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This book is dedicated not just to the millions of
people with Alzheimer’s disease, but also to the
millions more responsible for their care.
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Foreword

DAY IN AND day out, Alzheimer’s disease touches every aspect of the life of both the person with the illness and the caregiver, many times impacting the caregiver’s physical and mental health radically. The reality is, the caregiver—whether he or she is a spouse, adult child, relative, or friend—is the single most challenged, misunderstood, and ignored participant in the care and treatment of a person with Alzheimer’s disease. In this book, Porter Shimer gives caregivers a guide for their journey along the bumpy, winding, and ever-changing road of dealing with a person who has Alzheimer’s. From choosing the right physician to investigating traditional and alternative therapies, Shimer focuses on supplying caregivers with the essential information and tools necessary to navigate the appropriate course for themselves and the loved ones in their care.

The caregiver is the all-important link between the patient and physician. In fact, it is the caregiver who ultimately provides the physician with the most valuable insights and information necessary to reach a diagnosis. It is also the caregiver who makes it possible for his or her loved one to stay in a comfortable home environment for as long as possible, as well as providing support to the medical and nursing staff of a long-term care facility. Unfortunately, the caregiver is often left out of the most crucial decisions and meetings, resulting in a sense of inadequacy, frustration, and overall loss of control. While we search for treatment options and, eventually, the ultimate cure for this devastating disease, we must first and foremost never forget the caregiver.

All the medications, tests, and advances in treatment are of no use if we don’t accurately diagnose the disease in the first place, and in many cases this is only made possible by carefully listening to the caregiver; something many physicians fail to do.

I often equate this to a pediatrician diagnosing a 3-year-old without any input from the parent or caregiver. Obviously, this is not the treatment method chosen by pediatricians. Why, then, do physicians treating Alzheimer’s disease continue to ignore their most valuable resource for proper diagnosis and treatment? We must look at geriatrics as a mirror image of pediatrics.

Following the diagnosis, identifying the treatment, care, and emotional needs of both the patient and his or her caregiver is crucial. Even more important, the entire health care team must include the caregiver as an essential partner. This allows the caregiver to feel comfortable making decisions for the loved one as the disease progresses and their lives change and evolve.

It is my belief that until we have a cure for Alzheimer’s, we must have caregivers! This book provides the information, the insight, the compassion, the hope, and the guidance that all those with the important but difficult job of caring for someone with this disease need.

—Juergen H. A. Bludau, M.D., C.M.D.,
medical director, Joseph L. Morse Geriatric Center
and the Institute for Geriatric Research & Training
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Introduction

WHEN RONALD REAGAN announced he had Alzheimer’s disease in November 1994, 5 years after the completion of his second term in office, the illness went from relative obscurity to worldwide prominence in the brief time it took the former president to deliver his speech. “I now begin the journey into the sunset of my life,” Mr. Reagan said, and with those words a journey began for all of us toward a better understanding and appreciation of this difficult disease.

“The Great Communicator” had done it again, this time alerting the world to an illness with potential for becoming one of the most pressing health problems of the twenty-first century.

Unsustainable is the word David Banks of the Food and Drug Administration’s Office of Special Health Issues has used to describe the costs Alzheimer’s disease could impose on the U.S. health care system in the years ahead if allowed to continue at its present pace. Already the medical costs of Alzheimer’s disease (AD) are $100 billion a year, making the illness our third most costly malady behind only heart disease and cancer. These costs should be considered meager, however, compared to what they’ve been projected to be as increasing numbers of us succeed at extending our life spans, Banks says. Our odds of developing Alzheimer’s reach 1 in 10 by the age of 65 and increase steadily until they are almost 1 in 2 at age 85.

At its current rate, Alzheimer’s disease will afflict 14 million Americans—triple its current number—by the middle of this century, Banks says. This number will be a severe strain not only on the U.S. health care system but also on the financial resources of AD patients and their families. Already the average cost of caring for someone with AD is $12,500 a year even when the patient lives at home, a figure that comes to $174,000 over the course of an average patient’s lifetime. When full-time professional care is needed outside the home, the average cost is $42,000 a year but can exceed $70,000 in some areas.

