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Praise for My Father’s Brain
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‘Engaging, well written, and gives a very personal touch from a MD confronted with the disease… I recommend it to a wide public.’
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‘Jauhar weaves his own personal and family story into his history of the heart… very effectively… This gives a certain dramatic tension to the book, as it tells the fascinating and rather wonderful history of cardiology.’


Henry Marsh


‘This is a vital book. A charming, honest and unflinching exploration of a most fascinating organ: the heart. Cardiologist and author Sandeep Jauhar beautifully weaves medical research with philosophy, science with personal stories – of patients and doctors, including his very own. The depth of his knowledge is remarkable but the breadth of his compassion even more so.’


Elif Shafak


‘A book of unusual depth and richness about a subject that concerns us all… Heart: A History is elegantly conceived and still more elegantly executed… Sandeep Jauhar writes with a vital, pulsating energy.’
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For Rajiv and Suneeta




Be kind to your father, even if his mind fails him.


—SIRACH 3:13


Life without memory is no life at all.


—LUIS BUÑUEL




MY FATHER’S BRAIN





INTRODUCTION: THEY USED TO CALL ME TOPPER


We were sitting in the waiting room of the same neurology practice that was treating my mother’s Parkinson’s disease when my father asked me, perhaps for the third time, “Why am I here?”


“Because your memory is getting worse,” I answered.


“My memory is fine,” he replied. Any lapses, he had been insisting, were normal for a man of his age.


“So what did you have for lunch?” I asked, staring ahead.


He thought for a moment, then sniffed defiantly as my point came across. “Well, no one can remember everything,” he muttered.


He and my mother had moved to Long Island, where my brother and I lived, several months earlier. Since their arrival, I had come to suspect that his symptoms were not the usual age-related cognitive changes, even if he kept saying they were. For example, he had always been careful with his money, a consequence of an impoverished childhood, but now he was bouncing cheques. He was booking hotel and flight reservations but neglecting to cancel them—something my older brother, Rajiv, discovered only after he began to monitor my father’s bank accounts. Nearly every week he was sending cash to random charities in response to generic emailed or televised appeals. “Two fifty here, a hundred there,” Rajiv said. “Not that much, but I’m not sure he knows what he’s doing.” When we voiced our concerns, my father said it was his money and that he would spend it the way he wanted.


So, despite nearly four decades of medical experience between us, my brother and I decided our father needed the attention of a specialist. As cardiologists, we understood diseases of the heart. My father’s problems, we realized, were on a different plane.


For his part, my father seemed unconcerned. Memory loss, to him, was an inevitable consequence of aging. In the sixth century B.C., the Greek philosopher Pythagoras of Samos divided the life cycle into five distinct stages, the last two of which he designated the senium, a period of decline and decay of the human body and mental faculties “to which, very fortunately, few of the human species arrive, [as] the system returns to the imbecility of the first epoch of infancy.” In his casual fatalism, Pythagoras had a fellow traveler in my father.


I had been asking him, “How do you think your memory is?”—foolishly hoping that if he could at least recognize the problem, he might try harder to overcome it.


“My memory is fine,” he would say.


“But you are always forgetting things.”


“Everybody forgets, Son,” he would assure me. “It happens with everyone.”


The irony here was that my father had once hated the prospect of losing his faculties, even when there was little reason for him to fear such a thing. I remember standing in Riverside Park on a wintry day about ten years earlier, when I was still living in New York City, yelling at him on the phone for stopping his blood pressure medications again. Though a respected scientist, he had never trusted drugs (or doctors) to keep him well.


“Do you want to end up with a stroke?” I blared into the phone after he told me his systolic blood pressure was still hovering around 160 or higher (greater than 140 is considered hypertension) on the rare occasions that he checked it. “You won’t be able to work.”


“I’d rather be dead,” he replied, before agreeing to restart the medications.


Yet now here he was, sitting amid vinyl chairs and potted plants, nonchalantly sipping free coffee from the Keurig machine as we sat and waited for his name to be called. He asked me, again, how he could become an organ donor. Once again, I gave him the response he did not want to hear: that because of his advanced age, the options were limited.


