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			Praise for Travelers to Unimaginable Lands

			A BBC book of the week
A Telegraph best book for summer 2023
A Guardian best book of 2023

			“A book so humane and quietly profound that everyone should read it.”

			—Financial Times

			“[Dasha] Kiper’s work is deeply moving and often surprising. Through case studies both tragic and hauntingly relatable, she provides scientific grounding for what the beleaguered caregivers go through. With understanding comes the permission for, and perhaps a chance at, self-forgiveness.”

			—The Wall Street Journal

			“[One of] the best of this year’s books about dementia…Invoke[s] literature, art, and pop culture to help explain what science and medicine, in all their lab-coated well-meaningness, cannot fully.”

			—The New York Times

			“Kiper…evinces a capaciousness of sympathy and understanding for Alzheimer’s patients and (especially) their caregivers…. For the frustrated caregiver, trapped in a vicious psychodynamic that is dehumanizing to both parties, this may provide some valuable solace.”

			—The American Scholar

			“An elegant, empathetic, immensely informative, and insightful primer for caregivers as they try to navigate the fragmented, skewed world of the cognitively impaired.”

			—Psychology Today

			“A work of exceptional compassion…deeply imaginative…immeasurably valuable.”

			—The Guardian

			“This book will forever change the way we see people with dementia disorders—and the people who care for them. Kiper compassionately illuminates the complex bond between us and our loved ones suffering from cognitive decline, surprising us with what we can learn about ourselves through this experience and the ways our own minds both deceive us and make us uniquely human.”

			—Lori Gottlieb, New York Times bestselling author of Maybe You Should Talk to Someone

			“Kiper can write with a Sacks-like clarity…. A wise book, and one that is unsettling in the best way.”

			—New Scientist

			“What if caregivers are just as much victims of Alzheimer’s as their charges?…A fascinating account of the psychology of caregiving…The message of this compassionate book is that confusion is, deep down, part of the human condition.”

			—The Daily Telegraph

			“The best book I have ever read that explores the effect on the brain of the carer for someone who has dementia…. Unmissable for anyone who is supporting a carer…Helped my understanding leap forward.”

			—June Andrews, author of Dementia: The One-Stop Guide

			“Informative, insightful, and enriched by the hard-won wisdom of experience…[Kiper’s] work is about finding better stories to help carers manage their emotions…. A guide to thinking better about the social dynamics of dementia care.”

			—The Times Literary Supplement

			“Skillfully crafted case studies illustrate the various tensions that can develop between patient and caregiver…. Kiper takes inspiration from the writings of Oliver Sacks and, like Sacks, peppers her clinical observations with apposite literary allusions (to Borges, Kafka and Melville, inter alia).”

			—Literary Review

			“Astute and humane…engaging…a unique and essential read.”

			—Irish Times

			“Painful, poignant, funny, revealing and instructive…Dasha Kiper has words of advice and support for those who are caring for loved ones with dementia.”

			—Radio Times

			“A kind and thought-provoking book, poignant and full of rich insights from neuroscience and social psychology, skillfully introduced to make the stories come alive…Dasha Kiper’s book is full of accessible insights into the complexity of traveling between past, present, and future, and her rich and humane perspective is hopeful as well as grounded in the reality of what people suffer.”

			—Gwen Adshead, author of The Devil You Know

			“Fascinating…a worthwhile and accessible read both for carers and those who may not understand the pressures under which these often underappreciated workers must somehow find ways to survive the loss of a loved one who continues to live.”

			—Bookmunch

			“A humane approach to the silent epidemic of cognitive decline.”

			—Kirkus Reviews

			“In this thoughtful debut, Kiper, a clinical supervisor at an Alzheimer’s caregiving organization, digs into the tortuous effects of dementia for sufferers and caregivers alike…. Those dealing with dementia will find solace in this compassionate investigation of the human mind.”

			—Publishers Weekly

			“Filled with insights and clinical jewels from start to finish, this book has much to teach us about the brain, our emotions, and the self. It is a treasure.”

