the brain is ensconced, and the embeddedness of this embodied brain in the social world.15 


Attention to the body, however, has also intensified over the past two decades, within both the sciences and the humanities. Empirical approaches to the big questions have been converging productively with philosophical ones, leading to the acknowledgement that the emotions generated in the body are central to cognition and communication, and to producing insights into perception and sensation, the sense of time, as well as the sense of agency (that is, the sense of being the initiator of an action), the related sense of body-ownership (that is, the sense that the body and its actions are one’s own) and, in general terms, the embodied sense of self. An increasingly detailed picture is also emerging of the relation of cerebral activity to our other vital organs – in particular the heart and the gut – and of the mechanisms of ‘interoception’, that is, the experience of our body from within, and the perception of bodily sensations whether we attend to them or not. The biologically real, relational, feeling body that is embedded in the world has re-entered the mind, informing how we understand the self as an inherently social entity, and also how it can diverge from the body’s reality16 – that is, how, in illness, we do not always feel ourselves to be what we are.17 


What I call this ‘interoceptive turn’ is momentous, in that it may enable us to understand ourselves in scientific terms better than has ever been possible before.18 The brain serves the body, not the other way round, as the neuroscientist Antonio Damasio has put it. It was Damasio who initiated the neuroscientific break from brain–body dualism in 1994, with the publication of his epochal first book, Descartes’s Error, which showed how embodied emotional processes are integrated into rational ones.19 Since then, the study of the corporeal, feeling and emotional self has been growing richer by the day, and studies of interoception and the embodied sense of self have been growing exponentially. This shift has helped undermine the view of the brain as an information-processing machine that can be understood apart from the rest of the body, as if we were not fully biological creatures. It is grounding what we may intuitively feel about ourselves in scientific detail and yielding tremendous insight into what it is that may be breaking down when the always-embodied sense of self is disrupted, when we cease to feel our body as our own. In conjunction with developmental psychology and psychoanalysis, it also shows how the embodied sense of self is always shaped in relation to others, from our first carers in infancy to the people with whom we share our lives, and to the societies in which we live.20


For the mind is inherently relational, not isolated. It includes a nervous system that develops in relation to other people. From birth on and even before – from the very beginning of fetal development – we live with, and in communication with, each other. Indeed, we have evolved in such a way that our cognitive and emotive functions are embedded within the need to communicate, cooperate, compete – to explore and exploit.21 We need others to survive, and to endow a life with meaning. Cognitive and emotional disturbances are, crucially, disturbances in our capacity to be in the world and to be with others. The question remains, then, how these insights can pan out clinically: when, in trying to care for people whose minds have veered off course, neurologists and psychiatrists must focus on an individual’s specific functions and dysfunctions in all their complexity.22


It is to answer this question that, for about eighteen months, I became a fly on the wall at the weekly clinical meetings of a neuropsychiatry unit at the Pitié-Salpêtrière hospital. Here the individual patient, not the theory, was centre stage. The person, not the model, was under scrutiny. This book recounts a selection of those meetings, which I had the chance to attend on the invitation of an old acquaintance, a neurologist who investigates consciousness at the same hospital. (At the time of writing, the unit has interrupted these weekly meetings, which had been going on for about seven years.) Some of the patients were severely ill. But most could have been you or me: they walked in as anonymous, ordinary-looking individuals, and became patients only upon entering the hospital room. They chose to consult that unit in particular, or were sent in by family or other doctors, because their disturbances had an unclear cause or diagnosis, and called for in-depth investigation. I was privy to their exceptionally lengthy examinations. I heard their medical histories, and witnessed tales of fragility, loss, confusion, resilience, and sometimes of healing, all rooted within complex familial and social circumstances. There was – is – no end to the variety of stories lived and told. 


Selecting those that are most revealing of the entwinement of brain and body, I tell some of these stories here. All names have been changed and details altered to preserve anonymity. But the stories here are all based on what I heard. Unlike my mother’s, they are fragments of lives of which I knew nothing beyond what was presented on the day: I saw each patient only once and heard all the information I convey here during that single consultation. Yet all of them, I realized as I delved deeper into the neurosciences, tell us something about what it takes to construct a self, what it means to lose oneself, and how one can find oneself again. Each one is a testimony to the fascinating complexity of each human life, and each human mind. 