“Come on, Sandeep,” he implored. “I have wonderful organs!”


“We’ll look into it,” I said, not wanting to discuss his organs in the waiting room.


“Just tell me where I can get a donor card.” He stood up, picking up his briefcase. “I will ask here.”


“Sit down,” I hissed as people began to stare. “You can’t tell random people you want to donate your organs. Like you asked that lady at the front desk, ‘Do you know any widows I can give money to?’ ”


“I didn’t.”


“You did! That is not how things work. You have to go through the proper channels.”


“You are not telling me the proper channels.”


“Fine, so we’ll look it up. But Dad, come on, you’re seventy-six years old.”


Obviously disappointed, he began to say something, but then we heard his name, Prem Jauhar, called out. I quickly stood up and patted him on the shoulder to follow me. Dr. Marc Gordon was ready to see us.
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I had first recognized something was amiss only four months earlier, when I’d flown to North Dakota, where my parents then lived, to attend my father’s retirement party.


My parents lived in a development of brick homes, square lawns, and young trees about ten miles from the Fargo airport. Pulling up to their house that scalding July afternoon, I immediately noticed a “For Sale” sign on the front lawn. But the swing set for the grandchildren was broken, and my mother’s prized garden was overrun with weeds. Walking up the front steps, I saw oil stains on the driveway and rust on the garage girders. The house did not look like it belonged on the market.


My parents were in the living room when I arrived. Though she was growing increasingly frail, my mother, Raj, insisted on standing up to hug me. She had been suffering from Parkinson’s disease for several years by then, and her movements were jerky and slow. Still, she looked beautiful in a yellow silk salwar kameez and gold bangles, her hair specially dyed with henna for the occasion. My father’s hair was whiter and more flyaway than I remembered from the last time I had seen him about a year before. He looked like he had lost some weight, too. “Hi, Bubboo,” he said affectionately, patting me on the head as though I was eight years old again. Then, before I could hug him, he turned to my brother-in-law—my sister, Suneeta’s, husband, Vini—who had arrived a few minutes earlier, and said, “As I was saying, Vini, life is hell here. It was the worst winter we have ever had.”


I had not been at my parents’ home since the previous summer, but I observed right away that most of the house did not appear lived in. Soap dispensers were empty and lightbulbs needed to be replaced. A bottle of Drakkar Noir cologne, a gift no doubt from my brother, was sitting on my father’s bedside table unopened. Inside the closet that served as my mother’s shrine, brass bowls, usually filled with incense ash, had been wiped clean. The usual litter of burnt matches, signifying prayer, was nowhere to be seen.


In the basement, hard-shell Samsonite suitcases were stacked in a corner, along with some old board games, old shoes, and old books that remained to be packed. My mother’s shawl hung on a nail, amid rumpled sweaters and my father’s cheap print shirts.


I went into my father’s study. Hanging on the wall was a framed plaque he had received at a farewell luncheon in his honor a few months earlier. “We are made strong by difficulties we face and do not evade,” it said. Black-and-white electron micrographs were spread over the desk, and the filing cabinets were still loaded with his papers. I opened the drawers and thumbed through hanging folders, looking for something, though I wasn’t sure what. I came across the usual files: “Intergenomic chromosome pairing in wheat,” “Cytological characterization of trigeneric hybrids.” I found several copies of an old issue of the Fargo–Moorhead Forum with a picture of my smiling father under the headline “NDSU Geneticist Creates Scab-resistant Wheat.”


Then I came across a folder labeled “Dementia.” Inside it was an article printed from CNN.com with the title “Dementia After Retirement: How to Delay or Avoid.” It had obviously been read many times because recommendations like “learn a new language,” “take enough steps,” and “stay socially active” were underlined in different colors of ink.


“What are you doing?”


