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Praise for Us Against Alzheimer’s

“The stories in this anthology are moving and illuminating. I believe in the power of story to educate and demystify, to demolish fear and shame, to generate conversation and connectedness. To humanize. It is through stories like these that we begin to understand people living with Alzheimer’s, and maybe—through empathy and compassion—we can heal what can’t yet be cured.”

—Lisa Genova, New York Times–bestselling author of Still Alice

“Alzheimer’s can be isolating and terrifying, but when we share powerful stories like these, we begin to tear down the walls that keep it in the shadows. The powerful voices in this book shine a light full of humanity, heart, and healing to a disease that has affected so many.”

—Lauren and Seth Rogen, Founders of Hilarity For Charity

“This anthology is terrific. It is the perfect read for those who have or have had the Alzheimer’s experience. The stories are heartfelt and real, and will make a difference in the lives of many. Another excellent piece of work from Marita Golden!”

—Goldie S. Byrd. Alzheimer’s Researcher and Director, Maya Angelou Center for Health Equity, Wake Forest School of Medicine

“Here is what’s so beautiful about this book: It is chock full of people sticking their necks out and telling their story. With clarity, with patience, with feeling, with faith.”

—David Shenk, cohost of the podcast The Forgetting: Inside the Mind of Alzheimer’s, author of The Forgetting, and creator of the Living with Alzheimer’s Film Project
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FOREWORD

There’s a vapid joke that so many—so, so many—people have blurted out to me over the years immediately after I mention that I’m working on a book or film or podcast about Alzheimer’s: “Can you tell me again?—I’ve just forgotten what you’re working on . . .”

If I had a nickel . . . But this ridiculous line has helped me to understand something fundamental: People *desperately* do not want to think about dementia if they don’t absolutely have to.

This is our existential challenge, on top of all the awfulness of dealing directly with this disease. We have to find a way to tell everyone what they powerfully do not want to hear. We need people to understand what this disease is, in order to mitigate the loneliness, in order to build up our global infrastructure of caregiving, and in order to stop Alzheimer’s once and for all.

Here is what’s so beautiful about this book: It is chock full of people sticking their necks out and telling their story. With clarity, with patience, with feeling, with faith. Greg and Daisy and Cathie and Malaika and so many others. They’re doing it because they have to, and because we need them to. They are the leading spears in this war. Behind them stand terrific organizations like UsAgainstAlzheimer’s and Cure Alzheimer’s Fund and CaringKind and TimeSlips and the Alzheimer’s Association. Together, we are finally seeing a true awakening. And we know our work is just beginning.

Join us. Let us tell you our stories and then step forward to tell your own story. Be a part of the movement that will help manage this excruciating loss: the caregivers who thanklessly alter their lives to accommodate it; the artists who help us understand its depth; the activists who make noise; the writers and actors who help us convey its nuances and its toll; and the private philanthropists who dedicate their fortunes to fund unpopular research ideas.

And, of course, the scientists. Though the public cannot yet taste its fruits, there has been much progress in Alzheimer’s research. We are much closer to a cure than we were a decade ago. We will stop this disease. In an age where our relationship to facts has suddenly become rather wobbly, we must robustly support these fact-gatherers, have faith in their methods, follow the truth wherever it takes us, and never, ever, ever give up hope.

David Shenk

Cohost of the podcast The Forgetting:

Inside the Mind of Alzheimer’s

Author of The Forgetting

Creator of The Living with Alzheimer’s Film Project





INTRODUCTION

BY GEORGE VRADENBURG

Nearly thirty years ago, my late wife’s mother called at 3 a.m. to complain about a strange man in her house. We rushed over, only to find that the “strange man” was my father-in-law. By the end of her life, my wife’s mother could no longer speak, move, or recognize her daughter. As with millions since, this fierce woman had been tragically swallowed up by the gaping maw of Alzheimer’s.

It was experiences like this one that ultimately spurred my wife Trish and me to found UsAgainstAlzheimer’s, a disruptive advocacy and research organization that has been fighting to expand treatments and accelerate toward a cure for Alzheimer’s for nearly ten years. It was born out of our shared passion to beat back what is now the most devastating disease facing our population, economy, and society.

We demanded action on the Alzheimer’s epidemic from senators, researchers, and the public—always with determination, grit, and, when needed, just the right touch of humor. Trish in particular had an immense gift for translating the pain and hardship associated with the disease into hopeful action—and she did it with the perfect combination of deep empathy and keen strategic thinking.

A decade later, this movement has made progress, though not enough. We have increased funding for Alzheimer’s from the National Institutes of Health from $450 million to $2.4 billion; we have pressured Medicare to recognize Alzheimer’s as a chronic disease on par with diabetes and hypertension; and we have had legislative successes, including the recent reintroduction of the bicameral, bipartisan CHANGE Act and the passing of the EUREKA and BOLD Acts into law. Furthermore, emerging scientific research is telling us that there are proactive, risk-reducing steps we can all take around diet, exercise, and social engagement to build resilience against cognitive decline. Despite these achievements, Alzheimer’s remains the only top-ten disease in the United States without an effective treatment or cure, affecting 5.8 million diagnosed patients and 16 million caregivers at a massive cost of $290 billion annually.

