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Foreword




by Dr. Roger A. Brumback










In his inaugural address of March 4, 1933, President Franklin D. Roosevelt uttered a phrase that has become synonymous with overcoming adversity: “the only thing we have to fear is fear itself.”




For older individuals (particularly that large group of baby boomers who are approaching age sixty-five), the “fear” is of incapacitating illness—and the most frightening prospect is disease that affects the mind. Many boomers have already faced Alzheimer’s disease in their parents or family members; statistics indicate that Alzheimer’s disease is reaching almost epidemic proportions in the elderly. And now those same boomers are worrying about themselves as well. They wonder, Is this the normal slower memory I can expect as I get older? Or is it something more sinister? If you have known someone with dementia, every memory lapse or momentary mental slip prompts fear of the early stages of Alzheimer’s disease.




Alzheimer’s disease (characterized by initial memory loss, followed by loss of other thinking and reasoning abilities) affects one in ten Americans over the age of sixty-five. What is critically important is that a patient—and his or her loved ones and caregivers—must understand the disease and know how to get the best possible health care to maximize the quality of life.




Most of the currently available caregiver books written about Alzheimer’s disease (including Alzheimer’s Disease: The Dignity Within: A Handbook for Caregivers, Family, and Friends) stress strategies for dealing with the disease by providing examples and anecdotes. However, up to now, there has been a major omission in the available information for patients and families: specifically, how can a patient and family successfully navigate the health care maze to assure the best quality of life for the person with Alzheimer’s disease? That’s where a book like The 10 Best Questions for Living with Alzheimer’s comes in.




So how can a book of questions possibly assist in dealing with Alzheimer’s disease? As the famous children’s book author Theodor Geisel (better known as Dr. Seuss) said, “Sometimes the questions are complicated and the answers are simple.” In order to get the most help from busy physicians (or other health care providers), it is necessary for the patient to inquire about the disease and treatment options and to seek clarification about all issues related to the illness. The only way to do this successfully is for the patient (or family members) to come to the visit armed with all the questions that must be answered.




Patients and their families often find it very difficult to formulate questions, and even when they do have a list of questions, they are often too intimidated by the physician to ask the questions properly. This book simplifies the task, describing how to make the physician visit less daunting, and how to use questions to optimize health care decisions. Dr. Bonner has done the complicated work for you: she’s prepared the questions and organized them for easy use in each step of the path—from the initial diagnosis of Alzheimer’s disease to the various treatment and management options.






Knowing the right questions to ask removes some of the anxiety caregivers face in seeking proper health care for their loved one, and allows the patient and family to concentrate on listening to and understanding the answers. Once these questions have been asked and answered, patients and families will be able to use the variety of caregiver books and other resources more successfully to assure a good quality of life for as long a period as possible.








Nothing in life is to be feared, it is only to be understood.




—Nobel Prize winner Marie Curie (1867–1934)







Dr. Roger A. Brumback is Professor of Pathology and Psychiatry and Chairman of the Department of Pathology at the Creighton University School of Medicine in Omaha, Nebraska. Dr. Brumback has trained in pediatrics, neurology (child neurology), anatomic pathology, and neuropathology. He is the founding editor-in-chief of the preeminent Journal of Child Neurology and has made substantial research contributions in a variety of fields, including genetics, neuropsychiatry, neuromuscular diseases, and cancer. In recent years, his work in Alzheimer’s disease has included coauthoring two books for caregivers: A Caregiver’s Guide to Alzheimer’s Disease: 300 Tips for Making Life Easier and Alzheimer’s Disease, The Dignity Within: A Handbook for Caregivers, Family, and Friends (winner of the American Journal of Nursing 2006 Book of the Year Award). His Web site is www.rogerbrumback.com.


























Introduction










The most important questions are often the ones you didn’t know to ask. Even the best doctors in the world can’t give you the right answers unless you ask them the right questions first.




But how do you know what the right questions are? “Ask your doctor.” You’ve heard it a million times, but do you really know what to ask? What if you don’t know very much about Alzheimer’s disease yet, feel intimidated by your doctor’s expertise, or just feel simply overwhelmed by this diagnosis?




More than ten years ago, when my mother suffered a major heart attack, I felt overwhelmed. As I nervously watched her vital sign monitors bounce around, it occurred to me that I didn’t know what to ask the doctors about her condition. In that moment of total helplessness, the only thing I could control was my questions. But I just didn’t know what to ask.




I vowed to learn how to ask better questions. When I started taking my mom to her follow-up doctor appointments, I spent time researching her medical options and planning questions for her doctor. I wanted to be a well-informed consumer for her sake so that I could make sure she was getting the very best care possible.