			—Norman Doidge, author of The Brain That Changes Itself

			“How do we cope with those who have lost something as profound as the ‘normal’ sense of self? Travelers to Unimaginable Lands is a compassionate and insightful book about dementia and its startling effects.”

			—Roz Chast, author of Can’t We Talk About Something More Pleasant?

			“Stirring, persuasive, and memorable…an eloquent and gripping book about personalities and the dances between them, exposing what dementia reveals about both the patient and the caretaker.”

			—David Eagleman, neuroscientist and author of Livewired

			“This book—richly endowed with experience and wisdom—is a treasure. I predict a long life for Travelers to Unimaginable Lands for anyone interested in or intimately involved with those afflicted by dementia.”

			—Vivian Gornick, author of Fierce Attachments

			“Dasha Kiper’s exhilarating and enlightening book offers sensitive, intimate portraits of Alzheimer’s caregivers and their loved ones, enhanced by an informed tour of the mind and how it works. For them, Kiper provides a priceless way to find the meaning in the journey and to feel less alone.”

			—Robert Kolker, author of Hidden Valley Road
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			Foreword

			Norman Doidge

			Travelers to Unimaginable Lands is that rarity: true bibliotherapy. Lucid, mature, wise, with hardly a wasted word, it not only deepens our understanding of what transpires as we care for a loved one with Alzheimer’s, it also has the potential to be powerfully therapeutic, offering the kind of support and reorientation so essential to the millions of people struggling with the long, often agonizing leave-taking of loved ones stricken with the dreaded disease. The book is based on a profound insight: the concept of “dementia blindness,” which identifies a singular problem of caring for people with dementia disorders—one that has generally escaped notice but, once understood, may make a significant difference for many caregivers.

			Elegantly written and accessible, Travelers is full of frank, lively, and illuminating conversations between the author, Dasha Kiper, and caregivers, which explore the ways caregivers get stuck in patterns hard to escape. These conversations—each of which come from actual clinical encounters—are buttressed by the relevant brain science and interspersed with apt observations drawn from great literature (Borges, Kafka, Chekhov, Melville, Sartre, Beckett) that illuminate the conundrums the disease presents. The topic may be heavy, but the author writes with great sensitivity and a light touch.

			Travelers is sorely needed, for several reasons. As of this moment, none of the mainstream drugs for dementia disorders does much to reverse cognitive decline, except to offer a few months of lessening symptoms. When it comes to the treatment of people with Alzheimer’s, all the promissory notes of medical science, and the monthly hype about a single magic bullet that will cure this disease, clash with real-world medicine. Indeed, it is becoming increasingly clear that the amyloid hypothesis upon which so many of these claims have been based—the idea that Alzheimer’s is caused by nothing but the buildup of plaque in the brain—is woefully inadequate to explain the disease.

			In the meantime, it is up to family members and friends, where possible, to take care of their loved ones for much of the duration of their cognitive and physical decline. And yet there has been far too little clinical attention paid to the caregivers themselves. How can we help them through a process that is profoundly difficult, if not traumatic? Remember, alongside the rigors of providing day-to-day care, the caregivers often suffer from what might best be called “anticipatory grief,” as familiar aspects of their loved ones slip away. And this may be compounded by a fear, in family members, that they might inherit the disease unfolding in front of them.

			Kiper’s core insight concerns a counterintuitive dynamic that often occurs between patients and caregivers—a dynamic that has eluded so many, probably because it requires the right person immersing herself in a situation most people wish to avoid. Kiper herself is one of a small cadre who have made it their vocation to help care for the caregivers. She is also a writer with the keenest of minds, combining therapeutic tact and brutal honesty, not only about the process of caregiving but also about her own errors, from which she steadily learns.

			Alzheimer’s has different presentations and takes a different course in each patient, depending, in part, on where the process begins in the brain. That said, it’s often noted that Alzheimer’s interferes with short-term memory, leads to other deficits, includes a lot of denial, and, ultimately, leads many victims to gradually “lose their minds.”

			The genius of this book is to show more precisely the process of resisting such losses as it unfolds between patient and caregiver, affecting not just one but both. To learn about this process is surprisingly helpful—not curative, but helpful.

