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INTRODUCTION



VIRTUALLY EVERY DAY, I GET CALLS AND EMAILS FROM colleagues, other doctors, friends, and strangers. A loved one has cancer, heart failure, dementia; they’re in pain, nauseated, not eating; the doctors want to operate, step up chemo, or insert a pacemaker or a feeding tube, bring in hospice. Their hearts are breaking. They’re confused, at a loss. They’re concerned about their loved ones, but they don’t know what to do. They need help.


I listen, share my experience and expertise, offer advice, and try to help. I wish I could do the same for more people. Since I can’t personally talk to everyone, I’ve written this book—to give others the same information, support, and guidance I give to patients, patients’ families, colleagues, students, and others who contact me.


If you or a loved one is suffering from a serious illness, I’m sincerely sorry for the difficult journey that lies ahead. I understand how hard it can be, the heartache, uncertainty, and fear. I’m sorry for the pain, torment, and hopelessness you may feel. Although it may seem impossible to you now, I want to assure you that your journey can be made easier, less painful, more dignified, and more comfortable. Your pain can ease and you can enjoy better times. That’s why I’ve written this book. I want to help you get through your illness and live life to its fullest.


Before we go any further, let me introduce myself and tell you why I’m qualified to write this book. I’m a physician who is a distinguished professor at the University of California, San Francisco, where I specialize in treating patients with serious medical illnesses. I’m a pioneer and an acknowledged authority in the emerging medical field called “palliative care,” which focuses on improving the lives of seriously ill people.


Briefly put, palliative care is dedicated to giving patients relief from their pain, stress, and discomfort in ways that improve the quality of life for both patients and their loved ones. Our main goal is to help patients have the best possible quality of life for as long as possible—to live better and longer. That’s also the objective of this book.


Over the past twenty-seven years, I have treated thousands of patients with serious illness and conducted extensive research on treating those patients as well as people approaching the end of life. I’ve also taught medical students, physicians, nurses, social workers, chaplains, and hospital staff members about palliative care and founded a network that is helping to improve palliative care services nationwide.


Shortly after I began writing this book, my mother was diagnosed with inoperable lung cancer, from which she subsequently died. I’ve also treated and been at the bedside of other family members, close friends, and colleagues who were seriously ill. As a physician, a son, and a friend, I’ve gone through the anguish that the loved ones of seriously ill people endure. I’ve experienced the range and intensity of emotions they feel. The impact of those experiences is always with me and is reinforced every day.


THE DILEMMA


Serious illness is awful, horrible; there’s no way to sugarcoat or minimize it. When I talk about serious illness, I mean cancer, heart failure, chronic lung disease including emphysema, cirrhosis, kidney failure, dementia, stroke, Parkinson’s disease, amyotrophic lateral sclerosis (ALS), and others. When such an illness strikes, it hits us hard. The impact is shocking, confusing, and depressing. It can devastate both patients and their loved ones. When an illness is long lasting, it disrupts our lives and drains our emotions, energy, and finances. It makes it hard for us to keep ourselves and our lives together.


Serious illness changes everything. It casts us into new and mysterious territory, somewhere we never wanted to go and know little or nothing about. During serious illness, we see everything differently. Our awareness heightens, and we realize that the risks are greater, the stakes are higher, and the time is shorter. The decisions we must make are harder, more elusive.


When we or our loved ones become seriously ill, many of us don’t know where to turn, the questions to ask, or the actions to take. Some of us become paralyzed and fail to act, and others charge ahead and make rash decisions. Many may not be able to completely grasp what’s happening, the full meaning of the news they received, and all the medical implications that might be involved.


Simply put, when we are diagnosed with a serious medical condition, we don’t have, or can’t digest, all the information we need. And we’re not at our best. We’re upset, scared, and feeling extremely vulnerable. Even though we’re reeling, our minds are blurred, and we don’t have all the facts, we have to move forward. We have to make decisions—critical decisions—on matters we don’t want to face and don’t feel equipped to make. We face a steep, daunting learning curve and don’t know where to start. Life after the Diagnosis tells you where to start and how to proceed.


LIFE AND LIVING


This is a book about life and how to live. Although it’s written for people with serious illnesses and those who care about them, it’s not a book about dying and death. Instead, it’s intended to help clear the fog, provide direction, be a resource, and give seriously ill people, their loved ones, and all caregivers a blueprint to follow during difficult and emotionally wrenching times.


The pages that follow explain that all isn’t lost and that you and your loved ones can make the most of your time. They also identify the support you can get and the actions you can take, and they point out that you don’t have to stand by helplessly. This book encourages you to be with others and get help, not to withdraw and be alone. During serious illness, you can do a great deal to make your situation better and lead a productive, satisfying, high-quality life.


This book is practical and information intensive. It’s a clear, straightforward guide that shows you how to move through your illness in the best possible way: how to live with dignity and be as comfortable and productive as possible for as long as possible—a goal we all share regardless of our present health. It explains the options and what they entail, and states specifically what you can do. In these pages you will find the information you need to make the best, most informed decisions.


CONCLUSION


Helping seriously ill people and their families is my passion; it’s my mission, my life’s work. Through my career, I’ve gained invaluable knowledge, unique insights, and special inside information that I want to pass along. Now, I want to share with you, and people everywhere, the same clear, straightforward advice I’ve given to thousands of patients and to my family, friends, and colleagues—advice that I know will help. My mission is to help you live well after the diagnosis.


The most important lesson I’ve learned in working with seriously ill people is that our time is limited and precious. Each day, that lesson becomes more powerful and meaningful to me. The message of this book is to make every moment count. Treasure your time and spend as much of it as you can doing what you love with those you love—do it while you can.


Thank you for reading this book. I hope it helps you.


Please feel free to contact me at www.lifeafterthediagnosis.com/comments with your questions, comments, ideas, and personal stories.


Steven Z. Pantilat, MD


San Francisco, CA















PART I



first steps after the diagnosis















chapter one



BAD NEWS, NOW WHAT?


“I’M SORRY TO HAVE TO TELL YOU…”


“The biopsy shows cancer.”


“It’s a stroke.”


“You had a major heart attack.”


“It’s Alzheimer’s.”


“The cancer is back.”


“You have ALS—Lou Gehrig’s disease.”


Few things are worse than getting bad medical news. It’s devastating to learn that you or a loved one has a serious, life-threatening illness or that a condition that was in remission has returned. Bad health news is shocking and can overwhelm you, even when you think you’re prepared for it, even when you sense it coming. When you get bad news, you may think that your life has ended, but it hasn’t! You will still enjoy many good times and experiences.