These are not professional clinical accounts; they are not remotely supposed to be usable medically. I sat with the doctors once the patients had left, as neither doctor nor patient (though all of us are potential patients). Nor am I a scientist, and this is not a book about the brain any more than it is a handbook of neurology or psychiatry. People who have read books by Oliver Sacks may expect familiar territory. But though he too told the stories of patients – and he did so with a novelist’s skill – he was a practising neurologist, while I have no formal scientific or clinical training. Rather I am exploring as a philosopher how to connect person, patient and brain, with the tools of science and on the basis of the latest research. My perspective is also, by now, that of a daughter mourning the strangely progressive loss of her mother – I could be one of the relatives who sometimes accompanied the patient to that consulting room, close witnesses who held on to the threads as they were unspooling. 


But while I attended the sessions, mourning had not yet begun. I simply witnessed knowledge in action, as well as the gaps around the knowledge, what we cannot know about the life lived – the sensations felt by the people who undergo testing, answer questions and expose themselves in order to be helped. I call myself a ‘science humanist’: I am interested in drawing connections, apparent or hidden. Between the meaningful, felt stories we tell ourselves – those that clinicians use in their clinical practice – and what the scientific studies and the always provisional theories these yield tell about us. Between seen behaviour and mapped nervous system. Between the state of health and the state of illness. And between mind and brain, brain and body, body and world, world and selves. 


These connections need to be drawn between categories of knowledge and disciplines that have been imposed upon one dimension, within which there are many gradations.23 Theoretical neuroscience and psychology can tell us a lot about our thinking and feeling selves, but most people don’t use such scientific knowledge in daily life. It constitutes a basis for this book but remains mostly ‘backstage’. You will find plenty of references in the endnotes, which develop some of the scientific, historical and philosophical ideas mentioned in the text and provide sources for those who want to know more. It seems important to bring to light this high-end scientific research, which is usually confined to academic circles, and to put it to work throughout these pages – to transfer it to the phenomenology of a lived life. Indeed, much as our illnesses can reveal a lot about our deepest nature, neurologists and psychiatrists faced with confused or distressed patients cannot make much use of sophisticated theoretical analyses, even when they also engage in translational – that is, clinically applicable – research. 


This is in part because, while each patient presents with a case of something, no one case is ever the same as another, and because pathology and normality are on a continuum.24 A clinician treats a person, not a disease. And each person is a unique configuration of features we all share: one cannot integrate this individuality in diagnostic or treatment protocol. Both science and medicine rely on statistical generalizability. They produce models and charts to which we can never reduce lives, values and stories. The scientist’s job is to study a condition that may signal a disease. The doctor’s job is to treat the one patient, though in order to do so, he or she must also square the unique individual with the generalizable case – but your story will always differ from mine. 


I had always felt that the science and the philosophy I had been reading and writing about for twenty odd years enriched my intuitions – born of introspection not unlike that of the dog on the apron – about the ways in which thought and emotions constantly inform each other, and about the processes of my own introspective mind.25 This book emerges out of my wish to expand my area of enquiry beyond my comfort zone. I wanted to understand how the felt experience of individuals in need of clinical attention can enrich, and be enriched by, the constantly evolving scientific knowledge that generally permeates our culture and informs medical care – in ways both positive and negative. I wanted, further, to explore how specific scientific accounts of the embodied mind can bear on the experience of being conscious, flawed, uncertain – teetering as we all are on the cliff edge that is our state of health. 


But I had no inkling when I first sat down at the meetings at the Pitié-Salpêtrière how poignant, humbling, and transformative they would prove to be. Nor that they would help prepare me to face the neurological illness of my own mother. Or that I would be reckoning one day with the gap between the story told and the story lived. Between the writer and the reader. Between then and the evanescent now. It is my hope that these pages will help you too – to understand yourself, and those around you, in illness and in health.
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The Old Campus


Sometimes the breakdown does lead to a kind of cure, and the word ‘health’ turns up again.