But health officials have recognized this impending crisis, and efforts now are under way to conquer this illness as never before. The Alzheimer’s Association alone has awarded more than $100 million in research grants since 1980, and this figure says nothing of the millions more being raised by charities, and the millions on top of that being invested privately by pharmaceutical companies hoping to profit from finding effective treatments and ultimately a cure.

PROGRESS IN THE MAKING

“Big deal,” you say? None of this is going to pay off in time to be of much help to you? Don’t be so sure. Many experts predict major treatment breakthroughs, and maybe even a cure for Alzheimer’s disease, within the next 5 to 10 years. As we’ll be seeing in the pages ahead, progress in all areas of Alzheimer’s research isn’t just moving forward—it’s “accelerating,” according to the National Institutes of Health in their latest progress report on Alzheimer’s disease. “We’ve been able to learn more about this disease in the past 30 years than has been known in the last 3,000 combined, and much of this in the last few years alone,” says Daniel Kaufer, M.D., director of the treatment clinic at the Alzheimer’s Research Center at the University of Pittsburgh. “We had our first real breakthrough discovery in 1998, and our knowledge has been advancing exponentially since then.”

As a result of these discoveries, we now have medications that can minimize AD’s symptoms and possibly even slow its progression, but soon these could be joined by other drugs that will halt or even reverse development of the disease, Dr. Kaufer says.

Also exciting has been evidence that certain “do-it-yourself” approaches also may be effective at combating Alzheimer’s disease—things such as diet, exercise, stress control, certain herbal remedies, and even the good old maxim to “use it or lose it.” As we’ll be seeing in chapter 7, research suggests that keeping our brains active may help strengthen resistance to AD or at least lessen its impact.

We’ll be looking at all of these encouraging developments and more in much greater detail as this book unfolds, but as bright as the future may look in terms of treatment and even a cure for Alzheimer’s, we still need to learn to deal with the disease in the present. The upcoming miracles of modern medicine aren’t going to help get your ailing mother to bed tonight, or you, either, so consider it the primary goal of this book to help us all deal with AD in the here and now.

“With all we’ve learned about Alzheimer’s, there’s still no substitute for good old-fashioned TLC when it comes to assuring a patient the best possible quality of life,” says Avrene Brandt, Ph.D., a consultant to the Alzheimer’s Association and the author of Caregiver’s Reprieve. What Dr. Brandt is talking about is caregiving—learning to manage this difficult disease on a day-to-day, breakfast-to-bedtime basis.

What will loving caregiving require? A lot, but simply preparing yourself ahead of time will go a long way toward meeting this challenge. Yes, there will be times when you’ll feel overwhelmed by your caregiving role, and perhaps as confused and frustrated as the person under your care, but this book will help you get through those times. You’re also likely to have more concrete concerns, such as the best options for professional care outside the home when that time comes or how to get your loved one’s financial affairs in order—we’ll help you with those issues, too.

Our goal in these pages is to help you take care not just of your ailing loved one, in other words, but also yourself. And it’s important that you do, because the health of your loved one will depend on it. You may expect to encounter that as a recurring theme throughout this book. Just as Alzheimer’s can whittle away at the well-being of those who have it, it can chip away at the well-being of the caregivers, and you’ll need to protect yourself from this danger to be of optimal help to the person receiving your care. “Caregivers need to realize they’re human, and that caregiving doesn’t have to require total self-sacrifice and perfection,” Dr. Brandt says. “Each caregiver has a limit to how much he or she can do, and it’s important for caregivers to know when this limit has been reached.”

WHY THE ROAD CAN BE SO ROUGH

What is it about Alzheimer’s disease that can make the caregiving role so challenging?

If you’ve already had some experience at it, you know. If not, maybe the results of a recent survey will give you a rough idea. A survey done by the Alzheimer’s Association in 1996 found that the average amount of time primary AD caregivers said they were spending at their responsibility was 100 hours a week; even caregivers working full-time jobs reported spending an average of 40 hours weekly. Three-quarters of these caregivers reported being regularly deprived of sleep by their duties, not surprisingly, and nearly half confessed to occasionally feeling depressed.1

Indeed, as exhausting as taking care of someone with AD can be, its emotional aspects may be the most arresting of all. “It can be very frightening to see a loved one who looks the same but doesn’t talk or act the same,” says Steven T. Dekosky, M.D., the director of the Alzheimer’s Research Center at the University of Pittsburgh. “It frightens people because it represents a loss of self.”2

Caring for someone with AD also can be scary because of the emotions it arouses in such unexpected ways, says Dr. Brandt. “People may be prepared to experience feelings such as sadness, worry, or frustration as caregivers, but not resentment, jealousy, or anger to the point of rage.”

