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DO YOU KNOW …


	How simple memory aids can make a big difference?

	How reality orientation helps people who are severely confused?

	What to try to relieve feelings of anxiety and nervousness?

	What is one of the best ways to handle wandering?

	What never to tell a person with Alzheimer’s?

	Which strategies work best to maintain a balanced diet?

	How a social life is possible … and important?

	How an adult-day-care center can be a lifesaver … for both patient and caregiver?

	How to evaluate your own emotional state as a caregiver?

	What to do if you, the caregiver, get depressed or overstressed?
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Foreword

Caring for a person with Alzheimer’s disease requires emotional strength and stamina, courage, and fortitude. In a very real sense, the caregiver—spouse, child, sibling, other relative, in-law, friend—is as much a victim of the disease as the person who receives the diagnosis. Shock, denial, fear, depression, and feelings of rage or helplessness are common reactions to learning that a loved one has the disease; these feelings must be accepted and eventually overcome so that everyone involved can proceed with the familiar routines and new challenges of daily life.

When Someone You Love Has Alzheimer’s Disease can serve as a guide and companion during this difficult time. This book presents practical strategies for helping with the many memory, communication, mood, behavior, physical, and medical problems that are symptomatic of the disease. In addition it offers advice on planning for the future—financial and legal considerations, as well as what to do when home care is no longer possible. A comprehensive chapter on resources enables the reader to contact numerous organizations—both national and local—that can offer in-depth help in all these areas.

Although this book clearly offers much-needed assistance to the caregiver today, it is my hope that in the future it will no longer be needed. Recently much research in laboratories around the world has led to major breakthroughs in our understanding of the possible causes of Alzheimer’s disease. This new knowledge is leading to the development of better diagnostic tests and has pinpointed targets for new treatments and therapies to delay the onset of the disease and ultimately prevent it from developing. Today’s caregiver may take comfort in knowing that although Alzheimer’s disease is taking a toll on a spouse or parent now, there is every reason to believe that research will lead to the treatment and prevention of Alzheimer’s disease in the future.


Allen D. Roses, M.D.
Jefferson Pilot Corp.
Professor of Neurobiology and Neurology
Chief, Division of Neurology
Duke University Medical Center
Durham, North Carolina




Introduction

Mary was engaged in one of her favorite activities—doing the crossword puzzle in the daily paper. “I don’t know what’s the matter with me,” she said to her husband, Jerry. “The clue is ‘ “Blank” Velvet,’ the name of a song. I know the first word is a color, but I can’t remember what it is.”

“Well, it’s not as bad as forgetting the name of our mailman, which you did yesterday,” Jerry teased. But beneath his teasing tone, Jerry was worried. Mary’s memory lapses were occurring more frequently. Something was wrong with her, and that realization frightened him.

Mary is in the early stages of Alzheimer’s disease, a devastating illness that ultimately leads the sufferer to a state of total dependence on caregivers. The most insidious aspect of the disease is that it begins almost imperceptibly; moments of forgetfulness, among the first symptoms, are easily attributed to distraction, emotional upset, or simply a “normal” part of aging.

But there is nothing “normal” about Alzheimer’s. It is an organic brain disease that takes a tremendous toll on the person with the illness, the caregiver, and society at large. Currently more than four million Americans suffer from Alzheimer’s. The prevalence increases dramatically with age. People age sixty-five to seventy-four have a one in twenty-five chance of having Alzheimer’s; for those age eighty-five and older this likelihood rises to a staggering nearly one in two chance. This eighty-five-plus age group is the most rapidly growing sector of the American population, which means we may expect a dramatic increase in the overall number of people with Alzheimer’s in the coming century, unless preventive treatments and cures are discovered.

Alzheimer’s disease affects the cells of the brain, producing progressively severe intellectual impairment. At first the individual experiences only minor and almost imperceptible symptoms that may be attributed to emotional upset or other physical illnesses. The person may forget to turn off the oven, misplace things, recheck to see if a task was done, or repeat already answered questions. As the disease progresses, memory loss increases and other changes, such as confusion, irritability, restlessness, and agitation are likely to appear. Judgment, concentration, and speech may also be affected.

There are many different patterns in the type, severity, and sequence of changes in mental and neurological functioning that result from Alzheimer’s disease. Although the symptoms are progressive, there is great variation in the rate of change from person to person.