This experience sparked my interest in questioning skills. As I read about questions, I was surprised to learn how little attention most people pay to them. It seems that our society is so focused on solutions and answers that we rarely ever stop to first consider the quality of our questions.




I started teaching questioning skills as part of my graduate-level business classes in Washington, D.C., and Perth, Australia. My students liked it so much that I developed the concept of “The 10 Best Questions” as a way for them to learn questioning skills, team dynamics, and research skills all at once. Since 2003, I’ve taught hundreds of students who have interviewed thousands of experts. For example, my students have researched what to ask when you buy a house, get engaged, adopt a dog, hire a financial planner, invest in stocks, retire, plan a wedding, start a diet, and have great sex.




To learn more about questions, I conducted a series of interviews with top question askers to understand their secrets. Helen Thomas, the legendary White House reporter, is famous for her press conference questions to every president since John F. Kennedy. She told me, “Before a news conference I would think, What’s the best question to ask? I have the courage of ignorance in my questions. I always get nervous, figuring out what to ask a president. But I believe you have to be curious and keep asking why.”




Peter Block, an international management consultant and the author of the book The Answer to How Is Yes, said, “There’s a deeper meaning to asking questions. It’s a stance you take in the world, a desire to make contact and get connected.”




I talked with many professional interviewers like Susan Sikora, a TV talk show host in San Francisco; New York radio host Debbie Nigro; and Richard Koonce, a journalist and consultant in Brookline, Massachusetts. Each responded with a version of “You are only as good as the questions you ask.” For information specific to this book, I also interviewed experts in Alzheimer’s, relationships, long-term care, stress, communication skills, financial planning, and caregivers, as well as two former U.S. surgeon generals.




So, who are the best question askers? They are smart, curious, and fearless, yet humble enough to learn from someone else. They value listening and inquiry. Great question askers see every person they meet as a walking encyclopedia of valuable information just waiting to be unlocked by the right questions. And finally, as Albert Einstein once said, “The difference between me and everyone else is my ability to ask the right questions.”




The 10 Best Questions in this book won’t make you an instant Einstein. And as the Question Doctor, I certainly don’t claim any Einstein-like brilliance. I simply believe that a good mind knows the right answers, but a great mind knows the right questions. Now that great mind is yours. This book is “for smarties,” not dummies.




Each chapter is a list of the 10 Best Questions derived from as many as 840 questions for that topic and from dozens of books, journals, and Web sites. Each Best Question really had to earn the right to be best by being cited many times. After each question, I’ve included the “best answers” my experts provided and from my own research so you’ll know when you are hearing the full story. The information in this book should not replace medical guidance or professional counseling services.




There is one more question per chapter that I call “The Magic Question.” A Magic Question is the one that even smart people rarely think to ask because it’s a gut-level question without an obvious answer. Oftentimes, Magic Questions are the ones you think about later and wish you had asked.




In writing this book, I’ve taken a practical and holistic approach to researching the Best Questions to make you a best-informed patient or caregiver. My focus is to help your key decisions, choices, and relationships by suggesting what you can ask your doctors, medical experts, partner, family, friends, and ultimately yourself after a diagnosis of Alzheimer’s disease.




Your lifetime prescription for good health is to stay informed. Former Surgeon General Dr. C. Everett Koop told me in an interview, “There’s nothing that will lead to better medical care than a knowledgeable patient.” Skip around and read the chapters most relevant to your needs at each stage of the disease.




The 10 Best Questions in this book give you the actual script and best answers in hand for each major conversation and decision you will soon be facing. At the same time, be sure to ask plenty of your own questions, too. As question guru Helen Thomas concludes, “There’s no such thing as a bad question, only a lot of bad answers.”




The Question Doctor sincerely hopes the Best Questions and answers in this book will give you personal strength and empower you and your loved ones with the knowledge to live as well as possible with Alzheimer’s disease.
























PART I:




Talking with Your Medical Team
















The two most common concerns expressed by newly diagnosed Alzheimer’s patients and their families are the fear of the unknown and a fear of not communicating well with their doctors. Your medical team can help you make decisions, but you have to ask the right questions first.




Many people are intimidated by their doctors’ knowledge and are reluctant to ask them questions, especially with a diagnosis like Alzheimer’s. Use this book to help you. This is no time to be shy, to worry about hurting the doctor’s feelings, or to be secretly afraid that he may not “like you” if you ask questions. There’s no reason to be aggressive in asking your questions, but be firm in telling your doctor that you expect answers.