			Travelers to Unimaginable Lands clarifies why we, the caregivers, often behave like Sisyphus of the Greek myth, doomed eternally to roll a boulder up a hill, only to watch it roll down again. In similar fashion, we find ourselves repeating the same errors, making the same requests, and getting pulled into the same power struggles, pointless quarrels, and seething ambivalences as we care for our patients. This is partly because Alzheimer’s patients seem unable to learn from their mistakes. But it is also because, weirdly enough, caregivers experience the same problem. In an uncanny mirroring, we get pulled into a parallel process with our charges, forgetting what happened yesterday, repeating what didn’t work last time, becoming ever more prone to agitation and impatience, even as we’re engaged in a trial of devotion that pushes love to its limit.

			Why does this happen? Precisely because, as Kiper shows, the healthy brain has evolved to automatically attribute to other people the existence of a self that is sustained over time, has self-reflective capacities, and is capable of learning and absorbing new information. This attribution is the brain’s unconscious default position, or cognitive-emotional bias, and does not simply disappear when we become caregivers for people whose own brains begin to falter. It is the invisible projection upon which each human encounter begins, a projection that is implicit in our every conversation and even in the structure of human language itself.

			When we say “you,” we believe we’re talking to another “self,” an essence, or perhaps process, that somehow persists over time. But this self—and the continuity it implies—depends on having the memory capacity to knit together our different mental states. This same capacity contributes to the ability to self-reflect, which is a key component of human consciousness. Alzheimer’s and related dementia disorders silently strip their victims of the cognitive infrastructure that helps construct this self.

			The “loss of self” described in the Alzheimer’s literature can happen slowly—over a decade in some cases—and may be stealthy enough that neither the victim (and this is the key point) nor the caregiver appreciates its full extent. Alzheimer’s notwithstanding, the person remains in front of us, in their usual form and appearance, exhibiting the same expressions, carrying the same music in their voices, evoking in us thousands of familiar memories and emotional associations. There are better and worse days, and sometimes the old self seems to return, with strong will intact—a viable simulacrum of who they once were. Clearly, there is a person there.

			Yet as the disease advances, we may come to see just the shell or the husk of the self we once knew. But this new understanding does not stop us from projecting a continuous self, because, as Kiper explains, it is the brain’s default position—that is, we cannot help but see what was once there. This brilliant insight is the entry point into the hitherto difficult to imagine land she goes on to describe.

			We often say of people caught in this bind—knowing the loved one’s self is diminished but continuing to see it as whole—that they are “in denial,” as if this was only a defense mechanism at work. But that is a misapplication of the valuable term “denial.” Yes, there can be denial, and Kiper describes some of it. But those caught in the Sisyphean entanglement are not simply denying that their loved ones are ill—after all, they’re the ones accepting infirmity and trying to help. Though it may accompany denial or even reinforce it, dementia blindness isn’t simply the defense mechanism of a stressed mind; it is, as Kiper shows, a product of how the healthy mind normally works. This is one reason why the discovery of the concept has been so elusive, and why this book is so helpful.

			Until now, we have been forced to cobble together our picture of what it is like to have Alzheimer’s subjectively. We have had no perfect guide. After all, there has never been a case of someone reversing the process in its very advanced stage (after the self has been radically diminished) and returning to share what it was like and how best to relate to people in extremis. So there has always been something imprecise and necessarily provisional when we use such haunting phrases as “loss of self.” At the same time, there has also been a tendency to not take seriously enough what might be the second-best form of guidance: the firsthand observations of professional caregivers. This is because they are all too often relegated to the lower rungs of the healthcare hierarchy by a medical system, and a zeitgeist, that often only looks up to and listens to those who promise “cures,” thinking nothing less will do.

			

			—

			Dasha Kiper is a perceptive observer who stays close to her material. But as sometimes happens when an observer is meticulous in describing a particular experience, a more general insight can emerge. Although Kiper makes no such claims, it is entirely possible that her approach, which shows how the cognitive biases of both the patient and the caregiver interlock, may be of assistance in thinking about other kinds of brain-based problems that affect aspects of the self and its continuity over time.