These are tragic numbers, but they are statistics. For those not directly impacted, it can be easy to forget that each of those combined 21.8 million people is an individual with a story, a family, and a circumstance that is uniquely theirs. Knowing these individuals, their backgrounds, and their situations humanizes what can so easily become a generic, arm’s-length conversation fraught with fear, stigma, and uncertainty. This can be even more true within communities of color, where the impact of the disease is disproportionate. (African Americans are twice as likely and Latinos are 1.5 times as likely to have Alzheimer’s.)

That’s why books like this one are so important, and why I was so honored to be asked to write the introduction. The work contained here brings to life personal experiences with Alzheimer’s from across the world. It is real and deeply personal. It is at once heartbreaking, fearful, relatable, and funny but, most of all, human in its expression. It is a snapshot of experiences across the Alzheimer’s and dementia spectrum, and offers readers—whether personally familiar with the cruelty of this disease or not—a glimpse of life for those in the midst of the struggle.

We will ultimately find a cure for this devastating disease. There’s reason to be hopeful. And as organizations like UsAgainstAlzheimer’s continue to fight, as individuals today continue the important work of Trish and so many others, advocating and pushing for a cure on behalf of those they know and those they don’t, we must never forget the fundamentally human piece of the Alzheimer’s tragedy. Work like this ensures that the individuality and uniqueness of those who have lost their identities to Alzheimer’s remain in our hearts through truly courageous work.
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INTRODUCTION

BY MARITA GOLDEN

The journey began with a story. A story I never expected to write. A fictional story about an African-American family impacted by Alzheimer’s disease. Four years in, I discovered as part of my research the disproportionate impact of the disease on African-American families. That discovery led to another kind of story, a piece of groundbreaking journalism about why African Americans are twice as likely as whites to develop Alzheimer’s and why they are so underrepresented in the clinical trials to find a cure. After the publication of the novel and the magazine story, I thought I was through. I expected Alzheimer’s to let me go. To allow me to return to my normal life. But it was too late. I now knew too much about the stigma attached to the disease, and the current and looming economic, cultural, and social shifts associated with dementias. I had met too many dedicated researchers and advocates for awareness of and a meaningful societal response to a disease that is the sixth leading cause of death in America. And mostly I had met too many people living with dignity with the disease and families who found in the process of caring for their loved ones amazing grace and strength and a transformational kind of love that made all things possible. It was too late. I had become an Alzheimer’s activist.

Those families, those living with Alzheimer’s and other dementias, wove their way into the fabric of my life, and it is to them that I dedicate this anthology. The organization UsAgainstAlzheimer’s is a leading agitator, advocate, and creator of change in the fight against Alzheimer’s disease. As an African-American woman, I was deeply impressed by the organization’s commitment through its outreach networks to ensure that African Americans, women, Latinx, and other marginalized groups are at the center, seated at the table where decisions are made and questions asked that shape the public discourse and the research decisions about care and cures.

Alzheimer’s is an irreversible, progressive brain disorder that slowly destroys memory and thinking skills and eventually the ability to carry out simple tasks. Five and a half million Americans have Alzheimer’s disease. There is no cure. Alzheimer’s is the most common form of dementia, of which there are numerous types; all of them affect mental cognition.

George Vradenburg founded UsAgainstAlzheimer’s with his late wife, Trish.

George is a visionary, a man with a mission, a genius at inspiring action and making change happen. In its nine years of existence the organization has had global impact. I am a child of the sixties—activism is in my DNA—so when I couldn’t forget those families and those individuals living with dementias, I knew I had received my next assignment. Writing for me is an act of dialogue not just with my imagination but with readers, society, and my own soul. If I can’t give a reader a new way to see the world, why write? And that is how this anthology, Us Against Alzheimer’s: Stories of Family, Love, and Faith, was born. All the royalties from this anthology will go to support the work of UsAgainstAlzheimer’s.

I have learned much of what I know about Alzheimer’s disease from Dr. Goldie Byrd, director of the Maya Angelou Center for Health Disparities at Wake Forest University, as well as Stephanie Monroe and Jason Resendez of UsAgainstAlzheimer’s and John Dwyer of the Global Alzheimer’s Platform. They are among the army of dedicated people serving on the front lines in the fight against this disease.

My goal with this project was simple yet ambitious: to capture in nonfiction and fiction narratives the wrenching experience of watching a loved one consumed by a disease that essentially kills them twice. Once as they forget who they are and then when their bodies succumb to the full-blown effects of dementia. But I mostly wanted to provide readers with a peek into what I had discovered in five years of research, that this cruel disease is as much about the spirit and heart of those it afflicts and their families as it is about brain cells.

Again and again, I was buoyed by the testimony of siblings, parents, and others who stood by and stood up for those with Alzheimer’s and were blessed by the experience. Blessed in the midst of sleepless nights and self-doubt and anger and grief. I’ll never forget the words of a young man on a panel at one of the annual UsAgainstAlzheimer’s conferences, describing how it felt, and how enlarged he had been by caring for his mother who in her mid-sixties was being claimed by dementia day by day. He spoke of having to give up his full-time job but also of tender moments and revelations and things said he had never expected. He told the audience, “I tell my siblings who leave most of the care of our mother to me, ‘You should come and get some of this. Before it’s too late.’”

I am extremely proud of this project. I am proud of the immense generosity of the writers who eagerly donated their stories once I told them about UsAgainstAlzheimer’s. I am proud also that this is a multicultural collection. Alzheimer’s is a disease with global impact. The stories on these pages represent the experiences of writers from all over the US and from India, Trinidad, Haiti, and the Dominican Republic. The contributors are award-winning published authors, caregivers turned writers, Alzheimer’s activists, and those living with Alzheimer’s.

