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To my wife, Joyce, may she always remember our good days. 
And to my son, Francesco, who made every day worth remembering. 
And in memory of Connie and Carl who made me, and left too soon. 
Thanks for the time of my life. 
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MANY FRIENDS HELPED WITH THE PROJECT,as they have in the past, and again I owe them much.

Joyce and Francesco spent many patient hours listening to me tell stories and share frustrations, and they helped guide me in this endeavor. Their story is hidden in the corners of almost every page of this book. Without their patience, help, and love this book could not have been written.

Tammy Boggs, Rick Tagg, Dottie Jacobsen, and Tina Zaras, wonderful friends, watched my battle and helped me in many varied ways, some unknown to them. Rob Lively, a friend of longstanding, lent more than moral support.

My sister, Mary Ann Lovett, opened her heart and helped me remember her role in my growing up, while my cousins Suzanne and John Cain called regularly from the West Coast to remind me of events when we were together in Eldora, and to cheer me. My longtime friend Rob Hurwitt made suggestions on the finished manuscript and helped reduce typos.

Pete Dawson, our family's ribald historian, traced evidence of Alzheimer's in the DeBiaggio family and provided levity. His family chronicle of the Dapalonia and DeBiaggio families provided some useful background that was outside my memory.

My good friends Susan Belsinger in Maryland and Carolyn Dille in California kept my spirits high with frequent telephone calls.

Linda Ligon of Interweave Press, a friend of many years, encouraged my writing over the years, often in the best way, with money for work published in her magazines and books, and she prodded me to keep going during these tough times.

Noah Adams was helpful in many ways.

I am indebted to Dr. Colleen Blanchfield, a neurologist with a large heart for her patients and a sensitivity for their humanity. She is an honor to her profession.

I am particularly indebted to Jonathan Lazear and Christi Cardenas for their help and their enthusiasm for my writing.


My profound thanks to those men and women, and mice, around the world who work to understand Alzheimer's and bring its awful nightmares to an end.






Author's Note
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THIS IS A BOOK BALANCED BETWEENthe wonder of childhood and the tottering age of memory. I used an unconventional multilayered style in this book to illustrate memory's many faults and strengths. It is an attempt to show the parameters of long-and short-term memory and how Alzheimer's works to destroy the present and the past. To do this I set up three narrative lines.

In my notes, I call the first narrative the Baby Book. It deals with long-term memory from my first awareness through the early 1970s.

A second narrative intersects the first, relating stories of humiliation and loss. It contains rough details of my tangle with Alzheimer's. This narrative represents a mind-clogged, uncertain present. It is filled with memory lapses and language dificulties and the sudden barks of disappointment and loss.

A third stream is filled with recent Alzheimer's research. All this is mixed together, as it is in the brain, and follows a pattern of its own.






Memory is hunger. 

ERNEST HEMINGWAY IN A MOVEABLE FEAST 


I am going to tell the story of my life 
in an alphabet of ashes. 


BLAS DEOTERO IN TWENTY POEMS 










THAT JANUARY, MY FIFTY-SEVENTH BIRTHDAY, was pleasant and eventful and I began to adjust to middle age. I no longer noticed how small facial lines became wrinkles. I was active and happy. My son Francesco, home from California, joined Joyce and me in the family herb-growing business in Virginia. I was equipped with a thin body free of aches and pains. I looked forward to a life to rival my Midwestern grandmother's 104 years. I was buoyant and displayed, occasionally, the unbecoming arrogance of youth.

Then came a beautiful spring day later that year. It was the day after the tests were finished and the results reviewed. It was the day I was diagnosed with Alzheimer's. What time had hidden was now revealed. Genetic secrets, locked inside before my birth, were now in the open. I became a new member in the parade of horror created by Alzheimer's.

At first I viewed the diagnosis as a death sentence. Tears welled up in my eyes uncontrollably; spasms of depression grabbed me by the throat. I was nearer to death than I anticipated. A few days later I realized good might come of this. After forty years of pussyfooting with words, I finally had a story of hell to tell.
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My parents grew up in an orderly, gentle time, or so they remembered it. Their epoch was also full of dirty secrets, enslavement, lynching, and two murderous convulsive world wars. It was a time to need luck. They escaped the influenza epidemic of 1918 and made it through the Great Depression of the thirties when food and jobs were scarce. Luck was with them in small Iowa towns named Eldora and Colfax.

Instead of focusing on the explosive reality of their time, they created a happier personal interval of their own imagining. This in turn created a great optimism in me and a gentle narrative of childhood tranquility. Soon I was scared and uplifted, as were they, by the time of my time, a world of conflagration, disorder, hope, ugliness, great beauty, and unnecessary death. Yet the imaginative world of kindness and promise they passed to me always remained untouched by the ugliness of congested cities, immoral wars, and encompassing greed.


Here I am at the moment of truth and all I can muster are hot screams and scribbled graffiti torn from my soul. Moments of slithering memory now define my life. 


After a short, mild winter, a vivid spring settled around us. The weather was tame and herbs filled a sunny patch next to the greenhouse. They were strong and vigorous now, especially the rosemaries, the thymes, the lavenders. Their scents perfumed the air when I brushed by them.

The sun warmed the earth steadily and it was possible to spade and plant a kitchen garden with early seed crops of succulent lettuce to sweeten and color our meals. It was a spring in which you could be happy and a little carefree. There was much the earth had to say and you could hear it if you stayed quiet and listened intently.