To be heard, you may need to repeat your questions or concerns. According to a 1999 study published in JAMA, The Journal of the American Medical Association, when patients are trying to talk, doctors typically interrupt after just twenty-three seconds. Persist through interruptions. If your doctor interrupts you before you make your point, try saying “I’d like to finish” or “Can we come back to my concerns later?”




The Best Questions in the first chapter suggest what to ask your doctor when you are first hearing the words “Alzheimer’s disease.” It assumes that you are talking with your family doctor and are probably too overwhelmed to ask a lot of detailed questions. Chapters 2 and 3 will help you find a top Alzheimer’s specialist, while chapter 4 gives you the Best Questions to ask when you’re discussing the details of the tests with your new specialist (or family doctor). The last chapter in this section arms you with the Best Questions for getting a second opinion on this diagnosis.




The Question Doctor says, Keep asking questions, both your own and from the following chapters. Even the best doctors can’t give you the right answers if you don’t ask them the right questions first.




























CHAPTER 1: THE 10 BEST QUESTIONS





About a Diagnosis of Alzheimer’s Disease






When I was younger, I could remember anything, whether it happened or not.




—Mark Twain












Your life is changed forever by a diagnosis of Alzheimer’s disease. Some people suspect something is wrong before hearing this news, while others are shocked and overwhelmed to have their worst fears realized for themselves, their aging parent, or their spouse. As Alzheimer’s caregiver Jacqueline Marcell, author of Elder Rage, says, “Many people are in denial in the beginning. They say, ‘We don’t want to go to the doctor because it’s really not that bad yet. Why do I want to find this out?’”




Seeing your familiar family doctor or a primary care physician may be the easiest way to start getting help. A family doctor who has seen a person regularly for years can recognize subtle changes as the warning signs of dementia, defined as “the progressive decline in cognitive function due to disease and beyond normal aging.” Some family doctors prefer to personally conduct the tests and make the initial diagnosis, while others will refer you to a specialist in Alzheimer’s disease (also called simply “AD”).




Perhaps you are still trying to decide whether or not to see a doctor. If so, ask yourself the following 10 Best Questions to Identify the Warning Signs of Alzheimer’s Disease to help your decision. The second list of Best Questions in this chapter provides guidance on what to ask your doctor as you or your loved one is first being told that the diagnosis is Alzheimer’s disease.




A well-educated patient and his family have the greatest chance of successfully fighting back the progression of AD for as long as possible. As the high-profile former Surgeon General Dr. C. Everett Koop told this author in an interview, “I always warn people to not think of their questions when they get to the doctor’s office but to think of them the day before and write them down.”








10 BEST QUESTIONS TO IDENTIFY THE WARNING SIGNS OF ALZHEIMER’S DISEASE




The Alzheimer’s Association’s list of ten warning signs of Alzheimer’s disease has been adapted to the 10 Best Questions format below. See your doctor for a complete evaluation if you or a loved one have several of these signs or are worried about Alzheimer’s.








	
1. Does the person have a memory loss problem?
 Even young people have occasional memory lapses. Look for a worsening pattern of forgetting, especially of recently learned information.




	
2. Does the person have difficulty performing familiar tasks?
 Suddenly you or your loved one can’t do routine tasks, such as reading the car’s fuel gauge, figuring out which coins to give the store clerk, or preparing a favorite recipe.




	
3. Does the person have language problems?
 We all grope for words occasionally, but someone with AD has greater and more frequent difficulty when describing commonplace objects such as a table, toaster, or toothbrush.




	
4. Is the person often disoriented about the current time and place?
 Ask the person for today’s date and to tell you the current time on his watch or the hallway clock. Another sign is a person getting lost in her own neighborhood.




	
5. Does the person show poor or decreased judgment?
 Examples include making poor financial decisions, wearing sandals in the snow, or wanting to go shopping at two in the morning.




	
6. Does the person have problems with abstract thinking or reasoning?
 Forgetting how to use numbers, do simple arithmetic, describe objects’ appearances, discuss concepts, or solve problems may signal AD.






	
7. Is the person frequently misplacing things?
 Beyond the occasional forgotten car keys, a person with AD may put the phone in the refrigerator, the cereal box in the dishwasher, and the dirty dishes in the car.




	
8. Do you notice changes in the person’s mood or behavior?
 People with AD may demonstrate rapid mood swings and different behaviors ranging from sunny calmness to sudden anger to tears for no obvious reason.