When you get bad news, moving forward is never easy, but it’s crucial and definitely possible. How you deal with bad medical news may not cure you or make your illness disappear, but it can help you make the most of a rotten situation. Dealing with bad news is the first step forward in reclaiming your life.




“Hope is not found in a way out but a way through.”


—ROBERT FROST






The moment you receive bad news, you see your life differently. You think in terms of before and after your diagnosis. You say, “This is the way I was before—this is how I am now.” Bad news gives you a new reality. You know that your life will never be the same. The fact is that something massive has moved front and center—it dominates your mind and colors every aspect of your existence. It may compel you to alter your perspective, reexamine your goals, set new priorities, make plans, and change how you act.





Bad news comes in many forms and affects us differently. For each of us, it makes different demands, has different time frames, and moves at different speeds. And although it initially may feel that way, bad news doesn’t mean that your life is over or that your world will immediately be turned upside down. Take dementia for example. When people learn that they have dementia, their minds flood with questions and worries about the future, but they usually don’t have to make sweeping, life-altering changes overnight. As their dementia progresses, they will have to adapt and adjust, but most of them will still be able to function in many areas for years.


Similarly, with treatment, medications, and lifestyle changes, most people with heart disease can stay active and hardly miss a beat. In contrast, other illnesses, such as cancer, often demand urgent action. With a cancer diagnosis, you may not be able to wait; you may need to quickly make changes that will put your life on hold. Usually, people with cancer can safely wait a few days or even a few weeks to start treatment, but ultimately they may have to drop everything and begin a course of chemotherapy or radiation that can have many draining side effects and profoundly impact their life.


WHAT TO DO


Bad medical news doesn’t have to completely shut you down. When you get bad news:




[image: image] Take time to deal with your feelings—acknowledge them and let the news sink in. Don’t make any major decisions until your head stops spinning and your mind clears.


[image: image] Then, look ahead. Think in terms of what you need to do now, today, this week or next. Looking too far ahead can overwhelm and paralyze you. So identify the decisions that you need to make now and those that can wait.


[image: image] Learn about your condition, speak to people, get referrals, and find out who provides the most expert medical care.


[image: image] Identify the best doctors, hospitals, and clinics, and the medications, procedures, and treatment options.


[image: image] Plan. In consultation with your doctors, create a plan of action and a treatment plan. Then identify what you have to do and the steps you need to take. Planning won’t change the reality of your diagnosis, but it can change how you, your friends, and your family feel about and deal with your illness. I’ll discuss this in greater detail in the following chapters.


[image: image] Each time bad news knocks you down—and it will probably knock you down more than once—take a moment, gather yourself, and develop a new plan to overcome the setbacks and move on. A plan can energize you, change your focus, and help you get back up and move forward. You can always do something to try to make things better.




HEARING BAD NEWS


Everyone reacts differently to bad news. Some people are more sensitive and take it hard. They may go to pieces and find they can barely function. Others are stoic, philosophical, and practical. While they put on a brave face, they may ache inside. Reactions can also be mixed, inconsistent, and extreme. No reaction is wrong; all responses are normal. Expect emotional ups and downs, intense and quickly changing feelings. One minute you may find yourself crying, the next you’re on the phone with your insurance company to confirm that a certain doctor is part of your network.


When you receive bad news, your brain may freeze and you may not hear or understand anything else that’s said. While your doctor continues explaining, your mind may be in such shock that you can’t listen or comprehend. You may be so thrown or worried about your fate that you can’t concentrate on anything that’s said. Your doctor’s words don’t register; all you hear is “Wah wah wah wah,” like when grown-ups speak in the classic Charlie Brown TV specials.


Upon hearing bad news, don’t be surprised if you think the worst. Your mind may go directly to death and dying, as it did for my patient Richard.




At eighty-two, Richard was robust and seemed to be in good health. He lived at home with his daughter, still drove, was physically active, and had all his faculties. One morning Richard awoke with excruciating pain in his right hip and couldn’t walk. His daughter called an ambulance that took him to the emergency room. When X-rays of his hip proved negative for a fracture, Richard was given a CT scan to see if there was a small hip fracture that the X-ray had missed. The CT scan failed to show a reason for his hip pain, but it revealed two suspicious masses in his liver that were completely unsuspected and not thought to be related to his hip pain. Richard’s pain got better and he went home. A biopsy later that week showed that Richard had colon cancer that had spread to his liver.


The next day, Richard and his daughter came to my office for his biopsy results. “I’m sorry to have to tell you this,” I said, “but the biopsy shows that you have cancer, colon cancer, that has spread to your liver.” I then stopped speaking. For a minute or so, Richard sat expressionless, saying nothing. Then he asked, “So, Doctor Pantilat, tell me, how long do I have? Am I going to die?”


“This is serious,” I said, “and it looks like we’re not going to be able to make it completely go away. It may well be the illness that ends your life.”


“How long do I have?” Richard asked.


We talked about treatment options, the probabilities, and the risks. I told him that I thought he had at least a year and maybe more if chemo worked. As we spoke, I could see that Richard was visibly relieved. “When you told me I had cancer,” Richard said, “I assumed that I only had two or three weeks to live.”


Although the news was still bad, our conversation enabled Richard to voice his concerns, learn more about his condition, and find out what could be in store. It also gave him better news than he had imagined when he first heard the diagnosis, which lifted his spirits and gave him hope.





WHAT TO DO


Don’t leave anything to your imagination. Ask questions; get the complete and accurate picture. Learn as much as you can. Sometimes the truth, as it was for Richard, will not be as bad as you imagine. Don’t try to guess what your doctor means, and don’t be afraid you will look stupid or take up too much of your doctor’s time. Instead of trying to infer what your doctor is actually saying:




[image: image] Ask explicit questions to pin your doctor down. If you’re confused or don’t understand, ask him or her to explain. And be sure you fully understand the answer. If it still isn’t clear, ask until you understand. No question is wrong or inappropriate.


[image: image] If you can’t follow what the doctor says or the news he or she gives you isn’t clear, signal the doctor to stop. Hold up your hand, tell the doctor to wait, point out what you don’t understand, and ask him or her to explain. If you need time to digest what you were just told, say so. During the pause, think about the questions you want to ask. And if you can’t think of any questions or even concentrate, which is often the case, tell the doctor that you’re going to have to stop now and come back at a later time when you’ve had the chance to absorb it all and think.