There was something else that spring and it was unnamable. As with all unknowns, it was unsettling and had nothing to do with the weather. It was not something that gentle rains, bright sunny days, and an optimistic outlook would cure. It was an anonymous presence, yet I could feel its uneasy cadence. My memory, which had been a sacred touchstone, was failing long before I expected. I was losing the ability to remember things important to me. I had difficulty recognizing the names of many of my plants, and even friends I saw infrequently. I was fifty-seven this year, and not eager to acknowledge that now I might be tied to a teetering mind that had begun a slow descent into silence.

A time or two I complained out loud that I could not remember things that the year before had been brightly colored and detailed. I brushed off those incidents as forgetfulness due to stress, and there was stress aplenty, as there had been always. Stress and worry were steady partners in my backyard farming, just as it was for the farmer in the great, flat Midwest with hundreds of acres of rich, black earth.

I made a living in my backyard for twenty-four years, growing and selling as many as 100,000 herb and vegetable plants from my greenhouse each spring. The entire operation, situated on a 5,000-square-foot lot, contained our family home and a 1,600- square-foot greenhouse. It marked me as a new breed of urban farmer who scorned grass and its wasteful, demanding cultivation. I made a living off the land by selling directly to gardeners the potted plants I started from seeds and rooted cuttings and grew carefully in the greenhouse.

It had always been tough outwitting nature. It was a struggle the mind and body accepted willingly by turning work into games. It was serious and enjoyable play for me, but it was also my livelihood. My family depended on my ability to tame nature and use my guileless skills to attract customers. From the beginning, my tangle with urban farming was a test of my strength and acumen against nature's unpredictability.

I was completing a doctor visit, a regimen that was new and uncertain to me, when my physician asked, “Is there anything you want to tell me?” He is a thoughtful, no-nonsense man with a sly sense of humor, and the question may have been the kind of thing he often says as he winds up a session with a patient.

“Yes, there is,” I said. He said nothing and waited for my words. “I am having trouble remembering things that are basic to my work, things I have known and now can't remember.”

There was silence while he looked at me. “I can give you a referral,” he said quickly, careful not to confuse or cheapen my predicament with some offhand remark. “And I will have the nurse take additional blood samples for the doctor I am sending you to.”

I made an appointment to have the blood drawn the next day at the clinic. After I dressed, one of the doctor's assistants gave me a piece of paper with another physician's name, address, and telephone number. I had never seen the name before and it meant nothing to me, but the address was a prestigious university hospital. The first four of many vials of blood yet to be drawn were taken the next day.
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Alzheimer's disease was named nearly 100 years ago for Alois Alzheimer, a German who first described the grisly effects of the disease. To gather his knowledge, he cut away the tops of several skulls from people who died of a mind-destroying malady, leaving them helpless, speechless, and as useless as a year-old carrot. He was probably the first to see inside a diseased brain and view the signature features of Alzheimer's, the sticky amyloid plaques and the twisted, hair-like threads of the neurofibrillary tangles. Alzheimer's method of diagnosis after death remains the only way to be absolutely certain of the disease even today. As a result, questions often remain about a diagnosis, a condition that eager charlatans use to their advantage.


In a test of my memory and ability to learn new things, I came out “severely impaired” according to my neuropsychological evaluation. Doctors say I am at the beginning of the disease's onslaught.


For a guy hardly sick in his life, this is a large, corrosive event. I am not alone. In a few years nearly half of those who reach eighty years old will have the disease, according to the Alzheimer's Association. I am not so lucky in another way. The disease is known to strike as early as thirty, but only a tiny minority falls in its clutches before the mid-sixties. At fifty-seven the disease has been active in me for longer than I know.

Instead of bringing this disease into sunshine where we can learn about it and do something, it has been too often hidden and misunderstood, closeted to protect the living from its frightening consequences. Alzheimer's does not have the drama of a heart attack or the thud of an automobile wreck.

Our understanding of the disease has been, until recently, held hostage by lack of knowledge. Now we know it was not undefined evil, profligate activity, or witchcraft causing the strange behavior created by the disease. We are close to understanding mechanisms triggering this ghostly malady. The disease, or its potential, appears to rest secretly inside us until its evil time arises and a languid torture begins. This is a disease probably not caused by something you did to your body. It is, most likely, a consequence of bad luck, subtle effects activated in the brain, and parents who carried corrupted genes.

The disease works slowly, destroying the mind, stealing life in a tedious, silent dance of death. Slowly the memory is impaired, and then you wander in a world without certainty and names. Yesterdays disappear, except those long ago. Eventually there is a descent into silence and a dependence on caretakers. Hands other than yours feed and bathe you. A cipher takes your place amid the tubes and tragedy. By the end, Alzheimer's leaves its victims silent, quivering in their flesh, awaiting the last rites. Some common illness often takes credit on the death certificate.


I am alone and I can hear water running somewhere in the house. I don't remember going to the bathroom. Who else turned on the water? 


This is an unfinished story of a man dying in slow motion. It is filled with graffiti, sorrow, frustration, and short bursts of anger. While the narrator suffers his internal spears, he tries to surround himself with memories in a wan attempt to make sense of his life and give meaning to its shallow substance before he expires. Although incomplete, the story is full of sadness and missed opportunity, a lonely tale of the human condition. Behind it is hope, the tortured luck of a last chance.


My Midwestern mother and father conducted a torrid romance, according to cousin Pete. Every time my father returned to college after a holiday in Eldora, he sought a confessional priest, Pete remembers.

The secret transformation of my mother into a Catholic must have shocked my Lutheran grandmother, but she remained loyal to her daughter. My father became a lawyer, my mother a teacher.


Books set imaginations on fire in earlier times, and they continue to inspire and inform, but television and movies replaced much of the storytelling for my generation and left us hungry and naked, shivering for substance.