This collection is divided into four sections, three of which represent the various seasons of the Alzheimer’s experience. In “Turning Points,” you’ll read accounts of the gradual realization of the immensity of dementia’s impact on families and relationships. How do you find your way through the dark and murky waters of denial and land on the shore of acceptance? How do you let go of the hope for a different reality and accept that there is no turning back, only more turning points? When are you prepared to ask for help, for yourself as one with the disease or as caregiver? How can you, how do you decide that assisted living or a dementia care unit is the only viable option? How do you move past guilt? These are the decisions that mark new chapters in an unfolding, confounding story.

In “All That Remains,” the narratives address the discovery that the person with Alzheimer’s is more than the disease. Their world is one that has to be accepted and entered. All that remains is often much more than could be expected. To see all that remains requires a vision shaped by respect and love and the ability to live on Planet Alzheimer’s, to learn new rules and a new language.

In “I Won’t Forget You,” writers consider the legacy left by a parent, spouse, or friend and come to both a reckoning with and a recognition of Alzheimer’s as a symbol of long-standing absences, amnesia, distance, and forgetting. A symbol of the resilience of loyalty and unbroken bonds. A symbol of the fact that there is no forgetting, for there is always life after death in our hearts.

In the “Fiction” section, the narratives mine the pathos, terror, and even the humor (and, yes, there can be humor) in how Alzheimer’s disease takes shape and finds expression. Fiction, with its requirement to suspend disbelief, may be the most natural home for meditations on the Alzheimer’s experience. The subject of all the stories in this section, however, is not disease or death, but the meaning of life.

It is my hope that you will find in this book a deeper understanding of the courage of families impacted by Alzheimer’s and other dementias. I hope you are lifted and renewed by their daily witness to family, love, and faith.





TURNING POINTS





INTRODUCTION

There is no one turning point for those living with dementia, for family members, caretakers, or friends. The disease evolves like an unhinged, intemperate, willful dance. A dance whose steps are ever changing. A dance that leaves those performing it breathless. The turning points are those spaces and those places where instinct and understanding unfold quietly amid the din, and an anointing somehow takes place. There is no going back, because you stand shocked and grateful that this place that promises only what is here and now feels like home. The narratives in this section capture the mysterious ways that turning points arrive and impose a “new world order” on the whirlwind and drama of dementia and Alzheimer’s.

There is the turning to face the big picture that is embedded in visits to the doctor, medications, exhaustion, tried patience, blank stares, and the gradual inching away of memory. Where else would the big picture be if not seeded in the soil of the mundane? There is the turning to face the emotional truth that meaning springs from the ordinary. We take, and hold in our bodies and our hands, responsibility for another and for ourselves. We love the broken body and mind because we see in it the outline of our own looming fragility.

And if we have made our own luck, by standing still and tall and standing up to the disease, by morphing into witness and not just friend or family, but witness as in “can I get a witness” for my trials and trouble and pain, there is the turning into a person who finally knows what is happening, what this disease teaches us about the deeper promises of life lived and honored in its terrible moments of reckoning.





ALZHEIMER’S AND THE ER

JANE BANDLER

I received a call at 8:00 a.m. from the director of the assisted living community where my husband, Don, had been living for the past year and a half. It was a small facility, and Don was one of the most active and loved residents. He was physically strong and upbeat. He enjoyed participating in all activities, greeted everyone, and walked around as if he was the ambassador of the place. This was how Don was before he had Alzheimer’s too. I thought the day my children and I brought him to the assisted living was the worst day of my life. But that was before I had adopted the philosophy that each today was going to be the best day an Alzheimer’s patient or caregiver was going to have because the future did not hold any hope.

On that early morning call, the director told me that Don was extremely angry and agitated. His behavior was aggressive and, as a result, they had determined that he had to be sent to the emergency room of a nearby hospital. I said I didn’t understand why that was necessary and I would prefer they waited until I got there. I had heard many horror stories about what happens to Alzheimer’s patients at the hospital. Back in 1996 when my mother had Alzheimer’s, my father and I received a call from her assisted living that we should go directly to the hospital, and the memory of that came flooding into my mind.

Anxious and very afraid, I jumped into my car and drove the twenty-five miles I had driven almost every day for the past eighteen months. I felt reassured that they would not send Don to the hospital until I got there and I could accompany him if necessary. Mid-drive, my cell phone rang, and I heard the strained voice of the director asking when I would arrive. I told her I was almost there. When I did arrive and walked into the familiar reception area, the directors and staff were standing by the front door waiting for me. I could feel the tension. They told me Don was already at the emergency room. They simply could not wait for me as his behavior had become too violent. They said they wanted me to come to the assisted living first so they could tell me face to face how out of control Don had become. They were traumatized themselves and wanted to be sure I was prepared for what I was going to see at the hospital. Don was dangerously out of control, and for the safety of the other residents, they had had no choice but to call the police to escort him in an ambulance to the hospital. They hoped the hospital would be able to medicate him and calm him down. Now I was even more worried, and I felt angry that I hadn’t been notified much earlier. I felt I could have been there for Don at his darkest moments. I didn’t understand what had happened. But in my nine years of caregiving for Don, I had learned that I had to put one foot in front of the other and face each obstacle as it came. So I followed my instinct, got in the car, and just hoped I would somehow get to the hospital. I had never been to this hospital, and I wasn’t able to focus on the verbal directions the staff gave me. I had hoped one of them would accompany me and help me at this critical and scary moment, but they said they could not go with me. Of course, I found my way. And it was even more upsetting than I had imagined.