I find that when I’m a patient, I don’t always understand everything my physician says. If I, a medical professional, can be confused, people who don’t have medical backgrounds also can be confused. Like me, they have the right to, and should, insist on clear explanations.




[image: image] If you have doubts or questions about your diagnosis that your doctor can’t satisfactorily resolve, get another opinion. Get the names of experts and consult them.


[image: image] Ask your doctor if he or she can recommend websites that you can visit or materials that you can read to learn more about your condition and what it may entail.






	[image: image]


	A word about the Internet, which I’ll address in greater depth in the next chapter. Websites that post information from people with your condition can be extremely helpful. They can help you gain insight into your illness and what it’s like to go through it. Although many excellent medical websites exist, the Internet also contains lots of very bad health information. Predators also abound online who hope to make a buck by offering miracle cures to seriously ill people. So be careful; verify all information, promises, and claims you find on the Internet.








[image: image] If you have an important doctor’s appointment during which you may be given bad news or will be discussing treatment options, bring someone with you. That person may be able to listen and remember the news more clearly and accurately and be able to help and comfort you.


[image: image] Consider writing down what your doctor says. Then read what you’ve written back to your doctor to verify that you understood it correctly. Say, “Let me make sure I got this right.” You can also bring an audio recorder to tape the meeting so you can listen to it again. Just be sure to get the doctor’s permission before you start recording. If you need to, download a smartphone audio-recording app such as iPhone PMC Recorder or Smart Voice Recorder (for Android).


[image: image] Don’t be hard on yourself because of how you respond.




Some people don’t ask questions because they’re afraid to hear the answers. They often imagine the worst or try to ignore their problems. Ask questions. The bad news you receive may not be as bad as you fear. And even if it is, that information will enable you to do something about it as opposed to not knowing, which will keep you in the dark. When you act promptly, it can have a positive impact. If you ignore the problem and later decide to act, it may be too late.


If you would rather not ask questions, you have other options. You can simply trust the doctor to do what’s best, or have a loved one or friend speak with your doctor on your behalf. Patients frequently ask me to talk with their wives, husbands, sons, daughters, nieces, or friends whom they want to make decisions for them. The best approach is the one that works for you. And if you subsequently decide that you want to get information directly from the doctor, you can always change your mind.


The patient-doctor relationship is a two-way street. Essentially, it’s just an interaction between two human beings. Patients tend to defer to doctors. As a result, many don’t fully question doctors when they receive horrible news, which is understandable. Although it’s essential to ask questions when you get bad news, it’s hard. So take enough time to clear your mind and formulate questions so you can get the information you need to make the best decisions on how to proceed. You may have to schedule another visit to ask your questions.




I suggest to patients that they write their questions down when they think of them so they can ask them when we meet. Carry a pad, notebook, or smartphone with you to note whatever comes to mind. I do the same before I visit my doctor and before we see my children’s pediatrician. I started this practice after I left a pediatrician’s office yet again with many questions unanswered. I figured that I get only one shot a year to ask the pediatrician questions and realized that I needed to be prepared to make the most of that visit. If it makes sense to write a list of the questions you want to ask during a healthy child’s annual checkup, it’s even more important to make a similar list before your visits regarding serious illness.





SLAYING DRAGONS AND MAKING PLANS


Serious illness usually involves a series of events, and when you’re seriously ill, your emotions bounce around. Periods of calm may mix with moments of terror. Once you slay one dragon, another may appear. You may be able to slay some dragons, but some you can’t. You may even learn to live with a few. That’s why it’s so important to have a plan. Often, what the plan is isn’t as important as the fact that you have one.


Shortly after I began writing this book, my mother was diagnosed with incurable lung cancer. From the outset, every piece of news we got about her condition was bad. Whenever developments could be either good or bad, they were invariably bad—worse than we hoped. Here are just some of the setbacks we received. We hoped that:




[image: image] The rib pain my mother had for six weeks was just a strain—it wasn’t.


[image: image] The spot on my mother’s chest X-ray was nothing—it was.


[image: image] She didn’t have lung cancer—she did.


[image: image] My mother had a treatable form of lung cancer—she didn’t.


[image: image] She wouldn’t have many complications—she did.


[image: image] Her complications would be mild—they were draining and debilitating.




One complication was a nasty bladder infection that made my mother very uncomfortable. As part of her treatment, a catheter was inserted. Although the catheter was intended to give her some relief, it added to her pain and discomfort. During one of my visits she told me, “Oh, if I could only get rid of this bladder infection and this catheter, I’d be great.”


My first reaction was that her bladder problem was nothing, compared with her cancer. At the time, I was searching for new treatments for her cancer and not worried about a simple bladder infection. In the big picture, it seemed like a tiny bump, a distraction, a trivial issue. But I soon realized that her infection and the catheter were a dragon to her—and one we could slay. Her comfort was paramount. Something I considered a nuisance, especially when compared to her lung cancer, was causing her great pain. Addressing her bladder infection quickly and decisively and having the nurse remove the catheter was a clear, concrete plan that helped my mom feel better.


PUTTING IT IN PERSPECTIVE


Let’s face it, bad medical news stinks; it’s difficult to handle and can feel extremely unfair. Some people are struck far too early, and many patients and their loved ones have to suffer through long, excruciating sieges.


Although getting bad news is horrible, it doesn’t mean that your life has to instantly come to a grinding halt. Every moment that follows your diagnosis will not be terrible; you will still have lots of life to live and lots of joy. You will likely find that you are stronger and more resilient than you thought and that you can continue to lead a high-quality life.




Let me be clear—I don’t subscribe to the view that bad news is a gift. A gift is something gladly given and happily received. Illness is not a gift! Even if illness provides a learning experience, a lesson, an insight, and special memories, illness is not something happily received. To me, that view is Pollyannaish and unrealistic.


I would gladly trade every bit of insight, understanding, wisdom, and act of kindness I gained after my parents’ deaths to have them back. Most of my patients wouldn’t hesitate to give back all the insights, understanding, wisdom, and acts of kindness they gained during their illnesses for a cure. But if you can gain any good from bad news, any insight from grief—take it!





Yes, things won’t be the same; you may have to adapt, adjust, and endure a tremendous amount of loss. Although you’ll go through difficult times, not everything will be lost, or at least it won’t be lost all at once. Even if the worst-case scenario occurs, your world won’t immediately end.


My dad died suddenly at age fifty-four. It was Valentine’s Day. I got a late-night, long-distance call. What a shock. He was way too young. I was crushed and devastated, and I couldn’t function. My life came to a halt—but then somehow it went on. And although I miss him terribly, my life has continued, and during that time I’ve experienced many wonders, numerous blessings, and lots of great joy.


