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Introduction


It had started with headaches, just niggling ones that settled with paracetamol at first, but then they didn’t. And soon she was slurring her words and seeing double.


Years before, she had driven Anna and me home from tennis lessons and teenage discos – now, Anna was asking me about brain tumour stages and experimental treatments for her mother.


And then one day, a different sort of conversation.


Her mother, Anna explained, had begun tearfully telling the family that she loved them, repeatedly. She had never done this – in fact, she had been remote during Anna’s childhood, indifferent and seemingly unaffectionate for the most part. Anna asked me what it meant. Was this her mother’s true personality coming to the surface – an authentic pronouncement? Or was it simply an effect of the inoperable tumour on the frontal lobes of her brain – a hollow declaration of love that represented only a declaration of disease?


I was able to answer the questions about tumour stages and experimental treatments. But these questions about her mother’s true self? That wasn’t so easy.


 


There is a solemn tradition in medicine called grand rounds. A junior doctor stands at the front of an auditorium. She or he faces an audience of consultants – some predictably wearing bow ties – trainees and medical students. The junior doctor presents the medical history of a patient invariably plagued by an esoteric disorder. The gowned patient is then walked or wheeled in, sometimes attached to a drip or a catheter or oxygen. They field questions from the room, are examined, and then depart.


Another junior doctor is now grilled: what is the diagnosis, how will you investigate, how will you treat? The replies are often nervous, tentative. Reputations are made and fractured. Then the discussion is opened to the floor. Experts hold court.


Behind the Socratic ritual there lies utility. Once you see a mysterious case and the unveiling of its Delphic diagnosis, you’ll never forget it. ‘Ah, I’ve seen this type of thing before. At grand rounds once upon a time.’


Meanwhile, patients benefit from the diagnostic acumen and treatment expertise of a roomful of doctors, some of whom saw this sort of thing once upon a time. They matter, their cure matters.


Grand rounds happen every week in some shape or form in just about every hospital in the world – the tuberculosis clinics I visited as a medical student in Guyana, the sprawling wards where I teach each summer in a port town of Mozambique, the hospital where I work in leafy Hampstead, north London.


At grand rounds, we speak of lung fibrosis and cardiac output, seizures and rashes, fevers and abdominal aneurysms, kidney failure and liver toxicity. We point to dilated pupils and uneven thyroid goitres. We palpate enlarged spleens and angry lymph nodes. We percuss the abdomen and tap the reflexes.


In the two decades since starting at medical school, I have never heard the word ‘identity’ spoken. Grand rounds, the very heartbeat of medical learning, are not a place for philosophical musings or profound emotional questions. Diagnostic labels gathered there speak more to the patient and less to the person. We talk about loss of blood and loss of lung function but we do not contemplate the loss of person and loss of self.


In Anna’s mother, had the brain tumour made her more or less herself? Was she still the same person as before? The answers to these questions, I realised, would not be revealed at grand rounds.


 


Instead, I have gone back to the stories I hear each day as a neurologist. The patients who walk into my clinic room are tube drivers and teachers, lawyers and cabbies. White witches with potions and prophecies, and restless criminals cuffed to silent prison guards. There are women in burkhas, men in boubou and nuns in habits. There are elderly women who can only express pain in their own language (‘beesh, beesh’). There are atheists and religious fundamentalists. And there are women and men newly landed here; they show me the ragged scars of their torture.


But outside of their sartorial, ethnic, religious and forensic diversity, what they all share is their willingness to tell stories. They tell of memories lost or limbs weakened. Of choking and shaking, of aching and staggering. And behind those symptoms are stories of spouses who have supported them or deserted them, benefits provided or denied, death feared or welcomed.


Those stories ultimately lead me to diagnoses and from there on to treatment.


But in the midst of those tales, there are also deeper insights into who we become. Not just if we develop a brain tumour or dementia or lose consciousness, but even if we embellish a story or forget something for just a moment, or dream or sleepwalk or take drugs.


This book is about the exceptional patients and families I have met along the way but it is also about the rest of us. About our continuity of experience and who we become when that continuity falters in some way.


 


The truth is that I answered Anna without hesitation. I told her that this was really her mother speaking. Not the cancer. That her mother’s declaration of love was real, that she was more herself now than ever.


But since then, I have wondered how I could be sure of this. If her mother had become less affectionate, more hostile, would I also have claimed that this was her mother’s true self?


Perhaps I had only claimed her mother’s pronouncement of love was authentic because Anna desperately wanted to hear it, because I desperately wanted to believe it.


