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This book is a captivating and thoughtfully written account of the author’s fascinating life, including the years he’s spent living with dementia. Mr. Simon skillfully and vividly describes his experiences in a way that enhances the reader’s understanding of what it is like for him to be living with the condition. He rightfully advocates for a world where those living with brain changes are provided adequate support, and healthcare providers offer resources instead of simply a diagnosis.


Teepa Snow, MS, OTR/L, FAOTA,
founder of Positive Approach to Care®


Samuel Simon is our fabulous teacher of how people with dementia like himself have so very much to offer us all. Sam is the Dementia Man he writes about. His performances have thrilled our medical students here at Stony Brook University, in the world of New York City theater, and all across America. His writing is so elegant that words leap off the page into mind and heart. He is a gift to us all as we seek more space and place for people with memory challenges in our lives.


Stephen G. Post, PhD,
director, Center for Medical Humanities,
Compassionate Care & Bioethics,
Stony Brook University School of Medicine


I love this book, and I love Dementia Man, Sam’s wonderful play that has inspired so many with its honesty, passion and humor. I am deeply touched by the enthusiasm with which audience members are invited to be part of a conversation that impacts so meaningfully on their lives. I also, and perhaps especially, admire Sam for continuing to give and to perform after it became clear he needed to be holding the script—and relying on his wife, Susan, to do so. For me, this is just one of many ways Sam continues to live as a maker of “good trouble” and the commitment he and Susan have, as partners, as a family, as people of faith and members of the human community, to take all that life has thrown at them and move forward in the most giving, caring and compassionate ways possible. What a gift!


Mary Fridley,
president, Mary Fridley Associates; faculty, East Side Institute; founder, The Joy of Dementia (You Gotta Be Kidding!); and coordinator, Reimagining Dementia: A Creative Coalition for Social Justice


Sam Simon’s engaging memoir offers keen insights into one man’s journey with a difficult diagnosis, first of mild cognitive impairment and then with early-stage Alzheimer’s disease. Too often, the voices of people living with dementia go unheard, and Mr. Simon seeks to change that, first with his play, and now in this book, bringing the rest of us into his world, where he finds meaning and purpose in his full-throated declaration, “I choose life.” 


George Worthington,
convenor, Dementia Friendly Central Virginia


Samuel Simon, author of the acclaimed play Dementia Man, has now penned a chronicle of his journey into mild cognitive impairment, followed by a diagnosis of early Alzheimer’s disease. Largely autobiographical, the book (with the same title) provides rare and valuable insights into the thoughts and feelings of an affected individual as he and his caregiver/family navigate the complex and confusing health care system in the US.


As is typical of this disease, Sam’s initial symptoms were brushed off as normal aging, stress, overwork, or some other etiology – leading to delays in diagnosis (averaging 2+ years). Persistence with second and third opinions finally led to an accurate diagnosis, treatment, prognosis, and opportunities to participate in clinical research.


Sam hits the nail on the head when he notes that our health care system is grossly inadequate and unprepared to care for the “silver tsunami” - the growing number of individuals affected by cognitive impairment with aging. This was only further amplified when two new treatments for those with early Alzheimer’s disease – slowing the rate of cognitive and functional decline by about 30-40% - became available in 2023 and 2024. The system is now truly overwhelmed.


Sam also notes the lack of societal accommodations for those with cognitive impairment, while individuals with physical challenges benefit from now routine adaptations including wheelchair ramps, braille elevator buttons, and talking or chirping signals at crosswalks. Ever “the troublemaker” (self-described), he ends with a list of societal adaptations (demands?) to assist those with cognitive impairments, including the assignment of a navigator for much-needed education and guidance.


I also agree with Sam that the word dementia may be degrading and insulting to some, and therefore should be retired (as we have already discarded retarded, Mongoloid, and many other labels). So, I have tried to not use it here.


This book will be appreciated by the millions of older individuals who may recognize all-too-familiar symptoms in themselves, as well as a helpful guide to family members and clinicians who wish to better understand those affected by this devastating disorder. A list of helpful organizations and websites will also be appreciated by many who may find themselves in similar circumstances—if not now, maybe later.


