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To Harry and Fran Hartzband, who taught us that a believer 
and a doubter can share love and marriage and can 
agree to disagree for more than six decades




 Introduction

We are drowning in information, while starving for wisdom.

—E. O. WILSON

 

 

 

 

 

Every day, thousands of people consider whether or not they should take a medication or undergo a medical procedure. For some it’s a question of prevention, how to stay healthy. Others must choose among different options for treating an illness. Making these decisions is harder than ever. There’s certainly no lack of information—from doctors, the Internet, television, radio, magazines, and self-help books. Experts everywhere are telling you what to do. Some assert that you need more—more tests and more treatment. Others insist that you need less. How do you know what is right for you? The answer often lies not with the experts, but within you.

[image: 002]

Dave Simon had been working for months to improve his serve. Recently retired, still trim and athletic, he was trying hard to bring his tennis game up to the next level. Now it was match point, and Dave was determined to win. He served wide and ran to the net, lunging to return a low volley. As his racket met the ball, he collapsed onto the cool clay of the court. He tried to get up but realized that his right arm and leg would not move. He heard his partner calling out to him, asking if he was okay. Dave had the words in his head to answer but found that he couldn’t speak.

So this is what it means to have a stroke. My doctor warned me this could happen.

The door to the examining room clicked open and his cardiologist entered. Dave snapped out of his terrifying daydream. He was not on the tennis court, but in his cardiologist’s office. He stretched his right arm and leg, reassuring himself that nothing had really happened.

“Good morning, Mr. Simon,” the doctor said. “Have you had a chance to think more about the medicine? Are we going to start treatment today?”

On a routine checkup several weeks earlier, Dave’s internist had found that his pulse was irregular. An electrocardiogram revealed that he had atrial fibrillation, a common abnormal heart rhythm. Dave was referred to a cardiologist, but his repeat EKG was normal. The cardiologist recommended that he wear a heart monitor throughout the day, which showed that he was still having episodes of the abnormal rhythm, even though he didn’t realize they were happening. She explained that this condition could cause clots to form in Dave’s heart; those clots might break off and go to his brain, causing a stroke. But the risk of stroke was low. There were medications that could help  stop the clots from forming. But these drugs had serious potential side effects, primarily bleeding.

Dave was friendly with a neighbor who had been on such a drug. Several years ago, on a flight to Europe, his friend began to vomit massive amounts of blood. He almost died in the plane. The flight was diverted to Greenland, and the man, in shock, was rushed to the hospital. Emergency surgery saved his life.

Dave’s mind veered back and forth between his chilling fantasy of a stroke and the image of his friend nearly bleeding to death. He looked at his cardiologist and replied, “I haven’t decided yet.”

Dave was caught in what psychologists call “decisional conflict,” uncertain which option to choose. He knew the stakes were high and anticipated regretting either choice.

 

 

Susan Powell had already made her decision when we spoke with her. She wasn’t going to take a statin drug for her high cholesterol.

Susan wasn’t ignorant about high cholesterol and its consequences. Nor was she “in denial,” as some physicians liked to put it. Fifty-one years old, she spent her days as a nurse’s assistant caring for people of all ages and backgrounds with a variety of diseases from congestive heart failure to cancer. Her doctor had explained that high cholesterol levels could lead to heart disease and stroke and advised her to begin taking a statin pill. Susan was familiar with this type of drug, which is sold under brand names like Lipitor, Crestor, and Zocor. Some of the people she took care of were on it, and she had seen ads promoting these drugs on TV and in magazines.

“My father also had high cholesterol, and he died after a long and healthy life, without taking any medication.” She told us that when her own health is at issue, she is the kind of patient who approaches  medical treatment with skepticism. “I’m careful about what I put into my body, and I don’t like medication,” she said. “If I have a headache, I just deal with it; I don’t immediately reach for Tylenol.” Susan is a “doubter.” You may see your own thinking in her, or she may remind you of a friend or family member.

Or you may take a very different approach to treatment, like Michelle Byrd. Michelle is an administrator at a university near Boston. She’s in her fifties, too, she exercises every day, and she’s proud that she can “power walk” two miles in less than twenty-nine minutes. Her college degree was in nutrition, and she is attentive to her diet. A routine checkup a few years ago revealed that she had mild high blood pressure. “I started taking medicine right then,” Michelle told us. “I’m focused on doing the best I can for myself, and that means being proactive.” Both her parents had hypertension, but neither had suffered any of its consequences like stroke, heart attack, or kidney disease. “And I don’t want to either.”

When Michelle Byrd began treatment, the first medication did not improve her blood pressure and a second drug caused side effects. She didn’t hesitate to switch to yet another antihypertensive medication, and she’s had no problem with this one.

Every morning and evening, Michelle checks her blood pressure at home and updates a chart of the results. “When there’s a problem, I’ll do everything I can to get as perfect a resolution as possible,” she said. When we asked whether she was satisfied with her current systolic blood pressure in the low 120s, she paused and then answered, “I’m borderline okay with that.” Then, after another pause: “Not really.” She knows that 120 is viewed as a normal cutoff, but, she said, “I’d much rather be at 110.” So she’s asked her doctor to increase the dose of her current medication or add another treatment. He told her this wasn’t necessary, but she still presses him for more. Michelle seeks to do the maximum. “That’s the way I am. When I set a goal,  that’s it.” Michelle is a “believer,” certain that maximizing treatment is the best way to stay healthy.

Soon after we spoke with Susan Powell and Michelle Byrd, we met Alex Miller, who’s also in his fifties. Alex is an accountant, a precise and organized man who spends his days crunching numbers. He has both high cholesterol (like Susan) and mild high blood pressure (like Michelle). While Susan Powell is convinced that taking a statin pill for her high cholesterol makes no sense, Alex Miller takes this medication every day, believing that it will help keep him healthy. So you might predict that Alex would be like Michelle Byrd in his approach to blood pressure readings above the normal range. But he decided that it doesn’t make sense for him to take medication for high blood pressure.

Alex’s cholesterol levels were consistent at each visit. But his blood pressure varied and was only somewhat elevated. After more than a year of discussion with his doctor, Alex reluctantly agreed to take a medication for his blood pressure. The pill had significant side effects. “I felt lousy, not myself at all,” he said. His doctor tried to reassure him that the side effects would soon pass, and if they didn’t, there were many other medications he could try. Unlike Michelle Byrd, who enthusiastically embraced a new drug after experiencing a side effect from a prior one, Alex Miller refused any more treatment.

Alex does not suffer from what some doctors call “health illiteracy”—a lack of understanding of the risks and benefits of treatment. His fluency with numbers allowed him to grasp the statistics his doctor showed him about high blood pressure and its potential consequences. But Alex had read on the Internet that some experts over the years had revised the definition of the normal range for blood pressure readings, designating what was once acceptable as now risky. “It’s like they keep changing the goalposts,” he said.

Alex knew not only about the consequences of hypertension itself, but about the many potential risks of treatment. “I wonder how many people actually look at the list of drug side effects, because if they did, they might not take any medication.”

We asked him, “Does being so fully informed give you confidence in your decision or make you more worried?”

“Both,” he replied.

 

 

Susan Powell and Michelle Byrd approach treatment choices quite differently. Susan is deeply doubtful about treatment and wants the minimum necessary, certain that “less is more.” Michelle seeks maximal medical therapy, believing that by being “proactive,” she is “ahead of the curve” in dealing with health issues. Alex Miller has elements of both approaches.