______




Alzheimer's disease is an irreversible, progressive brain disorder that occurs gradually and results in memory loss, unusual behavior, personality changes, and a decline in thinking abilities. These losses are related to the death of brain cells and the breakdown of the connections between them. The course of the disease varies from person to person, as does the rate of decline. On average, Alzheimer's patients live for 8 to 10 years after they are diagnosed; however, the disease can last for up to 20 years.

– “PROGRESS REPORT ON ALZHEIMER'S DISEASE,”

NATIONAL INSTITUTE ON AGING, 1999




______




This may be my last chance to dream. 


The inspiration for this book appeared a few days after I was diagnosed with Alzheimer's. It was to be a word picture of the outside and inside, present and past, of a man's naked struggle with the unknown on his way to trembling silence and unexplainable torment without the torturer. It was a story of unleashed anger and beauty brought forth by an unseen illness, incurable and relatively long-term in duration. I knew I was unable to write about all stages of Alzheimer's because the disease causes cognitive decline and I will lapse into a world without language and memory.

With any untreatable, disabling malady, victims become sensitized to every movement of their body, every breath, searching for change and studying the course of the illness until it threatens to destroy friendships and the love of those around them. Writing about it may be a way to legitimize my almost continuous contemplation of the subject, and I hope it will allow me to leave thoughts of the disease locked up in the computer while I conduct everyday affairs.

It is my intention to stay in the open with no secrets. I will hide nothing, not even the inevitable self-absorption typical of such a disease. To retreat from my lonely internal immersion with myself and the disease, I started a diary that has become this book, as unique perhaps as the disease itself.


Sweet memory, the unreliable handmaiden of the past. 


I was born in a wicked midwinter Iowa snowstorm and my father, proud and happy after the delivery, took the news to his parents in their little restaurant a few steps from the hospital in Eldora, Iowa. I was taken home to a small white house where many of my parents' friends arrived with good wishes and grand hopes for the future.


Much news was made of the possible link between aluminum and Alzheimer's when larger than expected amounts of the metal were discovered in the brains of some people who died of Alzheimer's. Worried that aluminum might somehow promote the disease, many people began to throw away cans, cookware, cosmetics, antacids, deodorants, and other items containing the metal. However, studies of people exposed to large quantities of aluminum revealed no increased incidence of dementia. Most likely, the deposition of aluminum in brain tissue is a result—not a cause—of the factors that underlie the dementia. (Incidentally, more aluminum leaches into soft drinks from glass bottles than from aluminum cans, which are coated with a fine veneer of plastic.)

– THE JOHNS HOPKINS WHITE PAPERS, “MEMORY,” 1999




______




I am back from the drugstore with my packet of pills, prescription number 736631 from the CVS pharmacy, four blocks up the street. The pills have in them a pharmaceutical called Aricept, the trade name for donepezil HCl, the commonly prescribed medication for Alzheimer's at the time. The doctor told me the most common side effect is diarrhea. Boy, was he right.

I don't know whether to love these little round things or hate them. The pills are tiny and buff colored and on one side a “..” is stamped into it to designate it as a 10-milligram tablet and on the opposite side is the word Aricept. I started taking half of one of the tablets at bedtime. After five days, I was directed to take an entire tablet when I go to bed (later I began taking a second tablet before breakfast). Aricept was the second pharmaceutical developed for Alzheimer's and is now the most widely used medicine available, but at its best it can slow the destruction of brain cells temporarily.

The doctor also prescribed two over-the-counter medications to take daily: two vitamin E soft gels, each 1,000 international units, about 6,666 times more than the normally recommended dose, and a single Ibuprofen tablet. This combination of drug and vitamins is all medical science can do for me nearly 100 years after Alzheimer's was scientifically described. It seems a weak armada to defend against eager memory destroyers working in my brain. I am a citizen of a country that has sent mankind to the moon. It is sadly ironic but that is all medical science can do, when we spend billions to send men into outer space to look at rocks.


I am happy today. I realized this was not yet a posthumous tale. 




______




The brain does many things to ensure our survival. It integrates, regulates, initiates, and controls functions in the whole body, with the help of motor and sensory nerves outside of the brain and spinal cord. The brain governs thinking, personality, mood, and the senses. We can speak, move, and remember because of complex chemical processes that take place in our brains. The brain also regulates body functions that happen without our knowledge or directions, such as digestion of food.

– “PROGRESS REPORT ON ALZHEIMER'S DISEASE,”

NATIONAL INSTITUTE ON AGING, 1999




______




How do you express the true nature of tears in words? How do you define the limits of evil born of a secret disease? These thoughts lie silently on my mind and work their way through my body. 




______




In geriatric clinics, about 5 to 10 percent of the patients seen for memory impairment have reversible dementia due to medication. Some of the medications that may cause memory impairment include the anti-inflammation drug prednisone (Deltasone, Orasone, for example); heartburn drugs such as cimetidine (Tagamet), famotidine (Pepcid), and ranitidine (Zantac); anti-anxiety/sedative drugs such as triazolam (Halcion), alprazolam (Xanax), or diazapern (Valium); or even insulin, which at too high a dose can cause hypoglycemia (abnormally low blood sugar). . . .Alcohol is the most prevalent intoxicant implicated in dementia. Fortunately, as is often the case with other drugs, the negative effects of alcohol on intellectual abilities can be reversed with abstinence, though chronic abuse may lead to permanent damage.