Even if your tomorrows are limited, you can find joy, meaning, and fulfillment today and in the days ahead. You can find appreciation, gratitude, insights, openings, opportunities, and connections. Look for bright spots. At times, they may be hard to see, but they exist. Embrace the goal of living the best you can for as long as you can.


YOUR RESPONSE


When you’re diagnosed with a serious illness, be realistic, understand that your life will change. At the same time, be kind and compassionate to yourself, treat yourself well, and enjoy the people and things that make you happy, without feeling guilt or shame.


Tiny pleasures, the small, seemingly minor, things, can help. They can add some luster and enjoyment to your life.




Jim, a spirited but frail seventy-two-year-old, was homebound with advanced heart failure. Although Jim loved his daily scotch, his sons were adamantly against it. They were afraid that if Jim drank even one glass of scotch, it would aggravate his condition, especially since he seemed to be more and more unsteady on his feet. They worried that he might fall. It became a point of contention between Jim and his sons.


When I visited him at home, Jim pulled me aside and asked, “Hey, Doc, would it be OK if I had just one glass of scotch before dinner?” We laughed about how the tables had turned from the time when his sons were in high school and he had admonished them about drinking. Although his sons strongly objected to Jim drinking any scotch, I said, “Sure.” One scotch might have slightly increased his risk of falling, but it made Jim happy. We talked about limiting it to one glass a night, and Jim promised to ask for help if he felt unsteady after his nightly drink. With a wry smile, Jim told me how much he loved that glass of scotch and looked forward to it. Small as it was, being able to still enjoy it enhanced the quality of his life.


Late one afternoon before dinner, several months later, Jim drank what would be his last glass of scotch. After supper, he played poker with his sons and then died peacefully in his sleep.





Life is how you live; it’s what you do. Often, little things bring great comfort and satisfaction. And you may appreciate them more. When you’re seriously ill, you may cry a lot, but chances are you will also laugh.


Having a good attitude won’t heal you, but it can make a huge difference. You may feel better if you’re proactive and focus on identifying the best doctors, finding the best treatment and support, and trying to figure out how you can make your situation better. Being with your favorite people may also help, as can going to your favorite places and doing what you enjoy most—like drinking a glass of scotch each day.


GRIEF


When we get bad medical news, we grieve; we experience intense sorrow. The fear and anticipation of loss saddens and upsets us. When we grieve, we have reactions that were first identified by the psychiatrist Elisabeth Kübler-Ross and are often referred to as “stages.” These reactions are:




[image: image] Denial and isolation


[image: image] Anger


[image: image] Bargaining


[image: image] Depression


[image: image] Acceptance




The word “stages” suggests a linear, step-by-step progression starting with denial and isolation and ending with acceptance. For better or worse, the stages of grief are not linear. When we grieve, we don’t necessarily experience the five reactions consecutively or in order. We may not go through denial first, then anger, bargaining, and depression before we accept our fate. Acceptance may be fleeting or never come. Grief is not so firmly structured or neat; in fact, it’s often chaotic.


It’s common for the five reactions to grief to be jumbled, to come at different times and degrees, to come together, to coexist, or to overlap. For example, we may simultaneously be in denial and be angry, or we may be in denial and be depressed at the same time. In quick succession, we may feel anger, bounce to acceptance, and revert to raging anger again.






	[image: image]


	When you get bad news, every reaction to grief is normal. Any order, any combination, and any configuration of those reactions are also normal and to be expected. Rather than moving steadily through grief, we may move around it or within it.








When I’m talking with patients, I often hear them express two, or even all, of the stages of grief in a single statement. A patient might say, “Oh, Dr. Pantilat, this is so awful. I feel so low (depression). And it’s so unfair; I don’t deserve this (anger)! But then, it’s really not as bad as they say (denial). Still, I’m going to fight this thing. They said I had six months, but I’m going to fight and live for another ten years (bargaining). But when it’s my time, I just want to go peacefully (acceptance).”


It’s not unusual to experience multiple stages of grief at the same time, for your emotions to be dizzying and out of control. At one point you may be deeply depressed, and later you may be bargaining. You may say, “If I take these treatments, exercise, and eat right, I’ll beat this thing.” At other times you may feel overwhelmed and want to give up. And it’s also common to go through periods of calm or experience only one reaction at a time.


DENIAL


Denial often gets a bad rap. People tend to equate it with not facing reality. Denial is complex because it can often be helpful. I frequently hear colleagues speak derisively about a patient, saying, “It’s so frustrating because he’s in denial. He just won’t talk about his illness, how serious it is, or the fact that he is dying.” Can you blame him?! The poor guy is undergoing toxic chemotherapy. He’s weak and thin, his hair has fallen out, he’s on a leave of absence from work, and he had to postpone his plans to marry his longtime girlfriend. His silence may be seen as avoidance, at least with respect to some parts of his situation. However, denial may be the only way for him to function and move forward in the face of a string of terrible news and an uphill climb.


If, like the young man I just described, you’re making choices that are consistent with your fundamental values, denial may be the best way for you to move forward through your grief, to feel your way, and to do what you need to do to get through the day. It may be the best way for you to diffuse your anguish and pain.


It’s essential to distinguish denial from ignoring reality—pretending that nothing is wrong and not moving forward. Turning away, forgetting, or ignoring bad news won’t make it go away. In fact, when you ignore bad news, it usually gets worse, much worse than if you had dealt with it right away. That type of denial tends to add layers of trouble, new and unnecessary complications that pile up.




Robert, sixty-two, noticed blood in his stool, which he chalked up to hemorrhoids. He worried that it might be cancer, but quickly dismissed the idea. His bleeding got worse, and he bled daily. After six months, Robert was feeling weak. One morning, he passed out, and he then finally came to the hospital. He told the doctors he thought he had hemorrhoids. Unfortunately, he had colon cancer that had spread to his liver, and his red blood cell count was dangerously low. The oncologist told me that Robert’s cancer might have been curable six months earlier, when the bleeding started. Denial was disastrous for Robert.





It’s also important to differentiate short-term denial from prolonged denial. Short-term denial can initially help you, but when it’s carried too far, it can be harmful and hold you back. Continuous long-term denial can prevent you from taking care of business, doing what’s necessary, and doing what’s best.