But isn’t there a single indisputable right answer about treatment for each of them?

Despite many scientific advances, the unsettling reality is that much of medicine still exists within a gray zone where there is no black or white answer about when to treat and how to treat. Often, there are several differing approaches to treatment, each with its own risks and benefits. The best choice for an individual may be anything but simple or obvious.

People often explain their treatment choices by saying they do or don’t feel “comfortable” taking a medication or undergoing a procedure. The discussion usually stops there. But what makes them “comfortable” or “uncomfortable” with one treatment or another, or no treatment at all? Where do these views about therapy come from? What are the forces inside and outside a patient’s mind that shape that person’s views? And will understanding those forces help patients to make better decisions?

After more than three decades of clinical practice, we did not  have ready answers to these fundamental questions for our patients or for ourselves. Despite a rigorous education in medical school and residency training, then working in academic medical centers, we had never been taught how and why a patient might come to choose one treatment or another.

For answers, we turned first to medical decision analysis. This approach, drawn from economics and used by health care policy makers and insurance companies, contends that the experience of illness can be readily distilled into a number. These numbers should then be used to calculate the one “best” and therefore “rational” treatment choice. Difficult decisions become a matter of simple arithmetic. This kind of approach holds understandable appeal, but we found considerable research that shows it is based on false assumptions and fails to fulfill its promise.

As we continued to search for answers, the words of Sir William Osler, an eminent physician of the last century, came to mind. He famously said that when trying to unravel a complex medical diagnosis, you should listen carefully to the patient, because he is telling you the answer. So we turned for insight to people making choices about treatment.

We spoke at length with scores of patients of different ages, in different parts of the country, of different economic status, with different medical conditions, from various ethnic, racial, and religious groups. We asked them to tell their stories: when they first fell ill, how the diagnosis was made, what their physicians advised, and other information they considered when choosing their treatment. Often, we went back and spoke to them again, delving deeply into not only the clinical aspects of their experience, but the details of their lives—their families’ attitudes about health and disease, whether friends or acquaintances had conditions that showed them the kinds of choices they might one day face, what knowledge they gained from their relationships, or their jobs, or their faith, that served them as guideposts. That journey into the minds of patients became this book. At each step along the way, as we listened to patients reflect, we gained more understanding. We then applied new research in psychology and cognitive science about decision making to their stories and began to answer the questions we raised.

It would be impossible to recount all the stories we heard, so we selected the ones that best illustrated specific influences on the medical decisions all of us make as patients. You will meet a teacher, a business consultant, a fitness trainer, an art dealer, a homemaker, a psychologist, a librarian, and many more. We’re grateful to all these people for their openness and candor and their desire to share both their successes and failures in making their choices.

The book begins with decisions about problems that are not urgent and are often found on a routine checkup, like a high cholesterol level or a small rise in blood pressure, and then proceeds to conditions of greater urgency, like surgery, heart disease, and cancer. We ultimately reach the point where life itself hangs in the balance and choices may have to be made in a matter of moments or delegated to surrogates like family and physicians.

In each instance, we examine the powerful and often hidden influences outside and inside the patient’s mind that can sway thinking and distort judgment. We saw that by unmasking these influences, it is possible to gain greater confidence and control over your medical decisions. That way, you can chart a clear path through all the conflicting advice and arrive at the right treatment for the right reasons.




One

Where Am I in the Numbers?

Susan Powell was one of the first patients we spoke with. We thought that starting with a common and seemingly simple choice—whether or not to take a statin drug for high cholesterol—would give us a simple answer about how people process information and arrive at their decisions. But Susan’s decision was anything but simple.

 

 

Susan was up as usual at dawn. She made breakfast for her husband and her children and then checked the list of patients she would care for that day as a nurse’s assistant. Late that afternoon she had a follow-up appointment with her new primary care doctor.

Susan had been healthy all her life. Like many women, her only contact with a doctor had been with the obstetrician/gynecologist who delivered her daughters and performed a yearly examination. But  when Susan turned forty-five, she told us, “I decided the time had come for me to see a primary care doctor.” Her gynecologist agreed and referred Susan to a young physician who practiced at a teaching hospital in Boston.

At her first appointment several weeks earlier, the doctor noted that while Susan ate healthy foods and led a physically active life, she was a bit overweight. Susan agreed to try to shed a few pounds. At the end of that first meeting, Susan had blood tests and at today’s visit she would get the results.

“Everything looks good,” the physician said, “except for a high cholesterol.” The doctor paused. “You know there are two kinds of cholesterol, often called ‘good’ and ‘bad.’”

Susan nodded.

“Your total cholesterol is 240, well above the cutoff of normal. Your good cholesterol, or HDL, is too low, only 37. And your bad cholesterol, or LDL, is too high at 179.”

The doctor handed Susan a printout of her laboratory tests. “Since you’re active and already follow a healthy diet, I think it’s time for medication. Fortunately, we have good treatment for this. Here’s a prescription,” the doctor said, handing Susan a small green piece of paper with the name of a statin drug. “I’ll see you again in a month, and we’ll do blood tests then. I don’t expect that you’ll have any problems, but if you do, please let me know right away.”

Susan took the prescription and put it in her purse.

Statins are among the most commonly prescribed medications in the world. In the United States alone, more than twenty-five million people take the drugs to lower their cholesterol. Cholesterol is a key factor in developing atherosclerosis, fatty deposits in arteries that can lead to heart attack and stroke. The first statin was discovered in 1972 by scientists in Japan. There are now more than a dozen varieties  on the market. The drugs work by blocking an enzyme in the liver that makes cholesterol. Expert panels in the United States, Europe, and other countries have developed guidelines for prescribing statins based on the data from epidemiological studies as well as clinical trials assessing their effectiveness in preventing a heart attack.

Susan was familiar with the particular statin that the doctor had prescribed; many of her patients took the white pill that reminded her of a tiny football. Over the ensuing days, the doctor’s prescription sat in her purse. On her way to church she passed the local pharmacy, but she didn’t stop in to fill her new prescription.

At church that Sunday, Susan spotted an acquaintance of hers a few rows away. When the service was over, the woman, a little older than Susan, struggled to stand up. Her husband gripped her arm and slowly walked her to the adjoining room for the luncheon. The food was served buffet style, and the woman stayed seated while her husband brought lunch to her. When the meal was over, the woman’s husband waved to Susan and beckoned her over. Other parishioners often came to Susan seeking advice with their medical problems.

“Are you okay?” Susan asked.

“Not really,” the woman said. “My muscles ache terribly. And I don’t know how long the pain will last.”

She explained that she’d begun taking a statin a few months earlier. At first she felt fine, but over the past week she’d developed pain all over her body. Although her doctor had told her to stop taking the pill immediately, her muscles still hurt so much that she could hardly find a comfortable position, even in bed. And as Susan had seen, she couldn’t get up from a chair or walk without help.

As Susan walked home from church on that bright winter afternoon, she thought about her father, Michael Powell. He was an independent thinker who questioned everything and never took anything  at face value. Michael Powell also had high cholesterol, discovered when he was about the same age as Susan was now, not long after cholesterol was recognized as a risk factor for heart disease. “People take too many pills,” he often told his children, and he never took any medication for his elevated cholesterol. He lived a long, full, and active life.