	
9. Are there changes in his or her personality?
 Even the sweetest-tempered person with AD can become agitated, paranoid, irritable, fearful, or highly dependent for no obvious reason.




	
10. Does the person exhibit a loss of initiative?
 Alzheimer’s disease can cause passivity, depression, and reluctance to do much of anything.
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1. How sure are you that this is really Alzheimer’s disease?




This question may be the most important question you ever ask in your life. Most people never think to question a diagnosis of Alzheimer’s disease. If your doctor tells you it’s Alzheimer’s disease, it probably is. But the importance of this Best Question can’t be emphasized enough. No matter what, be sure to ask this question. An estimated 10 percent of AD diagnoses are incorrect even with today’s improved diagnostic tests.




As Dr. Neill Graff-Radford, a professor of neurology at the Mayo Clinic, explains, “Accuracy is about 90 percent at a good diagnostic center. This means that there’s 10 percent that is the wrong type of dementia, not necessarily that 10 percent of people are normal.”




Unlike cancer or other diseases that can be diagnosed with great accuracy under a microscope, there is no one single, definitive test for AD. Yet all of your future care and treatment options will hinge on this diagnosis.




Dr. Peter Whitehouse, an experienced Alzheimer’s expert and the co-author of the book The Myth of Alzheimer’s, advises, “You should resist that label and its baggage. Ask, ‘What do you mean by Alzheimer’s?’”




You have every right to know as much as possible about how this diagnosis was made. This doesn’t mean challenging your doctor’s personal wisdom or credentials. A good doctor will expect and welcome your questions, especially since total certainty in Alzheimer’s diagnoses is impossible until an autopsy after death.




Your brain is far more complex than any other organ. Unlike livers or hearts, which are similar enough among people so that transplants are possible, no two brains are alike. This makes it even more difficult to apply standardized tests to all brains equally. Dr. Roger A. Brumback advises, “A really critical question is, ‘How sure are you that this is Alzheimer’s or one of the other degenerative dementias and not a treatable condition?’”




A diagnosis of AD should be made only after a whole battery of thoroughly comprehensive medical, neurological, and psychiatric evaluations have ruled out the other causes or types of dementia. Some conditions that masquerade as AD are actually treatable and even curable. These include depression; alcohol; brain tumors; heart, thyroid, or metabolic conditions; head injuries; infections, and vision or hearing difficulties. Drug reactions are a common cause of treatable dementia. Many elderly people are more sensitive to medicines and rely on several different prescriptions, which can cause drug interactions.




In general, the more advanced the dementia is, the easier it is to know with certainty that your loved one has Alzheimer’s disease. But if the doctor tells you it’s early stage AD or the diagnosis is what’s called mild cognitive impairment (MCI), insist on more information or get a second opinion. Identifying mild cases of Alzheimer’s disease can be very difficult, and doctors don’t agree among themselves on what’s natural aging memory loss versus a disease.








THE QUESTION DOCTOR SAYS:




Be sure to phrase this question, “How sure…” rather than “Are you sure…” When you ask a yes/no question like “Are you sure?” you won’t get as much information from your doctor as if you had phrased it in a more open-ended way, like “How sure?”







The bottom line is that you want to make sure up front that you aren’t jumping on the Alzheimer’s bandwagon when you really don’t have a ticket.




2. What type of dementia do you think I have/my loved one has? What is the medical name?




Don’t automatically assume a dementia diagnosis is Alzheimer’s disease. This is such a well-known household term nowadays that many people—including doctors—are biased toward making this diagnosis.




But there are a surprising number of other dementias, including:








	Mild cognitive impairment (MCI)




	Vascular dementia




	Mixed dementia




	Dementia with Lewy bodies




	Parkinson’s disease




	Frontotemporal dementia (Pick’s disease, a rare front-temporal neurodegenerative disease)




	Creutzfeldt-Jakob disease






	
Normal pressure hydrocephalus




	Huntington’s disease




	Wernicke-Korsakoff syndrome







For dementia caused by Alzheimer’s disease, there are three types:








	
1. Early onset Alzheimer’s. This rare form of AD strikes people younger than sixty-five years old and accounts for less than 10 percent of all AD diagnoses.




	
2. Late-onset Alzheimer’s. This is by far the most common form of AD and occurs after age sixty-five.




	
3. Familial Alzheimer’s disease (FAD). In this extremely rare type of AD (about 1 percent of cases), the causes are entirely hereditary and onset is usually in the forties.







Ask the doctor to write down the medical name so you can look it up yourself on the Internet or in books for more information.