As soon as the emergency room doors opened, I could hear my husband, a French Legion of Honor recipient, a lifelong diplomat with the US State Department, and a former ambassador to Cyprus, screaming vile obscenities at the top of his lungs. I was shocked to see that there were both police and hospital security stationed outside his room. I walked up to the door to Don’s room and said, “I’m his wife, what’s going on?” One of the security guards said he did not think I should go in the room as my husband was violent and they were trying to get him under control. The guards told me Don was speaking nonsense, which they called “word salad.” I nervously asked questions but could not concentrate when they answered because of the barrage of violent and ugly swear words Don was screaming and shouting. How was he finding these words, I wondered, as very little recognizable language had come out of his mouth in months?

I said I would like to go in, and they again advised against it. I knew I had to help Don. Since his diagnosis of early onset Alzheimer’s, I’d been the only one who could console him. He could no longer speak for himself. He could not advocate for himself. He must have been crazed with fear, and I now know he was incapable of making his brain pull back from his aggressive behavior.

It was as if the hospital staff was unaware that Don had Alzheimer’s, even though he had been picked up in an ambulance from a memory care assisted living facility. When I opened the door with my shaking hands, I saw my naked husband handcuffed to an ER bed, writhing and screaming, held down by six strong police officers and security guards. I didn’t look at them. I looked at my husband. I wanted my voice to sound strong for him, so I willed myself to hold back my tears and fear. Don was a big, strong, six-foot-one, two hundred-pound man, and despite his mind being consumed by Alzheimer’s, his body had remained strong. He was only sixty-nine years old, having been diagnosed with early onset Alzheimer’s at the age of sixty-one.

When I walked in, Don didn’t see me. He was too caught up in his fear, anger, and screaming, and the guards’ attempts to put him in hand and leg restraints so they could remove the handcuffs that kept him in the bed only seemed to outrage him more. I walked the length of the room, squeezing behind several of the security guards, and went right up to my husband’s face. I have no idea what words I said. But Don stopped mid-scream and turned his head to look at me. He immediately relaxed his tense body and silently collapsed. I started to stroke his arm and reassure him and tell him that I wasn’t going anywhere. My voice soothed his exhausted mind and body. After a few minutes, I exchanged a quick glance with the one female police officer. She then quietly told the other five security guards to back off and give us space. The officers released Don and stepped back. He lay limp, looking at me in relief. A few minutes later all the guards left the room and it was just me, Don, and the ER nurse.

It was then that I knew I was Don’s caregiver, his security, and that our bond of love could not be broken. I was the one who knew him better than anyone else in the world. I was the one who had to guide him through the rest of his life because Alzheimer’s disease had destroyed his beautiful mind. Throughout this nine-year battle, my husband’s heart and soul were still very much intact, and his love for me and trust that I would be there for him never faltered. From such an ugly and unfortunate situation, I was able to feel his love and trust. I will forever carry with me the feeling that Alzheimer’s took almost everything from him but not our love for each other.

The hospital ER nurse told me I was his hero. The police officers came back to the hospital two days later to check on Don and to tell me that they had never seen anything like the reaction Don had when I arrived. They wanted to personally apologize to me that I had to see my husband being restrained like that.

I appreciated their words and their care, and it always made me proud when people acknowledged my caregiving role. But what I really wanted from them was an apology for what appeared to be their lack of knowledge and understanding that Don had Alzheimer’s disease. For not seeing or feeling that he was scared out of his mind, felt physically and mentally threatened, and needed reassuring. I wanted them to apologize for not treating him with the dignity and kindness he needed and deserved. I wanted them to apologize for the fact that hospital staff and police officers are not trained to see and understand someone with Alzheimer’s, a disease affecting millions of people and the sixth leading cause of death in the USA.

Sadly, my love story ended in the same hospital setting I had walked into several weeks earlier. Don spent three weeks in that hospital because he was labeled violent and none of the geriatric psychiatric hospitals would accept him. It took three weeks of constant phone calls and research before Don got transferred to a psychiatric hospital. It was there that I hoped they could adjust his medications to help his demented brain and his behavior.

But it was too late. In those three weeks, Don forgot how to walk and lost his will to live. One day, Don sat up and looked me straight in the eye and said the only clear sentence I had heard in months. “Jane, I can’t do this anymore.”

As a family, we followed my husband’s wishes and his lead, and within a week he was transferred to hospice care in Rockville. Don refused food and water and died peacefully, surrounded by his two daughters, his son, and me, on February 24, 2017, at the age of sixty-nine.





EVERY 68 SECONDS

An Excerpt from Slow Dancing with a Stranger: Lost and Found in the Age of Alzheimer’s

MERYL COMER

The man I live with is not the man I fell in love with and married.

He has slowly been robbed of something we all take for granted: the ability to navigate the mundane activities of daily living—bathing, shaving, dressing, feeding, and using the bathroom. His inner clock is confused and can’t be reset. His eyes are vacant and unaware—as if an internal window shade veils our access.