I jumped. My father was standing in the doorway. “Nothing,” I said, quickly putting away the folder. I scanned the desk and pointed to a black-and-white photograph of my father in college. He was standing tall, posing with his friends, a stark contrast to the old man waiting impatiently at the door. “I’ve never seen this picture,” I said.


“Leave it,” my father said. “We have to go to the party.”


“Were those your college friends?”


“Yes,” he said. “They used to call me Topper. Because I was always at the top.”


I laughed. “You look so young. You can’t be more than sixteen.”


“I was in second grade before the partition of India,” he said. “The teacher said I was too smart, so when we resettled, they put me in the fourth grade.”


I closed the drawer, my heartbeat speeding up. “Dad, I think that was me. I was the one who skipped two grades, remember? You met with the principal in Kentucky.”


“I skipped those grades, too,” he said after a short pause.


“The same grades? Are you sure?”


“Yes,” he said. “Now, come on. We must leave for the party.”
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At Dr. Gordon’s office, a medical assistant took us into a chilly exam room with a computer, a small desk, and three chairs. A poster on the wall depicted a decaying autumn tableau: a fogged-over pond lined with tangles of bare trees and fallen red leaves. The assistant pulled a fresh sheet of paper onto the vinyl examination table and asked my father to sit on it. He did so agreeably, making a quip about how he was still a young man. Then, with an automated cuff, she checked his blood pressure. She put two fingers on his wrist and counted his pulse. She checked his temperature and weight. All vital signs were normal.


After a few minutes, Dr. Gordon came in. Curly-haired and bespectacled, dressed in rumpled khakis, a checkered blue shirt, and a mismatched tie, he looked every bit a practitioner of the intellectual specialty to which he belonged. I had run into him a few times recently at the hospital and briefed him on my father’s condition; he had suggested bringing my father in for neurocognitive testing. Gordon now shook my father’s hand warmly. “How are you, Dr. Jauhar?” he said.


“Fine,” my father replied quickly. “Everything is fine.”


Gordon took a seat at his workstation and started tapping on the keyboard. At this initial visit, many fields in the electronic medical record needed to be filled in, so I took the lead in answering Gordon’s questions. Fortunately, my father was physically healthy. He was on a baby aspirin and medications (at least sporadically) for blood pressure and cholesterol, but he had no serious medical problems and had had no significant hospitalizations. My father sat quietly as I spoke. Perhaps he was tired, I thought—he usually napped in the early afternoon—or had forgotten some details, or maybe he felt cowed by Gordon’s authority. Or possibly, I wondered, glancing at him sitting stiffly, hands on his lap, his shirt pocket thick with a wallet and a few pens, he knew something was wrong, even if he kept denying it, and was relieved that his problems were finally getting the attention of a specialist.


I told Gordon that we first noticed my father’s memory trouble after he moved to Long Island three months earlier, in August. In the beginning it seemed benign enough. He would forget the names of old acquaintances. He could not remember the four-digit combination to his new safe. But soon the lapses became more concerning. At family get-togethers, he would tell the same story over and over. He would point to photographs and ask me to identify people, ostensibly as a test of my memory of our family history. There were long-forgotten aunts and uncles—but in some cases my own infant children! It was a startling transformation. He was a world-class scientist, had been running a wheat genetics lab up until a few months before, and was a fellow of the American Association for the Advancement of Science.


“And the American Society of Agronomy,” my father added.


“That, too,” I acknowledged before continuing to detail his memory problems.


He had been living with my mother in the community of Hicksville for almost three months, yet routes he should have learned in that time were still not committed to memory. He had gotten lost driving home from Walgreen’s, which was only a mile away. He must have thought he was at the CVS across the street because he exited right out of the parking lot instead of left, circling for almost two hours in unfamiliar neighborhoods before stopping the car to ask a stranger for directions. His cognitive troubles were affecting his mood, too. He was frequently becoming enraged, a big change for him. He had recently pushed my mother’s home health aide during an argument.


“What are you saying?” my father erupted.


“We have to talk about these things, Doctor,” Gordon interjected. “Your son wants me to understand what your troubles are, so he has to describe some things that I am asking him. If you disagree, of course, please tell me.”