Such negative emotions can occur, however, as your caregiving role may cause you to feel your own life slipping away as you pursue what can feel like a thankless and even useless task. For indeed, people with AD may not always appear as appreciative as they may inwardly feel. They also can act in ways that are totally out of sync not just with their usual personalities but also with what’s acceptable by society. Patients may exhibit inappropriate sexual behavior, for example, or make ungrounded accusations, or subject those around them to verbal or even physical abuse. There are biological reasons for these behaviors, as AD can begin to destroy sections of the brain that normally keep such actions repressed, Dr. Brandt says, but the results can be nonetheless challenging to manage from an emotional as well as a physical standpoint.

“We tend to think of Alzheimer’s as causing patients to become passive and withdrawn, which it can,” Dr. Brandt says. “But it also can cause patients to become extremely anxious as they try to come to grips with their mental declines. The result in some cases can be aggressive or even violent behavior as patients seek an outlet for their frustration and fear.”

People with Alzheimer’s can also exhibit a strong desire for an independence they can no longer handle, causing them to exhibit “minds of their own,” even though those minds may have ceased to function competently long ago. “Patients simply may not want to be helped in ways that we as caregivers want to help them,” Dr. Brandt says, “and this can add a tremendous strain to the already very difficult caregiving role.”

“COLLATERAL DAMAGE”

You as a caregiver, in other words, are in a position in some ways even more risky than your ailing loved one. If this book had been intended just for the benefit of the estimated five million Americans who suffer from Alzheimer’s disease directly, it might have been half as long and twice as easy to write. But its scope has had to be much larger than that because Alzheimer’s is a disease much larger than that. The number of people who have Alzheimer’s disease might be considered just the tip of a much larger iceberg, in fact, given the millions more who, as caregivers, are affected by the disease.

“Collateral damage” is the term David Hyde Pierce used recently when speaking before the U.S. Congress to describe the far-reaching effects AD can have on family members and even friends, and it was from personal experience the actor spoke.3 Hyde Pierce, who plays the eccentric psychiatrist Niles Crane on the popular TV sitcom Frasier, was hoping to inspire the federal government to up its ante for AD research, so it wasn’t laughs he was looking for as he described how the disease had taken the mind, and eventually the life, of his grandfather several years before. Hyde Pierce spoke of how hard the experience had been not just on him personally but also on his entire family and even friends.

At last count, an estimated 19 million Americans said they have a family member with AD, while 37 million said they know someone with the disease, virtually all of whom stand to be affected by their involvement with AD in some way.

FUEL FOR FAMILY FIRES

As caregivers may begin to feel the strain of their commitment, so, too, can family members who may feel neglected by the person whose time is being so dominated by the caregiving role. Making matters worse, the caregiver may in turn feel guilty for this perceived neglect. “Some very difficult and complicated situations can develop within families when someone in the home has Alzheimer’s disease,” says Andrew Smith, M.S., a counselor in private practice who specializes in gerontological psychology in Allentown, Pennsylvania. Not only may there be accusations of neglect passed around, but the disease can cause a disruption of basic family structure, Smith says. “Children can find themselves in the uncomfortable position of having to parent their parents, for example, or a once-passive spouse may be forced into a leadership role when the decision maker of old is no longer capable.”

Then, too, Alzheimer’s can rekindle old fires among family members in situations where it’s felt that the responsibilities of caregiving should be shared, Smith adds. “If there are any hot spots that exist between family members, there’s a good chance the onset of Alzheimer’s will cause them to ignite.”

We’ll be examining the potential for such family conflicts in greater detail later in this book, and we’ll be hearing from experts on how best to deal with them. Should the advice fall short of what you might need, however, never feel afraid or ashamed to seek additional help from a qualified counselor. This is especially true given the adverse effects emotionally volatile environments can have on people with Alzheimer’s, Smith says. “Even in later stages of the disease when patients may seem quite unaware, they often are much more cognizant than we may realize and hence vulnerable to the stress they perceive around them.”