I still do.










Part I


Memory


 


 


A childhood memory is misplaced, an autobiography embellished. False memories are created and true ones erased. Reminiscences are cropped and filtered and shared.


Faces are forgotten and lifetimes lost. A word dances on the tip of the tongue, a name momentarily fades. Car keys are lost and phones mislaid and why did I go upstairs?


In remembering and forgetting, we become ourselves or perhaps distant strangers.


Here are stories of nomadic amnesiacs, confabulating liars and fabricating fraudsters. Of reporters who misreport, politicians who misstate and witnesses who devastatingly misremember.


Of you and me.


On this voyage, our selves might be discovered or destroyed.


Let’s begin.










1


Missing


You stand in the kitchen. A recipe book in front of you. On its cover a woman licks a spoon made from chocolate. Did you leave that there? What goes where and how and why? Here’s a spear. With a handle. A silver spear and a handle. And a wooden rectangle. A board. A chopping board. Ah, it was a knife! And all these clocks on the oven with numbers and signs. Dials, dials. What time does the clock open? Start the fridge. Phone inside. Did you turn the gas on? Was it someone else? Someone else sneaked into the kitchen and turned the oven on when you were looking in the fridge and tried to kill you but you caught them just in time.


David Attenborough on TV. He’s getting a bit older, you think. And here are the animals. Pigs, maybe? Rhinos, the TV voice tells you. Almost the same thing. Similar shape, similar shadow. Lights flicker.


You remember the old times and linger there. Memories embrace and envelop. Mint ice cream with chocolate chips. The heat of the day melts it, the cone overflows, you lick your fingers one at a time. Your face pressed up so hard against the fence that the tip of your nose pokes through. Giraffes in the sky. Nobody to say, ‘I told you that already.’ They weren’t there and these are your stories. Your stories to remember and forget as you please.


Names. First, your neighbour around the corner. You see her every Wednesday when she lugs her trolley to the shops, her spine bent and skin grey and cough full of phlegm and orthopaedic shoes with surgical stockings. Tales of insomnia and emphysema. You remember the first letter of her name, sometimes. And when you hear her name, it rings a bell. A good sign, surely.


Soon, a different name evaporates. It’s your best friend, she tells you. Green uniforms, Bunsen burners with orange rubber tubing, wooden desks with books inside. Periodic tables of mercury and zinc. The name is gone. Soon the face becomes unfamiliar, too.


And later still. That’s your daughter, they insist. It can’t be, you think. She is a new one. That’s your son, your brother and your sister. The picture frames in the hall are filled with strangers. Liars. They’re trying to take your money and your things and you must stop them.


It’s cold outside. Sweater letters front. Jumper. Jumbled. Jumble sale. Car. Air out, cigar smoke. Give me a vowel, Carol. Your fingers are all a colour. Red? Blue? White nose. Snow. Ice. Ice cream. Policeman is here. Bobby. Must be Bobby. Blanket Bobby. Home, he says. Strangers at the front door. Bobby knows them. Shaking hands. Nodding. His mother had been the same way, Bobby says. What same way?


The brain betrays.


What is happening as you forget, as you lose memories and things and people? As people lose you?


Lost by the Lighthouse


One day, Patrick found his wife’s handbag in the fridge. They had spent the previous half-hour looking for it and there it was. On the second shelf, next to the cream cheese.


As Alzheimer’s disease eroded Anita’s brain, nerve connections malfunctioned, abnormal proteins gathered and neurotransmitters failed. She asked Patrick the same questions repeatedly. Words vaporised and sentences misplaced structure. She muddled up faces and names.


She had noticed the problems first, she said. Before the rest of the family. Occasionally losing things, missing the usual exit off the motorway, searching for words that returned sluggishly to her mind, long after a conversation had ended.


She was just tired, she thought. These were senior moments. She reassured herself, others reassured her.


But soon there was little room for reassurance. ‘I just told you that!’ they told her, exasperated. You didn’t, she argued. ‘I just told you that!’ An accusation and a refrain.


The Bog of the Frogs walk. They did it four times a year. A three-hour walk that loops up the promenade of the fishing village of Howth, about nine miles north-east of Dublin’s city centre. Up the path over Balscadden Bay by W.B. Yeats’ childhood home, along the cliffs watching peregrines and kittiwakes and razorbills, towards the old Baily Lighthouse of 1814 looking out to Dublin Bay, through the Bog of Frogs, a circle of the Ben of Howth and back along the tramline to the harbour for seafood chowder, watching the sea lions as the day faded away.