3. What stage is the disease? What does this mean in my/my loved one’s case?




Doctors classify Alzheimer’s disease according to the level of cognitive (thinking abilities) and functional (ability to take care of oneself) impairments that a person has. There are two staging systems, one with broad, descriptive categories and the other with seven numerical stages.




The stages of Alzheimer’s as classified by descriptive categories are:




 




Mild. Symptoms include forgetfulness, confusion about time, dates or places, and an increasing inability to perform complex tasks such as planning a calendar, balancing a checkbook, or shopping for groceries.










THE QUESTION DOCTOR SAYS:




Don’t forget to ask the last piece of this Best Question, “…and what does that mean in my case?” You don’t want your doctor discussing general statistics instead of Alzheimer’s from the perspective of your or your loved one’s unique circumstances, such as age or prior medical conditions.







Mild cognitive impairment (MCI). This new classification is being debated among medical experts as either a form of early AD without functional decline, as a normal aging process, or as a distinct condition. Most, but not all, people with MCI eventually develop Alzheimer’s.




 




Moderate. Now there are noticeable memory problems, difficulties with routine household chores and personal hygiene activities, and personality changes, such as increased irritability.




 




Severe. The AD person needs continuous care, lacks any awareness, can be incontinent and unsteady on his feet, and shows increased aggression, disorientation, and agitation.




 




The second classification system for AD uses the following seven numerical stages. See the Alzheimer Association’s Web site (www.alz.org) for more details.








Stage 1. Absence of impairment




Stage 2. Minimal impairment




Stage 3. Noticeable cognitive decline




Stage 4. Early stage/mild Alzheimer’s




Stage 5. Middle-stage/moderate Alzheimer’s




Stage 6. Middle-stage/moderate to late-stage/severe Alzheimer’s




Stage 7. Late-stage/severe Alzheimer’s









4. What is the prognosis? What can be expected over time? When will I/my loved one die?




This is naturally the first question that jumps to mind for the vast majority of people as they get the initial news about Alzheimer’s. However, it is purposely Best Question number 4 so you’ll learn more about Alzheimer’s before asking it.




Realize that the probable outcome is poor. This disease is characterized by a steady decline until the person is totally disabled. Death normally occurs usually within ten years, and usually from the failure of a body system or an infection.




Every case of AD is different. No doctor can predict the rate of decline because the causes of AD are still unknown and there are many other variables, such as the person’s age at onset and her general health. Mayo Clinic’s Dr. Graff-Radford says, “The rate of decline varies for each person. Diagnosis to death is very hard to predict.”




5. What treatments could I/my loved one benefit from?




This Best Question needs to be asked twice, now when you are first hearing it’s Alzheimer’s from your family doctor and later during your in-depth meeting with an AD specialist (see Best Question 8 in chapter 4).




At this point, you are probably not ready to hear or understand much about your treatment choices anyway. Give yourself some time to let the diagnosis sink in and the shock wear off. Then you will be ready to learn about your AD drug choices (chapter 6), strategies for staying mentally active (chapter 7), alternative therapies (chapter 8), and clinical trials (chapter 9).




Keep in mind that unfortunately there is no cure for Alzheimer’s and that the best you can hope for with any treatment is to slow down the progression of this disease.






6. What will happen if I/we choose to do nothing and not seek treatment? Is that a viable option?




Choosing to do nothing must be a conscious decision reached with your doctor, not a denial of the diagnosis. It’s only natural just to want to pretend this diagnosis never happened.




Rather than automatically assuming your best course is to start taking drugs immediately, ask now about likely outcomes if you or your loved one were to just go on with life without treatment of any kind.




All AD treatments only slow the disease, and many are expensive and provide questionable benefits. Doing nothing may be a viable option, depending on the patient’s age, prior medical conditions, and other variables such as living and care arrangements. You’ll never know unless you ask.




7. How long do I/we have to make decisions about treatments?




Memory deteriorates slowly over years. It’s not like everything is normal one day and the next day you have Alzheimer’s disease. Even though you may feel panicked at this moment, you may be surprised to hear that you have some time to learn more about Alzheimer’s, carefully choose treatments and care options, and to find a top AD specialist or center.




Avoid feeling rushed into hasty decisions from a terrible crush of urgency. As caregiver Elizabeth in Billings, Montana, advises, “Don’t overreact. Get support. Try to avoid being sick with worry.”




Of course, this timetable depends on your Alzheimer’s type, stage, and the guidance you receive from your doctors. Ask your doctors for specific advice in your case.