			To take one example: schizophrenia. When it was first diagnosed in 1883, it was called “dementia praecox,” because doctors believed that a patient’s brain was prematurely deteriorating. When most of us think of schizophrenia, however, we tend to associate the illness with its more prominent symptoms, like hallucinations and delusions. But, in fact, there are often other less prominent or “noisy” symptoms, like cognitive decline; hence the original name. As with dementia disorders, such changes to the infrastructure of the self may not be detected by the patient themselves or seen clearly by the caregiver.

			People caring for those afflicted with schizophrenia may have trouble seeing the extent to which the disease has altered their loved ones. Again, this is usually written off as denial. But while denial may be operative, we have to wonder, given Kiper’s insights, if this particular blind spot is not also a product of the workings of the caregiver’s mind projecting onto their loved one, by default, the same experience of self they had before the onset of the illness. This is not to say schizophrenia is the same as Alzheimer’s. Of course it’s not, and, thankfully it has a better prognosis and better treatment. But Kiper’s insight into the causes of dementia blindness may be relevant, in modified form, to this and other neurological and psychiatric conditions.

			For practical purposes, an awareness of dementia blindness may help caregivers bypass some cognitive roadblocks, allowing them to better empathize with the person suffering from the disease and even disengage from unproductive entanglements.

			I have used the word “person” here, as distinguished from “self,” because, as I read it, the thrust of this book is to be respectful of the dignity of the person. Far from using the insight into loss of self as a way to dehumanize the patient, Travelers to Unimaginable Lands aspires to a more humane approach to the patient’s cognitive state, in which the diminishment of self may be disguised by the caregiver’s own biases and intuitions.

			If I seem to be struggling with what term (“person,” “self,” “patient”) best describes people with serious cognitive decline, it’s because Kiper’s work opens up new territory for which we don’t yet have proper vocabulary or concepts—be they psychological, neurological, legal, or colloquial—that can help us to think about people who progressively evince a lack of continuity of self. No doubt, this absence of vocabulary has made it hard to think through the implications of dementia blindness in society at large. But, in the meantime, more important than finding the right word is finding the right guide, a person willing and able to take us into (if not completely through) this often unimaginable land—someone who knows its strangeness and its pitfalls.

			A wise old medical adage, apt for real-world medicine, is this: “To cure sometimes, to relieve often, to comfort always.” I believe this book may well relieve and comfort, by clarifying the caregiver-patient relationship for many a tormented, confused, guilt-laden, self-attacking caregiver. Alzheimer’s, like any other kind of serious disease, reminds us of our own mortality, while also stirring up many unresolved issues with the person we are caring for. Kiper’s psychologically astute observations deepen our understanding of why so many difficult encounters occur between caregiver and patient, why they cause us pain, and what might beneficially be gleaned from them.

			Which brings me to one last counterintuitive point. The experience of reading Dasha Kiper’s book may not be quite what one expects. Perusing its pages is not only grounding and often touching, it is sometimes even uplifting, as we meet people facing head-on something that looms large for so many of us. Kiper lets us accompany caregivers as they struggle to accept, acknowledge, cope with, and ultimately survive the loss of someone they love. Filled with insights and clinical jewels from start to finish, this book has much to teach us about the brain, our emotions, and the self. It is a treasure.

			

			—

			Norman Doidge, M.D., is the author of The Brain That Changes Itself and The Brain’s Way of Healing.

		

	
		
			
				Preface

				When I was twenty-five years old, I moved in with a man who was ninety-eight. I had not planned to, I wasn’t sure I wanted to, and I didn’t know if I could do any good. This man, whom I’ll call Mr. Kessler, wasn’t a friend or relative. He was a Holocaust survivor in the first stages of Alzheimer’s disease, and I’d been hired to look after him. Although I had a background in clinical psychology, I was by no means a professional caregiver. I was hired because Mr. Kessler’s son, Sam, thought his father shouldn’t live alone—not necessarily because he was unfit, but because he could use some help around the house.