But for the remainder of this portion of the interview, my father was silent.


When he turned to my father, Gordon spoke with the agreeable, if slightly patronizing, tone of a senior physician. My father was cooperative enough while answering Gordon’s questions, though I could tell he found some of them demeaning. Of course he knew the date (November 12, 2014), though not the place (Manhasset). (Not a big deal, I told myself; he had had few occasions to come out this way.) He remembered events from my childhood—even his own childhood—but recent events were fuzzy. He did not remember a recent party at his house or what he had had for lunch that day. “Does it bother you that you don’t remember some things, Doctor?” Gordon asked.


“You can’t remember everything,” my father replied, eliciting a chuckle from the neurologist.


The physical examination was normal. My father’s sensation, coordination, motor strength, and reflexes were equal and symmetric. But on a cognitive test called the mini-mental state examination, there were some slipups. He started off all right. He was able to count backward from one hundred by sevens, and he properly named a watch, keys, and a pen. He knew recent news about the Islamic State, and he remembered the words “spinach,” “violin,” and “elephant” immediately after they were spoken and then again after about three minutes. When asked to write a sentence, he wrote, “You’re a nice man.”


However, he made some unexpected mistakes. He spelled the word “world” correctly forward but not backward (“D, L, O, R, W”). He said the president was George Bush before correcting his answer to Barack Obama. He also had difficulty drawing a clock with the time eleven ten. Inexplicably he forgot there were hour and minute hands and that the marks for three and nine should be perpendicular to twelve and six. This, I would later learn, is a telltale sign of impaired visuospatial reasoning. “It is not correct,” my father said as he handed the drawing back to Gordon.


“Why not?” Gordon asked.


“I did not go into the details,” my father explained.


“Why not, Doctor?” Gordon pressed.


“Because I didn’t want to,” my father snapped.


When the exam was finished, Gordon explained his findings. My father had scored 23 or 25 points out of 30 on the mini-mental test, depending on how Gordon decided to score a couple of the answers. This result, buttressed by the history I had provided (and the one my father had been unable to provide), was consistent with a diagnosis of mild cognitive impairment (MCI) of the “amnestic” type.


The term “MCI” was actually new to me. In nearly two decades in medicine, I had never heard of it. The diagnosis first appeared in the psychiatric literature in 1988, but it has roots in earlier papers going back to the 1960s in which it is referred to as “mild dementia,” “limited dementia,” “questionable dementia,” and “senescent forgetfulness.” MCI, Gordon explained, meant that my father’s cognitive functioning was worse than expected for his age, but probably not bad enough to be classified as true dementia. Though there were measurable deficits in several mental domains, most notably memory, my father was still able to compensate for them so that most people meeting him would not know that something was wrong. However, as with most patients who have the condition, he was beginning to require some assistance with more complex activities, such as driving.


MCI, Gordon said, affects up to one in five elderly adults. 20 percent of those affected by MCI, maybe more, will go on to develop full-blown dementia (Gordon speculated my father might already be at an early stage). There were some things—like eating a healthy diet, exercising regularly, and taking part in social events—that my father could do to decrease the odds. But there was no way to predict the course of the disease. We could do further testing, Gordon told us, such as a special PET scan looking for beta-amyloid, an abnormal protein that accumulates in the brains of Alzheimer’s patients. But the scan was expensive, insurance wasn’t going to pay for it, the presence (or absence) of beta-amyloid correlated only weakly with disease activity, and there were no good treatments for Alzheimer’s anyhow, so Gordon said he would not recommend it. This did not surprise me. Though often master diagnosticians, neurologists usually have depressingly little to offer their patients.


Nevertheless, Gordon said he was going to start my father on Aricept, one of four drugs approved for Alzheimer’s. Treating dementia with Aricept is a bit like using Tylenol for arthritis. The drug might improve my father’s memory (however minimally), but it would do nothing to slow the progression of his cognitive impairment. Still, Gordon said, if my father could remain at the level he was, that would be a small victory. He recommended bringing him back for a follow-up visit in six months.