Margaret, a single mother in her early thirties, was slipping fast and didn’t have long to live. Although her daughter, Lucy, was only four years old, Margaret had not designated who would raise Lucy in her stead. Somewhere deep down, Margaret may have felt that arranging for Lucy’s care would be an acknowledgment of her impending death and an abandonment of hope. However, by not providing for Lucy’s care she was ignoring reality. Margaret was not taking care of business—vitally important business.


My team and I had to work through Margaret’s denial in order to convince her to do what was most important: provide for Lucy’s care. We had to ask the hard questions—questions she was avoiding. We had to find out who Margaret wanted to raise Lucy.


We explained to Margaret that our treatment plan was to give her excellent care and hope for the best. But we also explained that we wanted to help her plan for the worst and do what would be best for Lucy. We stressed that she had to be realistic. Margaret understood, and we helped her put a plan in place. She decided that her mother should raise Lucy. Our social worker helped Margaret talk to her mother and Lucy and arranged for someone to come to the hospital to help Margaret with the necessary legal documents.


Denial can be paralyzing. We recognized that Margaret needed help, and with help, she was able to step out of denial long enough to do what was best for her daughter and herself.





DELIVERING BAD NEWS


It’s hard to give bad news. Many doctors don’t do it well. Most of us hate giving bad news, especially to patients we like and with whom we’ve had long relationships. A doctor may have treated a patient for years and worked with him or her to beat some thorny medical problems. Sometimes a doctor has cared for a patient’s entire family and has close personal relationships with them. It’s easy to understand why doctors may be uncomfortable, nervous, or emotionally upset when we have to deliver bad news. When a doctor delivers bad news, you may notice tears in his or her eyes—after all, we’re all just human beings on this journey together.


Regardless of how well doctors deliver bad news, bad news is hard for patients to swallow. It’s always unwanted and unwelcomed. I tell my students that bad news—even when delivered as well as possible—is still bad and leaves everyone feeling down. But when the news is delivered with compassion, caring, and empathy, in simple and direct language, by doctors who know when to speak and when to be quiet and listen, it can be easier to take.


Until recently, most doctors weren’t taught how to give bad news. Now they are. I teach medical students and doctors to deliver bad news clearly and directly and then be silent. As soon as they give the diagnosis, I suggest that they sit quietly for however long it takes while the patient absorbs the news. I tell them to resist the urge to fill the uncomfortable silence. If we wait calmly, patients usually ask questions and we can respond. After a pause, patients may be better able to understand the additional information we have to give them. If you need time to digest bad news, don’t hesitate to ask your doctor to give you a few minutes of silence.


WHY DID THIS HAPPEN TO ME?


When people receive bad news, virtually everyone asks, “Why did this happen to me?” Although no really good answer exists, I say, “It’s not fair. Bad things happen, and it’s not fair.”


Like Richard, people also ask, “Will I die from this?” and “How long do I have?” These questions are natural and totally normal. Many patients also look for something or someone to blame, and many of them blame themselves. I frequently hear them say:




[image: image] “I got lung cancer because I smoked.”


[image: image] “I didn’t get a mammogram.”


[image: image] “I talked too much on my cell phone.”


[image: image] “I didn’t exercise or eat right.”


[image: image] “I inherited lousy genes.”




My response is, “It’s still not fair. You didn’t choose your parents or to inherit their genes. Even if you smoked, talked endlessly on your cell phone, didn’t get a mammogram, didn’t exercise, or didn’t eat healthy food, it’s still not fair! Lots of people do the same and don’t get the bad news you just received. It’s not fair that this happened to you, and I’m really sorry that it did.”


If you believe that you brought this bad news on yourself, that you’re to blame, let it go. You don’t deserve this bad news, no matter what you may or may not have done. Most serious illness stems from numerous factors, many of which are beyond our control. Your condition may be attributable to traits you were born with or inherited or items that you lived or worked around. Even if you did some things wrong, even many things wrong—as so many of us have—you’re probably not the cause of your dilemma. So give yourself a break, don’t beat yourself up—have compassion for yourself.


Blaming yourself for something you are or did or didn’t do is a waste of time; it doesn’t help. It’s not fair that you’re seriously ill, and placing guilt on yourself won’t help. Instead of blaming yourself, have compassion for yourself and see what you can do to move forward.


Even in times of deep despair, anguish, and unfairness, some areas of brightness and hope may exist. Look for them; find them. Instead of blaming and shaming, search for bright spots, things to look forward to and enjoy. Know that what has happened has happened, and it’s over. You must move on. Live today—don’t relive and regret the past.


RX


At Laguna Honda Hospital, the county-run nursing home in San Francisco, the old hospice unit had a “smoking room” with pictures on the wall of cool people smoking. The idea was that if you were in the hospice unit, dying from an illness related to smoking, it was not the time to add to your feelings of guilt and shame. Since not smoking after you’re diagnosed with lung cancer is better for your health and recovery, I encourage and help my patients to quit. However, I appreciated the sentiment behind the “smoking room” and the logic, love, understanding, and compassion it reflected.


Make the most of the time you have because it’s precious. It’s a gift that not everyone gets. My dad died suddenly at age fifty-four, and I wish we had had the time and opportunity to tell each other one more time what was in our hearts.















chapter two



MOVING FORWARD


AFTER YOU’VE RECEIVED THE BAD NEWS AND YOUR WORST fears have been confirmed:




[image: image] Take time to collect yourself.


[image: image] Don’t make any immediate decisions.


[image: image] Sit tight. Let it all sink in.


[image: image] Then, when you feel ready, think about your options and how you can move forward.




Moving forward is imperative. Dealing with your illness will give you a mission, a cause that can change your focus. Moving ahead can force you to examine your values and your priorities. Taking the initiative can lift your spirits and inspire you to take action that will help you make the best of your situation. Not moving forward can put you in danger of slipping further into your sorrow and becoming more dejected, even depressed.


Moving forward doesn’t always mean immediately beginning aggressive curative treatments. Many people need to start treatment right away, but others don’t. All-out assaults may not be called for or what you need or want. You and your medical team should explore how you’ll move forward, what’s the best course for you. On occasion, it may even be preferable to delay the start of treatments.




When Jack, a patient in his early sixties, was diagnosed with pancreatic cancer, I told him that chemotherapy could help him feel better and might help him live longer, but it wouldn’t cure his cancer. As we spoke, I also explained the downsides of chemo, how it could weaken and affect him. Then I asked him what he hoped for, what was important to him, and what he was worried about.


Jack told me that he had been thinking about flying cross-country and visiting his hometown to spend time with his best friend. This trip had been on his mind for a long time, but he hadn’t gotten around to it. Now, after getting the diagnosis, it seemed even more important and urgent. Although Jack was eager to start chemotherapy, he was worried that if he did, he might never take this trip.