Patrick wasn’t able to make it that afternoon – he’d sprained his ankle – and so she went with the rest of the group from book club. Somehow she had fallen behind, lost sight of them for just a moment. Then she was alone, looking at the little purple and green and blue arrows on wooden posts that marked the route and they were pointing to the right one minute and to the left the next. She decided to try one way, which way she couldn’t remember now, but it was hopelessly wrong. On a small muddy path, the voices of fellow walkers grew distant as panic soared, then another path to nowhere, and another. A man from the golf course had found her, shivering and bawling and unable to figure out how to dial Patrick’s number.


Anita sat in front of me now at clinic, Patrick by her side. I think they already knew. She looked lost all over again.


She had got dressed up for this day. Fuchsia handbag matching her fuchsia earrings. Patrick had brought along a black Moleskine notebook and fountain pen.


She could remember childhood summer trips to Butlin’s Holiday Camp at Mosney: the Holiday Princess Competition. HB cream ices, chalets and treasure hunts. Skirmishes over Lego with her little brother, the time she got given lines for talking in class (‘I am a chatterbox, I am a chatterbox’).


But ask her what she did that morning or the week before and the room swelled with silence.


‘Apple’, ‘table’, ‘penny’, I asked Anita to say three times, to etch the words into her brain. A minute later, I asked her to repeat them. She couldn’t. She knew the month and the year but not the day or date. I asked her to draw a clock; she bunched up all the numbers to one side. Doctors are taught to look for asymmetry, outliers, differences. That’s where pathology lies. I asked her to copy a drawing of a cube. The lines she drew criss-crossed each other in a diagram of disarray.


The temporal lobe takes the hit initially in Alzheimer’s disease, years before symptoms even emerge, its sea-horse-shaped hippocampus and entorhinal cortex shrinking away early. Episodic memory suffers – the ability to travel back in time, the capacity to encode, store and retrieve your personal experiences: how you celebrated your birthday last year, what you had for breakfast this morning, where you went on holiday last summer.1


There are other forms of dementia, disorders that affect cognition – things like learning, memory, language, social cognition and executive function – but Alzheimer’s is by far the most common form of all and is the one that typically manifests with this sort of memory impairment as an early symptom.


The disease spreads outwards after that, encompassing the rest of the temporal and parietal lobes and moving towards the front of the brain. You ask the same questions over and over, you misplace things, get lost while walking to the shops. Your family hides the car keys after the morning you swerved into an oncoming car. Your speech is hesitant, halting, you cannot name objects: maybe a saucepan first, then a fridge, then a pen. Gloves become socks, tigers become cats. You cannot figure out ‘how’ – how to button up a shirt, how to change channels. As neurons at the front of the brain are lost, you cannot plan your day or do two things at once. You are anxious and irritable, perhaps depressed and paranoid.


Anita’s story was in some ways similar to that of others who develop Alzheimer’s every year, some 47 million worldwide, one new case every 3.2 seconds. Ultimately, age is the greatest risk factor for developing Alzheimer’s and usually the first symptoms begin after the age of sixty-five, around the same age as she developed hers. The incidence of Alzheimer’s doubles every five years after this. I see plenty of younger patients at my cognitive clinic, too. Whether or not you develop Alzheimer’s seems to depend on a host of genetic and environmental factors, but inheriting risk genes does not guarantee that you will develop the condition.


Around 25% of cases are clearly familial, with two or more family members affected. Similarly, age, obesity, head trauma and high blood pressure are only risk factors for Alzheimer’s; they are not causative in isolation. The thing about Alzheimer’s – all diseases – is that generalisations are only useful to a point. Though the results of her memory tests told a well-worn tale, this particular journey was hers alone. The process of forgetting and remembering is familiar, but Anita’s own memories and personality would shape the trajectory of her dementia.


‘Did I ever tell you, Doctor?’ And she almost always had. That couple who were having an affair at book club and the clam chowder and the HB cream ices. I could tell that she had told Patrick too, each day. But there was a warmth to her stories, a place of comfort and sameness and a connection with her past.


‘That thing, you know that thing, that thing. Lions the wet. Carcan leap deep parz. Children sea.’ Pronouns disappeared, syntax ebbed away.


Despite the gradual transformation of speech and of thought and of being, wasn’t there something of Anita still present throughout? Wasn’t Anita still, in a sense, Anita?