THE GAP THIS BOOK WILL BRIDGE

If it sounds like a full plate you’ve got ahead of you as a caregiver for someone with AD, it will be. While we’dlike to be able to tell you that all the information you’ll be needing in the months and years ahead will be coming readily from your loved one’s doctor, a recent survey suggests it may not. A survey of 376 caregivers and 500 primary care physicians sponsored by the Alzheimer’s Association found that a “major communication gap” exists between these two groups with respect to the amount of information caregivers say they’re receiving regarding Alzheimer’s care from their loved ones’ doctors.4

While most of the doctors surveyed said they readily dispensed the kind of caregiving information families needed at the time of their loved one’s diagnosis, between half and three-quarters of the caregivers said the doctors had not. And with respect to medications capable of reducing the symptoms of AD, 80 percent of the doctors surveyed said they believed in the usefulness of such medications, yet only 32 percent of the caregivers said they had even heard about these drugs from their doctors at all.

“Major communication gaps exist between primary care providers and the families of Alzheimer’s patients,” commented the editors of Harvard Women’s Health Watch on the results of the survey. “As a result, people with AD may not be receiving early treatments that could slow the progression of the disease, and caregivers may not be getting the help they need to cope.”5

“There’s no question it’s a problem,” says Dr. Kaufer. “Doctors aren’t taking the time or using the right language to communicate with caregivers, and caregivers often are simply too overwhelmed at the time of diagnosis to be able to take much of the information in. Caregivers should trust that major efforts already are under way to remedy this situation, however, and we should be seeing a significant improvement soon.”

Be that as it may, please trust that this book also will be doing its best to bring this communication gap to a close. We’ll be leading you through what it takes to cope with this difficult disease from the time of diagnosis to the time Alzheimer’s has run its course, with the goal of keeping you well so you can keep your loved one well. Yes, there will be bumps in the road ahead, but as rough as the going may get, trust that if you travel it having gathered all the knowledge you can, you’ll have done all that’s possible to lessen the burdens of this very demanding disease. Until a cure for AD is found—and scientists feel confident one will be found—quality caregiving supplemented by the most effective and appropriate new treatments is going to have to fill the bill as the closest thing to a “cure” for Alzheimer’s that we have. Whether or not our efforts succeed in extending the lives of our loved ones, at least they will make their lives better, and what more treasured service can we offer than that?

IF YOU ARE THE PATIENT

But what if your interest in this book is not as a caregiver but rather as a patient or possible patient? What signs does the disease show, how early in the disease do they appear, and what’s the best course of action to take?

Trust this book will be answering all of these questions, too. Yes, there are symptoms the disease may show in its early stages, and although they can be subtle at first and easily dismissed or denied, they also can be quite terrifying when they finally appear all too clearly written on the wall.

If you begin experiencing symptoms of what you suspect may be Alzheimer’s disease, your first step should be to see your doctor for an evaluation—and yes, even if you’re “too young” to have this “old person’s ” disease. One type of Alzheimer’s disease, familial Alzheimer’s disease, or FAD, can occur in people as young as their 30s or 40s. Although it constitutes only about 5 percent of all Alzheimer’s cases, it can occur in genetically susceptible families. The important thing is to be tested, for a very simple reason: At least 60 other medical conditions are capable of causing Alzheimer’s -like symptoms, many of which are treatable.

Even if Alzheimer’s is diagnosed, moreover, currently available medications—and some 50 to 60 more being tested—can reduce symptoms substantially if the disease is caught in time. You stand only to gain by undergoing the diagnostic process, in other words, and to lose if you do not. Besides, if a former president of the United States can “own up” to having this illness, so can you. Your life can only improve when you do.


CHAPTER 1


Alzheimer’s Under the Microscope
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When I try to speak, I see what I’m going to say in my mind, but then the words turn around and go farther and farther out of sight, and I can’t pull them back.

—BILL, DIAGNOSED WITH ALZHEIMER’S DISEASE AT AGE 54



MARGARET CAN REMEMBER the color of her first boyfriend’s eyes, but not that red means stop or green means go. George used to be very shy, but now is apt to shout obscenities when reminded that soup is easier to eat with a spoon than a fork. And Greta makes toast every morning for her husband, even though he’s been dead for over 20 years.