We spoke with his oncologist, who said that he saw no harm in holding off Jack’s chemo for two or three weeks. Jack took a two-week trip to his hometown, and when he returned he began his chemo. Jack’s trip buoyed his spirits and gave him a sense of peace that helped him get through his treatments.





Don’t assume that treatments will make you feel better, at least not right away. Of course, the hope is that they will, but they may have painful and/or uncomfortable side effects that can prevent you from doing important things such as visiting your hometown or having a big wedding.


Prioritize and realize that while bad news can initially wallop you like a hurricane—and your treatments can feel like another storm, often within the storm or right behind it—you’ll find the eye of the hurricane: a place of calm. Embrace these respites. Take advantage of the quiet.


When you think about moving forward, understand that you can’t go it alone. Even if you want to, chances are that it won’t be possible—you’re going to need help. In fact, you may need lots of help. Prepare for it. Don’t be proud, reluctant, or ashamed. Let others help you. Don’t wait for them to offer—speak up and ask for what you want and need.


Build a support team. Start with those closest to you: people you can rely on, speak with freely and honestly, and vent your feelings to. Then enlist medical professionals: the doctors, nurses, therapists, consultants, and caregivers you’re going to need. Add your lawyer, accountant, financial planner, insurance agent, and religious or spiritual advisors—whomever you want or may need.


Try to have everyone on your team in place before you need them. Then, when problems arise, as they inevitably will, you won’t have to panic or waste time scrambling for help. You’ll know exactly where to turn, whom to call, and what to do. You can move faster and more efficiently if you’re prepared.


Those who love you will want to help. Some of them may just show up and ask what they can do, but most will wait to hear how they can help. Tell them.


Create a plan for moving forward. A plan will help you make the most of your time. Don’t worry, you don’t have to draw up a long, detailed plan; just list some basic points that will get you started. For instance, identify the following:




[image: image] The doctor who’ll lead your treatment team.


[image: image] Whether you’ll need specialized care.


[image: image] Where you’ll get your care. Should you get treatment at a specialized center?


[image: image] What information you’ll need to learn about your condition and where you can get that information.


[image: image] The most important steps to take now.


[image: image] What to tell your friends, family, children, and coworkers about your illness.




Since you can’t predict the future or know how your condition will progress, your plan will change as you go through it. Most treatment plans do. However, you need to start somewhere, and a basic to-do list will get you focused, organized, and in gear. Then, as you move along, you can make changes and adjustments.


Here’s how to begin.


PHYSICIANS


Find a physician to lead your treatment team. Look for someone who will work with you to develop a treatment plan and guide you and your team throughout your illness. Ideally, the physician you choose will understand your condition, know how to treat it, have experience treating it, and help you navigate through it. Find an expert you have confidence in, a doctor who you believe will give you the best information and advice and will work with you to create the best plan.


Start with your personal physician or the doctor who diagnosed your condition. If you have a personal physician you like and trust, you’re way ahead of the game. He or she can be your partner throughout your illness. If you don’t have a doctor you like and trust, find one.


Will you need a specialist? Your personal doctor may be able to treat common conditions such as straightforward heart disease or lung conditions but may not have the know-how, experience, or expertise to treat more unusual and complex illnesses. Usually, your doctor will tell you if you need a specialist.


For uncommon conditions, your best bet may be to see a specialist in your community. If your condition is rare or highly complex, you may want to go to a specialist at a larger hospital, a specialized medical center, or a university hospital.




Strong evidence shows that patients treated in specialized medical centers by multidisciplinary teams for conditions such as ALS have better outcomes [2.1]. These expert teams have access to the latest research, clinical trials, devices, and equipment. They know the nuances and subtleties of the conditions they treat, so they excel at anticipating issues that might arise and at spotting clues that less experienced clinicians might miss.


In addition to medical treatments, most specialized centers offer a wide range of treatments including medications, physical therapy, exercise, and nutrition. They also have access to and use the latest medical devices and equipment. If you’re suffering from a rare or uncommon condition, look into getting treatment at a facility that uses expert, interdisciplinary approaches.





As you look for a physician, keep in mind that physicians differ; they have different personalities, communication skills, and management styles. The key is to find a doctor whose style resonates with you. Some doctors are extremely directive, almost parental, in their approach, which some patients prefer. When you’re seriously ill, it’s easy to get overwhelmed, and some patients want a doctor who will spell out the course of treatment and tell them exactly what to do. Directive doctors do just that.


Other physicians take a more collaborative approach. They act more like advisors by giving you options and explaining the advantages, disadvantages, time frames, and risks of each course of action. When you work with collaborative doctors, you make the decisions with your doctors’ guidance and advice.


Physicians’ communication styles and skills also vary. Some can be confusingly technical, even baffling and opaque, while others are crystal clear. Some doctors can be direct, straightforward, and blunt, while others may wander, be indirect, or beat around the bush. Some may come off as all business, impersonal, or cold, while others seem warmer, gentler, and more caring and understanding.


Doctors are human. Most are open, extremely focused, and dedicated to doing the very best for every patient they treat. However, some can be set in their ways and may not listen well or be open to collaborating with you. Find physicians who seem genuinely interested in learning what’s unique and special about you and your illness and dedicated to having a partnership with you.


Finding the right doctor, one with a combination of smarts and personality, whose style matches yours, isn’t always easy—especially if your illness is rare.


WHAT TO LOOK FOR


When you’re looking for a doctor, try to find someone who:




[image: image] Has the experience and expertise to give you the best possible medical care; someone who understands your illness and knows what he or she is talking about from a medical standpoint. First and foremost, look for a doctor who has outstanding medical knowledge and skills.


[image: image] Will listen, not just speak. A doctor who will try to find out what is most important to you, respect your values and beliefs, and help you reach your goals.


[image: image] You trust, can talk to, and can confide in, and who will give you answers and information you understand.


[image: image] Will be accessible, respond promptly, be patient with you, and give you the time you feel you need.


[image: image] Has a manner, style, and approach that feels right for you; a physician who inspires your trust and confidence.


[image: image] Has an office and staff that is responsive, easy to work with, and makes you feel welcome and cared for.




Long-term illnesses: If your illness could be lengthy—one that could continue for years or decades—finding the right doctor is extremely important since he or she may end up caring for you for a long time. For patients with conditions that take many years to unfold, factors such as a physician’s accessibility, responsiveness, patience, clarity of explanations, and manner take on added significance.