Before I grasped what was happening, I was hurt and annoyed by my husband’s behavior. Those feelings dissolved into unconditional empathy once I understood the cruelty of his diagnosis: early-onset Alzheimer’s disease. He was fifty-eight.

At first, I ran interference and fought for him because it was the right thing to do. He was slipping out of control—confused, childlike, and helpless, his social filters stripped away. He shadowed me because I was familiar and safe, even when he could no longer remember my name.

I always loved him, but during our marriage, he was often aloof and unreachable. In illness, unlike in health, he made me feel needed and important to him.

Neither a scientist nor neurologist, I have spent close to two decades trying to decipher what’s going on in my husband’s head. How hard and unfair it is for such a smart man to lose pieces of his intellect and independence as the circuitry of his brain misfires and corrodes. No new short-term memories stick: his internal navigational compass has shut down. His disease is my crossword puzzle.

Harvey has long forgotten me, but I am constant as his copilot and guardian. Every conversation is inclusive and respectful even though he is often unintelligible or mute. It is a charade that never ends. I bear the burden of all decisions for us both. The demons and terror of his world define mine. Any challenge is self-defeating. I play into his reality and pretend that his fate and our life together are not doomed. Unfortunately, I know better.

Alzheimer’s distorts and destroys shared memories that bind family ties. Caregivers are not unlike victims who survive a hurricane and find ourselves sifting through the rubble to rescue faded, storm-drenched photos or sentimental objects. We piece together what’s left of our past and struggle to put down building blocks for the future. I need to make some sense of my journey through this storm.

My bookshelf is lined with tomes on dementia care, yet the page I need always seems to be missing. Each brain unravels in its own quirky and idiosyncratic way. I have learned firsthand that there is no single solution to taking care of someone with dementia.

Many times, personal stories involving Alzheimer’s gloss over the unseemly details of care. They are written as love stories of unquestioned devotion or living memorials to honor someone during better times. Why not? As spouses and caregivers, we deserve to do whatever works for us. It is our version of pain management. But I never wanted to embellish or soften the edges around the truth. It does not do justice to the cruelty of the disease. I offer you my own experiences from a position of hard-won humility. I hope you will thread them with your own.

When I say I have cared full-time for Harvey in our home all these years, many ask me why. Even now, there is always an initial reflex that makes me want to say, “Do I really need to explain myself after all I’ve been through?”

I realize that the question is a natural one, a human one, a social one. The interlocutors are not judging me, but rather vicariously checking themselves. In questioning me, they are testing their own capacity to deal with a diagnosis of Alzheimer’s disease and the potential impact it might have on their relationship with a partner or parent.

When people hear my story, they sometimes tell me they wouldn’t make the same choices. I do not hold myself up as an example to follow. No one who has been on the frontlines of care ever questions when someone says “I can’t do this anymore.” But I do want to be part of the last generation of caregivers trapped by a loved one’s diagnosis, and a troublesome lack of quality care options.

When it comes to Alzheimer’s, caregivers are frequently too worn out or isolated to protest. Perhaps this is why advocacy around the disease has often lacked the passion and energy that characterize the cancer and HIV communities. But how will people understand if we do not tell our stories without apology?

Alzheimer’s disease today affects a reported 5.4 million people in the United States and 44 million worldwide. Like a stealth invader, it is quietly dementing aging populations globally all while quickly pushing past cancer and HIV/AIDS as the most critical public health problem of our time. Every sixty-eight seconds, another one of us falls victim. Yet, 50 percent of those with dementia never get diagnosed.

My greatest fear is that mine will be the family next door by mid-century.

There is not a single FDA-approved drug that actually slows the progression of Alzheimer’s disease. There have been too many failed late-stage clinical trials with promising drugs that seemed to work—until it became clear that they did not.

Sometimes I think we would be better off if Alzheimer’s disease was a brand-new emergency instead of a century-old threat to which we somehow have become inured. Perhaps people would understand that when it comes to disease, everyone is a stakeholder, because everyone is at risk.

There are also fifteen million caregivers just like me; unintended victims and not among the official count. Add to our legions those caring for loved ones—young and old—with diseases of the brain, traumatic brain injuries, and other chronic diseases complicated by a memory disorder. We speak the same language. Our numbers amplify the collective pain that makes it impossible for me to rest.

The only way to minimize the effects of Alzheimer’s disease is to get out in front of it; delay its onset or even reverse its devastation of the mind. We need to move toward early diagnosis and study adults who do not yet show symptoms. People like you and me.

Such a decision entails hard personal choices, risks, and emotional discomfort. It means demanding safe and clinically valid genetic tests that let us learn if we are at higher risk for getting Alzheimer’s disease. It requires managing our lives and choices under the shadow of the possibility of disease.

Those of us who are fifty years and older must stop viewing ourselves as ageless. All of us should track our cognitive health, just as we do cholesterol levels or blood pressure. We need to overcome fear and stop cowering in the shadows of stigma.

I write for all of us who are still well, but have seen the devastation of Alzheimer’s disease firsthand. The emergency is with us and in us.

I write to clinicians, reluctant to diagnose because they can’t effectively treat. Please know the inadvertent trauma you inflict on families left confused, hurt, and helpless. Then time runs out on the ultimate conversation with our loved ones about end-of-life wishes. Their minds are erased. It is simply too late.