So it goes with Alzheimer’s disease (AD), the progressive brain disorder named after the German physician Alois Alzheimer who was first to identify it in 1906. Why does this illness affect the human brain in the strange and unpredictable ways it does, and why does it develop in some people but not others? And how, for that matter, can we distinguish the early stages of Alzheimer’s disease from the absentmindedness and other mental miscues that can come naturally as we age?

We’ll be answering these questions and more in this chapter, and it’s important that we do, because with a better understanding of this disease can come better care and more compassion for those who have it. People who have this disease are not crazy, although they may sometimes act that way. Nor are they being willfully disruptive, mistrustful, unappreciative, or unkind—although they may act in these ways, too. People with AD have a brain disorder that alters their normal ways of thinking, and hence of acting, and that they can control no more than a cancer patient can control a tumor.

So settle in and be prepared to learn what makes this disease such a challenge to scientists and caregivers alike. We’ll start by going back to the beginning to see how the disease was first discovered. Then we’ll go inside the brain of someone with AD to see what the disease actually looks like on a microscopic level. Next we’ll look at the symptoms this damage can cause and how we can distinguish these symptoms from what’s considered normal for the aging process. Finally, we’ll explore what still remains something of a mystery—namely, why this complex disease develops in the first place.

ALZHEIMER’S THROUGH THE AGES

While Alzheimer’s place in the medical spotlight has been relatively recent, with research not beginning in earnest until the 1980s, most experts agree the disease has been around for thousands of years—“probably ever since human beings first managed to extend life beyond about six decades,” says Daniel Kuhn, M.S.W., the director of education at the Mather Institute on Aging and author of Alzheimer’s Early Stages.1 The earliest appearance of what historians believe to be a reference to Alzheimer’s disease dates back almost 3,000 years, to ancient Egypt, when symptoms of age-related forgetfulness were described in a religious text known as the Maxims of Ptah the Holy. A more detailed description of the disease appears again some 1,100 years later in the writings of a Roman physician named Claudius Galen, and by the year 1383 in medieval England comes a short test that experts believe doctors used to diagnose the disease. Patients, for example, would be asked:

“What town are you living in?”

“How many days are in a week?”

“How many shillings are in 40 pence?”2

Not just doctors of yore, moreover, were noticing age-related mental impairment but also writers and philosophers. Shakespeare, for example, refers to old age as being a time of “childishness” and “oblivion,” and Plato is known to have commented to his fellow Greeks that “a man under the influence of old age should not be responsible for his crimes.”


Symptoms we now attribute to Alzheimer’s disease were, for many centuries, thought to be signs of insanity.



Symptoms we now attribute to Alzheimer’s disease were, for many centuries, thought to be signs of insanity. The long-awaited light finally would be shed on AD in 1906, however, when German physician Alois Alzheimer autopsied the brain of a woman who had been suffering from seemingly age-related memory lapses and other mental impairments (dementia) despite being just 50 years old.

ALZHEIMER’S UNVEILED

The woman’s husband, who complained not just of her memory problems but also of her unrelenting and totally unjustified accusations that he was being unfaithful, had brought the woman to Dr. Alzheimer. When Dr. Alzheimer began to study the woman, he indeed had reason to believe that she was not relating to the world in a normal manner. While she could identify everyday objects, she often could not remember them just moments later. She also would use odd phrases such as “milk jug” instead of cup, and sometimes she would stop talking for no apparent reason, suggesting she had lost her train of thought.3

Might there be an organic cause, Dr. Alzheimer wondered, something physically wrong with this woman’s brain to be making her think and act in these unusual ways?

He would be given a chance to find out a few years later when the woman died, allowing him to make the landmark discovery that would begin our journey toward understanding this complex disease. Using a newly developed high-resolution microscope, Dr. Alzheimer viewed a small section of the woman’s brain, unveiling for the first time in history the biological makings of this mysterious disease.

“It is evident that we are dealing with a peculiar, little known disease process,” wrote Dr. Alzheimer of the abnormalities he observed in the woman’s brain.4 He had suspected for some time that declines in mental function prior to old age might be due to physical causes, and now he had what appeared to be proof. Before Dr. Alzheimer’s discovery, age-related dementia—now defined as loss of mental function due to an organic cause—was thought to be a natural consequence of growing older, not unlike facial wrinkles or graying hair. Anything resembling dementia occurring prior to old age was thought to be a form of mental illness. Now, however, it appeared that dementia wasn’t so simple, that maybe it could occur prior to old age, and for reasons Dr. Alzheimer had just seen with his microscope.