R. Scott Turner, PhD, MD,
professor of neurology, MedStar Georgetown University Hospital, Washington, DC director, Memory Disorders Program, Georgetown University


Since beginning our work together on the stage play of Dementia Man as part of the 2023 Dementia Arts Fellowship, Sam Simon has exhibited the type of good trouble every health care practitioner appreciates. He is tireless in his advocating for better treatment, equitable access to care, and the dignity so often stripped from those living with dementia, Alzheimer’s disease, and other cognitive impairments. Adapted from the stage to the page, Dementia Man is a must-read for every medical student. We look forward to many more years of collaboration.


Marc Rothman, MD,
co-founder of Dementia Spring Foundation


Sam Simon offers a deeply personal journey into the escalating effects of cognitive impairment told from the “inside.” As someone with Alzheimer’s disease, Sam’s unique perspective makes for a compelling and engaging story. The power of Dementia Man: An Existential Journey lies in Sam’s ability to weave his personal story into the broader fabric of society’s failure to adequately deal with escalating memory loss and the personality changes wrought by terminal diseases like Alzheimer’s.


The book recounts Sam’s career as a “professional troublemaker,” a role that equips him to chart a courageous course, honestly and publicly describing his experiences both with the disease and the shortcomings of the medical establishment that makes too many assumptions about cognitively impaired patients. Dementia Man is rich with anecdotes as Sam bravely tells his story of cognitive decline from “the inside”—from someone actually living the story he tells. He rejects physician-assisted suicide, concentrating instead on life’s possibilities even with limitations wrought by a progressive and incurable disease. And his story is told against the backdrop of his lifelong love affair with his wife, Susan, their prior journey with her breast cancer and her role now as a cognitive navigator as Sam continues his existential journey.


Rev. Robert Chase,
founding director of Intersections International


Samuel A. Simon Esq., diagnosed with early-stage Alzheimer’s disease, raises his voice against this incurable condition as only a born troublemaker can—by sharing his experiences with the medical establishment, his family and friends, and finally with his own soul as he tries to gain understanding of what’s happening to his body and his mind. An advocate for greater knowledge and understanding since his days as a Nader’s Raider, Sam describes his frustrations, loneliness, and breakthroughs through this daring memoir. Taking a note from the Book of Deuteronomy, he decides to “choose life” for as long as he has control. This is a book not of heartbreak but of hope that shares one person’s journey into what it’s like to knowingly enter life’s final act.


Francie Schwartz,
senior editor at Moment magazine, author of Passage to Pesach. co-author of The Jewish Moral Virtues and A Touch of the Sacred
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To those who choose life, even with dementia


To those who care for them


And especially to my LovePartner™


Susan M. Simon


The other half of my whole









PREFACE
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You are about to join my journey through a disease that is not yet curable. It is a journey in progress as I write this book. Depending on when you read and finish the book, it may still be underway . . . or not.


The story is autobiographical. I have chosen to write about myself, not because I am unique. To the contrary, at this time in history, I am one of millions facing cognitive decline or disease as we enter the later stages of our lives. I have been diagnosed with early-stage Alzheimer’s. So now, I am simply one guy among two million-plus people with cognitive issues in 2025. We, those of us with some form of cognitive disease, then affect the lives of double or triple that number. Two whole generations of society—baby boomers and their children—are included. It is becoming pervasive, devastating, and impacting millions.


The medical and related support systems are not prepared. Some individuals are driven to suicide as a result, and others, the immediate and extended families of those with the diseases, are driven into poverty, and almost all struggle through a non-transparent, confusing social and medical infrastructure. 	


My goal in writing and sharing my story is to invite you to join a revolution in reimagining the journey, and implementing urgently needed changes in how people with cognitive disorders are perceived, treated, and supported in our society, as well as how their families and loved ones are supported throughout the process. Perhaps the gift of my diagnosis is that I can help bring about these changes just a bit sooner than might otherwise happen by telling this story on stage and in print.