8. What kind of Alzheimer’s specialist do you recommend that we see next?




There is no one kind of doctor who specializes exclusively in treating Alzheimer’s. Ask your family doctor or your local chapter of the Alzheimer’s Association for names. Chapter 2 gives you the Best Questions to ask once you have referrals and are checking on specific doctors.




The types of Alzheimer’s specialists include:








	
Neurologists. Specialists in nervous system and brain disorders (don’t confuse with neurosurgeons, who don’t treat AD patients). Geriatic neurologists have special training in dealing with elderly patients.




	
Psychiatrists. Specialists in mental illness.




	
Psychologists. Specialists in mental illness who aren’t medical doctors and can’t prescribe medications.




	
Geriatricians. Specialists in treating illnesses in people over fifty years old.




	
Neuropsychologists. Specialists in understanding the relationship between the brain and emotional and cognitive functions.







Make your decision based on practical considerations, such as which doctors are covered by your insurance carrier and the doctor’s location, as well as your loved one’s type of dementia and needs. Keep in mind that not all neurologists, for example, are automatically Alzheimer’s specialists. You will probably continue with your family doctor or primary care physician as well after you start seeing an AD specialist.










THE QUESTION DOCTOR SAYS:




Don’t ever hesitate to ask other questions that are not in this book. There truly are no dumb questions, especially for a diagnosis with as much uncertainty as the typical early stage AD diagnosis. You have every right to know all the facts about this disease and what it means to you and your family.







9. Where do you recommend that I/my loved one be treated? Why do you recommend this facility? Do they specialize in treating Alzheimer’s patients?




Much of the decision about where you get treated will be driven by your choice of specialist and whether you live in a region that is large enough to support specialized AD centers. Be sure to listen to the doctor’s reasoning behind her referral.




The worst reason is solely because it’s a convenient location. You want convenience, of course, but not if you have to sacrifice high quality standards for AD care and treatment.




10. How can I get more information about Alzheimer’s disease? Where can I find emotional and psychological support?




Whether you are the AD patient or the caregiver, you need two kinds of additional information right now, factual and supportive.




Factual information includes details on how the disease progresses and the typical mental and behavioral changes at each stage. There are many books and Web sites available on this topic. See the 10 Best Resources at the end of each chapter and the Resources in this book for suggestions.




You also need supportive information to ease your feelings and worries. Again, ask your doctor for his suggestions of the best among the many resources available, including counseling and support groups. The Alzheimer’s Association (www.alz.org) is another invaluable place to start.
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What is the most hopeful thing you can tell me about my diagnosis?




Early detection and treatments, especially for MCI and early stage AD, may give you several additional years with a good quality of life. Many people with AD can continue to work and live fairly normally for some time. Research by some of the world’s smartest doctors continues as they search for ways to prevent, diagnose, and cure AD.




As Daniel Kuhn of the Alzheimer’s Association and author of Alzheimer’s Early Stages says, “The Alzheimer’s label is unfortunately filled with doom and gloom. Many people consider it a death knell, despite the fact there is still much life to be lived. What they need to know is that they can still have a good quality of life. That’s the conversation that many physicians don’t seem to know how to have.”




Ask your doctor for your own good news. AD affects everyone differently, and not everyone progresses at the same rate. Ask about your best possible outcomes, timetable, and prognosis so you can take charge of your life and live it to its fullest now.




CONCLUSION




If your first reaction to a diagnosis of Alzheimer’s disease is shock and emotional distress, the next step is to learn as much as you can about your options for treatments and long-term care for you or your loved one.




This diagnosis marks the start of a trip you never asked for or wanted into the world of Alzheimer’s disease. Your best strategy for maintaining control of this runaway train is to keep asking your savvy Best Questions all along the way.
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CHAPTER 2: THE 10 BEST QUESTIONS





to Get a Reliable Referral for a Top Alzheimer’s Specialist






To know the road ahead, ask those coming back.




—Chinese proverb












If you have been told by your primary care doctor that you or your loved one has Alzheimer’s disease (AD), the next step is to find a doctor who specializes in AD treatments and care. Some people prefer to continue seeing their family doctors because they believe AD is a hopeless diagnosis. Others seek a second opinion with a specialist and then go back to their primary care or family doctor.




Most dementia experts believe it’s important to see a specialist to confirm the diagnosis. As Dr. Neill Graff-Radford, a professor of neurology at the Mayo Clinic, suggests, “Each patient should have one thorough evaluation at an Alzheimer’s center. Experienced doctors are more accurate from a clinical and pathological point of view. A default diagnosis of Alzheimer’s disease may be made by doctors less familiar with other diseases.”