Susan returned to her doctor a month later.

“So, how are you doing on the medication?” the physician asked.

“I decided not to take it.”

The doctor’s face tightened in surprise and concern. “It’s very important to take this medication,” she said. “You really need it.”

Susan Powell is hardly alone in her decision. Studies show that up to half of the people who are prescribed a statin for high cholesterol either never take it or stop taking it within a few months. Even in research studies where participants are carefully monitored with frequent visits and phone calls to ensure that they’re taking their medication, people discontinue statins 25 to 35 percent of the time. This decision not to follow a specified treatment regimen, which some experts term “non-compliance” or “non-adherence,” extends well beyond statins. Numerous surveys show that between 20 and 50 percent of patients with hypertension, diabetes, osteoporosis, or asthma don’t follow the recommended regimen. A study of treatments for a variety of common illnesses conducted in 2006 for the National Community Pharmacists Association found that 31 percent of people never filled their prescription and another 29 percent stopped taking the medication before the supply ran out.

When we spoke to Susan five years later, we tried to delve deeply into why she chose not to fill the prescription. She certainly had seen the consequences of high cholesterol when caring for patients who had suffered a heart attack or stroke.

“I’m very much like my father,” she said. “Everything he did, he did with gusto, always active. That’s the kind of life I want to have. My father lived with a cholesterol level just like mine, and never took a pill.” She paused, then added, “I believe that for some people a level of 240 is really dangerous. But for other people, like my family, that kind of number is not really abnormal, not dangerous.”

Stories about people and the choices they make powerfully shape how all of us understand ourselves and the world we live in. This molding of our minds begins in childhood, when we listen to tales told by our parents and read storybooks at bedtime. As we grow up, we broaden our exposure to the experiences of colleagues, friends, and acquaintances. We also encounter a vast array of narratives from books, magazines, movies, TV, and the Internet. When we hear these tales, we try to locate ourselves in them. We imagine how we would experience life, what decisions we would make, in similar circumstances. Cognitive psychologists call the powerful influence of individual stories on our thinking an “availability bias.” Certain tales and testimonials, especially those that are dramatic or unusual, become firmly imprinted in our minds; we remember them easily, and they are readily “available” to us when we ponder difficult choices in anxious moments.

As physicians, each of us has cared for patients for over three decades, and countless times we’ve heard people like Susan Powell recount how a family member, friend, or acquaintance decided to take a treatment and suffered its side effects—like the lady at church. Other times we’ve heard how someone they knew declined treatment and lived well into old age—like her father. We’ve also seen patients who came in requesting a particular medication or brand because of a testimonial from a friend with a similar problem.

Such stories can be reassuring or upsetting, but either way they  profoundly sculpt preferences. Each vivid case becomes a mirror reflecting a potential future. Availability bias is perhaps the most powerful and prevalent force shaping how patients initially assess their options.

Of course, it was chance that Susan saw that woman in church. But if she hadn’t, she would likely have gone on the Internet and found a similar tale from someone who felt fine and then suffered muscle pain, the most common side effect of statins, or someone else who developed liver toxicity and gastrointestinal upset, which are less common but also risks of taking statins. To be sure, seeing a person in front of you has a greater impact than hearing about side effects secondhand. But even secondhand stories affect the way people think.

We have also observed in our clinical practice that the stories a patient encounters, like that of the woman in church, may amplify preexisting mind-sets and biases. Susan is a doubter. “This was how I was raised,” she told us. “This is how my husband is. And this is how we taught our children to deal with their health.”

Other people may decline a statin medication because of the widely prevalent idea that natural is best. According to this concept, nature is wise, and the body does best on its own. Voltaire, who shared this view, asserted that “the art of medicine consists in amusing the patient while nature cures the disease.”

Many people who subscribe to this idea believe they should rely on exercise and specific foods, like oat bran or red wine, or “natural” supplements to treat high cholesterol. They view medications as unnatural chemicals that pose unwarranted hazards. This mind-set can be termed a “naturalism” orientation or, in the language of cognitive science, a “naturalism bias.” It is the firm belief that there exist smarter and safer natural ways to prevent and treat illness without resorting to synthetic solutions.

Gretchen Chapman, a professor of psychology at Rutgers University who has extensively studied how patients make decisions, illustrates such a bias with the following test: A person is asked whether he or she prefers a medication derived from a natural source like a plant or a chemically identical medication synthesized in a laboratory. People with a naturalism bias choose the compound from the plant even though it is indistinguishable from the one made in the lab.

Susan has never had any serious medical problems and feels good. “Every day, I count my blessings,” she told us. She believes that she has much to lose by abandoning her skeptical approach and taking a medication. Her sense of well-being and independence; her pleasure in caring for her family and her patients; her joy in celebrating with her community at church—all of this, she fears, could be erased by a small white oval pill.

Susan is healthy, but even people who are not well will often hesitate to try a new therapy. The cliché “Better the devil you know than the one you don’t” advises staying with the status quo as preferable to taking an action that could make life even worse. Psychologists call this “loss aversion.” Research in cognitive science has shown that people experience loss more profoundly than gain. And one’s aversion to loss is even more powerful when the potential gain is delayed or uncertain. In Susan’s mind, her father would have gained nothing and only risked loss by taking medication.

Because all of us are deeply influenced by stories, we must remember that they represent individual events. Anecdotes are single cases, what researchers term “the n of 1.” While the lives of people facing similar clinical dilemmas make a deep impression on us, they may or may not reflect the experience of the larger population. Stories can make real the risks and benefits of a treatment that might otherwise seem abstract—but they can also distort our vision by making the rare appear routine.

Statistics can often help put messages from stories into a larger  context. Would Susan change her mind if she knew the statistics about high cholesterol and risk for cardiovascular disease that informed her doctor’s advice?

 

 

Understanding statistics about the risks and benefits of a treatment is called “health literacy.” It is an important skill because it enables us to grasp the scientific data about a therapy and make a more considered choice than we could possibly make using narratives alone. Susan’s doctor put it like this: “Let me explain why this medicine is so important for your health. By taking a statin pill, you’ll reduce your risk of a heart attack over the next ten years by as much as 30 percent.”

Even with all her doubts, Susan found this an impressive number. But her thoughts returned to the woman at church. She asked, “What about the side effects?”

The doctor replied. “As I said before, I don’t expect that you’ll have any problems at this low dose. The risk of side effects is very small. At most, a few percent of people have muscle pain. And even if you get this side effect, it almost always reverses when you stop the treatment.” The doctor trained her gaze on Susan. “The chance of side effects is nothing like the 30 percent benefit you get from taking the medication.” Susan promised her doctor she’d give this new information serious thought.

Surveys show that more than 60 percent of people search the Web for medical information, and that number is increasing all the time. When Susan entered “cholesterol treatment” into Google, more than sixteen million entries popped up. She scanned the list from the top. Some hits were guidelines from medical societies; other sites were from pharmaceutical companies and hospitals; and still others were patient blogs.

Over the course of many months, Susan continued to search for information, reading everything she could about cholesterol. She found a government-sponsored link—a site from the United States Department of Health and Human Services. What caught her eye was “Health Information for the Public.” There were numerous diseases listed, and Susan clicked on “Cholesterol.” The link offered a “10-Year Heart Attack Risk Calculator,” and she realized this was exactly what she wanted to know. Yes, her father was healthy all his life, but what was her own risk?