Of course, I am not the only one with these views or the only one to speak out. Nor am I a doctor, nor am I a psychologist, nor am I an “expert.” I am just a guy—someone who has grown up and had a professional career as what I call a “troublemaker.” A lawyer and high-profile consumer advocate who transformed into an actor and playwright in later life. I believe that one of the most effective ways to achieve change is through the power of art and theater to influence decision-makers. I am now someone with Alzheimer’s Disease. My response to my illness has been to write and perform a one-man play, Dementia Man: An Existential Journey, and now this memoir with the same title. My work is often referred to as a “rare patient voice” in a field where most individuals with the disease lose their capacity to engage with the everyday tasks of daily living, much less write a play and get on stage.


It is fair to say that in 2025, people with cognitive decline are most often seen as people incapable of leading meaningful lives. The process of disease progression and its impact on the family are extraordinarily challenging, and often perceived as unbearably tragic for family and society.


It doesn’t have to be this way.


I want the world to adapt to us as it has adapted to other people with disabilities. I urge reform in the so-called dementia world, from medicine to social and institutional infrastructures. I hate that word, dementia. One of my advocacy goals is to be a loud voice in the emerging campaign to eliminate that word in the context of people with neurocognitive disorders. I also want the medical world, particularly the neurology world, to change—to align with the family and personal needs of people diagnosed with neurocognitive disorders (the correct medical reference to brain disorders causing cognitive impairment).


I hear repeatedly the same story: “The doctor said we were only going to get worse, and then they sent us off into the world to find our way.” That was our experience, Susan’s—my wife—and mine. I argue that no neurologist or medical system should be allowed to practice in the field of diagnosing neurocognitive disorders or neurocognitive mental issues without an infrastructure of some sort for patient and family support within the practice or system. When I was initially diagnosed with cognitive impairment, we walked out of the neurologist’s office and were told that the doctor had “left no instructions and the office would be in touch if he wanted to see us again.” (They never did.)


The disparity between cognitive issues and other serious diseases is enormous. Medicare & Medicaid Services (CMS), as of January 1, 2024, pays for patient navigation and navigation-related services for breast cancer patients. Yet, for individuals with cognitive disorders, let’s say Alzheimer’s disease, like me, they do not. The idea isn’t even on the table.


I believe there should be cognitive navigators (CNs) available as disability accommodation and an accompanying infrastructure to help us navigate the world and to help us live and engage in life even with our disease, for many years after diagnosis. We have learned that depending on how early in the disease’s progression we get diagnosed, it can be as many as five to 10 years before a patient will get a lot worse.


Most importantly, I want to help change the narrative and the imagination about the disease, and in so doing, help individuals with a diagnosis believe and live a life of love, engagement, and meaning for as long as possible. I do that by being loud and proud as I go through a journey I did not choose, as I stand up to make my journey meaningful to me, my loved ones, and the world at large.


I am not the only voice with this message. Throughout my journey today, and through the gift of my work on stage, I have had the opportunity to meet and get to know numerous experts and influential voices in this field. In the appendix, I reference and link to some of those experts and their work. I extend here, and later, my gratitude to all of them and others in this field who share this energy to build a movement of life and living meaningfully as we change.


Sam’s Psalm


I walk in the valley of nothingness.


No light. No sound. No smell.


No taste. No feeling.


Infinity has come for me.


Alone in nothing, I am left to wonder.


Am I dead or not?


Then, a tiny spark of light.


An existential moment in the night.


I transform into a new being.


This is how it is and always will be.


A different table is set before me.


Still, I’m filled with all I need. I lack nothing.


You who see the change do not cry.


Your eyes belie the truth.


I am not afraid, and I am not alone.


Still whole, I dwell anew with the Shepherd.


And will for years to come.









INTRODUCTION
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It is mid-2022. Susan, my wife, then of 54 ½ years, and I arrive at the office of our neurologist, a Dr. Banks, to receive the results of a PET/CT with contrast of my brain. The issue is my cognitive decline, recently diagnosed as Mild Cognitive Impairment (MCI). The hospital that performed the scan sent the results to our neurologist. Susan and I are looking forward to the appointment. It had been about two years since the MCI diagnosis. Getting the PET/CT with contrast had been a struggle. Our goal has been to find out what is causing my cognitive decline and come up with a treatment plan that will help return me to something close to normal.