There is no one specific kind of specialist best qualified to assess and treat AD. Most experts agree, however, that seeing an AD specialist, such as a neurologist, a geriatric psychiatrist, a geriatrician, a psychologist, or a medical practice that specializes in memory disorders, will ensure the best quality of treatments and up-to-date knowledge on the latest AD drugs and research. In any case, you want a top doctor, one that you can trust as a partner during this difficult journey.




You can find an AD specialist by asking your primary care physician, or through family members, friends, an AD support group, or caregivers. If you are like most people, the only questions you probably ask during this brief, initial conversation are to get the new doctor’s name, address, and phone number. Perhaps you ask, “Do you like this doctor?” or “Where is he located?” Most likely you trust the person giving you the referral.




In blind faith, you call the prospective doctor’s office and schedule the first appointment you can get. As you hang up, you feel a rush of relief because the doctor’s receptionist wasn’t from Mars and you could get in to see this new doctor quickly.




But you may have just jumped headfirst into potentially dangerous quicksand—and don’t even know it. Here’s why. It may not have occurred to you that you know virtually nothing about this new doctor. OK, perhaps you did an Internet search or looked him up on various medical Web sites. Yet you have already let slip away your most important ally and information source—the person who already knows him and gave you this referral.




Stop and think about this for just a moment. Here you are on the brink of establishing a very important new relationship with the person who will ultimately hold your health and well-being in his hands. His judgment and experience will be absolutely critical at every step of the way.




Maybe you feel shy about questioning your current doctor closely about his referral, fearful you will somehow insult your doctor’s judgment. Maybe you secretly worry your current doctor will think you are dumb or too aggressive if you ask more questions.




Get over it. This is a very important referral and you have every right to know the qualifications of the doctors treating you.




You can’t assume that just because you’ve gotten a referral from your current doctor that this new doctor will automatically be great. There are hundreds of potential reasons behind the referral, ranging from being Friday night poker pals to being long-time partners in the operating room. Caregiver Ellie of Farmington, Michigan, recalls, “I was shocked to learn that my doctor only referred this specialist because they were in the same office complex, but they didn’t even know each other.” The point is that you just don’t know until you ask.




The list of 10 Best Questions below is different than those in the other chapters. It includes questions to ask in two different scenarios. In the first situation, you are asking a medical expert for a referral. Use questions 1 and 2 and The Magic Question when talking with someone with medical expertise.




In the second situation, this time you are getting the referral from current patients or caregivers—your peers. Most doctors’ offices will give you the names of several satisfied patients/caregivers whom you can call before you commit to regular visits. When talking with nonmedical people, ask all ten questions below and The Magic Question. As you start, be sure to find out first if this prospective doctor honors your medical insurance.




Don’t hesitate to ask. So much is at stake. Having a top doctor with a deep knowledge of AD will make all the difference in your care.




In chapter 3, you’ll talk directly to this new doctor. But for now, don’t skip this important preliminary step of getting a quality referral first.
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1. Why are you recommending this doctor?




One of the best ways to judge a prospective doctor’s quality is through the recommendation from another doctor. Most doctors are sincerely interested in the well-being of their patients and refer them to the doctors they believe offer the best care.




If you are asking a medical professional this question, listen for an answer that includes how impressive this person is in the AD field. Key phrases are “participated in clinical trials” and “presented papers at professional conferences.” These are extra-effort activities that earn respect among medical peers. But don’t stop there: listen for clues about this prospective doctor’s bedside manner as well as his superstar performance at last year’s medical conference.




Some doctors fall into referral patterns of always recommending the same doctor down the hallway or a former college roommate. While this isn’t necessarily a bad thing, it helps if you know this piece of background information.




If you are talking with caregivers/patients, a good follow-up question is, “How did you originally find this doctor?” If she found this doctor without doing her homework or even worse, from the Yellow Pages, take this person’s diminished credibility into account as you assess her answers to your other Best Questions below.




2. How well do you know him or her?




If you are asking a medical professional, you want to hear that they have worked closely together for a number of years. If you are seeking a second opinion, the doctors may not know each other as well, so listen for clues about the prospective doctor’s reputation.




Don’t assume that someone is a good doctor just because your primary care doctor has referred you to him. You may be shocked to learn they are social friends only and your doctor has little firsthand knowledge about his friend’s real doctoring skills.




If you are asking a caregiver/current patient, use this question to make sure it wasn’t a short-lived or long-ago relationship that forms the basis of her judgments.










THE QUESTION DOCTOR SAYS:




Be sure to ask open-ended questions, like “How satisfied are you?” rather than “Are you satisfied?” A “how” question will result in much more valuable information than a simple yes/no answer can give you.