– THE JOHNS HOPKINS WHITE PAPERS, “MEMORY,” 1999




______




Before the end of my first year, my mother and father became immigrants and took up residence in an apartment in Washington, DC. It was a sleepy Southern town with a twang, and racial segregation was strictly enforced. Half a continent separated me and my birthplace, and more than miles divided them. My father went to work for the Bureau of Narcotics. It was half a lifetime, and many changes and surprises, before he returned to live in Eldora again.


I don't know if any of us can be prepared for what is to come. It is hard to prepare for the sly tricks and sorrows of tomorrow. Better we hug each other more often and forget the creeping sadness that we know will overcome us. 
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The lovely long spring with its silken days and sweet breezes was still upon us as I readied myself for the days ahead with their promise of quick forays into the specialist medical community. The sun was almost ever-present and in the afternoon you could peel off the layers of clothing that were no longer necessary. The fresh, moist air of the greenhouse was filled with the fragrance of herbs and the rich, earthy aroma of wet peat moss. I learned to gauge my life by the seasons and their tempestuous churnings often mirrored my life.

There was always the work with its long, exhausting ninety-hour weeks, standing until my legs felt like stiff poles. I was in close quarters with customers pumping me for information and demanding horticultural surrender. Nature was the chief disrupter and it created the most damaging surprises and produced the most fearful stress, especially during the early spring when sudden weather changes threatened to quickly kill our carefully nurtured stock. Joyce and I talked about these things and the stress of the work and how it might cause temporary memory loss and I thought my memory problem was of a low order and was not serious.

I always believed the less I saw of doctors, the better I would be. There was a tinge of fear in me now, perhaps because I had no idea who this new doctor was and what he might find in me. I hoped it would not be a thing that had lain silent for so many years, the cancer that took my mother, or the bad heart of my father.

Having avoided doctors most of my life made them special and my lack of interaction with them meant I did not understand how they behaved. In my world doctors were receptacles of knowledge that you went to when the home medicine chest didn't work. My avoidance of the medical profession may have been part childhood fear, but the truth was that I had never needed much help from doctors. I rarely got sick, even with colds.

The doctors I have known are few, but memorable. I saw a doctor-when I was a child and I can still remember the tall, youthful, balding Dr. Ashenbaugh, to whom my parents took me after we moved to Washington, DC, from Iowa. He was an old-time family practitioner, by choice, not age, and he was careful to explain things even to kids. He was always available by telephone and made occasional house calls. Once he gave me a thermometer.

It was Dr. Ashenbaugh who had come to my aid when, as a two-year-old, I got under my mother's feet in the kitchen and caused her to spill boiling spaghetti water on my back. The sweatshirt I was wearing quickly became saturated and had to be cut off my back. I carry the burn scars today. For years as a youngster, I was afraid to let any other child see me without my shirt for fear they would make fun of my scars, which were prominent, ugly disfigurements.

There was another doctor I saw just after I finished high school. A girlfriend suggested him because her mother knew him through work she did at a clinic. He was a splendid fellow and took time to tell great stories. As a young man, he had been a sailor on a cargo ship that had gone around the horn of Africa and he recounted exciting events that took place during his adventure.

While staying away from doctors had worked well over thirty years, separation from them was quickly coming to an end. I was now on the verge of seeing more doctors, nurses, and specialists than I had seen in all my previous years.


Once a disease is named, especially if it is Alzheimer's, you begin to understand it and that means recognizing it in everyday things. It is not long before you are under the spell of the disease. Its heartbeat is your heartbeat. There is danger here in trying to understand evil, especially when it is so close to you, gaining control of your brain. I worry I will become too conversant with this disease in me, and it will hijack my life with my permission. 




______




Alzheimer's affects as many as four million Americans; slightly more than half of these people receive care at home, while the others are in many different health care institutions. The prevalence of Alzheimer's doubles every 5 years beyond the age of 65. Some studies indicate that nearly half of all people age 85 and older have symptoms of AD.

– “PROGRESS REPORT ON ALZHEIMER'S DISEASE,”

NATIONAL INSTITUTE ON AGING, 1999




______




I was not an immigrant like my grandfather who came with his father to America from northeastern Italy in 1892 when he was nine years old. Steamship Werra was slow and the food bad, he said. Going from Enrico in Italy to Harry in Iowa, he had no accent and read Shakespeare though his father took him out of sixth grade to put him to work. He and my grandmother Lottie were stuck when a ferris wheel stalled, leaving them high above the ground. It was a perfect place for romance and soon after they married.


The cognitive changes of dementia—impairment of memory, learning, attention, and concentration—can occur in depression and make diagnosis more difficult. In general, however, a person is most likely suffering from depression if he or she has a history of psychiatric illness or has a sudden onset of cognitive symptoms, difficulties with sleep, or precipitation of symptoms by an emotional event. Also, depressed patients often complain that they're unable to concentrate or remember things, while those with dementia are generally unaware of any mental problems. For example, when depressed persons are asked a question, they are likely to say, “I don't know the answer.” By contrast, someone with Alzheimer's disease might try to answer, but be unable to do so correctly.


I start thinking about something intently and then my thoughts wander through fields of memory and I bob to the surface suddenly and wonder for a moment who I am, and whether I have truly lost my mind. 


______
In Alzheimer's disease, communication between some nerve cells breaks down. The destruction from Alzheimer's ultimately causes these nerve cells to stop functioning, lose connections with other nerve cells, and die. Death of many neurons in key parts of the brain harms memory, thinking, and behavior.