It was easy to input the requested information. She entered her age, total cholesterol number, and “good” cholesterol, HDL, from the laboratory sheet her doctor had handed her. No, she was not a smoker. Her blood pressure was fine, the upper number at 120. And she was on no medications. She then clicked on “Calculate Your 10-Year Risk” at the bottom of the display, and out popped the result. “Risk Score: 1%: Means 1 of 100 people with this level of risk will have a heart attack in the next 10 years.”

Susan sat back and stared at the screen. This means that ninetynine of one hundred people like me won’t have a heart attack in the next ten years, she told herself. She started to feel much better.

 

 

Using the Web site, Susan had found a key number in health literacy, her risk for disease without treatment. Statin treatment will reduce Susan’s risk for a heart attack by 30 percent. Now, let’s figure out what this means.

Without treatment, Susan’s risk for a heart attack was 1 in 100. If 1 in 100 women has a heart attack, that means 2 in 200 do, or 3 in 300. The statin treatment reduces risk by 30 percent, or about one-third. Let’s apply that benefit to a group of 300 women like Susan, where 3 would have a heart attack without taking statins. If we treat  them all, we would prevent one heart attack—because we protect one-third of those 3. The other 2 women would still have a heart attack despite taking the medicine. The remaining 297 would not have had a heart attack even without the medication, so they wouldn’t benefit from taking it.

This statistic comes as a surprise to many people. When you hear that a statin lowers Susan’s risk by 30 percent, it sounds as if she is at 100 percent risk of suffering a heart attack if she doesn’t take the medication. The calculation above yielded what is called the “number needed to treat,” how many people must be treated to benefit one person in the group; for women like Susan, three hundred have to take a statin in order to help one person. By calculating the “number needed to treat,” you can clearly grasp the impact of the drug for an individual.

A second key aspect of health literacy is knowing how the same information can be presented as either positive or negative. This way of changing how information is presented is known as “framing.” We first framed the benefit of statin treatment by presenting it as a 30 percent reduction in risk. Seen this way, the benefit of taking statins appears very significant. But by reframing the benefit as the question “How many people do you need to treat to protect one person from a heart attack?” the benefit may seem relatively minor. Still, some people look at it this way: “If there is a chance I could be the one person out of three hundred who avoids a heart attack, then the statin is 100 percent effective for me.”

“Decision aids” like the one Susan found on the Web site are designed to help people with a variety of medical conditions improve their health literacy. When you can interpret statistics accurately, you can merge science with stories and fit single anecdotes into the larger context of all people who are treated. Susan now knew the numbers relevant to her about statin treatment preventing a heart attack, and when we spoke, she considered whether she might be the one who  would benefit. But she couldn’t stop thinking about the woman at church. Susan’s mind fixed on what she stood to lose.

The third component of health literacy is understanding the risks of a therapy. Susan’s acquaintance at church had the most common side effect of statins: muscle pain due to inflammation. The medications less often result in liver toxicity and gastrointestinal upset with abdominal pain and nausea. As Susan’s doctor told her, these side effects are seen in a “few percent” of patients. Statins cause muscle pain in 1 to 10 percent of people who take them. Some physicians believe you should drive down the LDL, or “bad” cholesterol, to very low levels by giving high doses of statins for greater protection against heart attack. But high-dose therapy with certain statins is more apt to affect the muscles. There is considerable controversy among experts over the risks and benefits of high doses of statins.

If we take into account both standard dose and high-dose statin treatment, we can accurately frame the side effects: The number affected is 1 to 10 out of 100. However, if we “flip” the frame, the number without any side effects is 90 to 99 out of 100, a much more reassuring statistic.

 

 

Susan continued to search on the government Web site. She read, “To find out what your risk score means and how to lower your risk for a heart attack, go to ‘High Blood Cholesterol—What You Need to Know.’” She had all her numbers from the doctor on her desk. She again followed the steps on the screen and found that she fit into category four—low to moderate risk. The guideline said that her goal was to lower her bad LDL cholesterol to less than 160 by starting a “TLC” diet: eating healthy foods and exercising regularly. Susan read further. If the cholesterol didn’t fall with diet and exercise, the guideline stated, “you may need medication.”

Susan sat back in her chair and looked at the screen again. My diet is fine, she said to herself, and I’m getting plenty of exercise, on my feet all day long. She thought again about her chance for a heart attack and how treatment with medication might change that. “I decided the risk of a statin wasn’t worth taking.”

 

 

Howard Gardner, a professor of education at Harvard University, has written about how the same information can be presented in different ways. One way is numbers, and in the case of medicine, there are numbers about the risk for illness and about the benefits and risks of various therapies. This information can also be presented visually, often via a graph whose lines or bars convey the statistics. Last is stories, the narratives of people who faced these risks and benefits and how they fared. Gardner’s research, along with that of many other educators and psychologists, shows that all of us respond most profoundly to stories; they echo in our minds and become imprinted in our memories. Ultimately, we want numbers and graphs to tell us a story—a story where we can imagine ourselves as the central character.

Advertisements for drugs may include statistics, but fundamentally these ads are designed to communicate a compelling tale. Over the weeks that followed her appointment with her physician, Susan Powell paid particular attention to ads for statins. Once she started looking for them, they seemed to be everywhere. The TV morning shows were punctuated with them; so was the evening news. Her magazines never failed to include at least a page or two that touted these drugs.

We had seen similar ads. And the more we thought about them, the more we realized that pharmaceutical companies understand a  great deal about how people decide whether or not to take a medication. Drug advertisements are designed to overcome the psychological barriers to treatment that we witnessed in Susan’s case, particularly loss aversion. They frame information about benefit in the most favorable fashion and exploit the power of availability bias using carefully crafted images and anecdotes.

The most vivid ads run on television. Many of these ads feature an ominous opening scene. In one, an older man is jogging while a voice-over soberly states that an elevated cholesterol level can lead to a heart attack. Next the viewer sees an avuncular physician prescribing a statin medication and the older gentleman nodding with a thankful smile. Then the mood becomes warm and bright, as the man (now presumably on the medication) is surrounded by his family at a birthday party. The camera focuses on the cake and lighted candles and the applause of wife, children, and grandchildren as the man blows out the flames with a strong, healthy breath. The implicit message of this story is that the man’s rich, full life is sustained by the pill. Only when the viewer’s attention is fixed upon the joyful birthday scene does a quiet voice list the drug’s various side effects.

However, Susan focused on the side effects that were mentioned, undistracted by the positive images on the screen. “My daughter and I watched an ad together, and then afterward we just went back and forth with the side effects: muscle pain, stomach upset, liver damage. It’s no wonder they try to distract you.”

Advertising of prescription drugs directly to consumers is often justified as serving an educational purpose. Proponents claim that advertisements raise public awareness about health conditions and encourage patients to participate actively in their own care by learning about useful therapies and asking their physicians about treatments that may help them. In 2009, some $5 billion was spent on such drug  ads, more than twice the total budget of the Food and Drug Administration (FDA).

A team of researchers from the University of California Medical Center at Los Angeles and other medical centers studied prescription drug ads broadcast on national networks. They selected commercials that aired during prime-time shows from eight to eleven p.m. as well as the evening news. The researchers found that the average American TV viewer sees over a thousand prescription drug ads in the space of a year. That’s sixteen hours all told—much more time than the average person spends with his or her primary care physician.