3. How satisfied are you with this doctor? In your opinion, what are this doctor’s strengths and areas that need improvement?




Depending on this person’s degree of openness and willingness to talk, you may get all the details you need by asking simply how satisfied she is.




Ask for descriptions of the doctor’s strengths and weakness to help the person giving the referral find the right words to express herself. Be sure to press gently for details on the “areas that need improvement” to understand this doctor’s shortcomings. Everyone has shortcomings and this question will help you assess if you can live with this doctor’s particular deficiencies or quirks.




4. How well did this doctor communicate with you?




Listen for phrases like:








	I didn’t feel rushed when I talked with him.




	He explained everything slowly and used words I could understand.




	He acted like he was really listening to me.




	He made me feel comfortable.




	I could finish my sentences without being interrupted.









5. How well has this doctor kept you informed and encouraged you to ask questions?




This bottom-line Best Question cuts to the core of assessing how patient centered this doctor is. The doctors who are strongly patient centered are more likely to explain treatment options and possible side effects. The best doctors will gladly answer all your questions at any time without exasperation or impatience and will encourage you to learn more about AD.




A doctor who enjoys giving you full and educational explanations is likely to treat you and your loved one with respect. These best doctors encourage their patients to be well informed and to ask questions. In turn, the most knowledgeable patients are usually the most satisfied with their doctors and their care.




6. Did this doctor openly respect your opinions and decisions? Did you ever feel the doctor was talking down to you?




This question helps you to further assess this doctor’s attitude toward patients by helping you understand in advance how opinionated he might be when presenting care options. Some people prefer a directive doctor who tells them what to do, while others prefer to do their own research and make independent decisions with the doctor’s input.




There’s no right or wrong choice along this continuum of personal preferences. Just look for a good match with your own needs and style of communication.




7. How well has this doctor supported you over time?




As the caregiver, you want a doctor who will be your genuine ally during the difficult days ahead. Asking this question now of a person who has already been through the experience is very important. Her answer will go a long way in helping you to set your expectations for quality care and open communications with this particular doctor.




Press gently for more details including how well the doctor handled unexpected complications or advised her about late-stage AD behavioral problems, such as wandering or incontinence. Look for a partner, not just a doctor.




8. Did this doctor include both the caregivers and the patient in the discussions?




This question will help you determine how compassionate and patient centered this doctor is. You want a doctor who values the caregiver’s role while respecting the AD patient as a unique individual.




Good indicators are the doctor looking at both the caregivers and patient while explaining something, asking both for questions, and encouraging the caregivers to take notes or make tape recordings of the visit.




9. How accessible was this doctor or office staff after hours or on short notice?




Some doctors are generous with their after-hours time, offering you their cell phone numbers or personal e-mail addresses so you can reach them at any time. Others are not as quick to offer after-hours service. Ask the person giving the referral to share any related stories so you can be realistic about how accessible this doctor will be.




10. How well did this doctor’s office staff treat you? Did you ever feel frustrated because of office inefficiency or long wait times to see the doctor?




There’s a wide variation in office staff and their responsiveness to patients’ needs. You are probably feeling pretty fragile right now, and the last thing you need in your life is a haughty, hostile receptionist or nurse in your doctor’s office. You know the one. She acts like it will take an act of divine intervention before she agrees to move two feet to make you a one-page copy for your home files.




You will be depending on this office staff to make sure office appointments are timely, your medical insurance carrier has been properly billed, and to get your loved one’s medical records into all the right hands.
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Do you trust this doctor enough to send your own family to her? Why or why not?




This question works well whether you are asking a doctor or a friend for a referral. Trust is an intangible quality and not something that is easily earned.




Just be aware that the response to this “trust test” question is purely subjective. If you don’t fully trust the person you are getting the referral from (think Ms. Yellow Pages), be sure to ask the follow-up question, “Why or why not?”




CONCLUSION




By the time you’ve asked these 10 Best Questions you’ll have come a long way, baby, from just getting the prospective doctor’s name and number.




You’ll know so much more about this doctor’s background, strengths, shortcomings, philosophy about patient-centered care, communication skills, and what you can expect in terms of ongoing care and office support.




Think of the person making the referral as a “walking encyclopedia” of valuable information about this prospective doctor. These Best Questions are like the key to unlocking her personal experiences in a way that will be helpful to you without burdening her.






Now you are ready to make your first appointment with a top Alzheimer’s specialist. Chapter 3 provides your script for that first visit.
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