– “PROGRESS REPORT ON ALZHEIMER'S DISEASE,”

NATIONAL INSTITUTE ON AGING, 1999




______




Suddenly I am surrounded by clutter. I look around my room. To the right of the computer is my desk. Floating on the desk are deep piles of paper, scattered envelopes, hastily scribbled notes. File folders full of papers almost cover the telephone, the two answering machines, and the fax. A white straight-sided coffee cup with blue lettering proclaiming Lawrence Welk Resort Village is stuffed with pens and a few pencils. A wire rack designed to hold envelopes bulges with bills. A bright-red Webster's New World Dictionary, second college edition, leans against the fax machine. The far corner is home for racks of file folders, my last attempt to bring order on the desktop, but they are holding piles of books and random sheets of paper. On top of the pile is one of my favorite books, My Summer in the Garden, by Charles Dudley Warner, published in 1874. Inside the front page is an inked inscription in clear script, “Abby Bassy, July 1, 1875.” It was a gift from one of my customers years ago when I was smitten with Warner's garden writing.

On my left, there is better order but there are piles of books on top of books as well. I can hardly move around the floor. I have maintained, so far, a twelve-inch-wide path in which I can see the bare, dark wooden floor.

Elsewhere there are fall garden catalogs that will eventually be mailed, four pair of leather boots, two ready to be thrown away. There is also an assortment of large, open paper bags, empty and awaiting duty. The tops of the filing cabinets are covered with stray papers and books. Notes hang from the calendar attached to the white cabinets on the wall above my desk.

There is more of this mess that need not be cataloged. This is a tragedy for a man who was once tidy but it is a snapshot of a room that mirrors my brain, a jumble of words awaiting order with nowhere to go. Meaning is lost in a hurried moment, a word lost in confusion is never recovered. So it is that Alzheimer's begins its conquest.
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The dusty, flat earth next to our apartment was perfect to catch breezes on hot evenings. Men in undershirts and slacks gathered to test horseshoe skills. My father took me to this place of competition and camaraderie. Sweat beaded on arms and chests from exertion and heat. Heavy metal horseshoes made yellow clay smoke. A hurrah clang of metal was heard as a horseshoe slid in high for a ringer.


On March 23, 1999, I went to the National Rehabilitation Hospital for a neuropsychological evaluation. On May 6, 1999, I underwent a full neuropsychological evaluation. It was numbing and took about six hours. Test results were as follows:




______




INTELLECTUAL: On the NART (National Adult Reading Test) which is used to estimate pre-morbid intellectual functioning, the patient obtained an estimate pre-morbid IQ score of 124 which is indicative of superior pre-morbid intellectual functioning.

On the WAIS-R, the patient obtained a Verbal IQ=93, a performance IQ=91 and a FSIQ=91. These scores all fall at the lower end of the range of intelligence classified as average. There was significant sub test variability in verbal sub test scores. On vocabulary, the patient obtained an above average score. Fund of general information, digit span and verbal concept information were in the average range.

Verbal numerical reasoning was mildly impaired. On a sub test of social judgment and practical knowledge, the patient obtained a mildly to moderately impaired score. When asked what to do in the movie theater if he were the first person to notice smoke and fire, the patient responded, “yell fire.” He did not know why it is better to borrow money from a bank than a friend and why a marriage license is required. On performance sub tests, the patient obtained average to low average scores on all sub tests except on picture completion on which he obtained a mildly impaired score. Picture completion requires the patient to discriminate essential from nonessential details.

– NEUROPSYCHOLOGICAL EVALUATION




______




Within a few months of my diagnosis, I am well aware of my cognitive loss and I can track Alzheimer's disruptive work during the day, but it is minor and subtle.




______




Nerve cells in the brain have the capacity to last more than 100 years.

– “PROGRESS REPORT ON ALZHEIMER'S DISEASE,”

NATIONAL INSTITUTE ON AGING, 1999




______




I began writing seriously over half a lifetime ago and when I began, as a teenager on a local daily paper, I floated above the earth with excitement. With experience, I no longer floated but I was rooted to a place. I was bent on uncovering life's joys and its illusions. Now writing is like walking through a dark room. Sometimes I have to get down on my knees and crawl to find a path through the silent jungle where words are not easily picked and meaning is untrustworthy.


There are many days of elves and magic when you are small and young in the world. It is a time without routine and rules flower with baby talk, a language without lexicon, pregnant with the breath of milk and time. 




______




Memory and New Learning: On the WMS-R, the patient obtained the following index scores: Verbal=54, Visual=57, Attention=88, and Delayed Recall=58. These scores are all severely impaired except for attention which is low average. The patient's recall for paragraph length story material was performed at the 2nd percentile upon immediate recall and at the first percentile upon delayed recall. Immediate recall of designs was performed at the 4th percentile and delayed recall of these designs at the first percentile.

– NEUROPSYCHOLOGICAL EVALUATION




______




The small white house on 14th Street was the first my parents owned after moving east. It resembled the white house left behind in Eldora but it was set at the rear of the lot and grass ran to the street where a tangle of rosebushes burst into flame in spring.




______




Every healthy person has 46 chromosomes in 23 pairs. Usually, people receive one chromosome in each pair from each parent. Chromosomes are rod-like structures in the cell nucleus. In each chromosome, DNA forms two long, intertwined, thread-like strands that carry inherited information in the form of genes.

– “PROGRESS REPORT ON ALZHEIMER'S DISEASE,”

NATIONAL INSTITUTE ON AGING, 1999




______




Getting used to the idea of dying is difficult, emotionally and physically, but what awaits me is losing the idea of dying and that is incomprehensible and at the same time it may be liberating. 




______




Neurofibrillary tangles are abnormal collections of twisted threads found inside nerve cells. The chief component of tangles is one form of the protein, tau. In the central nervous system, tau proteins are best known for their ability to bind and help stabilize micro tubules (the cell's internal support structure skeleton).