I write to reach the generation of our adult sons and daughters, who struggle to understand our loves as we care for a loved one with Alzheimer’s. They stand on the precipice and wrestle with issues and decisions similar to the ones we have faced. They deserve better options and not the bankrupting burden of our care. This is not the legacy we want for our children or the way anyone wishes to be remembered.

I write for my grandchildren because, no matter how hard I tried, Alzheimer’s blanketed my home with sadness. I know that loving each of them unconditionally has been my salvation. One day, I hope they read these words and appreciate my choices.

As I write these words, a faint glow fills the room I share with Harvey. He is always present, even though he is absent. There is an intimacy in our isolation.





ME FE NOS SOSTIENE (MY FAITH SUSTAINS US)

DAISY DUARTE,

as told to Lynda Everman and Don Wendorf

I say that my faith sustains “us” instead of “me” because I am now taking care of my mom, who has advanced Alzheimer’s disease. Mom raised my brother and sister and me in the suburbs of Chicago, mostly by herself and in spite of several tough, even abusive relationships. I was the “troublemaker” kid who really gave her a run for her money. Mom got up at 4:00 a.m. each morning and rode four buses and one train to work in the inner city as a teacher’s aide, regardless of the sometimes harsh Chicago weather. These were often difficult times, but she taught us to have faith: “Dios prevalecerá, tu saldrás bien.” God will prevail; you’ll come out of it. It may take years, she said, but you will.

Mom was a devout churchgoer, and she taught us to love the church. We were baptized as Catholics, although Mom eventually found a nondenominational Bible church she loved. She went to church every Wednesday and Friday night and again on Sunday and even found time to cook on Saturdays for homeless people. She loved the practical life lessons she heard at church and felt the Lord was “speaking right to her.”

My brother left for the Marines at seventeen, and when my sister was about seventeen, she had a baby and moved to Missouri. Mom and I stayed in Chicago for a time, and then I moved to Missouri to work in my sister’s and brother-in-law’s restaurant. When I was in my early thirties, I opened my own sports bar, which I loved. But when Mom was about fifty-five years old, she started getting sick and showing lots of problems with memory and her emotions. We moved Mom to Missouri, and I became Mom’s caregiver in my home.

Mom was misdiagnosed at first, and we had some very tough times. For a while, she was able to help some at my sports bar, but at one point she told my then thirteen-year-old nephew to stab her with one of the kitchen knives, even though she had seemed her usual happy, social self. I closed the sports bar and took her home, where the next morning she was still crying and screaming, “God, stop telling me to kill myself.” She was hallucinating, and I took her to the hospital, where they stopped all her medications, which actually helped a little. After a lot more testing, they concluded she had Creutzfeldt-Jakob disease and would die within six to nine months. I took her home, intending to take care of her there until she died. I promised Mom I would never put her in an institution. That was eight years ago.

I did a lot of research, found new doctors, and new tests finally revealed the diagnosis of Alzheimer’s disease. I had had to close down my business, and for the next three years I was her full-time caregiver at home. I didn’t have any social life and suffered some depression but was glad Mom and I could share a lot together, including the Christian music we both loved so much.

I never questioned becoming Mom’s caregiver, even when it cost me a romantic relationship when my partner at that time insisted Mom needed to be put in a home. But my faith and the values of the Hispanic community of taking care of our parents ourselves at home made my decision clear. They did it for us; we have to do it for them. Mom taught us to be independent and to be fighters. My love for her and the help of the Lord keep me going. The only two people I can thank my whole life from the bottom of my heart are my mom and the Lord.

Every morning I start our day by kissing Mom and putting my hand on her head as I make the sign of the cross on her forehead with my thumb. I pray for us by saying, “Thank you, Lord, for giving us another day of life” and “Thank you for dying on the cross for our sins. Forgive us for any of our sins and may you guide us through our day.” Then we do the morning routine of changing diapers, getting cleaned up, feeding her breakfast, getting dressed, combing her hair, and brushing her tongue. On days I work, she is taken care of by my nephew and my partner, who put her to bed days I work late at my brother-in-law’s restaurant.

Even if Mom is asleep when I get home, we end the day with the sign of the cross again and a talking prayer about how the day went. Then I pray for us and thank God for another day and for guiding us through it. I add that “whenever you need to give Mom her wings, I know she’s ready” if that is His will.

In the process of finding the right diagnosis for Mom, I learned from her family in Puerto Rico that nearly 75 percent of Mom’s family has suffered from Alzheimer’s going back for generations. As a result of learning this, I enrolled in the Dominantly Inherited Alzheimer’s Network research study at the Washington University School of Medicine in St. Louis and learned in 2015 that I tested positive for the early-onset familial Alzheimer’s gene.

That means that I will probably have the disease by my sixty-fifth birthday. I am now in my early forties, living with the knowledge that my memories have a limited shelf life, set to expire in twenty-five years. This was all gut-wrenching to go through, and I cried when I first heard my diagnosis. But I want to be able to help my Mom and the rest of the family and the community.

I decided to use my time to fight for a cure as an advocate, a caregiver, and as one of the few Latina participants in an Alzheimer’s clinical trial. Latinos are 1.5 times more at risk for Alzheimer’s, and more than 1.8 million Latino family members care for an individual with dementia. Most are daughters like me who believe in taking care of our loved ones ourselves. I also became a spokesperson for LatinosAgainstAlzheimer’s and I lobby for Congress to give more funds for research.