The study concluded that the large majority of TV ads fail to fulfill an educational purpose. There was not sufficient information about the causes of the health problem, how common it is among different patient groups, who might actually benefit from the treatment, and how meaningful that benefit may be. Nonetheless, such drug advertisements clearly work, at least from the point of view of sales: Every $1,000 spent on advertising translated into twenty-four new prescriptions, according to an analysis by the House Energy and Commerce Committee.

Another illuminating study conducted by researchers at the Dartmouth Institute for Health Policy and Clinical Practice examined the impact of printed drug ads on patient preferences. The research trial involved more than five hundred adults. One group was given actual ads. A second group received the same ads, except that the brief summary at the end of the text was replaced by a “drug facts box.” The box presented information in a clear, accessible fashion, similar to the way we recalculated the benefits and risks of a statin for Susan. Participants in the study came from across the United States and, except for a slightly higher number of women, largely reflected the country’s demographic diversity. The ad for a statin showed a smiling woman who seemed to be about Susan’s age walking briskly in the rain, holding an umbrella that protected her from the downpour. The image clearly communicated the message that statin therapy was a shield prudent people used to protect them—in this case, from a heart attack.

The results of the Dartmouth research are impressive. Nearly two-thirds of the group that saw the original ads and therefore relied on information framed by the drug company dramatically overestimated the benefits of the treatment. They believed it was ten times more effective than it actually was. But nearly three-quarters of the participants who saw the information in the drug facts box correctly assessed the actual benefits of the treatment.

Even more striking was another finding. When people were given readily understandable information about the statin’s actual benefit in preventing future heart disease, nearly twice as many said they wouldn’t take the drug in light of its side effects. This was an unexpected finding and contrary to conventional wisdom, the assumption that people do not act the way experts contend is “rational” because of a lack of clearly understandable information. Experts assumed that once a patient was “informed” accurately and completely about a medication, he or she would choose the treatment option that the experts saw as “best,” in this case taking the medication. But in the Dartmouth study, this was not what happened. When given clearer information, the patients weighed the risks and benefits differently from the experts and were less likely to take the medication.

Loss aversion, the reluctance to risk side effects for what is perceived to be a small future benefit, becomes more powerful for many people in the setting of more understandable information. The Dartmouth research shows that Susan is not an outlier in declining statin therapy after learning all the numbers.
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Not long after Susan saw the primary care physician, her employer changed the company’s health insurance plan, and she had the option to find another doctor who accepted her new coverage. She chose Dr. Jacques Carter, who practices at our hospital. For the past four years, he has been her internist. He’s a tall, broad-shouldered man in his early sixties, with a ready smile. He told us that he likes to begin with banter before raising the contentious issue of statin treatment with a patient like Susan.

“Gee, I think I see something that looks familiar,” Carter said at her most recent visit.

Susan laughed.

“Your blood tests show that your cholesterol is still high.” Carter looked squarely at Susan. “The level is now 280. I really think you need to be on medication.” Using the same government calculator, her risk for a heart attack had risen to 2 percent, up from 1 percent. The number needed to treat was now 1 in 150.

“I’ll work even harder on my diet,” she replied.

“Keep working on it. But you know I’m not going to give up,” Carter said.

Susan nodded. “And neither am I,” she responded.

Shortly after their meeting, we spoke with Dr. Carter. “So often a patient’s preference has nothing to do with education,” he told us. “You are continuously surprised by people like Susan Powell. She works as a nurse’s assistant and sees every possible complication of atherosclerosis and still won’t take a statin.”

When Susan had repeatedly declined to take a statin, her previous primary care doctor told her flatly that if patients don’t follow her instructions, she can’t care for them. When we spoke with Jacques Carter, he said he was familiar with this story and shook his head.

“That’s just wrong. It’s the old, paternalistic way of dealing with patients. Ultimately, you know, patients have final control of what goes on. And once a doctor realizes that—that patients don’t have to take what you prescribe—then you realize that if you want them to do things you think will benefit them, you have to sit down and talk and come to an understanding. Caring for people is all about negotiation.”

Jacques Carter grew up in North Carolina, the son of a plumber’s assistant who couldn’t advance in the trade because he was African American. Before going to medical school, Carter worked in Washington, D.C., for that city’s Department of Health. His job was to improve sanitation, monitoring the sewer system, trash collection, and other community needs. In that job, “you had to learn how to talk to people,” he explained. “You can’t just tell them what to do. That’s where I first became so aware of the importance of negotiation. People want to discuss why they do what they do.”

The first time Carter meets with a patient, he doesn’t expect him or her to immediately follow his advice. “You are putting a lot of stuff out there, lots of numbers about benefit and risk. But often people will say, ‘No, I don’t want to take that medicine. I just don’t want that.’ Or they say they’re worried if it really is best for them. So, you bring them back in a month or two months, and then bring it up again. And still they say no. And then the third time when you raise the issue, you see that they are thinking about it more deeply.

“As a doctor, you are jockeying for position. It’s not an efficient process. It’s not like you just go, ‘Boom, boom, boom, here is the prescription.’ Because too often I’ve found a patient at that point will smile at you, take the prescription, put it in her pocket, and never take the medication.”

When Susan Powell first met with Dr. Carter to discuss her cholesterol, she told him, “It’s my body, and whatever I put in it, it’s going to affect me. It’s fine for you to advise me differently, to tell me that by  not taking the statin pill this is what could happen over the short term or the long term, and how much damage might be done. That’s fine. But remember that there are side effects. Everything from stomach pains to muscle damage. None of those things has ever happened to me.”

As Susan found in her Web search, national guidelines recommend statin treatment for women like her if diet and exercise are not enough to lower her cholesterol. However, some experts question this recommendation and believe the benefits for any single patient do not clearly outweigh the risks. Dr. Carter, who has a master’s degree in public health from Harvard University in addition to his MD from Georgetown University, is especially alert to the contrast between guidelines for groups and advice for individuals. “Taking care of individual patients requires you to think differently than when you are talking about entire populations,” Carter said. It is much easier to grasp the impact of a pill that changes the risk of a heart attack from 1 percent to 0.7 percent when you’re making recommendations for millions of people with high cholesterol rather than for Susan Powell alone. Framed as a public health issue, statin use may seem like an imperative. But when framed as a personal health issue, the benefits of taking statins may seem less compelling.

Dr. Carter told us that although he hoped otherwise, Susan Powell’s condition might change in the future—and with it her point of view. She could develop a symptom related to her high cholesterol, like chest pain from coronary artery disease or dizziness from buildup of plaque in an artery to the brain. In effect, Carter was acknowledging how difficult it is for a patient who feels good to imagine a future illness. But short of developing symptoms, “she’s not likely to get on the medicine.” So, he continued, “in her case, I have to address everything else about her life that could be a cardiac risk factor. I keep  close track of her blood pressure. I’m trying to get her to lose some more pounds, and even though she’s quite active, encourage her to do a bit more exercise.”

Carter will also keep telling her to take the drug “because I think that it may make a difference. But clearly there are people with cholesterol numbers as high as or even higher than hers who are well into their eighties and doing fine. She could live a long and happy life without the medication.”