In healthy neurons, micro tubules form structures like train tracks, which guide nutrients and molecules from the bodies of the cells down to the ends of the axons. In cells affected by Alzheimer's these structures collapse. Tau normally forms the “railroad ties” or connector pieces of the micro tubule tracks. However, in Alzheimer's tau can no longer hold the railroad ties together, causing the micro tubule tracks to fall apart. The collapse of the transport system first may result in malfunctions in communication between nerve cells and later may lead to neuron death.

In Alzheimer's, chemical altered tau twists into paired helical filaments (two threads wound around each other). These filaments are the major substance found in neurofibrillary tangles.

– “PROGRESS REPORT ON ALZHEIMER'S DISEASE,”

NATIONAL INSTITUTE ON AGING, 1999




______
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The house next door on 14th Street belonged to Mr. Rice, who had grandfatherly ways. His house was close to a street barren of sidewalks and curbs. The backyard had a large chicken house and the fence line was studded with geometrically perfect beehives. Mr. Rice often ran after his swarming bees with his net and a smoke machine. He shared honey with me.




______




Impressions: This fifty-seven-year-old man who subjectively reports increased word finding difficulties and forgetfulness shows neuropsychological test findings indicative of a cortical dementia and a pattern entirely consistent with early stage Alzheimer's Dementia. This patient shows impaired short term memory and poor episodic memory. He evidenced word finding difficulties both in conversation interaction and on formal testing as well as some difficulty with numerical reasoning and calculations. There is some evidence that there has been an overall intellectual functioning from premorbid level with the patient showing some impairment in practical and social reasoning and judgment. This pattern of deficits occurs within the context of intact ability for abstract reasoning and conceptual thought.

– NEUROPSYCHOLOGICAL EVALUATION




______




What will we do when all the lights are lit? 




______




Genes are made up of four chemicals (bases) arranged in various patterns along the strands of DNA. In each gene, the bases are lined up in different order, and each sequence of bases directs the production of a different protein. Even slight changes in a gene's DNA code can make a faulty protein, and a faulty protein can lead to cell malfunction and possibly disease.

– “PROGRESS REPORT ON ALZHEIMER'S DISEASE,”

NATIONAL INSTITUTE ON AGING, 1999




______




I am being gobbled up in time. The words are under control but the letters that form the words squirm in their own directions. 


Many times I watched Mr. Rice grab a chicken by its legs and carry it to a large stump in his backyard. He threw the chicken on the stump and whacked off its head. The chicken jumped around on the grass for several minutes while blood turned its feathers red.


The large rosemary bushes were awash with blossoms, splashy blue and subtle white. These were plants beautiful to observe in the spring when winter was mild, and as I inspected their small flowers and richly aromatic foliage, I was conscious of the plant's long history of medicinal use, an irony that was not lost on me. It was said that rosemary was for remembrance.

I called the neurologist to whom my family physician referred me and made an appointment. Several weeks later, I sat in his waiting room with people I knew had to be sicker than me. They were moaning and groaning in obvious pain and discomfort. There were people on crutches and in wheelchairs. The whole place was full of the infirm, the out-of-shape, the terribly ill, and they were all much older than me or in more pain.

In comparison I looked the picture of health and I wondered what they thought of me in their midst. If I had not been dressed so casually, they might have seen me as a salesman come to sell some ointment to the doctor. They must have wondered why I was there and that thought captured me. I was floating in a sea of doubt and I did not know what the outcome of this doctor visit would be, and that may have been the most troubling thing in my mind that afternoon.

I kept watching the clock. Waiting in a neurologist's office must be one of the modern world's more nefarious tortures. The technique of making a patient wait in a doctor's office is something that must be taught in medical school, a way to assure the patient the doctor is in charge and to telegraph how busy and important he is. It may also be a sign of how disorganized and overworked doctors are.

Finally a man in a white coat came into the waiting room and called my name. He had a hurried, brisk manner and he ushered me into a cramped, spare little office. He sat down at his desk and motioned me into a chair opposite him. The only humanizing thing in the room was a set of abstract watercolors on paper pinned to the wall next to the doctor. They turned out to be the work of his children.

The neurologist chatted for a while, outlining what he would do that day during the office visit. He began asking a few questions, gathering a wide array of personal information from me. As I talked he kept his head bowed over his notepad, writing with quick assurance, filling it with a dark, wiry scrawl.

“Mr. DeBaggio is a fifty-seven-year-old right-handed gentleman-referred . . . for evaluation of memory loss,” his notes say. “Patient has noted a problem with naming objects, onset about one-and-a-half years ago. Initially felt it was stress related but now is not sure. He is in the greenhouse-plant business and is having trouble remembering plants' names. Also however, may think of something that he needs in another room; may go into that room but then forgets why he went there. Believes this goes along with the naming problem.”

The questioning continued for some time, covering my past medical history. The doctor learned what vitamins I took. Under family history/social history, he noted: “Married and has one son. Does not smoke. Drinks one-half glass of wine with dinner. Mother died of colon cancer and father died of heart disease.”

The doctor stood up and walked over to the examining table and picked up a white hospital gown that lay there. He handed me the garment and asked me to undress and put on the gown. He left the room, saying he would return soon.

I changed into the hospital gown, a piece of clothing with which I was totally unfamiliar. It was style-less and not cut for warmth; the back was open and the room was chilled by air-conditioning. Garments like hospital gowns were undoubtedly designed to humble any person wearing them. I sat on the examining table, swinging my feet, waiting for him to return.