				Like many victims of Alzheimer’s, Mr. Kessler did not acknowledge his condition and went about life as though burdened by the normal aches and pains of aging rather than by an irrevocable and debilitating disease. If he put the laundry detergent in the oven or forgot which floor he lived on, he’d shake his head and sigh, “Mayn kop arbet nisht” (“My head doesn’t work”). But it was a lament, not a diagnosis. And this denial, both clinical and profoundly human, led his son to misjudge the illness as well.

				Once ensconced in Mr. Kessler’s two-bedroom apartment in the Bronx, I became, as so many caregivers do, a record keeper of someone else’s obsessions: “Where are my keys?” “Have you seen my wallet?” “What day is it?” “Where do you live?” “Where do your parents live?” He didn’t ask these questions every day in the year I cared for him, he asked them nine or ten times a day, every day. And since he always asked them for the “first” time, his sense of urgency never waned and that urgency became my own. I wanted to help him, but I couldn’t. I wanted him to appreciate my efforts, but he couldn’t.

				A year before I moved in, in 2009, I was on an academic track to get a Ph.D. in clinical psychology, studying pathology primarily through the dispassionate lens of quantitative analysis, with an emphasis on depression, PTSD, complicated grief, and anxiety. Although in some ways my studies were rewarding, I felt alienated by the generalities of research and the sterile, impersonal study of illness. I understood that empirical data and clinical trials were essential, but I also knew they did not offer a complete perspective on neurological illness, and I soon became disillusioned with dogmas and theoretical frameworks.

				What ultimately drew me away from academia is the same thing that initially drew me to it: Before I was a student of clinical psychology, I was a student of Dr. Oliver Sacks. I never met Dr. Sacks, but since I had first picked up The Man Who Mistook His Wife for a Hat as a teenager, I had internalized his voice, his sensibility, his frame of reference. What made me fall for Dr. Sacks was how much he fell for his patients. As he narrated their stories, seamlessly integrating neurology with the study of identity, it became impossible to tease apart his clinical observations from his affection. Perhaps that’s why I loved that he adopted the term “romantic science” from his friend and mentor Alexander Luria, a Soviet neuropsychologist, to describe his work.

				Although the term “romantic science” is a nod to the eighteenth-century tradition of incorporating personal details into the study of illness, it also felt fitting in the more vernacular sense. Dr. Sacks was so deeply moved and impressed by how his patients navigated their worlds and built meaning into their lives, both despite and because of their conditions, that his case studies seemed not just explorations of human consciousness but also odes to individual human beings. So when I was asked to look after Mr. Kessler, I saw it as an opportunity to observe how a person fights to preserve his sense of self even as a neurological disease was eroding it.

				Some mornings Mr. Kessler knew who I was; some mornings he did not. Some days he resented my presence; some days he was glad to have my company. And some days, as if in gentle reproof to his own forgetfulness, he looked at me and murmured, “How long have I been like this?” Or “Why don’t I remember?” Or “I don’t know how you put up with me.” Although this shuttling between confusion and self-awareness is often part of the disease, it is not typically reflected in clinical discourse. Instead, we have words like “insight” to address the knowledge patients supposedly have about their condition. But such words strike me as naïvely binary. Insight isn’t a switch that turns on or off in someone with dementia. Indeed, no description of a patient’s awareness can capture the complex, contradictory nature of a mind under duress, or, for that matter, of the mind that seeks to alleviate such duress.

				For his part, Oliver Sacks disliked the term “deficit,” which he considered “neurology’s favorite word.” He disliked it because it tends to reduce the patient to a functional system that either works or doesn’t work. As with “insight,” the term doesn’t allow for ambiguity. And what is both poignant and unnerving about dementia disorders—which are presumably all about deficit: loss of memory, loss of attention, loss of inhibition, loss of judgment—is that before such loss occurs, there is often abundance—an abundance of yelling, arguing, defending, fabricating, and accusing. More to the point, there is often an abundance of the self. Where there is loss, there may be compensating behaviors, moments when the brain does not surrender to the disease but arms itself with those faculties that are still intact, marshaling everything it can to compensate for what is slipping away.