We are feeling more relieved than worried. Our journey to this point has been one of the most frustrating periods of our lives—mine and Susan’s. The neurological process, as you will read, was excruciatingly long. We had never been exposed to brain issues.


As soon as we get to the front desk, we sense that something is different from our last visit. The desk staff is not chatty. The two women behind the front desk glass look at each other. One picks up a phone to let the doctor know we have arrived. The other person walks around and says, “Come with me.” We pass the treatment room doors, three of them, on our left, and we arrive at the door at the end of the hall. She knocks, and without waiting for an answer, opens the door, peeks at the doctor, and motions us in. We settle in our seats.


The neurologist sitting across from us is clearly uncomfortable. He doesn’t make eye contact. We are in his private office, not the familiar exam room. I wonder now if we should have realized this was a dramatic moment for both parties—the patient and the doctor.


Dr. Banks is looking down at a piece of paper he has pulled halfway out from inside a brown folder on his lap. “It looks like we are at a new diagnosis,” he says in a quiet voice.


He doesn’t look up. There is a pause, a hesitation. Then he mumbles: “Early-stage Alzheimer’s.”


There follows an infinite moment when the universe stops. Silence. My life does not flash in front of me. I don’t start to cry. Susan doesn’t grab my hand or hug me. We sit in a silence that still comes around occasionally. Indeed, it is as if time itself has stopped.


Today, as I write this book, about seven years into this journey, I think back on that moment and wonder if that silence was because we didn’t know much about Alzheimer’s. Or because we did. I only remember the silence. 	


I was fortunate to be “early stage” when first diagnosed. Indeed, Dr. Banks told us at that appointment it could take 10 to 15 years before things got “a lot worse.” I was 76 at the time. In retrospect, I could have dismissed it, thinking something else would get me by then. “So what?” As I have thought about it, I realize that there were symptoms for years before even seeing a doctor, and, as you will read, it had been three years earlier that I had been diagnosed with Mild Cognitive Impairment. So, at that point, I wonder, “Years from when?” It is now, as I write, ten or more years since I noticed all this starting, and I can tell that my symptoms are progressing.


In the days, weeks, and early months following the diagnosis of early-stage Alzheimer’s, I struggled to come to terms with the existential questions that surround a terminal diagnosis. “What should I do? What are my options?” Those questions are still on my mind.


My heart and soul were all twisted up as I initially dealt with these questions. “Can I continue in this new life of mine—or do I need to curl up and die?” When I told my internist of my diagnosis, he gave me a book on Alzheimer’s and suggested I see HIS psychiatrist (who didn’t take insurance and charged $400 an hour). The New York Times recently published an exposé on the author of that book, labeling him a quack.


Even now, my family and friends are empathetic, yet I still see the terror in their eyes and sense it in their hearts as they react to the news. I hear the subtext of their reactions, “Oh my God! That is terrible. What a horrible disease. You poor thing.” Or more descriptive: “You poor thing! My mother had it and was walking around the house not knowing where she was and who we were. Then we put her in a memory unit.”


I wonder if those people understand the impact of their words on me—if they appreciate the discomfort and added weight to the burden of knowing what comes from watching their faces and hearing the terror in their voices. No wonder so many people with the diagnosis fold into themselves and never come out. Or worse, end their lives through some form of suicide.


My impulse to do something different, including writing this book, comes from two places. One is Susan’s strength and unconditional love. She had her turn in my skin. She is an unlikely survivor of advanced breast cancer. Her experience, her journey from a presumed end-of-life illness to unlikely survivorship, reminds both of us that even when the doctors say, “It’s over,” it is still possible to beat the odds or otherwise be a statistical outlier in the medical journey. Having gone through Susan’s brush with death is the primary source of my belief that I, too, might be an “outlier”—the 1 percent or maybe the only one—who beats the odds on this disease. Whatever that phrase may mean for Alzheimer’s.