The Mountain of Memories


Anita’s memories, it seems to me, are her story, her continuous narrative, her record of herself. Those earlier experiences link present Anita to past Anita; they seem to make her the same person. And this sameness is at the core of identity – the confluence of things that make you you, over time.


And so, really, what I want to understand is this: if we lose our memories, do we lose ourselves?


Let’s try an experiment. Gather all your memories into a cardboard box – of building sandcastles and breaking wine glasses, of first loves and lost loves, of road trips and car crashes, of sunsets and storms. Emotion trickles through each memory – sorrow for a friendship allowed to fade carelessly, the elation of a relationship rekindled. Once the box is full, stand at the foot of the mountain. While you’re doing that, I’m standing at the top of the mountain and I’m emptying my brain of each and every memory it has ever held.


Next, a volunteer takes the box you’ve filled (it’s heavier than she expected!) and ascends towards me. She tips your box of memories into my brain.


Where are you now? The essence of who you are? At the foot of the mountain bereft of those memories? Or at the top, in a different physical body?


I think most of us would intuitively feel that we are wherever our memories lie – of those first loves and lost loves, and sunsets and storms; memories of the things and people and times that we sense made us who we are today.


You are now at the top of the mountain.2


Yet when I wonder if Anita is the same person as before, I suspect that memory is not the only answer. I can’t remember everything I did as a six-year-old – nobody could say that I am not the same person as her, though, despite this. For that matter, she of course does not ‘remember’ the grown-up me; it does not follow that sameness is radically lost. There must be more to us all than a box of memories, no matter how easy or difficult that box is to carry.


A Succession of Selves


I’d like you to transport yourself to Dublin if you’re not already there. You decide to walk the Bog of Frogs today because you’ve just read about it in some book that happens to merge tourist information with philosophy. You realise that it would be useful to buy a map of the area. Mid-morning you buy that map and plan your walking route. Then you take the train out to the village of Howth. There are already connections building up, moment to moment; intentions, goals and desires. You wanted to walk to the Bog of Frogs when you woke up this morning. It still feels like a good idea. We could map your route out of Dublin as a succession of selves, each looking at the one behind and the one ahead in this train carriage, a wave of definite recognition between them each time. You walk the Bog of Frogs, taking in the view of Dublin Bay, watching the peregrines and kittiwakes and stopping off at the pub by the harbour afterwards. As you sway yourself back home, you remember standing on the cliffs and breathing in the sea air earlier that day. The you of this evening maintains strong connectedness to the you of this afternoon on the cliffs; the you on the cliffs connects to the you of this morning as you were planning your trip. Links on a chain were formed throughout. You can easily extend these chains from day to day, week to week and so on. Identity is steeped in connectedness.


But we need a second step to maintain sameness over time: continuity. In the pub you remember walking the Bog of Frogs, but you probably don’t remember yourself, aged four, building that sandcastle. You in the pub don’t hold the same intentions or beliefs as you on the beach. But how much does that matter? As long as a series of intermediate links carries memories, intentions and beliefs to each subsequent link, identity does persist. The first link of the chain might not appear to share strong connectedness with the very last, at first glance, but there are enough solid overlapping connections from stage to stage for us to argue that you remain the same person.3 There are enduring psychological traits even though these may ebb and flow throughout your life. There’s a fair chance that the sociable you in your late teenage years is now the gregarious you at a cocktail party. And it’s quite likely that the conscientious punctual you at your last job is the self-disciplined and dependable you at your current one. Even though your cells have been replaced many times over, you are still you.4


Yet many would contest this, arguing that the loss of these connections in dementia withdraws personhood entirely. The American philosopher, bioethicist and now Professor Emeritus at Harvard Dan Brock has argued:


 


I believe that the severely demented, while of course remaining members of the human species, approach more closely the condition of animals than normal adult humans in their psychological capacities. In some respects the severely demented are even worse off than animals such as dogs and horses who have a capacity for integrated and goal-directed behaviour that the severely demented substantially lack. The dementia that destroys memory in the severely demented destroys their psychological capacities to forge links across time that establish a sense of personal identity across time and hence they lack personhood.


 


Anita might be unrecognisable in certain ways as her dementia progresses but most of us, Anita’s family included, would soundly reject Brock’s argument.