Donald W. Winnicott, ‘The Concept of a Healthy Individual’ (1967), in Home is Where We Start From


One enters the Pitié-Salpêtrière grounds through arches set within an august seventeenth-century façade – a classified monument. Behind stands a well-proportioned church from the same era. It is a beautiful place, a town within the city, with its own street names, quarters, and gardens. A grassy common at its centre – a rare occurrence in Paris – is popular with staff and medical students for lunchtime picnics when weather permits, and otherwise is open to anyone who happens to stroll in. There is rarely anything joyful in having to go to hospital; if one does, one usually hopes to be able to leave it as soon as possible. But a hospital is also a vibrant, creative workplace dedicated to the care of others. And I loved my weekly visits to the Pitié-Salpêtrière. I loved the classical architecture, the tasteful and well-tended flowerbeds that dot the campus, the buzzing, multifarious activity. I even loved going there with my mother when she visited her neurologist. 


The first time I took her for her consultation with him, I was still attending the sessions at which the same man examined the patients with his colleagues, just a few buildings away. But now my own mother was his patient, and I could observe his empathy and the refined clinical skills I had seen him use with other patients as he interacted with her. I was then on the other side of the table, next to her. No longer a witness to the travails of an unknown patient. Yet my observing, detached self remained. I tried to see what he saw. And at each subsequent visit, as her lucidity was progressively fading, I felt increasingly grateful for the knowledge I had been able to glean from the sessions he had welcomed me to. 


Here we were, then. We knew what this was. No need to check, no need to test. We saw the signs. I was the daughter, not the doctor, but still, by that point I was well prepared. We exchanged some observations, I used the vocabulary I had learned. We also knew what lay ahead. But besides attaching technical words to the cerebral dysfunctions, there was nothing he could do. Not even one of the most thoughtful neurologists in one of the best neurology departments anywhere can stop the process we know as dementia. 


One of the largest hospitals in Europe, the Pitié-Salpêtrière is particularly well known for its neurology and psychiatry departments, not only because of their high calibre and exceptional staff, but also because they have a long, rich history. This history calls for a brief retelling here, all the more so because it relates directly to the concerns of this book. For a long time, it was just La Salpêtrière, a home for indigents of all sorts – prostitutes and the insane – that was also a sinister detention centre and an elderly women’s hospice. It had been founded by King Louis XIV on the grounds of a saltpetre factory which gave its name to the hospice. By the time the Revolution broke out in 1789, it housed some 8,000 indigents, all female, within a space that was intended to hold 4,000 at most. It was the largest hospice in the world.1 But things started changing in 1795, at the tail end of the Revolution, when a doctor named Philippe Pinel became chief physician at La Salpêtrière. He had developed an expertise in mental illness and had worked at the then notoriously sinister Bicêtre hospice for men just outside Paris as chief physician, caring for what we today call psychiatric patients. 


The term psychiatry was actually only first coined in the early nineteenth century, and did not become current for several decades.2 In the late 1700s, mentally ill patients were still considered incurable: they were called ‘aliénés’, held in shackles in airless, dark and dank, insalubrious prisons, alongside prostitutes and criminals. Pinel was a force for change, and he is remembered for instituting the humane treatment of these patients. He was in fact inspired in this by an empathic superintendent at Bicêtre who removed the shackles of the inmates there and spent time observing and listening to them. Pinel famously proceeded to do the same when he arrived at La Salpêtrière, unshackling the patients and observing them over time. And he wrote a hugely influential classification of diseases – a nosology – in which mental disorders formed an important, precisely calibrated subgroup.3 