Another source of encouragement was and is my professional artistic cohort in what I now refer to as the Fourth Age of my life. It began around my 60th year, as I transitioned from being a lawyer, businessperson, and advocate to an actor, playwright, and solo performer. I went from what my son once described as a “minor public celebrity” in the Washington, DC, policy world to a playwright, author, and self-producing artist. My first experience in this new period of my life was to write a play (The Actual Dance) and then a book (by the same title) about Susan’s breast cancer and her brush with an end-of-life diagnosis.


I had been immersed in this new—fourth age—era of my life for nearly seven years when I received my earliest diagnosis of cognitive decline: Mild-Cognitive Impairment or “MCI” in 2018. As I started letting my professional theatrical colleagues know about my diagnosis, the first words were: “Write about it. Live the story on the page and on the stage.” This advice wasn’t obvious to me, and I was incredulous. Yet they persisted, even when they learned that my decline was attributable to Alzheimer’s disease. You will read names in the acknowledgment of many of those positive voices. This work, and the play by the same name, is the result.


As you’ll read in the pages that follow, I have come to learn and believe that life with this disease is worth living, every single day of it, up until its natural conclusion. Indeed, now, as I enter my eighth decade of life and face other medical issues, prostate cancer, for example, I realize my end may indeed be caused by something different.


The play and this book are also a story of becoming—becoming different, defying norms, and aspiring to an experience that defies stereotypes and expectations.


The feedback we—Susan and I—get most often at the end of a performance of the play is that I am “brave.” The word perplexes me. My brother-in-law, a retired Major General (Army), recently completed his autobiography and shared an insight about what constitutes “bravery.” His context was battlefield combat, and he observed that bravery comes if, and only if, you are first afraid and still move into danger. He argues that just moving into danger unafraid isn’t brave. Well, I am not and have not been afraid. Oddly, my initial reaction was curiosity. A poem I wrote not long after being diagnosed, which you can read on page 201, concluded with the question: “I wonder what the Sam of me then will know of the Sam of me now.”


So, I’m not brave by this definition, since I am not afraid, and I don’t feel brave now or ever have in this process. Truthfully, I don’t always know what I feel. I am uncertain sometimes. I am angry sometimes, not because I have the disease. I am outraged at how the medical and social infrastructure of this country is failing people like me. Most often, my feelings are familiar, consistent with how I have confronted every step of my life’s journey, the person who always speaks out and challenges norms and practices that he perceives as unfair or unjust. I use the label “troublemaker” to express that life history. Causing trouble for me is speaking out for a world of meaning, justice, and love for all people. In some ways, I experience my own life story as doing just that, defying my own expectations along the way.


In reading this story, I hope you, too, might come to defy your expectations and imagine the future differently. For everyone. As I write in the play and talk about here, I have seen the world change in ways no one could have imagined. Earlier in my lifetime—and perhaps yours—there were no people in wheelchairs on our streets, theaters did not have captioning, and we could not fathom a blind person sitting in the audience of a play. Yet this is now the norm, though there is still much more to be done in even the near future.


One last note about “the end.” There is another movement afoot, sometimes called euthanasia or assisted or accompanied suicide. The movement promotes the laws that create legal systems for people to choose when and how to die. Advocates for this cause often claim that aided or assisted suicide, which, as of this writing, is legal in eleven states and Washington, DC, provides greater agency and is more humane than the journey through a long, expensive, and sometimes painful illness. My call here, to those of us going through cognitive changes and to our loved ones, is to reimagine the future.


Aspire to a future where it is possible for all of us, however we present ourselves, to live meaningful lives. A world in which the people and systems adapt, and we all commit to taking life’s journey to its natural end, together, if not for ourselves, then for those generations yet to come.









CHAPTER 1


IN THE BEGINNING:
NOTHINGNESS
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There is a place that exists for me that I could not have imagined and which I have never understood. Not a dream, though it is like sleep. In the moment, it is not a hallucination, though that becomes debatable.