				We refer to this kind of compensation as leaning on our “cognitive reserve,” which is both apt and ironic given the upheaval and chaos this hidden resource creates for patient and caregiver. By using the networks that still function, the brain tries to preserve a person’s sense of self, enabling patients to argue, charm, convince, fabricate, accuse, and persist.[*1] All of which makes the line between pathology and resilience increasingly murky. Indeed, we might say it’s a patient’s cognitive reserve rather than dementia disorders that initially accounts for the behavior that bedevils us.

				Unlike cancer or congestive heart failure, diseases of the brain present no demarcation between the illness and the patient. Patients “collude” with their malady and become, as Dr. Sacks put it, “a long-married couple…a single compound being.” In which case, who exactly is responsible for odd or contrary behavior? The man who charged into my bedroom in the middle of the night and asked me to find his passport was also the man who told me two minutes after I located it to get out because he had no need for me. The man who quietly spoke to me for hours about his childhood was also the man who told his son that he and I never interacted and that he’d prefer to live alone.

				The more I came to know Mr. Kessler, the more I saw him as a “compound” being whose contradictions were not merely a by-product of cognitive decline but manifestations of a man who wanted it both ways: to be completely independent and yet receive constant attention. And it was that man in collusion with the disease that kept me off balance. Ironically, the very quality I admired in Dr. Sacks’s patients, “the preservation of the self,” was now making my job much more difficult.

				As Mr. Kessler teetered between knowing and not knowing me, between wanting my company and rejecting it, between happily eating the meals I prepared and accusing me of taking advantage of his hospitality, I felt myself pulled between feeling useful and feeling like an intruder. His oscillations began to tug at my own sense of existential rootlessness. Why was I here? What was I doing? Was I doing any good at all? It was my first indication that people with dementia disorders can still find your most vulnerable part and poke at it until you yourself feel unraveled.

				One evening, about seven months into my stay, Mr. Kessler haltingly climbed on top of a chair to change the battery in a smoke detector. When I warned him how dangerous this was and offered to help, he snapped, in typical fashion, that he was the boss and didn’t need help. Usually, when he tried to fix things, I would distract him. But this time, for just one minute, I needed him to understand that there was such a thing as objective reality. “Forget about the alarm,” I said firmly. “It’s too dangerous.” He waved me away and put a foot on the chair. Aggravated by his condescension, I felt an uncharacteristic urge to strip him of his delusions. I was tired of playing this game, tired of being his co-conspirator in the belief that nothing was wrong with him, which, ironically, made it easier for him to question my presence in his home. So I did what caregivers shouldn’t: I argued. Shaking with indignation, I shouted that he didn’t do anything by himself, that he always needed my help, that he wasn’t capable of living alone.

				Although my outburst didn’t seem to faze him and fled his memory after ten minutes, it so disturbed me that for weeks I succumbed to apathy. I’d still perform my usual tasks—feeding Mr. Kessler the lines he wanted to hear, prompting him to tell his stories, reminding him of the people who had called that day—but I often felt hopeless and numb. Moreover, I thought I was failing, perhaps not in my duties, but as a human being. What did it say about me that I could yell at a ninety-nine-year-old man suffering from dementia? Where was the “compassionate detachment” Dr. Sacks deemed indispensable for looking after the neurologically impaired? The doctor, of course, could leave his patients at the end of the day and return to his house in the West Village to relax and recharge. I, on the other hand, had nowhere to go. Even so, I felt I was betraying what I had learned from his books.

				It was only right, then, that one of his books should come to my rescue. One day, glancing through The Man Who Mistook His Wife for a Hat, I was struck by a paragraph that I had probably read a dozen times before. It appears in the case of “The Lost Mariner,” which deals with a “charming, intelligent, memoryless” man who lived in New York City’s Home for the Aged. “Jimmie R.,” as Dr. Sacks called him, suffered from Korsakoff syndrome, which left him unable to form new memories. As a result, he believed himself nineteen years old when, in fact, he was forty-nine. Perhaps because the contrast between Jimmie R.’s self-image and his reality was so stark, Dr. Sacks gave in to a sudden impulse: He held a mirror up to his face and told him to look. Jimmie R. was naturally horrified and panic-stricken by what he saw. Immediately realizing his mistake, Dr. Sacks soothed Jimmie until he forgot what the mirror had shown him. But Dr. Sacks didn’t forget and never forgave himself for what he had done.