When the doctor returned, he asked me to stand and commenced an abbreviated physical exam. “Pleasant gentleman in no acute distress,” his notes read. “Normal body habitus. Vital signs revealed a blood pressure of 140/80 with pulse of 70 and respiratory rate of 12. . . . Mental status resting revealed patient to be awake and alert.”

Soon the type of questions changed direction and began to explore the workings of my mind in simple quick ways. Did I know where I was; what year was it; what month and day of the week? Then the doctor asked me to name the presidents of the United States, starting with the present officeholder and working backward; I got as far as Carter and he asked me to stop. “Simple and more complex calculations were intact,” his notes say. “Could not reverse a five-letter word but could reverse a four-letter word. Short-term memory was three out of three objects immediately and one out of three objects after five minutes.”

The most humiliating moment of the day occurred when I was asked to count backward from 100 by 7's. “Got serial sevens correctly back to 86,” the neurologist noted, “subsequently said that he forgot what we were doing and then recalled on his own and then got serial sevens back to 58 correctly.” That first tentative look at how my brain performed chilled me, no matter how much I made light of the methodology. Of course, neither of us knew for sure what caused the problems. The exercise illuminated the extent of how uncertain my memory had become and I found myself thinking I might be in deep mental trouble, but I dared not jump to conclusions quickly in a matter this serious.

There was an avoidance by the neurologist of the dreaded word “Alzheimer's” but it was clearly one of the options being considered. It was necessary, however, to search for other causes that might also produce similar conditions and he told me his secretary would get in touch with me to set up appointments with other specialists.

Later, when I read a copy of his notes, I came across what the neurologist's initial conclusion had been. It was chilling. From just a few simple tests, the neurologist wrote the impression: “Mild dementia versus age-related memory loss plus anxiety. Suspect the former, rule out the latter. Rule out treatable cause.”

Dementia is a word used by specialists in this field to define loss or impairment of mental powers from organic causes, often Alzheimer's. It was clear that the doctor detected from his examination the familiar opening stages of Alzheimer's, but he wanted to rule out other causes. Somehow I remained optimistic.

Before I left the neurologist, he wrote an order for more blood to be drawn from me and I went downstairs and waited a few minutes. I was escorted into a small room and a nurse took four or five additional vials of blood.

Within a few days, the doctor's efficient secretary called to tell me she had made a series of appointments for me with specialists who met the approval of my HMO and I prepared for my round of testing.




______




Two types of Alzheimer's exist: familial Alzheimer's, which is found in families where Alzheimer's follows a certain inheritance pattern; and sporadic (seemingly random) Alzheimer's, where no obvious inheritance pattern is seen. Because of differences in age at onset, Alzheimer's is further described as either early-onset (younger than 65 years old) or late onset (65 years or older). Early-onset Alzheimer's progresses faster than the more common, late-onset forms of Alzheimer's.

– “PROGRESS REPORT ON ALZHEIMER'S DISEASE,”

NATIONAL INSTITUTE ON AGING, 1999




______




I have talked to my son Francesco often about what I am going through. I realized the other day my openness may be a large problem for him. He must be troubled by what he sees happening to me, the slow march of disease that sends me stuttering for words. Yet he is quiet about it, watching me carefully, and searching inside himself for some early sign that my Alzheimer's was passed on to him.


When I shut my eyes at night, before I go to sleep, I am given what I imagine is a tour of my brain. Pictures of the day pass before my closed eyes and I am treated to an abstract phantasmagoria: bouncy colored lights, mountains in fantastic colors, pictures that resemble the landscape of the moon seen from a slow-moving vehicle. It is as if a television camera tuned in my brain to show me sights streaking across an inner sky. It is a moving canvas I see on which a painter delights in mixing colors and then throws them into my sleepy mind. Some nights the visual pyrotechnics are so strong it is difficult to get to sleep, something that has never happened to me before. Eventually the random shapes begin to take form and recognizable objects and scenes appear. I detect a story but then I may be asleep, or am I?

My family was surprised that the white house on 14th Street held wartime history. Mr. Cushman, the former owner, was an air raid warden and left his heavy white metal hat used during lights-out warnings. I never found the whistle but I was glad when the air raid warnings stopped and normalcy returned.


Almost all familial Alzheimer's known so far has an early onset, and many cases involve defects in three genes located on three different chromosomes (Chromosomes 1, 14 and 21). For example, if a person inherits one of these mutated genes from his or her father or mother, then that person is almost 100 percent certain to develop Alzheimer's at an early age.

– “PROGRESS REPORT ON ALZHEIMER'S DISEASE,”

NATIONAL INSTITUTE ON AGING, 1999




______




I am writing in a panic, racing against an insidious disease that gobbles memory and ends up destroying life. 
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Joyce is much more than my wife, and always has been. Primarily she is a printmaker. As an artist, she is a trained observer; minutia sometimes appears to be her first love. She scrutinizes me now more than she did several years ago.

At times she is my translator and word finder when my mind slinks away from the job it was hired to do. At this stage in the disease, life is normal; only in subtle ways am I different than I was a few years ago. Joyce and Francesco pick up these subtleties in a way that even friends might not. What is happening is hidden inside my brain and it will take time for it to be fully noticed.

Joyce grew up in a family of secrets and few words. She was not scared by her father's or mother's ways, but stripping to her soul in public is not her style. I am in the early stages of the disease and with few minor exceptions our lives are not much different than they were fifteen years ago. I drive the car, prepare my share of suppers, go grocery shopping, and do chores, but it would be inaccurate to say that Alzheimer's has not touched us.