The words of Barbara Pointon provide the perfect counterpoint to Brock’s view. Even connectedness and continuity only go so far. Her husband, Malcolm Pointon, was a pianist and lecturer from Thriplow, a village in Cambridgeshire. Diagnosed with Alzheimer’s, aged fifty-one, his last eleven years were filmed in a groundbreaking documentary, Malcolm and Barbara: Love’s Farewell, by film-maker Paul Watson. In 2007, Barbara wrote about her husband’s last months:


 


Malcolm is surrounded by love. We reach out to communicate with him at a profound level – often through eye contact and gentle whispering and touch – and from him flows a deep childlike trust, luminosity and reciprocating love – as though it were his very self, the self he was born with, that we are privileged to glimpse . . . Does it matter what we call it – spirit, soul, inner self, essence, identity – so long as we have experienced it?


Denying Descartes: Reimagining Loss


As her dementia evolved, Anita appeared more vague, more fragile, more vulnerable with each clinic visit. Eyes wider, hands trembling, gait shuffling. But she still bore a physical resemblance to the person who had walked into this room three years before. She was recognisable, notwithstanding the loss of psychological connections I’ve mentioned before, and the box of memories being emptied one by one.


Our physical form, despite its constant turnover of cells, ageing or alteration of consciousness, is stable enough to make us familiar to ourselves and to others. You are the past or future being that has your body, goes the argument. By this idea, Anita is still Anita.


Yet I know that her physical appearance is not enough to ground Anita as the same person as her dementia evolves. Anita is more than her cells and molecules, her legs weakened and shoulders slumped. She is also her relationships with others, her engagement and interaction, her looking outwards. Philosophers such as Martin Heidegger thought that human beings are always relating to other people and things in the world – an existential interaction rather than a topographical or spatial one. Dasein, ‘being there’, is Heidegger’s term for the human being, but in Heidegger’s mind this is a nod towards existence, of being in the world and engaged with it, of not being isolated from it.


Yet, ‘Cogito ergo sum,’ wrote Descartes instead. ‘I think, therefore I am.’ The body is simply a possession – in Alzheimer’s it becomes obsolete or even a hindrance. Bodies are envisioned as a battleground to clean and control, monitor and survey, secure and constrain, restrict and restrain. There are alarm bells and safety fences. (Consensual) sexual expression and intimacy are pathologised. A body is to be clothed in easily wipeable fabrics, quick-to-manage drawstrings and Velcro shoes in the preparation of a ‘lounge-standard’ resident.


But switch the filter and another view emerges: it’s not just that we have bodies; we are bodies, we are embodied. Bodies that interact with the world, engage with it, are embedded within it. Dementia does not annihilate these capacities. As French philosopher Maurice Merleau-Ponty (1908–61) wrote, ‘The world is not what I think but what I live through.’


Take Raymond’s story. Five years before, he had driven himself to A&E with an internet diagnosis of a flesh-eating bug. It transpired to be athlete’s foot; it could, he figured, have gone either way. But now, as he mixed up friends’ names and got lost repeatedly on his way to work, his worst fears had been realised. He did not need the internet to diagnose himself this time; he had dementia. Just like Lieutenant Columbo, he knew who the bad guy was even before the whole story had unfurled.


Early on, I glimpsed his fear of physical contact – his shoulders tensed, his fists clenched even as a nurse checked his blood pressure. Later, he could not verbalise the horrific abuse of his childhood but told the story without words. He shuddered uncontrollably when a male carer attempted to shave his beard. He shouted whenever the parish priest passed by his home. In the past, his wife told me, he had switched channel at the first sight of a religious programme (and there were plenty of those in Ireland at the time). In this new parish priest, Raymond saw the priest of his childhood. He shouted in order to switch the channel.


Raymond was the increasingly blurred photographs he took.


He was the tears he cried when his brother put a hand on his shoulder.


He was the sternotomy scar of his heart surgery.


He was the way he bounced his granddaughter on his knee.


He was his weathered skin from years on a construction site.


He was his tender embrace of his wife.


His was a newfound language, calling out for translation. His gestures, habits and actions were embodied. His existence was resolutely embedded in his physical experiences, perceptions and interactions.


Could this concept of embodiment also allow Anita to still be Anita? Yes: if we exist in the context of the surrounding world, are truly ingrained within it, dementia should not steal this away.


Despite this, our medical model of dementia continues to revolve around inability and invisibility; it insists that Anita is defined by her fading away rather than her stepping forth. In Alzheimer’s, it is a formidable task to see anything but obliteration – of expression, agency, autonomy and independence.


When I ask patients with mild or moderate Alzheimer’s if they think they are the same person they were before, although they frequently answer in the affirmative, there often follows a list of what they physically cannot do any more, their families joining in: I can’t speak as well as I used to, can’t walk as well as I used to. I can’t put the bins out any more, I can’t play nine holes of golf.