“Thank you for your time, sir,” my father said as we got up to leave, seemingly oblivious to the life-changing news that had been delivered. He asked Gordon for his business card and then offered his own, a simple yellow card printed with his name, his address, and the title “Fellow of the AAAS.” At the bottom were the words “Success is a journey, not a destination.”


When we got back to my car, I opened the door for my father, and he got into the front passenger’s seat. He struggled with the seatbelt for a few seconds before giving up and asking me to clip it in. I got behind the wheel and backed out, deep in thought.


“So, what did the neurologist say?” my father asked as we waited at a stoplight.


“He said you are having memory problems.”


My father scoffed, turning to stare out the window. “But that is normal at my age, isn’t it?”
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It was my mother who first asked that we take my father to a neurologist. We had gone for a walk in their Hicksville neighborhood one breezy fall evening. Birds were chirping, sprinklers were going, children were riding tricycles on an otherwise empty street. My mother had been telling me how my father had gotten lost driving home from Sears the previous weekend. Though she had instructed him to call one of the children, he had decided instead to stop the car on the main road and flag down passersby for directions. As I helped her up the steps into the house that September evening, she turned to me and finally whispered the question we had all been afraid to ask: “Does your father have Alzheimer’s?”


Lewis Thomas, the physician and essayist, called dementia, of which Alzheimer’s is the most common type, “the worst of all diseases.” No doubt my mother would have agreed. To her, the loss of control and social stigma, the eventual total dependency and need for institutional care, were the worst possible fate in old age—worse, even, than the Parkinson’s that had robbed her of her motor function and the life she had enjoyed.


When we moved to the United States in 1977, the country was in the midst of what could be called the “Great Alzheimer’s Awakening.” Research conducted earlier in the decade suggested that the disease, far from being rare, as was previously thought, was actually one of the leading causes of death in American society—on par with heart disease and cancer.


Since that time, as more and more of us survive into old age, that finding has taken on the texture of an incontrovertible fact. Today, everybody knows someone with dementia. The number of American adults estimated to have Alzheimer’s or related dementias has reached 6 million today—about one in every ten Americans over the age of sixty-five—and is projected to double in thirty years. In the UK this figure rises, with one in nine people over the age of sixty-five already diagnosed with the disease. At the midpoint of this century, the condition is expected to afflict almost 15 million Americans, 1.6 million people in the UK and more than 100 million people worldwide, likely eclipsing cancer as the second most common pathway to death (heart disease remains the first). In polls, dementia is actually more feared than cancer. It is more feared than death itself.
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The visit to Dr. Gordon that fall of 2014 set our family off on a journey. Over the next several years, we would cope with my father’s deterioration while I set off on my own quest to understand his brain and the brains of other patients afflicted with dementia. This book is an account of that journey. It is about my relationship with my father, especially during the last phase of his life, as he succumbed to his disease. It is also about the complications that arise when family members must become caregivers, the bonds of siblings, and the testing of those bonds. Though the conversations and conflicts are personal, they are also in many ways universal—icons of conversations and conflicts that every family facing the mental erosion of an elder has. In addition to this personal story, the book is also about the brain and how and why it degenerates with age, how memory gives meaning to our lives, even as it falters or changes with time, how dementia complicates our understanding of what it means to be a person—and what all this means for patients, their families, and society at large.


The knowledge I gained helped me to enter my father’s world. It helped me to bridge—if only partly—the gap between us, one I had struggled to cross, in one way or another, my whole life. Still, it was probably the hardest journey I have ever taken. For nearly seven years I pushed and prodded, threatened and cajoled, begged and pleaded, encouraged and ridiculed. I made my father walk, bought him books, forced him to do puzzles. I loved him, cared for him, and hated him, too.


“Don’t forget me,” his eyes seemed to say. So, as a son, I endeavored to keep my memory of him intact. I eventually came to know more about him—who he was, his likes and dislikes—than he knew about himself. That was a strange responsibility to carry. At gatherings I would find myself saying, “He wrote books. He won academic prizes.” I was reminding everyone that he was more than his disease.