A protégé of Pinel was Jean-Etienne-Dominique Esquirol, who joined the Salpêtrière soon after Pinel, and started in 1817 to teach there the first courses in psychiatry in the country. Both men believed in the importance of drawing up detailed case histories to understand mental illness. Both emphasized the power of a psychologically informed approach to initiating the cure of patients, regarding them as socially situated persons in thrall to passions and in need of help. Esquirol believed that rational faculties remained present even when they weren’t conscious, to the extent that by attending to them the doctor could make inroads into the patient’s mind.4 He also emphasized the impact of social conditions on mental health, touring asylums for the insane nationwide and reporting officially on their (ghastly) conditions.5 This was a time when physicians who were heirs at once to Enlightenment materialism and to Revolutionary ideals of justice were becoming aware of the social dimension of health: mental illness was now seen as a product of social and medical circumstance, and therefore was curable, rather than a lifelong condemnation and a ‘moral’ blight. It is within this progressive context that modern neuropsychiatry started taking shape.6 And La Salpêtrière became over the course of the nineteenth century an international centre at the cutting edge of research into the sciences of the mind, with its own school.7


The reputation of the hospice grew especially during the tenure of Jean Martin Charcot, one of its most celebrated alumni. Over three previous decades, starting in 1862, he had dealt with various branches of medicine, but he focused on the field of neurology, and in 1882 founded at La Salpêtrière the first ever European clinic of neurology. We owe to him the identification of many neurological diseases and syndromes, in particular multiple sclerosis, and the terrible amyotrophic lateral sclerosis, or ALS, which remains known as ‘Charcot’s disease’, or Lou Gehrig’s disease in the United States. Crucially for the development of neurology and neuroscience, he developed the so-called ‘anatomo-clinical’ method of correlating clinical symptoms with cerebral lesions observed post-mortem, thereby helping to establish that the brain was constituted of specialized areas associated with specific functions, rather than being a homogeneous mass.8 He also, notably, made use of the then novel technologies of photography and electrophysiology.9 


But Charcot’s name is also associated with his important studies of hysteria and the theatrical settings of his demonstrations, criticized even at the time.10 The study of hysteria has its own long history. The term refers etymologically to the Greek hystera for womb, and in ancient medicine it denoted ailments connected with a ‘wandering womb’. It was the so-called female malady, though by the seventeenth and eighteenth centuries, it had a male equivalent in so-called hypochondria. Both terms named a mental disorder made manifest in the body – that is, somatized.11 In Charcot’s day, La Salpêtrière was still a refuge for distressed women.12 A few of these traumatized women who displayed real enough hysterical symptoms became Charcot’s patients. He also opened a ward for men – they too were from the working classes, since those from the middle and upper classes could afford private doctors and more salubrious clinics. And he conducted his studies on both men and women, in a departure from what he had learned earlier as an intern for physician Pierre-Adolphe Piorry, who still believed hysteria was a female malady.13 Charcot thought of what he called hysteria as a specific, organic, neurological disease that could be studied as such even though no neurological lesions were visible on autopsies of hysteric patients.14 Unlike the epileptics in his charge, hysterics, he found, could be uniquely hypnotized – it was hypnosis that enabled the study of hysteria: in the course of hypnosis they underwent an ‘artificial’ hysteria during which the trauma that had presumably caused the pathology was re-enacted.


What to some extent undermined the public perception of Charcot’s legacy is that he ‘displayed’, and had photographed, young women undergoing these hypnosis-induced hysterical seizures in an elaborate theatricality, which he divided into four stages. As Lisa Appignanesi writes in her account of this episode: 


So widely diffused were the dramatic images recording the four stages of the hysterical attack, so much talked about were Charcot’s hysterics, it is hardly surprising that various forms of contemporary malaise found their way into an unconscious mimicking of the popularized symptoms.15


His famous Tuesday lessons were open to the public. Students, most of them male (there were not many female medical students, though he encouraged them), alongside writers and artists, flocked to watch, observe, learn. But there was also a voyeuristic element to his displays of female suffering that later contributed to his dismissal as a result of claims by some of his colleagues that he was a charlatan. A famous canvas painted in 1887 of a Charcot Tuesday lesson shows one of the most well known of the ‘grandes hystériques’, the unfortunate Blanche Wittmann, held in the arms of Charcot’s favourite student, Joseph Babinski, while Charcot demonstrates hypnosis. It must be remembered, however, that Charcot was an early promoter of women in medicine.16