Within a few years scientists had a name for the condition Dr. Alzheimer had discovered—“presenile dementia of the Alzheimer’s type”—and finally an illness that had been plaguing humankind anonymously for millennia had been recognized. The candle of knowledge about AD had been lit, and it continues to shed new light even today as scientists continue their search for treatments, better diagnostic techniques, and a cure.

Plaques and Tangles

What actually had Dr. Alzheimer seen under that microscope to convince him he had in fact discovered a “new” disease?

The illustration below may answer that better than words, but we’ll do our best to embellish them nonetheless. Between the nerve cells (neurons) of this woman’s brain, Dr. Alzheimer observed what he called “peculiar formations,” and within the nerve cells themselves he observed what he termed “dense bundles.” The composition of these abnormalities would remain a mystery for many years, as would their role in causing AD’s symptoms, but scientists beginning in the mid-1980s would start to learn a great deal about these intruders and the damage they do.

The “peculiar formations” Dr. Alzheimer had observed between the nerve cells in the woman’s brain, for example, now are known to consist of a type of protein called amyloid that has combined with dead and dying brain cells to form what scientists now call amyloid plaques (see figure 1.1). Not only can these plaques interfere with the normal transmission of nerve impulses within the brain, but they can destroy brain cells within their vicinity, thus fueling the ongoing debate among scientists whether these plaques are more of a cause of AD or an effect.5
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Figure 1.1—Amyloid Plaques and Neurofibrillary Tangles

As for the other abnormality Dr. Alzheimer had observed—the “dense bundles” located within rather than between the nerve cells of the woman’s brain—scientists have found that these also consist partially of dead and dying brain cells plus another type of protein called tau. Now known as neurofibrillary tangles (see figure 1.1), these growths also eventually destroy brain cells, but in a manner different from AD’s amyloid plaques. While the amyloid plaques might be thought of as attacking brain cells from the outside, these tangles do their damage more from the inside. They cause a collapse of the molecular skeleton that neurons rely on not just for structure but also for the transport of nutrients from the body of the cell down to the ends of their tail-like projections called axons. This process not only disrupts the ability of neurons to communicate with one another but also eventually causes them to “starve” to death as vital nutrients cease to get distributed throughout the entire cell.6

Neurons Bored to Death

But these toxic plaques and tangles aren’t the only problems AD poses for brain cells. Some of the brain cells destroyed by these plaques and tangles are responsible for producing important chemicals, called neurotransmitters, that brain cells need to communicate with each other. Without adequate levels of these chemicals, brain cells not only have trouble “talking” to one another but also can begin to deteriorate and even die from the biochemical “boredom” that can result. Much like the people they help comprise, brain cells need to stay active to stay healthy, and AD gets in the way.

The result is a very vicious cycle, indeed, whereby a shortage of brain cells leads to a shortage of neurotransmitters, which in turn harms more brain cells, explains Daniel Kaufer, M.D., the director of clinical treatment at the Alzheimer’s Research Center at the University of Pittsburgh. Not only does this effect on neurotransmitters help explain why AD doesn’t stop once it starts, Dr. Kaufer says, it explains why the cure for AD can’t be as simple as replacing the neurotransmitters that AD depletes. “The cure will need to stop the loss of brain cells responsible for this depletion in the first place,” he says.

As we’ll be seeing in chapter 3, one of the most vital of these neurotransmitters, called acetylcholine, has become the focal point of several drugs currently being used to lessen AD’s symptoms. The drugs work by inhibiting the action of other chemicals in the brain known to cause acetylcholine to break down, thus helping preserve its presence. Results achieved by these drugs thus far have been encouraging in many patients, Dr. Kaufer says, including improvements in memory and speech as well as the ability to perform certain everyday tasks.


Much like the people they help comprise, brain cells need to stay active to stay healthy, and AD gets in the way.