During the early stages the person with Alzheimer’s is likely to be aware that his or her mental faculties are becoming impaired. This realization can be agonizing to the person with the disease and may trigger depression and other mood changes. The decline may also have terrible emotional consequences for the spouse and children of the person with Alzheimer’s, especially when they are the caregivers.

During the later stages Alzheimer’s can cause complete dependency. The person with Alzheimer’s may eventually lose the ability to walk and to eat and swallow, and may need round-the-clock care at home or in a nursing facility.

THE DIFFICULTY OF CAREGIVING

Caring for a person with Alzheimer’s takes courage and fortitude. As the National Institute of Aging points out, the caregiving burden is not simply a matter of money, though care can be costly, especially when patients are repeatedly hospitalized during the course of their illness. In addition active caregivers, as well as family members and friends who take on part of the caregiving responsibilities, may suffer from depression, exhaustion, isolation, and increased health problems. For example, Peter told himself, “I’ve had it. Mom is getting worse and worse. I feel as though I can’t stand the sight of her anymore. Then I feel guilty.” Peter eventually decided to ask his sister to share in caregiving so that he could take some much-needed time for himself.

If you are a caregiver, you may be reluctant to ask for help, feeling that the person with Alzheimer’s is your responsibility or that you must be stoic and handle everything yourself. These are mistaken beliefs. All caregivers can benefit from support from others and from the practical information contained in resources such as this book. No one has to “go it alone.”

HOW THIS BOOK CAN HELP

This book can help you in three very important ways. First, When Someone You Love Has Alzheimer’s lets you know that you are not alone in your feelings, frustrations, and difficulties. No matter how much you may love a person with Alzheimer’s, there will be times when you lose patience or feel distraught, angry, and helpless. This book will help you understand that such feelings are perfectly normal, and not a cause for guilt or self-recriminations.

You’ll also learn how others like yourself use specific techniques to help the person with Alzheimer’s live as full a life as possible through each stage of the disease. This book contains practical strategies for dealing with the stressful symptoms of Alzheimer’s, including memory loss, behavior problems, and physical dysfunction, and explains the roles of proper nutrition and exercise in helping to lessen the severity of some symptoms.

Finally, this book provides suggestions for ensuring your own health and well-being by asking for help from others. It also gives you important information about financial and legal planning for the future.

Chapter 1 covers your role as a caregiver and describes the many responsibilities you will need to undertake during the course of the disease. You’ll also learn what to expect after a diagnosis of probable Alzheimer’s disease is made.

Chapter 2 answers the most commonly asked questions about Alzheimer’s disease, including how it is diagnosed, the symptoms, and treatments that may help alleviate symptoms. It also covers the steps entailed in enrolling the person with Alzheimer’s in studies to test experimental treatments.

In chapter 3 you’ll learn strategies for coping with the memory and communication problems that can be among the most difficult for caregivers to handle. Techniques will include the use of memory aids, exercises to help the person stay oriented in the environment, and strategies to improve communication skills, which are often affected by memory loss.

Chapter 4 presents techniques that help alleviate mood and behavior problems. You’ll learn how to reduce the person’s feelings of depression, anger, or listlessness; how to handle suspiciousness and hallucinations; how to respond to combative or inappropriate behaviors such as clinging, making constant demands, losing or hoarding things, and repetitive actions.

Chapter 5 offers strategies for helping with physical problems so that the person with Alzheimer’s is as safe and comfortable as possible in the home and community. Physical aids that assist in maintaining balance and coordination are covered. Techniques for helping with personal hygiene and incontinence are also addressed.

Chapter 6 covers your role in helping to manage the person’s medical problems, such as vision, hearing, dental problems, and pain. Medications that are sometimes prescribed to treat symptoms are covered. This chapter also contains a section on selecting a physician and other health professionals who are experienced in caring for people with Alzheimer’s disease, and what to do if hospitalization is required.

Chapter 7 covers the importance of good nutrition in helping to reduce the severity of certain symptoms. Meal planning and preparation tips are offered, as well as information on helping with eating and swallowing.

Chapter 8 discusses the benefits of exercise, socializing, and other activities in helping the person with Alzheimer’s make the most of his or her remaining years.

Chapter 9 provides guidelines for making other living arrangements, such as a nursing home or other long-term care facility, when appropriate. The types of facilities available and tips for evaluating them are discussed.

Chapter 10 covers the financial and legal issues you must consider when the person for whom you are caring can no longer handle these matters. Concepts such as power of attorney and living wills are discussed, as well as other documents you will be asked to complete on the other person’s behalf.