Impairment in the ability to perform day-to-day tasks is even a core diagnostic criterion for dementia – as doctors, we cannot tell you that you have dementia until we know what you can’t do. And so we ask questions about what’s missing rather than what remains.


Trying to move away from a negative definition of dementia is not the same as disputing the impairment it brings; it is re-evaluating how we have chosen to imagine it. There is more to dementia than loss and failure.


When a loved one with Alzheimer’s has wandered out of the house or appears angry or apathetic or paranoid, these concepts around recognising embodiment are difficult, perhaps impossible, to process. Philosophy is not the policeman who will find the missing person with dementia.


Laurie Graham, speaking to the BBC for their feature Dementia Diaries, spoke about caring for her husband: ‘The person I’m dealing with, the person I’m yelling at, the person who’s making me weep with frustration, is like a stranger. He looks like my husband, but Howard’s gone.’


Would these ideas around embodiment, around reimagining loss in dementia, have helped Laurie Graham in her greatest moments of despair? No doubt on her better days – fewer of those as time went on – she had already lived these very ideas and desperately translated the subtle signs that proved her husband was still in there somehow. She and her husband had done all they could to search for sameness, to express it, to enable it, to cling on to it as tightly as they could.


The truth is that there is no special formula here – no simple protocol to see beyond inability, no simple pathway towards valuing presence. But certainly in the medical setting, our view of dementia is often short-sighted – a reductionist biomedical model that desperately needs to be reimagined: assumptions challenged, communication reinterpreted and agency repositioned. Otherwise Anita’s identity can only hurtle towards annihilation.


Shift the pinhole focus on dysfunction to a broader visual field of enablement, engagement and expression. Everyday conversations, art classes or dance therapy become not just pastimes but conduits of expression and connection.


Take away the dark corridors of residential homes and imagine them into social spaces: design streets in these homes with meeting points, benches, streetlights and village squares. How can anyone belong if they are brutally removed from the world?


Embodiment pulls identity solely from the realm of cognition. We are all, undeniably, present. In some ways at least.


The Stories We Tell


John Bayley, writing about his wife Iris Murdoch’s evolving dementia, describes how their communication persisted without words, ‘like underwater sonar, each bouncing pulsations off the other, and listening for an echo’. Despite advancing dementia, ‘Iris remains her old self in many ways.’


Communication persists beyond language; through a smile or a grimace, a shrug of the shoulders, a nod of assent, a clenched fist or a handshake, crossed arms or a roll of the eyes. Without a word spoken, much can be conveyed – joy, distaste, gratitude, admiration, encouragement, warmth and empathy.


Anita couldn’t really speak as time went on. Or at least she couldn’t speak the way she used to. Grammar was lost, tenses were mixed up, the sequence of events differed in the retelling.


And yet, I still had a sense of who she was.


‘I made the cut, the As and Bs. Proved them wrong!’


Among her tales of holidays and hill walks, here was a story of an ambitious woman who became the first in her family to go to university. She still could impart that university story, until her dementia was very advanced, albeit with fewer words and more gestures – making the motion of opening and closing a book, peering down a microscope, struggling across cobblestones in high heels, excitedly throwing an imaginary mortar-board hat into the air, her enthusiasm infectious throughout. Whenever she hesitated, encouragement from me or from her husband would reignite the rest of the story, reignite her animation. And she would transport us away from that room with its hand-washing posters, ‘hazard: asbestos above’ sign and straw-yellow walls.


A coherent autobiography, a chronicle of self, links your past to your present and perhaps your future. Morals, behaviour and beliefs exist between the lines. We are the tales we tell.


Dementia interrupts this storytelling, true, but what if even these seemingly chaotic and repetitive stories cement rather than decimate identity in Alzheimer’s, even as stories are repeated, words disappear, sequence and temporal binding are fractured or confabulation holds forth? What if they allow those with dementia to make sense of themselves and others? The chaos and repetition might be our problem, not theirs.


Anita’s communication embodied her values: she owned and knew her own mind when others doubted her. Even in severe dementia, self-expression persists and simple gestures have agency. A first-person ‘I’ perspective rather than only a third-person one. Implicit rather than explicit.5


These stories reflected Anita’s past and present identity even through tales as tangled as the proteins that clumped within her brain.


Mirrors


Did you ever observe that the face of the person looking into the eye of another is reflected as in a mirror; and in the visual organ which is over against him, and which is called the pupil, there is a sort of image of the person looking?