				Reading that passage, I felt grateful to him. Grateful that he had made a mistake and had the grace to acknowledge it. Grateful that he let us know that he was a flawed human being who for a moment had behaved irrationally. Why had he put a mirror in front of a patient who could not abide the truth? Even Dr. Sacks, it seems, felt the same compulsion that many caregivers feel. Does not every caregiver sooner or later hold a mirror up to their loved one? Don’t all of us plead and try to reason with patients in order to make them grasp what’s real and what isn’t? Like any caregiver, Dr. Sacks instinctively wanted to fix his patient, to make him normal again. It’s the reason we argue with and sometimes yell at our charges; we want to reestablish a shared reality. It’s not cruelty but desperation that drives us to confront them with the truth.

				My perspective began to shift: “The Lost Mariner” was not just about someone who endured the “continuing pressure of anomaly and contradiction,” vainly seeking continuity while “stuck in a constantly changing, meaningless moment.” It was also about Dr. Sacks and all the caregivers who find themselves sucked into that meaningless moment with the cognitively impaired.

				

				—

				The word “dementia,” from the Latin de (deprived of or out of) + mens (mind), entered the English lexicon in the late eighteenth century and originally denoted madness or insanity. As medicine belatedly began to address disorders of the mind as well as those of the body, signs of befuddlement, senility, and personality change began to be viewed in a somatic light and finally in the last century as neurological issues. The Diagnostic and Statistical Manual of Mental Disorders, fifth edition (DSM-5), has, in fact, discouraged the use of the term “dementia,” opting instead for “neurological disorders.” This shift to the biological has helped to destigmatize behaviors that were once considered shameful. Would you get angry at someone who has cancer or heart disease?

				Although “dementia” is still commonly used to identify an illness, the term, in fact, simply covers a cluster of different symptoms associated with cognitive decline, such as memory loss, poor emotional control, and difficulty with judgment, planning, and problem-solving. Dementia can be temporary and is occasionally caused by drugs, dehydration, or a vitamin deficiency, but dementia disorders such as Alzheimer’s disease, Lewy body dementia, frontotemporal dementia, and vascular dementia are diseases, and they are irreversible.

				More than fifty-five million people live with a dementia disorder worldwide, and by 2050 that number is expected to almost triple. Alzheimer’s disease is the most common type of dementia, and some 6.5 million people in America exhibit symptoms ranging from mild cognitive impairment to full-blown Alzheimer’s. Although aging is the strongest risk factor, dementia does not exclusively affect the elderly; early onset dementias (where symptoms appear before the age of sixty-five) account for up to 9 percent of cases. The global cost of treating these disorders is estimated to be $1.3 trillion a year and will more than double in ten years.

				Looking after the afflicted in the United States are well over eleven million caregivers (the number worldwide is too large to venture a guess), many of whom are family members who annually provide over $271 billion worth of unpaid care. Perhaps more significant is the staggering physical and psychological cost to their own health as a result of caregiving. It is these individuals who have been dubbed the “invisible victims” of the disease. Yet even this small gesture of recognition does not reflect the truer and darker meaning of “victim.”

				Dementia disorders, in many cases, create a world so fragmented, so skewed, so redundant, so indifferent to normal rules of behavior that family members unwittingly become part of the madness. Yet clinicians and researchers continue to posit a clear distinction between the mind of the caregiver and that of the patient, between the normal and the abnormal, when, in fact, the true burden for caregivers is often the absence of such a divide.[*2] Children and spouses do not merely witness their loved one’s cognitive decline, they become part of it, living in its surreal, bleak reality every minute of every day.