A young neurology student, Sigmund Freud, was amongst the Charcot enthusiasts when he was in Paris in 1885, and in 1886 he even translated Charcot into German upon his return to Vienna. But a debate pitted Charcot against a neurologist called Hippolyte Bernheim who dismissed hypnosis as ‘psychogenic suggestion’ – symptoms provoked under the therapist’s influence – and this debate was instrumental in paving the way to Freud’s distancing himself from Charcot’s circle and claims, and the shift, from 1888, to the method he eventually developed into psychoanalysis.17 Back in Vienna, he found a new mentor in the physician Joseph Breuer, who had been working with patient ‘Anna O’, treating her symptoms of hysteria through what she herself named the ‘talking cure’.18 For his part, in Paris, Babinski became a renowned clinical neurologist (known especially for his work on reflexes), who also distinguished ‘organic’ diseases from psychiatric ones, determining that hysteria belonged to the latter group. The division endures today between neurological disorders deemed to be endowed with an organic basis, and psychiatric ones deemed not to be. 


Much of the history of this division between structural and functional – between a precise, potentially visible injury within the central nervous system and a diffuse ailment involving mental states but not readily identifiable with a precise injury – was played out on the Salpêtrière grounds. Psychiatry and neurology were not yet separate fields at the time of Charcot, the young Freud, and others. A person like my mother, afflicted with dementia, would belong to the same category of patient as someone afflicted with what the German psychiatrist Emil Kraepelin first named schizophrenia. He was a colleague of Aloïs Alzheimer, who discovered, and after whom was named, the dementia probably afflicting my mother.19 The mind-brain was one entity, and its disturbances required attention to the whole person – to the sensorimotor dimension as well as to general mood, to the nervous system as well as to the more vague category of affect, which encompasses the experience of feelings, such as emotions or moods. 


Over the course of the twentieth century, the domains diverged. Neurology focused on symptoms related to organic, cerebral changes, while psychiatry concerned itself with behavioural disturbances of a functional nature – that is, with no clear organic basis. The one is close to internal medicine. The other, which was often connected to psychoanalysis, is concerned with the individual psyche. But by now the distinction is vexed, culturally conditioned, and begs as many questions as the parallel distinction between brain and mind. The assignation of a disorder to an area of enquiry is biased in a way that is similar to that of naming it. We assume that there are distinct categories into which the disorders of the mind fit, as if health and illness did not belong to a dimensional continuum, and in the absence of a complete understanding of what the mind is and how it works.20 This separation also creates a clinical culture that may not always help patients, insofar as it reflects and perpetuates the old division of mind and body. And as we will see throughout this book, the very rationale of this old division is disappearing.21


The mental asylum at the La Salpêtrière hospice remained open for a while longer, until 1921. The hospice only became a hospital in 1968. By that point it had been renamed Hôpital Pitié-Salpêtrière (following its merger with an early seventeenth-century hospital called Pitié that had moved in 1911 to an adjacent lot), and it began to grow in size and reputation. Today buildings and streets there bear the names of celebrated doctors from the more or less distant past, while some of the buildings devoted to diseases of the nervous system are named after more recent neurologists. There is a rue Esquirol, a Pinel building, a large Babinski building, and the lecture theatre is named after Charcot.


It seems fitting that the meetings of the neuropsychiatry unit I attended took place just around the corner from the lecture theatre. For the very idea of this unit can be seen as another episode in the history of the division of psychiatry from neurology. Its purpose was to welcome patients whose symptoms related to both, and whose diagnosis was all the more fraught given that neuropsychiatry ceased to be a clinical speciality in France in the late 1960s. The unit met in a very bright top-floor room overlooking the modern buildings that lie to the south of the hospital. Floor-to-ceiling windows lined one side of the small room. There was a large table in the middle and a whiteboard at one end, some chairs and stools. Never more than a dozen people present. Senior neurologists and a senior psychiatrist, junior residents, interns, students – all clad in hospital whites. Sometimes an outsider like myself, sometimes a colleague from another clinic – not in whites. The proceedings were typical of those of any clinical meeting and started with the presentation of the medical history, interrupted by comments, questions, clarifications. But what was not typical was the lengthy examination of the patient that followed – sometimes for up to an hour. Discussions of cases, following the examination, never more than three per session and usually just two, could last a long time as well. In that respect, this particular meeting was exceptional: time is a precious commodity in the medical world. What was also exceptional was the – still all too rare – dialogue between neurologists and psychiatrists.