Eventually I could only remember him in pieces. My middle-aged memory was failing me, too. I would have visions of him in his younger days. Hints of his old self would appear in words and gestures—vague, distant, like a feeling, barely etched—but sometimes the elements would coalesce, and then there he was, my erstwhile father, pulling me along to the bus stop in my starched white school uniform, squeezing my fingers tightly, as I now squeezed his. My memory was a figment, of course, and yet that figment seemed like less of a ghost than the man he had become.


As we drove away from Dr. Gordon’s office that chilly November day, I did not know the details of what lay ahead. But as a physician, I knew that the disease was going to win in the end. There would be no surprises, no miracles; the battle would be lost. The only question in my mind was how much was going to be sacrificed in the defeat.





PART I
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OF PLAQUES AND TANGLES
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1


WE COULD ALWAYS MOVE TO GEORGIA


One morning in July 2014, about a week before I flew to Fargo for my father’s retirement party, I received a troubling email from his former neighbor. Though I had met the neighbor a few times—I had even reached out to invite him to the party—he still felt compelled to introduce himself.


“I am Ajit Damle,” he wrote. “I used to live in Fargo, across the street from your parents. I retired from the local hospital as a cardiovascular surgeon recently and now have moved to Florida.


“I have known Prem and Raj ever since they landed in Fargo. It is with the greatest affection that we remember them. Prem’s unassuming manner (till you get to know him!) hides his extraordinary status as a world-class scientist. As we became friends over the years, I came to admire his character more and more. Raj is so loving; even for a casual knock-on-the-door visit, she never let us out without feeding us her delectable Punjabi cooking. Over time they both were elevated to the senior patriarchal status in the local Indian community.


“Unfortunately we will not be able to attend on July 19, but I will call and write to Prem and Raj. I am glad they are moving to New York, and I saw on my last visit that the house was for sale. Just so you know, I advised Prem occasionally re: financial planning and some other advice. I was very concerned that he is not what he used to be. Forgive me if I am frank, but my respect and fondness for Raj and Prem makes me write so.”


The email continued: “Your parents recently visited with us in Tampa. We had a frank discussion about how they would survive post-retirement. They were visibly anxious. They told me about their finances, and I do not think they have anything to worry about. But that needs some planning.


I know you all love them dearly and will look after them selflessly. However, now that I am 63 and retired, I understand better the geriatric psychology. The natural fallback position for them is mild paranoia, and they will (like any in-laws) not want to rely on your spouses. So if you can convince them to go to a financial planner and a lawyer for wills, etc., it will serve them well. They want to live independently but are not sure how.”


Living independently in their old age was the last thing my parents had ever planned to do. In the culture they had left behind when they emigrated from India nearly four decades earlier, sons (or, rather, their wives) were supposed to take care of aging parents. In a country with no safety net to speak of, adult sons were the most reliable form of social security. So, well before we could voice an opinion on the matter, it was already assumed that when the time came, my parents would live with either Rajiv or me. “We cleaned your bottoms when you were babies,” my father often reminded us. He did not need to spell out that he expected repayment in kind. What would happen to my parents when they could no longer care for themselves was a heavy subject, laden as it was with my parents’ anxieties not only about their well-being and security, but also about their children’s cultural choices and whether their parental authority would fade as we matured. It was no laughing matter. The only time I remember my father kidding with us about it was when he asked if Rajiv and I would give him free medical care in his old age. I assured him that we would give him a discount.


But over the years, as my brother, sister, and I moved away and the family unit fragmented, my parents’ blueprint for old age faded into an extracted promise that they were reluctant to redeem. The shift began during our teenage years, when my brother and I clashed with them over dating, drinking, and other rites of passage of American culture, but it continued as we moved on to college and medical school and carved out independent existences. Hewing to a plan hatched in the shadow of an India that itself had changed was not going to be easy—for us or for our parents. None of us wanted to live under the same roof again. If my parents were too traditional for us, we were too modern for them.