In chapter 11 you’ll learn strategies for coping with the emotional and physical stresses of caregiving so that you can stay healthy and avoid burnout.

Chapter 12 is a Resource Guide that includes names, addresses, and phone numbers of organizations to contact for more help and information.

Remember, caregivers around the country and around the world face many of the same problems and experience many of the same feelings that you do. You are not alone, nor should you be.

By trying the strategies suggested in this book, communicating with knowledgeable health professionals, and securing appropriate support when needed, you will succeed in providing the compassionate care a person with Alzheimer’s needs to preserve as much happiness and dignity as possible during the course of this devastating illness. You will also be in a better position to preserve your own health and well-being during this painful process.


ONE

Becoming a Caregiver

“I really couldn’t believe this was happening to Harry. At first, when he started to forget things, we just joked about it. Then one day we were in the car and he forgot how to get to the mall—or back home. That’s when I started getting nervous. I couldn’t deny there was a problem—and neither could Harry. I knew he wanted to make light of it, but he couldn’t find the words. Later we talked about it. I suggested we go to the doctor, and Harry resisted the idea. A few days later I had our daughter come over and talk to him about it again. He finally agreed to go. It was a wrenching experience—so many tests, no one wanting to say anything definite. But a few weeks later our doctor called me with the diagnosis.”

—Shirley

“This disease is something we all dread. And when Helen was diagnosed with probable Alzheimer’s, I nearly fainted. The hard part was telling her. She wasn’t very far gone, and she was devastated. We didn’t know what to do, and we both kind of panicked. Should we tell our sons and daughters? Did we really have to worry, since she seemed pretty okay? Suddenly the future looked very grim. Our doctor recommended that we talk to someone at the Alzheimer’s Association, and that helped put us on the right track. We told our family and they’re being very supportive. We may not have a lot to look forward to, but at least we’ll try to enjoy whatever time we have.”

—Sam

“At first I thought I could handle taking care of Mom, since she lived nearby, and my sister lived hours away. Well, it worked out all right the first year of Mom’s illness, when she wasn’t too disoriented. But then she began to decline very rapidly. Sometimes she didn’t know who I was, refused to change her clothes, and really couldn’t take care of herself at all. I had to call my sister and insist we arrange to take care of Mom together. I was overwhelmed. I felt so angry at Mom, and helpless. My husband complained I was spending all my time over there, and coming back too tired to pay attention to our family. When my sister hemmed and hawed, I exploded. ‘If you don’t help,’ I said, ‘then I’m not doing anything.’ I just couldn’t go on, it was so painful. Well, she did end up helping, and eventually we put Mom in a nursing home. We visited every day and made sure Mom was as comfortable as possible. Last month, she passed away.”

—Diane

Being a caregiver for a person with Alzheimer’s disease is a difficult, often heart-wrenching job. Since the disease has a course from two to twenty years, it’s impossible to know from the outset how long the job will last, but regardless of the duration, caregiving is likely to consume your time, sap your strength, and trigger many strong emotions. You may end up neglecting many aspects of your own life—job, friends, family, leisure activities—as you focus increasing amounts of time and energy on the needs of the person with Alzheimer’s.

In this chapter we’ll cover the factors that go into the decision to become a caregiver and your responsibilities over the course of the disease. We’ll also review the kinds of changes you can expect the person with Alzheimer’s to undergo, and introduce you to some of the health professionals who can help you during the process.

DECIDING TO BECOME A CAREGIVER

Many caregivers don’t have an opportunity actually to decide to undertake the job of caring for a person with Alzheimer’s. In effect the caregiving role is foisted upon them by circumstances, such as when the person with Alzheimer’s is a spouse. On the other hand a son, daughter, or other concerned relative who is not living with the person may need to sit down with members of his or her own family and figure out how to fit caregiving into the rest of his or her responsibilities. This may mean sharing the caregiving role with other relatives or friends, or seeking professional assistance. The organizations listed in chapter 12 provide information on health care, insurance, caregivers’ support groups, and free or low-cost services that can make caregiving easier.

Some people are reluctant to become caregivers because, like Roger, they worry whether they are capable of doing the job. “I never had to cook or clean, much less take Heline to the bathroom. Sure, she doesn’t need me to do that now. But the doctor said down the road it’s going to happen. If I start taking care of her now, what will I do then?” Roger said.