It is a mental state of timeless nothingness. I eventually name it: “The Nothingness Place.” I speak of it as though it is a physical place because for a period of time in my disease journey, I would, while in full awareness, slip from “normal” into what I would experience as nothingness.


I speak of this in the present tense, though as you will read, medication has halted this phenomenon, at least for the moment. Yet, I often feel I am on the precipice. When I exit into the nothingness, it is a moment in time when I mentally leave the “real world.” I have no idea how long I am “gone.” I intuit that perhaps it typically lasts a nanosecond or two, or even less, since no one around me seems to notice. For me, though, it feels like forever. I wonder if there are two modalities of existence. A physical, real-world time in which I am physically and cognitively present. Then there are times when I am physically present, that is, visibly present to others, though cognitively, I am somewhere or perhaps even something else.


I experience infinity as a place or a moment in which there is no light, even though I have eyes. No sound, even though I have ears. No smell, no taste, no feeling, no touch. Still, at that moment, I will sense my feet move, though not even touch a floor. It is as if I float in infinity. Outer space comes to mind. Maybe even tumbling through dark nothingness.


Is it “real?” Was it real? As I just wrote, this is where it becomes debatable. I was once asked that question by a medical student—a neurology intern—who was present in an exam room observing my cognitive evaluation by a neurologist. The intern heard me try to describe “The Nothingness Place.”


“Is it real or a hallucination?” she asked.


My immediate response: “It’s real!” Then I realized the only thing that was “real” at that moment was my sense of being cognitively in this state of obliviousness, that there was no other actual place, or another place measurable or present for anyone else. It was a cognitive event for me. As real as this nothingness is and has been to me in my “momentary reality,” in the objective world, it is a hallucination. Though at times, I want to argue that if it is what I am experiencing, it is, by definition, “real.”


When I go to that place or state, when I exit the “normal world” into that infinity, I am aware that I am there. I scream internally for a door, or an “other side,” for reality. Sometimes. I think this is what death might be like. Yet I can sense I am not dead, and of course, somehow, I come out and confirm that I am not—yet—dead.


Whatever that place might be these days, it is just me with symptoms of a cognitive impairment, eventually to be diagnosed as Alzheimer’s Disease.


The Road to Nothingness


It started as momentary memory lapses. The forgetfulness bothered me, though it was not at all like what eventually developed. It was more of an irritation, and it didn’t occur to me to see a doctor. The first time I said anything to a doctor was toward the end of a routine annual physical with my then-longtime internist. Now, almost 30 years later, I can picture the moment in my head as clearly as if it were yesterday. He has finished the EKG, I am rebuttoning my shirt, and at that moment, it pops into my head to complain about my memory. I believe I was in my mid-to-late 50s at the time.


He almost guffaws. “Sam, I’ve known you a long time, and there is nothing wrong with your memory!” Then, almost as a throw-away note to emphasize his point, “Now, if you can’t remember what you ate for breakfast, then maybe there could be a problem.”


He moves along, writing notes, checking files, ignoring me as I close my eyes and try to picture the morning breakfast table. I have no frigging idea what I had for breakfast just a few hours ago. I do picture the kitchen in my mind, unsure what chair I’d sat in or anything in front of me. I get his attention and stutter, “Uh, I have no idea what I had for breakfast this morning.” He refers me to a psychologist, not a neurologist. In retrospect, he must have thought I was depressed.


Indeed, he had known me for nearly 25 years. When we started, I worked for Ralph Nader and was often on television. I authored a book and gave him a signed copy. I might have been his highest-profile Washington, DC, patient.


At the time I complained to him about my memory, I was president of a highly successful consulting firm called Issue Dynamics, Inc., or IDI for short. Our mission was to build bridges between consumer advocates and corporations for win-win solutions, and, at the time, I had received a lot of publicity around our innovative approaches.


In fact, by the time of this appointment, the doctor could have seen me on local or national news programs such as Face the Nation, the Today Show, all the evening news shows, and even the Phil Donahue or Oprah Winfrey shows. I suspect these media appearances were factors in his conclusion that I must be under a lot of stress.