Still, even if it was rarely discussed, the question remained: Where would my parents live when they could no longer live independently? We put off talking about it, as most families do, until my mother’s diagnosis with Parkinson’s disease in 2011, about twenty years after we had all left the family home, lent some urgency to the situation. As her condition deteriorated, my brother and I pressed my father to retire and move with my mother to Long Island to live closer to us. He was not ready to do that, however. He had just reached the top of the U.S. Department of Agriculture pay scale as a full professor at North Dakota State University and wanted to reap some financial rewards for all his years of hard work.


Then, in 2012, my father told me his department had instituted a rule requiring faculty members to publish at least two research papers a year. It was an arbitrary standard, surely designed to force out aging scientists like my father, yet one I believed he could easily meet; he had already published more than a hundred peer-reviewed papers in the world’s most prestigious scientific journals. But strangely, my father began to say that he believed his days in academia were numbered. He told me he did not want to produce low-quality papers under deadline that would mar his stellar record. He began to spend increasing amounts of time at the office trying to get the work done, though seemingly making little progress. In retrospect I should have known that if my father was worried that he could not meet his own high standards, things were worse than they appeared.


Thus began a series of uncomfortable conversations in which my father tried to gauge my brother’s and my sincerity in asking him and my mother to move to Long Island to live near us. “We could always move to Georgia,” he would say passive-aggressively to my mother. “I hear Athens is nice.” (My parents knew no one in Georgia.) We tried to allay his concerns—Rajiv even offered to buy them a house on Long Island—though my father’s persistent insecurity about his standing in our lives is what gave us pause about pushing the move in the first place. If they had been less traditional, my parents probably would have chosen to move to Minneapolis to live near my younger sister, Suneeta, and her family. But their culture would not allow them to rely on a daughter and a son-in-law in their old age.


In the end, after nearly two years of unresolved discussions, my father finally announced in November 2013 that he would be retiring in the summer of 2014 and that he and my mother would be moving to Hicksville, a small town on Long Island about eight miles equidistant from Rajiv and me. It was also where my mother’s cousin Nani lived. With its Hindu temples and dosa shops, Hicksville could hardly have been more different culturally from the predominantly white Midwestern community my parents had lived in for the past twenty-five years. My father said that they were moving closer to family because of my mother’s illness. But by then, I suspect, the relocation was maybe for him, too.
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In August, then, my parents moved into a two-bedroom, split-level home on a quiet Long Island street in the kind of homespun neighborhood in which they had spent the better part of their lives in America, though this one was considerably more diverse. For nearly forty years, they had lived in America with their feet firmly planted in the India of their memories, leaning over to peer into their new world but never really embracing it. Now that they were finally living around people with whom they had more in common, at least culturally, we were hoping that they would feel comfortable in their final years.


But when they arrived on Long Island, I was alarmed by how much my parents’ conditions had deteriorated, even since my visit to Fargo the previous month. My father was touchy and forgetful; my mother required assistance with walking. To help manage the move, they had brought Sharon, their good-natured cleaning lady, with them for two weeks. Stout, sturdy, and bespectacled, the product of three generations of Fargoans of northern European stock, Sharon had known my parents for many years and so, like a bar magnet picking up iron filings, was able to make quick order of the nearly two decades’ worth of clutter they had transported with them. One evening, while arranging cutlery in the kitchen, she took me aside. “Things are sliding,” she said bluntly. I thought she meant my mother, but it was actually my father she was more worried about.


“His mind gets confused sometimes, like things are all swirling up in there and he can’t keep it all straight,” she said. “I worry how he’s going to take care of himself, let alone take care of your mother. He has to have everything settled one, two, three, or he gets confused.” Earlier that summer, she told me, he had gotten lost driving home from his lab in Fargo. She had been at the house when he called, so she directed him back.