It really doesn’t matter whether you have previously nursed a sick person or not. You can still be a caregiver, learning as you go and having the comfort of knowing that you are doing the best job you can possibly do. What’s more, if you become accustomed now to admitting when some aspects of caregiving are too much and asking for help, by the time more difficult tasks arise, you will have supportive helpers—other family members, friends, neighbors, professionals—in place.

ACCEPTING YOUR FEELINGS

The Alzheimer’s caregiver is often called the hidden victim of AD. While the physical effort of caregiving may result in exhaustion, sleeplessness, or even physical injury, the emotional stress can cause anger, tension, guilt, depression, anxiety, and feelings of helplessness, worthlessness, and fear. Moreover you will feel grief—grief for the loss of the person you knew as personality changes and changes in the relationship take place—often for years before the person’s death.

Caregivers often find that their feelings shift and change over the course of the disease. In the early stage denial—pretending symptoms are simply something to joke about, as Shirley and Harry did—is the most common feeling, since accepting the reality of Alzheimer’s means accepting a difficult future. As the disease progresses, you may feel many of the other feelings described above, such as helplessness, fear, and depression. If you hesitate to reach out for help, you may become increasingly isolated and lonely. If other family members are affected by the person’s disease, you may have to deal with their emotions as well.

Because your feelings, when not accepted or appropriately expressed, can cause harm to you and, by extension, to the person you’re caring for, it’s very important to acknowledge your emotions and accept them as part of a natural reaction to the caregiving process. Joining an Alzheimer’s support group or finding a concerned listener who is not intimately involved in your situation—a social worker, clergyman, or other professional—is crucial to your well-being.

THE GRIEVING PROCESS

Because, at this writing, Alzheimer’s disease is inevitably fatal, you are likely to experience strong feelings of grief and loss from the outset if the person you are caring for has been someone close to you. As the disease progresses, you will find yourself grieving for the person you knew as a loving spouse, parent, or other close friend or relative. Dealing with these feelings is also part of the caregiving process.

The grieving process has been described in stages. These stages are neither inevitable nor necessarily sequential. One stage doesn’t abruptly stop so that the next can begin. You may move back and forth among the stages at your own pace. And although “coping” is the last stage, you will certainly be coping with the situation to some extent throughout the process.

Stage 1: Shock

“I must be dreaming. This can’t really be happening to us!”

Feelings of numbness, unreality, confusion, helplessness, and fear may be experienced by the caregiver and the person who has received an Alzheimer’s diagnosis. The support of family and friends is crucial at this time.

Stage 2: Denial

“I don’t care what the doctor says. Henry looks fine and feels fine. So he forgets things occasionally. So do I.”

Denial is the way we avoid facing the overwhelming reality of a devastating situation. Although it permits you to cope for a time, eventually you will have to face the truth and start taking steps to prepare for the future.

Stage 3: Reaction

“Our lives are destroyed. Nothing will ever be the same.”

When you begin to accept the reality of Alzheimer’s, depression often sets in. Some people feel so distraught that they believe immediate death would have been preferable to living with the inevitable decline they now face. This is a very normal reaction; do not feel guilty about feeling this way. It is part of the grieving process.

Other common reactions, which may go hand in hand with depression, are anger and frustration.

“I thought, ‘How could Alice do this to us? We had our whole retirement set—vacation, new home near the kids. And now she gets sick!’ I know it sounds ridiculous, but I blamed her for her illness. I couldn’t help myself.”

Again, these feelings are normal—not a cause for guilt or self-recrimination. The important thing is to move through this phase into acceptance. Only after mourning the loss of the person he or she knew can a caregiver learn who that person has become and begin to develop a comfortable relationship. It is a slow process that is difficult for all concerned.

Stage 4: Mobilization

This is the action stage, when the caregiver, and hopefully the person with Alzheimer’s as well, begin to switch their focus from the problems they cannot control to the ones they can control. Learning about available resources, doing financial planning and health care planning, and taking other steps to make the course of the disease easier are all helpful during this stage.

Stage 5: Coping

This is the stage in which caregivers become more realistic about their abilities and how much they can do, and also become realistic about the changing abilities of the person they’re caring for. You can enjoy reminiscing about the past while recognizing that the person has very different needs and abilities now.

“I take each day at a time and try to get something positive from it. At the same time I prepare for the future.”

Remember, there are no set time limits for any of these stages. You reach the coping stage when you are ready—and even then you may move back into earlier stages for brief periods. Respect your feelings and allow yourself to grieve and heal at your own pace.