Alcibiades I, Socrates


 


Identity incorporates how we are seen as well as how we see ourselves. ‘Self’ refers primarily to the experience of the individual (a sense of one’s own being), but ‘identity’ encompasses the views and observations of others. Your identity is not just about you – it’s collaborative.


There was a way they’d always had, Anita and Patrick. She’d lock the front door on the way out and Patrick would open the car’s passenger door for her. Recently, Patrick told me, when the ambulance men used to arrive to transport her to hospital appointments (she could no longer manage by car), they would let him pull open the back doors of the ambulance in ceremonial fashion. ‘Your carriage awaits, m’lady.’ She still smiled at it.


Ar scáth a chéile a mhaireann na daoine, goes the Irish saying. Under the shelter of each other, people survive.


Of course identity is not binary in practice; it is not simply there or not there. Her family might occasionally get a glimpse of the Anita they knew from far away, like looking at a face through binoculars as you twist the lenses in and out of focus. They might feel she is less herself now, that she was a bit more Anita a few months ago, even though she already had dementia at that point. Even through the fog of amnesia, there are degrees of psychological continuity or connectedness.


In conditions that change personality, let’s say a tumour of the frontal lobe, family and friends are more likely to say, ‘She’s not herself.’ With traumatic brain injury such transformation can be chaotic; identity switches instantaneously. But there is something different about Alzheimer’s, at least in its less advanced stages. Memory changes develop insidiously. Strangers emerge in Alzheimer’s, if at all, in later stages when personality changes have often superseded memory ones. Nancy Reagan said of her husband, ‘Ronnie’s long journey has finally taken him to a distant place where I can no longer reach him.’


When a loved one loses memories in this way, perhaps some memories never conveyed to us in the first place, there naturally comes with this a sense of loss and perhaps mourning. Our own identity might be anchored in the memories they have of us, too.


But if identity incorporates the views and observations of others, this suggests that a change in ‘what we are known for’ might threaten identity, more so than incremental memory loss.


What are the traits, beliefs, ambitions, routines that people associate you with? Generosity of spirit, eternal optimism, relentless cynicism, dogged determination, skilled diplomacy? This approach to identity chimes more with the psychological than the philosophical; it speaks to not just what we value most in ourselves, but also what others value in us. These facets might change over time, yet they do not inevitably mark us as different persons with each change in code. We act differently in different situations: at work versus at home; at home versus on holiday. We might be treated differently on each occasion as a result. Samuel Barondes, Professor of Psychiatry and Neurobiology at the University of California, San Francisco, says despite this we remain ‘the same person – replete with the inconsistencies and contingent behaviours and the unconscious motives and the self-deceptions that each of us has in considerable measure’.


In his description of his wife Iris Murdoch’s dementia, John Bayley writes that as she is ‘sailing into the darkness’, she is unaware of her formidable achievements: ‘The power of concentration has gone, along with the ability to form coherent sentences, and to remember where she is or has been. She does not know that she has written twenty-seven remarkable novels, as well as her books on philosophy; received honorary doctorates from major universities; become a Dame of the British Empire.’ This was ‘what she was known for’, the lens through which she was viewed. As her literary abilities diminished, the image blurred, rendering her unrecognisable at times to her family, beyond even her memory loss.
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MRI brain scan, Iris Murdoch, June 1997. There is global volume loss with profound atrophy of the hippocampi. Iris Murdoch died two years later.


Murdoch’s last novel was Jackson’s Dilemma, published in 1995. In a study conducted five years after her death, neuroscientific analysis confirmed that her language had begun to change a year before Alzheimer’s was diagnosed. Her vocabulary was now more restricted, her language less abstract and more concrete and she introduced fewer new words in this book than in her earlier ones. This was reflected by its unwittingly prescient reviews (well before the critics and indeed Murdoch herself realised that she was developing dementia). A.S. Byatt concluded that the structure of the novel was akin to an ‘Indian Rope Trick’ in which the characters ‘have no selves and therefore there is no story and no novel’. Penelope Fitzgerald said that the economy of the writing made it appear ‘as though Murdoch had let her fiction wear through almost to transparency’, while Hugo Barnacle described it as reading ‘like the work of a 13-year-old schoolgirl who doesn’t get out enough’. Brad Leithauser, reviewing for the New York Times, was bewildered: ‘Could even Murdoch’s staunchest admirers explain why the phrase “then suddenly” should appear three times in a single paragraph?’ He concluded, ‘The story is a psychologically rich tale of romances thwarted and revived. The writing is a mess.’