The openness of these sessions to an outsider like myself was unusual. I did feel sometimes I was peering into a sacred inner sanctum, witness to something at once private and universal – the uniqueness and commonality of suffering. But this was no Charcot Tuesday. These meetings were discreet. There was no display, nothing programmatic, and certainly nothing voyeuristic there. Granted, it may seem odd to sit in on a medical consultation; it would indeed be hard to imagine allowing external visitors to observe a consultation with a dermatologist, or a gastro-enterologist – and it would be of limited, specialized interest to do so. Nor would anyone think of listening in on a psychotherapy session. If it was possible for me to sit in on the neuropsychiatry clinics, it was because there was no intimacy, no undressing, no poking about beneath the skin. Observing where a person has ceased to know herself fully, the brain hitting against its blank spots, the space of self and consciousness transformed – that is closer to putting neuroscience in practice. It is even philosophically provocative. I was welcomed in because matters of mind matter so centrally to us all. 
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The Lost Years


We are all a hotchpotch of parts, so diverse and so loosely held together that each one, at every moment, pulls its own way. And there is as much difference between us and ourselves, as there is between us and others.


Michel de Montaigne, ‘On the inconstancy of our actions’, in Essays, vol. II (1588)


A young woman lost her memory: I had already decided to tell her story before all the others when my mother read the chapter on her last ever Eurostar trip, in late 2018. We were on our way to London to attend a Christmas party at my sister’s. We have taken many Eurostar trips together, ever since the train was inaugurated in 1995. When I ask her if she remembers, sometimes she responds, chuckling and smiling, ‘of course I remember!’ But there is no way of knowing what this remembering refers to. When she read an early draft of this chapter, which was still not thought through, I don’t think she really understood much. She said it was ‘very interesting’. On the first night of our stay at Alba’s house in London, she asked me where we were going to sleep, anxiously pointing at her suitcase, and saying, ‘I have to go home now.’ I was dismayed: this was a first. A harbinger of what was to come. Later, she woke up at 2.00 a.m. and got dressed and made up, ready to go out. When we arrived back in Paris two days later, she asserted, as the Eurostar slowed down at the Gare du Nord, that we had arrived in London. An old woman was losing her memory. Was she losing herself, too? There is a gradation to loss. Her general confusion was intermittent, but it was gradually becoming a particular pathology.


The course of such an illness must be recorded in detail to make any medical sense. A patient’s medical history is parallel to a life history and, unless or until it takes over all of life, it only overlaps with it intermittently. The medical history is called ‘anamnesis’ – and this is what the doctors called it in the hospital room. Anamnesis is an ancient Greek word that originally denoted a recollection of past lives, a memory from a past incarnation – ‘mimnisko’, from which anamnesis is formed, means to ‘call to mind’. Plato referred centrally to anamnesis in his dialogues Phaedo and Meno when puzzling out how one can come to know something one has never encountered. How can we know what we are looking for if we have never seen it, he wondered? Socrates, as always, had an answer: if we do know what we are looking for, then we already know what it is. And so it must be that we forget with each new incarnation what the soul already knows and re-learns with each life. So, according to Plato’s Socrates, learning is just remembering.1 It seems remarkable that this very term of anamnesis should be used in modern times to denote a medical history, encapsulating what turns a person into a patient, what creates the separation between the individual coming in for a clinical examination, and the white-clad, presumably healthy, thoughtful people discussing that person around a table. Lurking within this association is a sense – if one takes literally the ancient Greek meaning of anamnesis – that to tell a medical history is also to retrieve some of the forgotten truths of a person’s life.
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