“Another time he called me over there,” she said, as I listened quietly. “He says, ‘I’m putting my house up for sale, what do I need to do?’ ‘Well, we have to make the house look presentable,’ I say. ‘Don’t jump the gun.’ He says, ‘When do I need to book my tickets?’ I say, ‘You’ve moved before, Prem, across continents even. Don’t tell me you don’t know how to move.’ He says, ‘Last time, the government moved for me. I don’t know how to do this.’ I knew he was worried, and that your mom wasn’t going to be able to do it, so that’s why I came.”


She added, “If he’s slipped so much in a year, I worry about what’s going to happen next.”


On Long Island, with near-daily contact, my father’s decline was even more obvious to me than it had been in Fargo. For a man who usually insisted on having his way, he seemed curiously aloof during the move-in. He had little to say about where to place the furniture or the televisions or what to put up on the walls. He did insist, however, on hanging up a poster that read “Happy Birthday” and listed the names of each of his grandchildren. “It will save time,” he explained.


In Fargo, his schedule had been strict and regimented, but now his days seemed shapeless. Every afternoon, and even most mornings, he would take a nap, drawing the curtains, rather than running the air conditioner, to keep out the rancid heat. When he wasn’t napping, he would watch television, mostly Indian soap operas and Bollywood music videos.


This was especially peculiar because at one time he had been a news junkie. On the Sunday mornings of my childhood, the voice of David Brinkley was as familiar as my mother’s urging us to come to the table for her potato parathas. When I was in middle school, my father and I would go to the library at the University of California at Riverside, near where I grew up, to read The New York Times or books and news magazines on politics and foreign policy—especially nuclear arms control, which was a special interest of mine. For my thirteenth birthday, he gave me a book of famous front pages from the Los Angeles Times: “Peace,” “Walk on Moon,” “Nixon Quits.” Later, we always watched Nightline together after the rest of the family went to bed. He had always encouraged his children to keep up with the events of the world. But now it was dance videos 24-7, along with the saccharine ads for Prem Jyotish, astrologer and numerologist, offering his phone services at five dollars a minute.


I thought I could engage my father by asking about his research, but now that he was retired, it seemed to hold little interest for him. I hired a college student to help him with his memoirs, which he had been planning to write for a number of years, but she stopped coming after he kept canceling their appointments.


Then, one morning, as sunlight streamed through the small kitchen window, he asked me why he was taking only six medications per day. “What will I take on the seventh day?” he wanted to know.


At first, I convinced myself that the lapses were a consequence of the stress of retirement and moving and the loss of a familiar routine. Things would get better, I told myself, as my father got more comfortable in his new home and made new friends. So we made sure to invite Nani, my mother’s cousin, and her husband, Omi, to our family gatherings, hoping they would introduce my parents to their social circle. But they remained cool and distant, perhaps aware of where things were heading and reluctant to assume more responsibility than they could handle.


For forty-nine years my parents had done almost everything together, and so maybe it was fitting that my mother would be sliding, too. In Fargo she had barely been able to stand up on her own. Now, her physical disability was even more striking. On nights when I would visit after work, she would be sitting at the dining table among my father’s strewn papers, spilling food on her bib. Once quick to smile, her face now appeared expressionless. Conversations, once so easy with her, stopped flowing. Parkinson’s caused dangerous drops in her blood pressure, too, resulting in frequent falls. She had even stopped cooking. In Fargo, Sharon told me, my parents had been eating cereal for dinner three times a week. Living two thousand miles away, we hadn’t known.


Her deterioration no doubt was hard on my father; the physical work required to care for her was itself overwhelming. She resisted using a bedside commode, so he was constantly walking her to the bathroom, even in the middle of the night, when we feared she would fall and break a hip. He would wake up at six in the morning to administer her thyroid medicine, then again at nine o’clock to give her the rest of her pills. Each morning he would make her walk on a treadmill, despite the fact that she was increasingly off-balance. He would lose his temper if the part-time aide we had hired prematurely terminated the exercise, even if it was at my mother’s insistence. “You have little concern for my wife,” he would hiss.
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