Specialized care: When you need treatment for a rare illness or have to undergo a highly specialized procedure, find the physician with the best technical expertise. In these situations, a specialist’s technical expertise is more important than his or her bedside manner. He or she doesn’t have to click perfectly with you, because the services provided will be extremely discrete. Since other doctors will treat you, the specialist who provides only technical procedures doesn’t have to become your long-term partner or best friend.




Getting treatment from a medical specialist far from your home may be too difficult, too inconvenient, too exhausting, or too expensive. However, if you have a rare or complex condition and decide to be treated by your local doctor or a local specialist, consider scheduling at least one consultation with a physician who is an acknowledged expert in treating your condition—even if you have to travel for that appointment.





Often a specialist will reassure you that your local doctor will give you excellent care. He or she can also provide recommendations to you and your local doctor, consult with and advise your local doctor, and tell you know what treatments he or she can offer that your local doctor cannot and what the risks and benefits of those treatments might be. Experts also tend to be more aware of studies and clinical trials you might qualify for.


While a specialist is treating you, your personal physician should continue working with you to make sure that other important medical issues are addressed. Since specialists typically limit their focus to a particular condition such as cancer, heart failure, or dementia, or to specific organs like the liver, lungs, or kidneys, your personal physician should keep track of how your various treatments fit together. He or she can help coordinate the care you receive from different specialists and the medications they prescribe. Your personal physician can help you sift through treatment options and make sure that you reach decisions that are consistent with your values and goals.






	[image: image]


	
I’m often struck by how little most doctors know about their colleagues. They may know their reputations and may have heard some scuttlebutt at the hospital or through the grapevine, but they usually don’t know much about their colleagues’ knowledge, technical skill, and manner with patients. Patient A will tell me that a certain doctor I referred him to was really great, but Patient B may say the opposite. Remember that doctors rarely see other doctors interact with patients. What doctors do know is how doctors are with one another. As a result, physicians’ recommendations are often based on the fact that they like another doctor and think he is a nice guy, that she’s always pleasant and cheerful, that he has published lots of papers, and that he seems competent and has a good reputation.


Nurses, on the other hand, are a terrific source of information about doctors. They work closely with doctors—they’re often on the front lines with them—so they know how doctors interact with patients and hospital staff and how well they perform in emergencies. Since nurses assist with procedures, they have excellent insights on doctors’ technical skills, dispositions, and bedside manners.


Websites also post opinions about doctors. Like all information on the Internet, proceed with caution! Those who submit comments may have personal agendas or axes to grind. However, when the comments about a doctor are consistent, consider them carefully because they may be insightful and convey important information. Conversely, give isolated and inconsistent comments less weight.










RECOMMENDATIONS


To find the right specialist, start by getting recommendations from your personal physician, other health care practitioners, your friends, and your family. Ask those who give you referrals if they have worked directly with the doctor they recommended and, if so, what their impressions are. Speak with people who have been treated by the physicians recommended. Ask them what they liked, what they didn’t like, and if any problems arose. Be specific; try to pin them down.


Asking your doctor and your friends and family for recommendations is a good start. But keep in mind that recommendations are subjective. What makes a great doctor, a great partner, or a great match for one person doesn’t necessarily mean that the physician recommended will be right for you. If, however, the same doctor is repeatedly recommended, it’s worth checking out that doctor.


INTERVIEWING DOCTORS


For some reason, most people are reluctant to interview doctors or don’t think they should. Ironically, they don’t hesitate to interview real estate agents, contractors, financial planners, and others before they work with them. They question, compare, and check their backgrounds, experience, and references. But they rarely do the same with doctors—even though the stakes are higher.


Interview doctors before you put your life in their hands—especially when you’re embarking on a course of treatment, need a serious operation such as open-heart surgery or a transplant, have a new neurologic disorder, or are diagnosed with cancer.


In some cases, you may not see any reason to interview certain doctors. For example, if you like your cardiologist, why interview other cardiologists when your heart condition gets worse? However, if you’re diagnosed with a new and serious illness, such as ALS or colon cancer, you may want to interview several prospective doctors to find the best match.


After you receive bad news, you’ll probably have time to interview prospective doctors. Most patients do. During interviews, make sure that everything each doctor tells you is clear and understandable, that you and the physician are on the same page. If the information and impressions you get from different doctors vary, you may want to get other opinions. If, however, all the opinions you get are relatively similar, you’ll know that you’re on the right track.


Before you interview prospective doctors, do your homework. Look into the doctors’ education, qualifications, certifications, specialties, and experience. Check for disciplinary sanctions. This information may be found online. The American Board of Medical Specialties website (www.certificationmatters.org/take-charge-of-your-health-care/check-physician-qualifications.aspx) gives information on doctors’ certifications. Consumer Reports (www.consumerreports.org/health/doctors-hospitals/doctor-patient-relationship/check-on-your-doctor.htm) gives information on doctors’ qualifications, licensing, patient experiences, and disciplinary actions.


Prepare a list of questions to ask. Use the checklist below as a guide. When you question physicians, make sure that you fully understand their answers, because even when doctors use language we think is simple and clear, we can miscommunicate.




In the ER, I examined Wilma, a thirty-two-year-old woman with asthma. To determine the severity of her condition, I asked her if she had ever been on a breathing machine. “Oh, yes,” she said. “Pretty much every time I come to the emergency room, I’m on a breathing machine.” By “breathing machine” I had meant a ventilator, a machine about the size of a small microwave oven. A ventilator is connected to a tube that goes into the patient’s mouth or nose and down the throat and forces air into the lungs. When people struggle to breathe on their own and could die as a result, they’re put on ventilators. Being on a ventilator is memorable, not easily forgotten.


Wilma’s reply indicated that she had severe, life-threatening asthma, but when I examined her, I was relieved to find that she didn’t seem very sick. However, given her history, I was concerned that her condition could quickly deteriorate, so I immediately ordered a nebulizer, a small, handheld tube that generates a fine mist of medicine that the patient inhales and is then absorbed in the lungs. Nebulizers are fairly standard treatments for asthma in emergency rooms.


After one nebulizer dose, I asked Wilma, “How are you doing?” “Much better, thanks,” she replied. “This breathing machine always makes me feel better.” I did a double-take. To me the term “breathing machine” meant a ventilator and life-threatening asthma. To Wilma, it was a nebulizer. When I asked a few more questions, I realized that Wilma had never been on a ventilator and her asthma wasn’t nearly as severe as I had first thought, which changed the course of treatment I prescribed. I learned a valuable lesson on the importance of communicating clearly.