REVEALING THE DIAGNOSIS

By the time a diagnosis of Alzheimer’s disease is made, most people know that something is wrong with them. How much they need to be told will depend on how far the disease has progressed and how much they want to know. Many already suspect “the worst” and may even have been trying to cover up for memory losses or problems with doing daily tasks. Revealing the diagnosis acknowledges that a disease is responsible for the difficulties he or she may have been experiencing.

Be honest with yourself about your ability to tell the person about the diagnosis. If you feel you will need help, consider asking your physician to talk with the person while you are present, or have another close friend or relative with you.

Also answer the person’s questions honestly. Reassure the person that you love and support him or her. Explain that you will help make plans for the future.

You and the person with Alzheimer’s will also need to tell other family members about the diagnosis in order to enlist their help and understanding. Be aware that others may have reactions ranging from disbelief to shock and fear. Many will also undergo a grieving process similar to the one that you will experience.

Explain that some of the behaviors the person displays now or in the future are those he or she cannot control. Encourage others to extend their love and help to the individual and ask them to support you in your role as caregiver.

“I didn’t know how anyone in the family would react when I told them Quinn had Alzheimer’s,” Darlene said. “Our son and daughter were extremely supportive and offered to fly right in. My sister acted as if it were something contagious and never visits anymore. That hurts, especially when Quinn asks where my sister is. I always make excuses for her, but I think he knows the reason. Quinn’s brother visits quite a bit, but I can see he’s wondering if he’s going to get it too.”

Dealing with your own feelings, the feelings of the person with Alzheimer’s, and the reactions of family and friends can be a very trying experience and will require a great deal of emotional strength on your part.

AFTER THE DIAGNOSIS: WHAT TO EXPECT

Once a diagnosis of Alzheimer’s disease is made, you and the person with Alzheimer’s are likely to experience the shock and denial that are hallmarks of the grieving process, described above. At the same time you must begin dealing with the reality of the disease and start planning for the future. Knowing what to expect as the disease progresses can help you prepare for the consequences.

How quickly the disease runs its course and the types and extent of impairments that result may vary greatly from person to person. Eventually, however, Alzheimer’s disease leaves the person totally unable to care for himself or herself. On average Alzheimer’s lasts about eight years; however, it may last as little as two years or as long as twenty years.

During this time, changes in the individual’s personality, changes in relationships, and physical and emotional exhaustion are the most common areas of concern for the caregiver, whether spouse, child, sibling, friend, or other relative. Following is an overview of what to expect in the days, weeks, months, and years after a diagnosis of Alzheimer’s disease. These concerns, and strategies for coping with them, will be addressed in detail in the following chapters of this book.

Personality Changes

Alzheimer’s inevitably changes the established behavior patterns that we associate with an individual’s personality. Some of the more common personality changes due to Alzheimer’s disease include demanding, unreasonable, and combative behavior. Other symptoms may include confusion, disorientation, poor judgment, and language problems.

Relationship Changes

After a diagnosis of Alzheimer’s disease, relationships undergo many changes and therefore can be a source of tremendous stress. Adult children may find themselves functioning in a parental role to their own parent, or a spouse may find himself or herself functioning as a parent. The person with Alzheimer’s may feel the helplessness and dependency often associated with childhood, especially in the early stages when he or she is aware of the onset of impairments. He or she may feel unattractive and fear the rejection of loved ones. Sexual relationships will change. These changes are difficult for all concerned.

Physical and Emotional Fatigue

Meeting the needs of a person with Alzheimer’s disease requires an extended commitment of physical and emotional effort. New demands will be made on your time and energy, which you must meet in addition to the old ones. It can be very difficult to juggle all these responsibilities, and you may begin to feel pulled in too many directions at once.

To take some of the pressure off, remind yourself that you are human, have limitations, and can only try to do your best. By taking an occasional break from caregiving you will give yourself an opportunity to take stock, relax, and refuel. This is vital for you and for the person for whom you are caring. No caregiver can function effectively and give to others if he or she is exhausted or burdened by a sense of unreasonable guilt.

Your Responsibilities as Caregiver

As a caregiver for a person with Alzheimer’s you face many challenges. Unfortunately as of now there is no cure for the disease, though researchers are optimistic that much progress will be made in the next few years. In the meantime you are charged with making the remaining years of the person with Alzheimer’s as comfortable and productive as possible. At the same time it is important for you to enjoy your own life as much as possible as well.

Your caregiving responsibilities will be determined primarily by the course of the disease. In fact
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