Caregiving is a high-stress, around-the-clock job. Often the ones we care for don’t remember who we are and cannot dress, feed, or bathe themselves. It takes love, a sense of duty and honor, and lots of help from others. But, my mom taught me: “Si tienes amor sin condiciones, tú puedes emprender todo.” If you have unconditional love, you can tackle anything. She always told us: “Dios prevalecerá, tu saldrás bien.” God will prevail; you’ll come out of it. I believe in my mom and in the Word of the Lord. My faith sustains us.





THE WAY IN

MARITA GOLDEN

The first time I sat in a group of men and women diagnosed with Alzheimer’s disease I felt fear. I have, as I write this, traveled so far from that emotion, that response, that I say the words without any shame. It wasn’t anxiety or nervousness that had my heart beating a bit faster, although what I felt was surely related to the kind of uncertainty produced by those responses. No, I felt fear. Shameless admission number one. The men and women, whose average age was in the middle seventies, were residents of the memory care unit in an assisted living residence where I was doing research for a novel about an African-American family dealing with the impact of Alzheimer’s disease. I was sitting in on a late morning session with the residents, listening to their stories, remembrances, and memories prompted by gentle questioning from a certified nursing assistant. The session was designed to stimulate memories essentially of who these men and women used to be. The question was: “Tell us about the work you used to do.”

The fear I felt was, I now know, like most fear, irrational, ego-driven, and largely based on hypothetical what-ifs. It seems that we humans are always performing and always expecting others to perform for us. So some of the fear I know was inspired by the expectation that this group of mostly calm and gentle, well-dressed seniors would do something, say something, be someone that my arsenal of responses and reactions had not prepared me to handle. There was also the expectation that I, in the midst of a group of people labeled as diminished and intellectually incapacitated, would do something, say something, be someone at odds with the vision of myself as capable and in control of most situations.

Then there was the other fear, the one that haunted me as I spent hours among these people who had lived lives of career and material success that allowed them to be cared for in a residence that did not accept Medicare and cost $5,000.00 a month. The fear that was raw and chilling in the early days of my research, the fear that Alzheimer’s would, as it had come for them, come for me.

But perhaps the deepest and most awful fear was that these men and women were lacking, because of Alzheimer’s, a core, an essence, that would allow me to touch them and to be touched by them, to hear and see them for who they had been and, more importantly, who they were now. I knew I could not write a novel about Alzheimer’s if I could not imagine myself as living and breathing inside their skin.

During the four years I spent researching the novel, I did not “get over” fear as much as I allowed the vibrant, life-giving wisdom and humanity of these men and women to chip away at and dismantle it. And that happened because I was willing to hear and then to listen. What I heard and listened to wove a connecting thread between me and people I was “studying” at first and then came to recognize as my shadow, my echo in ways that had nothing at all to do with Alzheimer’s disease.

From that day I remember the tall, clean-shaven man who sat in the group, legs crossed, periodically shifting his baseball cap on his nearly bald head as he smiled with proud satisfaction and told us, “I worked for the Treasury Department and kept our money safe.” The description of his job sounds so elementary, almost childlike, and yet isn’t that what the Treasury Department does? Keep the nation’s money safe?

The plump, copper-colored woman whose cheeks were smeared with rouge and whose gray curls were topped by a felt hat told us that she had been a teacher. In response to questioning, she could not recall what grade she taught or the name of her school. But I watched her eyes sparkle in the moments before she closed them tightly and for fifteen minutes twice recited a poem her students had to memorize. For most of human history, poems enabled the passing of stories between generations—think of The Iliad or Langston Hughes’s “The Negro Speaks of Rivers.” Poems capture moments and experiences in a new way and communicate one soul to another. Listening to a poem whose title was no longer remembered, watching the fervor with which it was recited, I knew how much that woman’s students had meant to her, and how for her teaching was more art than science. That poem was a fragmentary memory of her whole life.

And there was also the agitated woman sitting beside me, who during breaks in the session responded to my smile with a stream of rambling, repetitive fragments about being a student at Hampton University. Her eyes were both ablaze with life and somehow shell-shocked as she repeated over and over that she lived on campus and had joined the AKA sorority. Clearly, the sisterhood, the sense of mission, the bonds that are the glue inspiring loyalty among sorors gave as much meaning to that woman’s life as she sat beside me as it had maybe fifty years earlier.

That day I learned that Alzheimer’s does not rob us of memories as much as it shifts them around in the house we call our mind. Some get stored in the attic and are rarely touched; others once consigned to the basement are retrieved and given a place of dominance and pride. As I read more about the disease, I came to understand that it is when one can no longer remember, recall, or even learn anything (as a result of the gradual failure of the brain to activate and spur the body to function) that the disease becomes fatal. The absence of memories kills us. We die without the ability to recall who we had been, who we are. What, I wondered, would I remember? What, in the midst of encroaching death, would stubbornly give me life?