Iris Murdoch was viewed differently because she did differently. She was not, in the eyes of others, ‘herself’. The ‘what she was known for’ had shifted.


Does this mean we are complicit in damaging the identity of those with dementia? Along the same lines, do we have the capacity to maintain it?


Psychologists Steven Sabat and Rom Harré argue that others endanger self in Alzheimer’s rather than the disease. Selves are joint productions, they explain; we can choose to edit or enhance those interactions, to make or break others.


J.B. was an academic, teacher, administrator and author. Diagnosed with Alzheimer’s four years previously, he was an integral participant of Sabat and Harré’s wider study. He met the researchers on a weekly basis. But J.B. opted out of scheduled activities at the daycare centre (games and discussions and the like); instead he took walks, read or spent time with staff.


The initial assumption might be that J.B. is a misanthropic recluse, loath to socialise, an outsider and an aimless wanderer. But J.B.’s narrative discounts that assumption.


 


Yes, well, my wife and I are very strong academic people and, uh, so we start talking to each other, we talk at a very high level right away. Uh, and uh, I mean, uh, most of these people here, most of them here are good. But when I get closer, uh, I, uh, get, information that’s much, uh, that Trivial Pursuit – I wish I could find out how to make it break.


And so evaporates the character of an asocial, confused wandering recluse. Instead J.B. is an academic socialising with those he sees as being on a similar level, a man wishing to avoid, in his mind, mindless pursuits, a man who likes to walk with purpose instead of wander in confusion. He no longer fulfils his academic role in the conventional sense; this does not render the role irrelevant.


 


I have the feeling, some feeling that I don’t necessarily have status, um, because it’s not really something that I’m piddling with. And you know I feel a way is that, I feel that this is a real good, big project and I’m sure you do too. This project is a sort of scientific thing.


 


The danger of grasping only this approach, the idea that the nature of the self is contingent on social interaction or the ‘what she was known for’, would be at its extreme to place blame at the feet of those who care for someone and love someone with Alzheimer’s, to suggest (and this is incendiary) they are complicit in or even responsible for dehumanising and marginalising those with dementia by creating a ‘malignant social psychology’ as Professor Tom Kitwood termed it: a social environment that actively infantilises, intimidates, stigmatises and objectifies those with dementia.


Kitwood, a psychologist,  hoped, through this approach, to end the dehumanisation of those with dementia. His theories drove strategies now used internationally to provide patient-centred care and to empower families.


But the approach also does not allow much for the inevitable alteration in identity (or personhood) that dementia imposes, irrespective of social environment. And it is a devastating interpretation for families, friends and carers. Dementia can be cruel enough; for the most part I believe we strive to shelter one another.


Anita


In the corner of the room stands a younger Anita. She is watching an older version of herself turn to her husband. Younger Anita, the one from before dementia, watches her older self struggle with words, with expression. But there is recognition; the younger Anita cares what happens to her older self, does not disown her, sees the likeness, the connectedness.


Anita returned to clinic. She could not repeat lists of words or draw clocks or copy pentagons now. Over time, I stopped asking her to do these things.


Was she the same person as before? Was she even a person towards the end? I believe that her continuity of being lay far beyond the accuracy of her memories or the fluency of her speech or the dexterity of her movements. Beyond the abnormal proteins gathering in her brain or the nerve cells disappearing with each passing day. Not to deny her dementia and its inexorable progression until her death, not to deny its ramifications for her and her family, but instead to refuse its capacity to withdraw personhood. To see her, still. Anita resolutely was present in the world.


I remember her each time I go back to Ireland and walk up by Balscadden Bay, along the cliffs, back by the tramline. Where she was lost, but found again.
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The Honest Liars


Charlie was cachectic. His muscles wasted, body trembling, bulging purple veins under translucent skin. His palms shone red, his fingernails yellow-tinged. Serrated scratch marks on his forearms oozed. 


Yesterday had been different, he told me. Yesterday, he had fired his butler, Harry. Twelve years of loyal service and Harry had stolen a combine harvester and driven it up the main street. Maybe it was the recession; it seemed to be breaking all of us, didn’t it Doctor? Those Irish politicians.


Not half an hour before I had arrived, Charlie had stepped out of the hospital to visit a local children’s charity. He had presented prizes at their egg and spoon race (even the child who finished last got a prize) and had a go on a pink trampoline. No, the trampoline was purple. It was definitely purple.
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