Whether these drugs help slow progression of the disease or just mask its symptoms is still in question, but in some patients taking the medications, development of symptoms does, in fact, seem to slow down as long as the medications are taken on a daily basis. Norma, for example, whose husband was diagnosed with Alzheimer’s 11 years ago at the age of 62, reports that her husband’s condition has remained relatively stable for the past several years. “He still has his good days and bad days,” Norma says, “but all in all he’s been able to remain pretty much the same for the past four or five years, and it’s had all of us, his doctors included, very pleasantly surprised.”

SYMPTOMS—AS VARIABLE AS THE PEOPLE WHO HAVE THEM

So what are the symptoms Alzheimer’s disease is most likely to cause? Maybe you already have an image of someone with the illness in mind—a seemingly lifeless form frozen in a wheelchair, perhaps, or maybe someone wandering down Main Street in bedclothes at midnight.

These scenarios can occur, but they represent extreme cases. It’s true that Alzheimer’s disease can be quite debilitating in its last stages, and it’s also true that as many as 60 percent of patients may experience episodes of wandering from time to time. Just as often, however, the onset of symptoms is gradual and mild, allowing patients to spend their final years in relative peace. “The only thing predictable about this disease is that it’s unpredictable,” says Avrene Brandt, Ph.D., a consultant to the Alzheimer’s Association and the author of Caregiver’s Reprieve. “Not only can symptoms differ widely between patients, but even the same patient can experience a difference in symptoms from day to day.”


A Day in the Death of a Brain Cell

To get a better understanding of how Alzheimer’s disease causes brain cells to die, it helps to understand what brain cells need to live, which they can do for a hundred years or more if all their needs are met. To stay healthy, brain cells need a steady supply of nutrients, they need to be able to repair themselves when they begin to wear down, and they need to stay in communication with one another. The problem with Alzheimer’s disease is that it begins to interfere with all three of these needs. Cellular metabolism, cellular repair, and intercellular communication—all begin to break down as the plaques and tangles of AD start to take their toll. What this means for patients, unfortunately, is that once AD starts, it doesn’t stop. The insidious nature of this illness is that it has the power to destroy the very mechanisms needed to keep it under control.

Scientists have been making encouraging headway in finding ways to stop this progression, however, which we’ll be looking at again in chapter 8 but which we’ll mention quickly here to get you thinking in a positive direction. In a groundbreaking series of discoveries made in the 1990s, researchers learned that nerve cells grow tiny projections that sprout from the surface of the cell like blades of grass. In the healthy brain, these growths pose no problem because two types of enzymes come along, and in a two-step process, clip these growths off in a way that allows them to dissolve harmlessly away.

Not so with Alzheimer’s disease, however. For reasons still being studied, a third type of clipping enzyme comes along and makes the all-important first cut at a different spot, not as close to the base of the growth as the first of the other enzymes would. This action in turn changes where the second cut occurs, and therein lies the problem. The clipping created by this second cut does not dissolve harmlessly away but rather lingers to begin combining with other clippings, and the start of an amyloid plaque—and hence Alzheimer’s disease—is born.

As we’ll be seeing later in this book, scientists currently are working on drugs they hope will prevent this plaque formation by stopping these errant cuts from being made. Some of these medications already have started to be tested in humans. In the words of Kevin Felsenstein, Ph.D., who leads this type of research at Bristol-Meyers, “We’re on the verge now of preventing amyloid deposits from building up, inhibiting the production of amyloid, or actually being able to reverse plaque deposition.” (See chapters 3 and 8 for more on these exciting developments.)7



The reason for this variation remains a mystery but should be considered a testimony to the complexity of the human mind as well as to the complexity of this disease, Dr. Brandt says. What scientists do know about AD, however, is that it typically begins in an area of the brain known as the hippocampus (see figure 1.2) responsible for recent memory and learning. From there it moves on to other sections of the brain in charge of such functions as speech, reading, working with numbers, making sound judgments, and coordinating physical movement.