* * *

I should have expected the request. In fact, I would have been surprised if at some point it had not come. Still, when it came, my reflexive tendency to overthink and over-plan and over-worry immediately took me hostage. The director of the facility asked me to do a reading and discussion of my work for the residents. Musicians, artists, journalists, she told me, had been guest speakers as part of a program designed to keep the residents connected to the world outside of the facility as well as intellectually stimulated. I knew that I would say yes, and I did, without hesitation even as I wondered if the months I had spent embedded in the lives of the residents, sitting in on their exercises, eating lunch with them in the cafeteria, talking to the certified nursing assistants who cared for them, would not somehow be compromised if I shifted gears. But of course, there was something more. Shameless admission number two: I agreed to do a reading, yet wondered what a reading would mean for me? How would my writer’s ego be fed by an audience that might not comprehend everything I was saying? What if they asked a question I could not answer? Oddly, I never worried about that with other audiences. This phalanx of largely trivial concerns was continuing evidence of how far I still had to go before I was wedded to these men and women, before I saw them as my brother/sister from another mother, as people who I did not have to strive to understand because, although I still did not fully know it, I understood them already because I understood myself.

A digressive note here about understanding oneself and freewill, independence, and control. Since completing the novel, I have read more and more about how as humans we live both burdened and fueled by the belief that free will, independence, and control are the engines of our existence. In reality we are animals activated and controlled mostly by brain synapses, hormones, and genes. Sex, hunger, ambition, creativity, love, fear . . . it may all be a bundle of urges that positions us in a grueling lifelong position of subservience to the whims of our internal biology and architecture.

But as I prepared for my reading, I wasn’t aware of that. I still thought that the best plan was to have a plan, even with an audience of people forced to improvise each moment. I had to have a plan. I had to know what to expect. I had to know what might happen.

Sitting before the residents that afternoon, I had a plan. I had scrapped my original plan, which was to read from one of my novels and then take questions. By now I knew that my audiences’ attention span was more hope than reality, that in fact I had at best about twenty minutes to engage and depart, and that rather than a sumptuous several-course meal, I would make my offering in the equivalent of appetizers.

I took a deep breath, one I hoped no one could hear, and began by saying, “I’m a writer, and I grew up here in Washington, DC. Writing has taken me all over the world.” Then rather than talking about my writing process and the subjects I chose, I shared how satisfying, wondrous, and wonderful it had been to have been given a gift that I honored and that became the vehicle for my discovery of so many other countries and people.

I shared the experience of traveling to Jamaica to write a travel article and sitting on the beaches on Negril, of serving as an “official” writer representing the United States in Turkey on a cultural visit to that country, of attending a writer’s conference in London. The name of each city or country inspired someone in the audience to call out, “I’ve been there”; “That was where we had our honeymoon”; “I went there for vacation.” Memory and memories inspired residents to eagerly raise their hands seeking my recognition or simply to stand and claim their storytelling space. What they shared were mostly heartfelt fragments of the joy of discovering a new land, a new people, and in the process a new self. Now I sat back and listened. For listening and observing, hearing and seeing are the foundations of writing. Words only get on the page because I have listened to my heart or someone else’s, and because imagination introduces me, like faith, to the power and reality of the unseen and the unknown. So, allowing the residents to tell me their stories of the borders they had crossed was part of my continuing education. I thought I had come to tell them stories, but they forged an environment where we told stories to one another. And so, this reading was no different than any other.

And then a resident recalled visiting Paris and blushed as she said, “I was there in April with someone I loved.” The room shuddered with appreciative laughter. There is much that those with Alzheimer’s “forget,” but there is so much more that they remember—love, desire, friendship, hope, dreams. I was no longer steering our craft and took another deep breath, this time one that signaled my surrender to go wherever we were headed. A frayed but beautiful tapestry was woven in the next few minutes from silence I did not rush to fill, and more fragments, rough-hewn jewels of people and places were tossed into our midst.

Then I reached for the book I had brought: my novel Long Distance Life, about sixty years in the life of a family headed by a woman who migrates from Spring Hope, North Carolina, to Washington, DC, in the 1930s as part of the great migration of African Americans from the South. The book was inspired by my mother’s life, yet was a vastly different story. I had chosen a paragraph to read, and in the quiet moments after the last word, the woman who had been in Paris with someone she loved stood up and pointed to me in what I initially thought was an accusatory stance, and shouted, “I know that woman.”

Those are the words that every writer longs to hear from a listener or a reader, “I know that story, I know that woman, that man, that child.” And we understand that then we have done our job, for what is known is known literally, or spiritually, or metaphorically and sometimes all three. And that is what the woman whose name I later learned was Gladys meant. She knew the character in the novel and would in some sense take her with her when she left the small den where we sat.

When Gladys announced, “I know that woman,” I felt, in a long-awaited moment of anointing, that I finally knew her and the other women and men in the room with us. I began to feel that I could write this story.

* * *

So now I knew I could create and imagine this story, but how would I actually do it? What would that mean, look, and feel like for me and for my characters? Although I consider The Wide Circumference of Love largely a story of how married love and self-love are transformed by a wrenching crisis, it is grounded in the experience of one man, Gregory Tate, experiencing and living with Alzheimer’s disease. The novel opens on the day that Gregory’s wife, Diane, takes him to live in a memory care unit because he has been diagnosed with early-onset Alzheimer’s. It is the story of their thirty-five-year marriage and their prodigal son and dutiful daughter.

I relied on several “experts,” who read various drafts and helped me accurately portray the disease and how it manifested in the body and mind of those with it, as well as its impact on family members, friends, and caregivers. The experts included the wife of a resident of the memory care unit I spent time at and a social worker on staff at the center as well as a senior health consultant who helped families caring for those with Alzheimer’s disease.
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