				I read a lot about dementia disorders during and after my days in the Bronx. I read the medical literature. I read memoirs of caregivers describing the emotional toll the disease takes. I pored over scholarly articles about the social, economic, and logistical problems that arise when these diseases invade a family setting. I consulted practical guidebooks offering advice on how to manage, cope with, and communicate effectively with those afflicted. But as informative and supportive as such books are, as accurately as they portray the effects of the disease, I still felt something was missing from the conversation.

				Although we expect irrational behavior and lapses of judgment from Alzheimer’s patients, we’re often puzzled by the baffling behavior of caregivers themselves, many of whom mirror the denial, resistance, distortions, irrationality, and cognitive lapses of the people they’re caring for. Indeed, caregivers, despite recognizing that their charges are ill, find themselves engaging in behaviors they know are counterproductive: arguing, blaming, insisting on reality, and taking symptoms personally. Because caregivers are “healthy,” we assume they should be reasonable, which is what makes their inability to accept or adapt to the disease feel like a personal shortcoming.

				Traditionally, neurological case studies have focused on the “abnormal” brain and its effects on the patient. But what about the people closest to the patient? Might not their reactions, their struggles, their own disorientation in the face of neurological illness also illuminate the workings of the human mind? The “normal” mind, after all, is not just a blank slate, or tabula rasa, as John Locke suggested. We now know it is riddled with instincts, drives, needs, and intuitions about ourselves and others. It is these very cognitive proclivities, as I will reveal, that get in the way of understanding and dealing with dementia.

				When someone’s memory disappears, when personality and behavior change, whom then are we dealing with? When a neurological disease affects the brain, how do our expectations of people change? When is it right to treat them differently? Suddenly, questions usually aired by philosophers and psychologists—about identity, free will, consciousness, memory, and the mind-body connection—make their way into the daily lives of caregivers.

				And this is what I would like to explore: How the healthy brain’s cognitive biases and philosophical intuitions affect our understanding and treatment of people who can no longer care for themselves. My case studies are therefore always about two people—patient and caregiver—who unknowingly collaborate in misinterpreting the disease. Relying on cognitive and neurological research as well as on my own experience, I want to show how both patient and caregiver react to the existential dilemma created by dementia. For it is by examining how both grapple with the disease that we catch a fresh glimpse into the hidden workings of the mind.

				

				—

				Fourteen months after I moved to the Bronx, I left Mr. Kessler in the care of full-time aides provided by a city agency. Still unsure about graduate school, I moved back to Manhattan and trained to become a group leader for those experiencing the emotional hardships of caring for family members. Such groups provide a safe haven where caregivers can share their thoughts and struggles, knowing they’ll be understood by people living through similar situations. In time I became the Consulting Clinical Director of Support Groups for an Alzheimer’s organization, responsible for the training and supervision of group leaders, while also continuing to lead groups myself.[*3]

				The longer I’m in this field and the more I learn from caregivers, the more I’m convinced that the “healthy” brain did not evolve to accommodate dementia disorders. As one caregiver aptly put it to me: “Being a caregiver is like being an anthropologist on Mars.” She was referring to Oliver Sacks’s famous case study in which a woman with autism, Temple Grandin, described herself as an anthropologist because what came easily, even unconsciously, to other people was alien to her. She had to study and learn behaviors that were instinctive for others. Caregivers also find themselves on Mars, but their problem is reversed. Dementia disorders create an environment in which our social instincts are no longer useful—in fact, they’re counterproductive. All the misunderstandings, arguments, and recriminations between caregivers and patients point to a problem our brains are not equipped to solve: The unconscious biases and assumptions we’ve always relied on now lead us astray.

				It is no simple matter to live with a person who blatantly disregards the rules of time, order, and continuity. So instead of offering platitudes or redemptive lessons, I want to normalize the caregiver’s denial, anger, frustration, and helplessness by explaining why miscommunications occur. This, I hope, will validate their struggles and remove the stigma of failing to live up to an impossible ideal.

				Because patients compensate for as long as they can, caregivers witness not only the disease but also the person pushing back against the disease. We might assume that acknowledging a patient’s humanity makes us better caregivers, and of course this is true. We should never lose sight of the fact that we’re dealing with
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