The little white wooden structure next to the house became Santa's workshop during October, November, and December. My father spent most of his weekend and much time after dinner closeted in his workshop during this time. He made everything from shiny wooden blocks in a variety of shapes to a large and elaborate dollhouse. The dollhouse was for Mary Ann, for whom my father made tiny furniture and carpeted the floors. I received Tinkertoys, Erector sets, and model trains, the kind of toys introduced to a generation of boys to ignite their interest to change the world around them. Mary Ann received baby dolls, miniature cooking utensils, and clothes made by my mother. It was during this time my father began to place large, colorful Christmas scenes on the front lawn.


A new world greets me every morning now. I will never see myself or the world the same way. I must cling to optimism and avoid depression, but today I am so shattered I can hardly hold a word, phrase, or sentence long enough to acknowledge it and put it on paper. It is as if I received a death sentence and I have to begin a circumscribed life in a prison of fear. I see myself differently, almost as if a death ray penetrated me. I look in a mirror and discover I am crying.


My father and I discovered tin juice cans neatly stacked in the white shed next to our house. We flattened them and my father took them to the grocery store to exchange for additional ration stamps.


I am still stunned by Joyce's reaction to my diagnosis. Though it is no wonder, she sprang at the doctor verbally. She heard a stranger abruptly inform her to prepare for an end to her life with me, a physically agonizing termination and brutally drawn out. Lacking was an explanation of his conclusions, what was known and what could be done. Instead, fires of miscommunication burned out of control. Sorrow without tears is an empty emotion. A scream is worth a thousand words sometimes.

Joyce was brave with echoes of her days on picket lines, and anger filled her body with consternation. She erupted with swinging questions. She wanted explanations, not statements that the doctor didn't know the person who had conducted the tests. It wasn't that she didn't believe the tests, she wanted knowledge to give her understanding. She was not going to let this M.D. off the hook with a smile and a prescription. I watched as she swirled in early bereavement and lashed out for answers and cures that were the province of darkness.


My life was imaginative, rich, and filled with make-believe cowboys. From nearly the day I moved into the house on 14th Street in Arlington, I rode sawhorses into the dusty West. I was loaded with Western regalia, especially red bandannas. A cap gun was holstered on my thigh, and a big wide-brimmed hat kept the sun from my eyes.

This eager, athletic imaginative life was fueled by radio programs filled with Western derring-do. Tom Mix, Tex Ritter, Hopalong Cassidy, Gene Autry, and the Lone Ranger were just a few of the fighters for law and order in that imaginative Wild West of radio drama. During the day I galloped without horse across the grass of the neighborhood, substituting my small legs for the horse's.

Soon my infatuation with cowboys languished and I jumped from the Wild West to a wider plane, intergalactic space with Captain Video.


Words slice through my mind so fast I cannot catch them and marry them to the eternity of the page. There is nothing else in my life now but this disease that leads to death. I am fixated on it, captured by it, and I can't win back my freedom. 


Lives coast on memory. 


It was difficult to find basics like sugar and meat in the grocery store. Bottles of real maple syrup were scarce but necessary for pancakes. One day my father took me to the grocery store and saw a friend who worked there. They talked for a moment and the friend went into the back room. He returned quickly with a bottle of maple syrup. Small things like real maple syrup built warm friendships lasting many years.




______




The use of functional magnetic resonance imaging (MRI) has enabled researchers in two new studies to gain a better understanding of how the brain creates memories . . . In one study focusing on visual memory, individuals given an MRI scan while viewing color pictures were later asked to identify which senses they recognized in a new series of pictures. The other study tested word recognition: after viewing a number of words while undergoing an MRI, subjects were asked to identify them by meaning or appearance. In both studies, the MRI scan revealed greater activity in certain regions of the brain as subjects viewed items that were later recognized.

These findings confirm that different kinds of memory are stored in different parts of the brain. Such knowledge can help explain memory formation, as well as provide insight into the processes that underlie memory disorders— which may allow scientists to identify where problems develop in the memory process and in turn devise treatments that bypass damaged areas.

– SCIENCE, AUGUEST 21, 1998,

JOHNS HOPKINS WHITE PAPERS




______




Some days when I get out of bed, I feel I have more in common with my inscrutable cats, those noble animals who look into your eyes and appear to know everything in your soul. Sabina is in my lap now as I write. I thought I would never say such a thing, but she is as fine a companion and nurse as I know. Now she watches me carefully all night, caring for me as I had cared for her.

Several years ago she was overmedicated by a young veterinarian-when he cleaned her teeth. She returned to us near death. I watched her shivering, bewildered, and frightened, hiding from us. Watching this cat struggle was as teary an event as being diagnosed with Alzheimer's.

Sabina came back from dying, a feat so powerful I still search her for signs that she might have returned from a secret world with a message of healing for me.


There are days I never expected, days of sorrows, frustration, and bewilderment. 
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Friends often ask me unanswerable questions after I tell them of the Alzheimer's diagnosis. “Are you certain of the diagnosis?” “It can't be true. You look so healthy; the doctors have made a mistake.”

It does look and feel like Alzheimer's in its beginning stages, but it is not something I have had before; this is no simple memory loss that rest and recreation improves. Does it matter what is causing my memory to fail me? Probably not. If all the doctors are wrong, it won't make any difference. I am going to live as long as I can; that has always been my goal. I am also a realist and I have begun to adjust my life so each day has a structure to it, and a purpose: to enjoy every minute I can and to focus on the work I love with herb plants, and with words. I want to write the truest sentences I can in the hope my words give others the sense of struggle and joy I feel.


I have wasted precious weeks trying to put the right words together to tell a story of a man entangled in his own death. I have searched for the potent words that announce my coming departure, but I cannot find them. 
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