I make an appointment with the psychologist he recommends. The psychologist administers a brief memory test and discusses my job and career with me for a bit. He then prescribes an antidepressant, Wellbutrin. I am not sure I’m depressed, though I’m under a lot of pressure and doing a lot of work at my growing firm. I am also getting restless, wanting to do something more in life. Then I find out, again, that I am not so different from other colleagues who run small businesses. I have been a member of an organization called TEC—a national company that sets up local roundtables—regular meetings—of CEOs of small businesses, like mine, to network with each other. It allows me to talk to other people, mostly men, who, like me, work alone at the top of a growing small business. At the next meeting of my group, following that session with the psychologist, I learn that three other CEOs in our group take Wellbutrin. “It’s not depression,” I think, “it’s just the anxiety of running a company. I am normal!”


The feeling, though, of trying to recall what I had for breakfast—the void and infinite nothingness of my mind as I try to remember what I had for breakfast in that moment—sticks with me. It lingers in the background of what slowly and over time becomes a pattern of forgetting and confusion. Mostly moments and little things. Often directions. “Just normal aging memory loss, I guess.” This is what family and friends suggest when I mention something about forgetting things.


I don’t know if the gap between this first “worrying” in my late 50s is related to where I am now in my late 70s. That moment 25 plus years ago in my internist’s office isn’t the only time I worried about my memory as I got older. Memory concerns as people age seem routine, even normal. The question is how can we know when they are not just normal aging, or if they might be symptoms of something much worse—like Alzheimer’s disease?


Another earlier “moment” that stands out as I look back is what happened on the trip Susan and I took to attend Susan’s niece’s wedding in Austin, Texas. We had lived in Austin for three years when I was in law school, albeit 30 years or so earlier. The town had changed more than I imagined. Driving from the hotel to the event venue requires Susan’s help directing me with the AAA map. The next day, though, it is worse. It’s as if I had never driven the route, even though I had done so the previous evening to the same destination. For me, everything has changed. It’s the same map, yet seemingly a different Sam. It is frustrating for Susan, and I keep telling her, “I don’t care what the map says; I have never been on this route before!” I am shouting at her to look closer at the map and ensure we aren’t lost. Of course, we aren’t.


It bothers both of us, yet we let it go. We have a ‘spat’ and move on. We get to the party and have a good time.


My suddenly suspect directional skills do not improve. After years of traveling—and finding my way—to places I’ve never been to, I now get lost in my own neighborhood. Not only do I get lost, but I also get confused about navigating what had been familiar intersections. For example, a traffic circle is a few miles from our home. It isn’t on a typical route, and I don’t remember why, at that moment, I needed to go there, nor why I needed to get some gasoline in the car. We have a different regular gas station. Whatever the reason, the Texaco station is on the edge of the traffic circle and easy enough to “enter.” After getting five gallons to last until the regular gas fill-up, I try to drive out back onto the traffic circle. Except, I find myself driving in circles around the Texaco gas station property, desperately trying to figure out how to get myself onto the road on the right side of a traffic circle. I lose count of how many times I go around, maybe five or maybe six times. Around and around. I cannot figure it out. I finally noticed a different exit at the rear of the gas station that leads into a connected shopping mall parking lot. I take this back exit from the Texaco station into the shopping mall lot; from there, a rear-mall exit onto a regular two-lane road that leads up to a traffic light at the circle. I now enter the traffic circle at the traffic light. Again, I don’t obsess about the frustrating moment, though the incident bothers me. I let it go, sort of.


About this time, there are some changes in our, Susan’s, and my medical world. We had never seen the same internist. My long-term internist—the fellow who referred me to a psychologist when I first complained about memory, had become ill with cancer, and stopped seeing patients for a while. Susan’s primary internist started reducing the size of her practice. So, we decided to see the same new internal medicine doctor. While he is a younger man, he specializes in older patients, “geriatrics,” though we don’t see ourselves as that old. Well, I guess we were because it was around 2015, and we were both 70.
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