[image: ]

Figure 1.2—The Brain

There is no set pattern to this course of progression, however, and immense variability between people with AD is the result. While some people with AD may be gradually and only mildly affected, for example, others can experience changes that are sudden and quite severe. And while some people may die within just 3 years of being diagnosed, others have been known to live 20 years and even longer. Studies show that the average life expectancy for someone diagnosed with AD is between 8.5 and 10.8 years, depending on the age they’re diagnosed, but clearly there’s a wide range outside these figures.8 In the words of Lisa Snyder, L.C.S.W., a social worker for the Alzheimer’s Disease Research Center at the University of California at San Diego and author of Speaking Our Minds, “a definition of Alzheimer’s disease needs to be as varied as the particular course it runs in each person who has it.”9

This variability should in no way imply that AD does not have very distinct physical causes, however. As we learned earlier and as figure 1.1 shows, the causes of this disease are very real indeed. There can be a tendency sometimes to think of the illness as being “all in the mind,” but nothing could be further from the truth. Scientists suspect that the cellular changes in the brain responsible for AD may begin long before symptoms of the disease actually appear—several years, in fact—so the illness certainly has established a firm and very real base before beginning to interfere with a person’s life.10

Signs to Look For

As much as AD’s path can be different for each person, however, scientists have identified certain symptoms as characteristic of the disease that can help loved ones decide whether further testing might be needed. Not all of these symptoms must be present, keep in mind, nor do they need to occur every day for there to be cause for concern. The key is to look for changes from what has been normal











	In addition to the 4 million Americans estimated to have Alzheimer’s disease, another 19 million are family members of someone with AD, and nearly twice that many—37 million—say they know someone with the disease.

	Alzheimer’s disease afflicts approximately 10 percent of all people over 65 and nearly half of those over 85.

	Women appear to be at a greater risk for developing Alzheimer’s disease than men, even when their longer average life span is taken into consideration.

	A rare type of AD called familial Alzheimer’s disease (FAD) can develop in people as young as their 30s.

	Complications caused by Alzheimer’s disease are estimated to constitute the fourth leading cause of death among adults in the United States behind heart disease, cancer, and stroke.

	People diagnosed with Alzheimer’s disease after the age of 65 live an average of 8.5 years while those diagnosed before the age of 65 live an average of 10.8 years. Some people have been known to live as long as 20 years after being diagnosed, however, while others have died within just 3 years.

	According to some estimates, 60 percent of people with Alzheimer’s disease have not yet been diagnosed.

	More than 70 percent of people with AD live at home, and although family and friends provide three-quarters of their care at home, the remainder costs an estimated $12,500 annually.

	Half of all patients in nursing homes have Alzheimer’s disease or a related condition.

	The average yearly cost of nursing home care is $42,000 but can exceed $70,000 in some areas.

	The average lifetime cost of caring for someone with AD has been estimated at $174,000.

	Unless a cure or effective preventive strategies are found, the number of people with Alzheimer’s disease will more than triple to 14 million within the next 50 years.

	Worldwide, an estimated 22 million people will have AD by the year 2025.

	Alzheimer’s disease costs American businesses an estimated $33 billion annually—$26 billion due to lost productivity of caregivers and $7 billion related to costs of long-term care.11










	“At the beginning, I didn’t realize what was happening,” says Bob, a former mechanical engineer, diagnosed with AD at age 70, who had once helped design lunar modules for NASA. “It was 3 or 4 years before I realized there was a problem. It’s not something that comes up and hits you in the head right away.”

	Bea would have to disagree. Diagnosed at age 75, Bea had been made aware of her disease in a way that was quite noticeable indeed. While driving into town to get her hair done one day, she failed to make a turn at an intersection and drove straight ahead into oncoming traffic instead. “It was the first time I knew anything was wrong,” she would later report. “It was terribly scary,” she said, and it would be her last time at the wheel.12























Symptoms Can Be Hard to Accept—and Camouflaged, Too










AD AND DEATH












	While people with age-related memory lapses may forget parts or details of an experience, people with Alzheimer’s frequently forget experiences entirely.

	While people with age-related memory problems may forget things temporarily but remember them later, things forgotten by people with Alzheimer’s usually are forgotten for good.

	While someone with age-related memory impairment usually is able to follow written and spoken directions, a person with Alzheimer’s disease usually is not.

	Self-care rarely is a problem for someone with age-related memory problems, but self-care usually does become progressively more difficult for people with AD.





THE CAUSES OF AD: STILL UNCERTAIN AFTER ALL THESE YEARS











Risk Factors






Advancing Age


A History of AD in the Family


A History of Head Trauma


Lack of Mental Stimulation


Down’s Syndrome


“Possible” Risk Factors






Female Gender


Strokes


Environmental Toxins


Smoking


Free Radicals


Diet


Lack of Exercise







Depression








Race and Ethnicity
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