In this short and seemingly straightforward interchange between Susan Powell and Dr. Carter, there is much to learn. From the outset, Susan is the kind of person who wants to be sure that her doctor subscribes to the fundamental principle of patient autonomy. It is the patient who ultimately benefits from a treatment or suffers the consequences of its side effects, so ultimately it is the patient who should decide. As Susan indicated, this principle doesn’t mean that she’s always right or that the doctor shouldn’t challenge her with a contrary point of view. In fact, during one of our interviews, she said bluntly, “I’m not afraid to be challenged. But when I lay out my position, I want to be understood.”

 

 

Susan Powell has declined statin therapy for more than five years. Yet she told us, “If I had cancer, it would be different.” That is, if she had an urgent and life-threatening problem like cancer, she wouldn’t avoid treatment. Although she would opt for a treatment that minimized side effects if at all possible, her skeptical approach isn’t enough to rule out radiation or chemotherapy. So Susan Powell’s preferences about medication for elevated cholesterol do not reflect a rigid or fixed mind-set. Preferences about treatment turn out to be more fluid and flexible than many might imagine.

Susan told us a story about a friend of hers that illustrates how Susan herself might approach a cancer diagnosis. “My friend was told she needed surgery to remove a cancer in her throat and then chemotherapy.” The friend told Susan that she didn’t want to undergo the treatment. “I’m not a doctor, but family and people at church still often ask me for medical advice, since I work in the health field.” Susan asked her friend, “What did you read about the treatment? What did the doctor tell you about the side effects? What are you willing to live with? What does it take to really deal with that particular condition?” Susan told her friend, “Look, the choice is yours. We’re all going to die, but if there is the possibility to save your life, to give you the opportunity to live longer, even with all the side effects and problems, would you choose that?” Susan always couches her replies with, “This is my personal opinion. It’s for you to choose.” Her friend ultimately chose the treatment, and while it was very difficult for her, and she is left with impaired speech and difficulty eating certain foods, she’s happy with her choice.

As we’ve seen, Susan’s decision was not simple. She had to weigh information about benefit and risk that can be framed in various ways. Then she had to wrestle with the potent influence of personal stories as well as the power of loss aversion and her doubter orientation.

After we spoke with Susan, we started to think about our own experiences with medical treatment, both as physicians and as patients. During many morning walks around our neighborhood, we had animated conversations about our own mind-sets, values, and preferences.

We realized that each of us had started our careers with a different conception of medical care. The old saw “Opposites attract” applied to us. One of us, like Michelle Byrd, believed in being as proactive as possible. The other, like Susan Powell, was deeply wary of overtreatment. We found this odd, since there was little difference between the  medical schools where we’d trained and none between the hospitals where we’d worked.

We concluded that to better understand why patients choose as they do, we needed to first understand the origins of our own views about treatment and how they evolved.




Two

Believers and Doubters

One of the first skills that we learned as medical students was to “take a history” from a patient. We were taught to follow a structured sequence, first exploring when symptoms began, how they may have changed over time, what may have made them better or worse. Then we would ask the patient about his prior illnesses and therapies and the health of his family—grandparents, parents, and siblings. In the last part of the interview, we would ask about current and prior habits like cigarette smoking and alcohol consumption, as well as lifestyle, including exercise, diet, marital or other relationships, and the person’s type of work. All of this information gives doctors a clearer understanding of the nature and origin of the current condition and how it fits into the patient’s life as a whole.

We thought about unraveling preferences about treatment in much the same way we take a medical history. Family is the starting place for many people’s attitudes and values, and medicine is no exception. Around the kitchen table, during summer vacations, when  holidays are celebrated, and the myriad other times families gather, people talk about health and illness, learning about the choices their relatives have made and forming a foundation for their own thinking. So we decided to consider the “family history” first. We then would explore previous experiences in navigating earlier medical problems, the “past medical history.” Next we would focus on knowledge about others who suffered similar maladies—friends, stories on television or in magazines, testimonials on the Internet—this was the “social history.” By focusing on these three elements, we hoped to create a framework that would help us to better understand preferences about treatment and how they came to be.

We decided to test this approach on ourselves to see what we would learn.




[Jerry’s Narrative] 

“Cholesterol.”

I was eleven years old and had never heard the word before. It was 1963, and suddenly cholesterol seemed to be everywhere. Cholesterol was repeatedly invoked by my parents at the kitchen table. Reports filled TV broadcasts and the newspapers. Doctors were checking it, and the men in my neighborhood compared their results. My father’s level was high—exactly how high I don’t recall, but the number became an obsession in the family. Overnight, our cuisine changed. Egg yolks disappeared. Gone was the sweet butter. Hot pastrami sandwiches were restricted to special occasions and even then only extra-lean meat; the delicious edges of fat were removed.

A year after cholesterol was banished from our kitchen, the surgeon general of the United States released his report on the association of cigarette smoking with cancer. During the Second World War,  my father joined the United States Army, was sent to France, and there became a smoker like so many of his fellow soldiers. My mother, a young beauty in the neighborhood when my father left for war, had grown into a mature woman. As a sign of independence and sophistication, she too started to smoke. Both my father and my mother quit cold turkey in response to the government report. Then my father’s blood pressure was found to be high. The salt shaker, once omnipresent at meals, now stayed out of sight. So did those wonderful dishes of herring cured in brine. Our family doctor gave my father a diuretic, a water pill, but this seemed to have scant effect on lowering his numbers.

Despite the drastic changes, our home was anything but dour. My parents had a lively sense of humor. My mother loved to laugh in response to my father’s wordplay. He delighted in funny phrases, many of them expressions only partly translated from the original Yiddish into English. One of his favorites was, “Es tieten bahnkis,” the last word having a silly dual-syllable resonance: bahn-kis. The loose translation is, “It’s as effective as cupping,” and the meaning was, “It’s useless.” Cupping was an Eastern European folk remedy. You put a small amount of alcohol in the bottom of a glass cup with a wick, lit it, and then placed the hot cup on the ailing person’s back. The idea was that the heat and vacuum from the evaporated alcohol would suck out the harmful humors that led to the illness. This method was a throwback to an outmoded medical belief that diseases were caused by an imbalance of various humors (that is, fluids like phlegm, blood, and bile) in the body. Bahnkis was one of many specious beliefs about what caused illness and the ridiculous ways to remedy it. In my house, naturalism was seen as part of this primitive past, practiced by village shamans and benighted elders. Modern science had replaced this naive reliance on nature and the body’s ability to heal itself. Not surprisingly, medical researchers stood on a pedestal in my home. We considered Jonas Salk and Albert Sabin to be as heroic in their battles against polio as Franklin Roosevelt and Winston Churchill had been in the war that brought my father to France.

In college, I was drawn to the intellectual dimension of human biology, how cells and tissues and organs work through DNA and RNA and proteins. A life could be devoted to figuring out why these essential components go awry and result in disease. I was in part imagining myself as the medical sleuth, the clinical detective on the hunt for the hidden perpetrator that threatened the life of a patient. And then I encountered illness, not in a textbook or classroom, but in my family.

On a warm spring night in 1974, I saw my father struggle to live. At the time, I was in my second year of medical school at the Columbia University College of Physicians and Surgeons in Manhattan. My family lived in Queens in a neighborhood of small homes and apartments not far from a local hospital. I had been asleep when my mother called and told me in a frantic voice that my father had had a heart attack, and she had taken him to that hospital.