INTERVIEW CHECKLIST


Before you interview prospective doctors, review the checklist below. Customize the checklist to fit your situation. Make changes to any of the suggested questions and add any questions of your own. During interviews, you or your companion should write down or record the answers you receive, which you can review before making your decision. Here are some questions to ask:




___ Have you treated patients with my condition?


___ If so, approximately how many patients over how many years? (Experience is important, especially for rare conditions, but it should not be your most important consideration because many young, freshly trained doctors are more familiar with the newest treatments than older, more experienced practitioners.)


___ What specific treatments would you recommend for me?


___ What are your treatment objectives for each?


___ What are the advantages and risks of each?


___ How soon will I have to start these treatments?


___ What could happen if I choose not to have these treatments?


___ What other treatments are available to me? (Very important! Your doctor should be able to discuss alternatives with you.)


___ What are the advantages and risks of each of these alternatives?


___ Should I consider any experimental treatments?


___ What are the side effects of the treatments you recommend?


___ How am I likely to feel and for how long?


___ How can I deal with how I will feel?


___ How long will my treatment last?


___ When and how will we know if the treatment is working?


___ What should I expect in the future?


___ If I have questions, how can I reach you?


___ How long will it take to get an answer from you?


___ If issues come up at night or on weekends, how can I get the help I need?









	[image: image]


	Experimental treatments are usually not the best first option. In most cases, a proven treatment is the best way to start.








We would all like to have access to our doctor 24/7, but that’s not realistic. Doctors can’t always be available. So most doctors partner with other doctors and share the responsibility to be “on call” after regular office hours. This arrangement gives you access to a doctor at all times, though not necessarily to your doctor. For most routine situations, this approach works well, but for serious conditions that entail difficult treatments and side effects, it may be important for you to have access to your doctor or to a doctor who (1) works closely with your doctor, (2) knows about you and your condition, and (3) has access to your records.


I usually have a few patients who need to be able to reach me at all times, so I give them my cell phone number. You can ask your doctor for that kind of access, but realize that many doctors are not comfortable with that arrangement, which is not a problem if you have access to another doctor who knows your situation and can promptly respond.


DISSATISFACTION


If, after you start treatment, you don’t like or are uncomfortable with your doctor, you have several options:




	
Try to fix the problem. Discuss the problem with your doctor and try to solve it. For example, you could say, “When I called and you didn’t call me back for three days, I was upset because I needed your help.” Most doctors will listen to your concerns and try to fix the problem. But if you don’t get the answers you want, switch doctors. After all, it’s your life. You have to be absolutely comfortable with your doctors.


	
Change doctors. If you’re dissatisfied with your doctor and don’t feel you’re getting what you need, try to find a physician you feel better about—even if it’s late in your treatment. Continuity is important, but so is fit. Changing doctors every month is a problem, but changing once to find a better match can be a good idea.


	
Stick it out. Don’t switch; remain with the doctor you’ve known and who knows you, for better or for worse.





I’ve found that most patients who change doctors don’t do it because they’re dissatisfied with the quality of the treatments their doctors provide, but because they feel that their doctors are not discussing important issues with them or not acknowledging the severity of their conditions. Essentially, it’s a communication problem. When patients feel that they’re not improving, many get frustrated. If they feel that their doctors are not leveling with them by acknowledging or addressing reality, they’re more likely to consider changing doctors.


INFORMATION


Studies show that information influences patients’ decisions. When patients have information, they make different choices than they would have made without that information. Information enables you to be realistic about your illness and treatment options. It helps you understand what could be involved and make the best decisions.


Many doctors don’t like to give prognoses to seriously ill patients. They don’t really know what will happen and when; they can’t predict how long you have or precisely what you might face. However, doctors can make educated guesses. I say more about prognosis in chapter 4.
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	Request information; don’t wait for it to be offered, because it may not be. Question your doctors regularly. Ask for reports and updates on your condition. Ask about your progress and your prognosis.








Use the Internet wisely. The Internet is now our most popular source of information. As soon as most people get a bad diagnosis, they go online to learn about their illnesses, what they’re facing, and what their odds and time frames are. However, all too frequently, patients place too much reliance on what they find on the Internet and don’t verify this information with their doctors or other reliable sources.


Be careful! Although the Internet has a wealth of good information, it also has tons that can lead you astray and scare you. Some of that information can be dated or just plain wrong. Sites such as the National Institutes of Health (www.nih.gov), the Mayo Clinic (www.mayoclinic.com), UCSF (www.ucsf.edu), and other university sites tend to be reliable. They contain lots of excellent information that can help you understand more about your illness.


Also be aware that information on the Internet, even postings on the most reliable sites, tends to be generic, whereas the medical information you need to make the best decisions should be specific. Factors such as the exact location, stage, grade, and genetics of a cancer can have crucial effects on treatment regimens, as can the cause, extent, and severity of heart disease. The more you know about your condition, the more specific information on it you can usually find on the Internet. However, what you read may not apply to your situation.


Information you find on the Internet may be vague, oversimplified, or bafflingly complex. It can make things seem a lot better—or much worse—than they actually are. Material on the Internet can toy with your emotions by giving you unrealistic hope or throwing you into a funk. Regardless of what you find, don’t let it get you too excited or too discouraged.


On some websites, patients describe their experiences and insights about their illnesses. These sites can provide you with valuable information about treatments, side effects, and support groups. They can help you by making it clear that you’re not alone.


That said, personal opinions and observations detailed on Internet sites can also be suspect. Those who post them may shade or distort the truth. They may want to promote the practice of a friend or family member or avenge a grudge. Even when posters’ motives are good, their observations and opinions may be based on erroneous assumptions or incomplete information. They may not be objective, insightful, or correct.


Watch out for claims on the Internet that seem too good to be true. They are. Unfortunately, many unscrupulous charlatans work the Internet. They prey on those who are seriously ill. When people are suffering, they can be more vulnerable. They’re looking for hope, which can color their thinking. Many become desperate and grasp at straws. Beware of claims, promises, and stories of amazing new breakthroughs and cures. Most are unproven, lack a scientific basis, or are simply bogus.


Since the value of information on the Internet can be questionable, always verify it with your doctor.




Paul, age fifty-three, had a rare, aggressive cancer. Despite multiple cycles of chemotherapy, his disease had spread, and he was hospitalized to help control his pain. Paul had no appetite, had lost weight, and was clearly slipping away. In an effort to help his father, Paul’s son combed the Internet and came across a treatment that he hoped would help.
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