In less than an hour, I was at his side. The hospital was a small four-story structure made of brick painted white. My father was in the emergency room. There were six beds, each separated by a flimsy curtain. A middle-aged physician unknown to me or my mother was on call that night. My mother and I gripped each other in silence as we watched my father gasp for air. He was bolt upright in bed, his hair in disarray, matted down by sweat. His warm, ruddy complexion had turned an ivory white, and his eyes were rolled upward. An intravenous line had been inserted in his arm, and from a catheter above his collarbone, the doctor was removing pints of bright red blood.

“You should leave now,” the doctor said.

My mother and I retired to a small waiting area next to the ER.  I looked at the clock and saw the hour hand approach two. Less than thirty minutes later, the doctor came out with a grim face and told us that Seymour Groopman had died. He was fifty-five years old and the center of my life.

My father’s death cast along shadow over my life and the life of my family. He was never far from my mind during my internship and residency training at the Massachusetts General Hospital (MGH). There, other men in their fifties, who also smoked, had put on weight, and had high blood pressure, came “crashing,” as the hospital jargon put it, into the emergency room, paramedics pumping on their chests. At those moments, I realized how my father had received dismal care in Queens. I didn’t have all the details about my father’s treatment, but I learned at MGH that removing pints of blood as away to “unload” the burden on a failing heart was a dated and discarded approach. And though my father struggled to breathe as fluid built up in his lungs, causing pulmonary edema, he wasn’t intubated and placed on a ventilator, which would have assured delivery of oxygen to his heart and other vital organs. At MGH, modern interventions were rapidly marshaled to try to save a stricken man’s life. After doctors placed a tube in the trachea to supply oxygen, powerful medications called pressors were given to prevent the circulatory system from collapsing. When these measures were not enough, a counterpulsation balloon pump was placed into the aorta, acting as a surrogate heart to move blood through the body and sustain life. And if this proved insufficient, a team of cardiac surgeons would take the patient to the operating room to try to open his coronary vessels. Each time the ER team, working with cardiologists and cardiac surgeons, saved the life of a heart attack victim, I rejoiced.

But the joy soon gave way to sadness. I could not unhinge my mind from the fact that the doctor in the Queens hospital had glaring gaps in knowledge and ability. If my father had been given proper care,  perhaps he could have been saved. Perhaps not. But if not, there would be no searing sense of regret.

So the culture of my upbringing and the trauma of my father’s death made me a believer in modern medicine, its power and its promise. After my residency at MGH, I sought like-minded physicians with whom to train and work. I considered but ultimately did not choose cardiology. Rather, I entered a field that was less advanced at the time: oncology. The understanding of cancer in the 1970s was primitive. But soon came the DNA revolution with molecular biology. Mapping genes pinpointed the mutations that transformed a healthy cell into a cancerous one. Cancer cells then grow without restraint and spread from the tissue of origin to invade and destroy other parts of the body. I decided I would dedicate myself in the laboratory and the clinic and prove that even under the most dire circumstances of malignancy, science had answers. UCLA Medical Center offered one of the most intensive training programs in the nation, and I went there.

My mentors at UCLA were maximalists in treatment, firmly committed to doing everything all the time. And that determination when treating life-threatening illnesses often made sense. UCLA was home to one of the country’s first bone marrow transplantation centers. During my training, I was part of the team transplanting patients with fatal blood diseases like leukemia. Bone marrow transplantation was an attempt at medical resurrection; patients were brought to the brink of death and then given blood stem cells to try to rescue them. The first years of marrow transplant were grim: All the patients suffered terrible toxicity from the treatment, and very few survived. Yet Dr. E. Donnall Thomas in Seattle and others were believers—like Salk and Sabin, who believed it was possible to eradicate polio. Belief is necessary for progress against deadly and disabling diseases. Don Thomas persisted with stubborn determination in advancing the therapy of marrow transplantation. The treatment was refined, and while still fraught with complications, it ultimately was proven curative for a wide variety of blood-related cancers. Thomas was awarded the Nobel Prize in 1990 in recognition of the countless lives this procedure had saved.

These kinds of successes shaped my approach to cancer treatment. I was drawn to what Stephen J. Gould—the Harvard biologist who developed mesothelioma, a rare and usually lethal malignancy, and lived twenty years after the diagnosis—called the “tail of the curve.” In his essay “The Median Isn’t the Message,” Gould discussed how, as an evolutionary biologist, he understood the remarkable variability of all living beings and a similar diversity in how disease and its treatment play out in any individual. That view, drawn from his life’s work in research, gave Gould the hope that he might be in that small but real fraction of survivors. Gould also raised the prospect that if he survived long enough, new treatments might be developed to improve the outcome of even the most desperate diseases like his. I saw Gould’s hope in experimental treatments realized during my training as a fellow in hematology and oncology.

A high school teacher in his thirties, the son of Mexican American immigrants with a devoted wife and two young daughters, came to UCLA for an experimental therapy for his testicular cancer. With standard treatments the malignancy had spread widely, his lungs filled with metastases the size of golf balls. At the time, researchers were testing a new anticancer treatment, cisplatinum, a drug based on that metal. The teacher knew what he was facing, so despite the risk of toxicity of the new drug, including kidney damage, neuropathy, and hearing loss, he readily signed the informed consent document.

Three months later, the man’s cancer was completely gone. I had witnessed what is often termed “a medical miracle,” a moment when desperate hope is fulfilled against all odds. The story of that success is now widely known, largely because of Lance Armstrong, whose testicular cancer had spread not only to his lungs but also to his brain and who subsequently went into remission and won seven Tours de France. There are such moments when the dream of a new therapy that restores life becomes reality. In the early 1980s, when I first became a staff physician at UCLA, I saw people with AIDS die terrible deaths in months; a decade later, with the discovery of new drugs, the protease inhibitors, the death rate plummeted and lives were restored. Many children with neuroblastoma and adults with lymphoma now can go into remission with breakthrough therapies like monoclonal antibodies that did not exist when I started my training. To be sure, scientific advances are unpredictable. Many fail, but a few succeed. For me, that uncertainty was a basis for treating patients with severe illness in an intensive and sustained way, struggling to keep them alive until better therapies might arrive.

 

 

Every day after work, a group of hematologists and oncologists gathered near the UCLA Medical Center dressed not in white coats but in nylon shorts and T-shirts. We were distance runners: seven miles on weekdays, twelve miles on weekends. We pushed the pace until our legs cramped and our breath came in short gasps. We trained for marathons. Even outside of work, everything we did, we did to the maximum.

And it was that maximalist mind-set that resulted in the signature medical mistake of my life. One Sunday morning in Los Angeles, feeling fine, I stood up from a chair and nearly collapsed from excruciating back pain. The pain persisted for weeks, and the doctors I consulted had no ready explanation for it. But I was sure that medical science could pinpoint the cause of my pain. There had to be a fix somewhere in the universe of physicians and procedures.

I have written before about my back surgery, how I underwent the most aggressive operation, a spinal fusion, and its disastrous consequences: worsening pain and increased debility. But only when my wife and coauthor Pam and I began to think about this book, speaking in depth with patients about what guided their choices, reading studies in psychology and cognition, did I see how my mind as a patient had worked. In the early 1980s, there was already a school of clinical thought that most cases of back pain lacked a clear anatomical cause and that we can return to health by essentially doing nothing more than gradually moving about and waiting for the pain to pass.

But I lacked the patience to wait. I was headstrong, intolerant of the lack of an explanation for my misery. And I didn’t believe that my body would heal itself. A naturalism bias was contrary to the beliefs of my childhood and the creed of my mentors.

The aggressive and unsuccessful surgery was a hard lesson in questioning my mind-set. It now seems self-evident, but mistakes are often necessary to bring insights. I learned to pay more attention to risk, to take time to consider side effects. Loss aversion can be a steadying force in making clinical choices. Pam took this cautious approach to medicine from the outset, and I moved closer to her thinking.

So when I reached my forties and found that my cholesterol level was 242, I had to decide whether to take a statin medication or forgo it. My father’s tragic death impelled me to confront the reality that elevated lipids plagued our family; our genetics were inescapable. Not only had he died from a heart attack at an early age, but his two brothers, my uncles, also had coronary artery disease.

But the failed spinal surgery had made me risk-averse, particularly to anything that might affect my muscles, after years of suffering back pain. And as it happened, like Susan Powell, I had an acquaintance who had taken a statin medication and developed severe muscle  inflammation. He was a doctor at our hospital, and one day in the parking lot, I saw him hobble away from his car. I thought he might have developed a degenerative neurological disorder, but he told me that he had taken a statin medication for an elevated cholesterol. Although many months had passed since he had stopped the drug, his muscle pain still had not subsided. I knew this was an anecdote, an “n of 1,” but it made a deep impression on me. Availability, dramatic stories of benefit and of harm, affect us all, patient and physician alike.

So when my internist wanted to prescribe a statin, I declined at first. I had pivoted 180 degrees from my prior orientation. I would take a natural approach. Of course, you don’t recalibrate your mind-set completely. I was still a maximalist—I zealously adhered to a very strict diet, lost twelve pounds, exercised even more intensively. Six months later, my cholesterol had fallen four points to 238.

Although I was about a decade younger than my father was when he died, I felt that I had entered the phase of life where, like all the men in my family, I was marked for heart disease. I had to do something more.

My primary care physician suggested I begin on a standard dose of a statin, but I negotiated with him. “Let’s begin at half dose,” I said. I was aware that side effects were often dependent on dose. Although still committed to a natural approach, still strict about diet and exercise, I was forced to compromise. You can always increase the dose, I told myself. I would begin with a half step.

In six weeks, my total cholesterol was 160, and my “good” cholesterol, or HDL, was above 60. My muscles were not affected, then or in the ensuing years.

I was gratified, and not only because of the better numbers; I had understood my preferences and followed a deliberative process, reflecting on my thinking and acting in a way that makes sense to me.




[Pam’s Narrative] 

My father, an engineer, enthusiastically applied scientific principles to child rearing. When I, the first child, was born, he studied Dr. Truby King’s method and decided that I would be fed on schedule, every four hours. He gave my mother a chart, carefully reviewing the plan before he left for work. After I screamed nonstop for two days, my mother, an artist and freethinker, took matters into her own hands: She fed me whenever she thought I was hungry. When my father asked how she could deviate from expert advice, my mother had a ready answer: “Doctors don’t know everything.”

My mother was ahead of her time with regard to a healthy diet. My friends had marshmallow cereal, Wonder bread sandwiches, and Twinkies. Not in our house. We had peanut butter and honey on whole-wheat bread with carrot sticks. In the 1950s, whole-wheat bread had not reached its current culinary heights; ours tasted like a mix of cardboard and sawdust. Fruit for dessert, no cookies. Milk with meals, no soda.

My father was an early riser and an avid exerciser. When the Royal Canadian Air Force exercise program was published in 1961, he became a fan and encouraged my sisters and me to follow the program with him, carefully measuring our progress. Although we didn’t have much money, he decided that we should all learn to ski. So nearly every weekend, we all piled into our old station wagon and drove from New Jersey to Vermont, where we rented a large, dilapidated house along with several other families. All the children stayed together in a large, drafty dormitory in the attic. Undeterred by cold, ice, and wind, we rode the rope tows and skied all day until dusk.

When my youngest sister was five years old, she developed abdominal pain and fever. My mother brought her to the pediatrician who was covering the practice of our regular doctor. “It’s nothing, just a virus,” he reassured her.

It seemed that he was right, because the symptoms improved after a day or two. But the next week, my family was awakened late at night by my sister’s shrieks. The abdominal pain was back, but much worse, and now she had a dangerously high fever. My mother plunged her into an ice bath and called the pediatrician. “Get her to the emergency room right now!” he said.

My sister’s appendix had ruptured and bacteria had spread throughout her abdomen—peritonitis. In retrospect, her initial symptoms the week before had been the early signs of appendicitis. I vividly recall visiting my sister in the hospital, hiding in the corner as the nurse entered the room carrying a metal tray containing two syringes topped with gigantic needles. I fled the room in horror before my sister received these painful antibiotic injections into her buttocks and thighs; they were given every two hours. The lesson was clear: Doctors were not always right.

My father was fascinated by science and medicine and wished that he could have become a doctor. When I was young, he encouraged me to be a nurse. As more opportunities opened for women, I decided I would become a doctor. I attended what was then Radcliffe College at Harvard University and immersed myself in science. I had inherited my father’s facility with numbers and was first drawn to the quantitative sciences: advanced mathematics, physics, biophysical chemistry. I enjoyed working with formulas that gave clear and precise answers. But I was also drawn to biology with its inherent variability, where the correct answer could not always be predicted, where normal was not a number but a range, a continuum without clear cutoffs.

My first personal encounter with illness occurred when I was a  senior in college. I woke one morning with an intense and painful urge to urinate. When I looked down at the toilet bowl, it was red with blood. Terrified, I ran to the student health service, where an experienced nurse-practitioner reassured me that I was not dying. “It’s nothing serious,” she said, “just a bladder infection, easily treated with antibiotics.” She gave me a prescription for a sulfa drug and told me to call her if I had any problems.

I picked up the medication from a local pharmacy. Enclosed with the medication bottle was a package insert with detailed information about the antibiotic, including a very long list of possible side effects. I read carefully through this information: severe total body rash, liver failure, even death. I was paralyzed. Should I really take this dangerous drug ? Did this nurse-practitioner actually know what she was doing? But my symptoms were too much to bear, so with trepidation I put a pill in my mouth and swallowed it down, fully convinced that I would develop some terrible side effect. I didn’t, and within a day my symptoms were gone. Despite this therapeutic success, I remained, like my mother, a doubter. But being a doubter did not stop me from becoming a doctor.

As a student at Harvard Medical School, I found that my most inspiring teachers were endocrinologists. They seemed to know all of medicine, alert to subtleties in the individual patient’s history and physical exam that could easily be overlooked. Snoring, excessive sweating, and a change in shoe size were all caused by an excess of growth hormone from the pituitary gland. A tan that did not fade hid a failing adrenal gland. A tremor of the hands and discomfort in the eyes indicated an excess of thyroid hormone. One hormone regulated another via elegant feedback loops that kept the body in balance.

After completing my training in endocrinology and metabolism, I became interested in the issue of hormone replacement for menopausal women. In the 1980s and early 1990s, treatment with estrogen, usually in combination with another hormone called progestin, had become standard practice, not only to ameliorate menopausal symptoms of hot flashes, but also to protect women from osteoporosis and most important to prevent heart disease, stroke, and dementia. As a doubter, I remained skeptical that these hormones could prevent so many of the consequences of aging. And being risk-averse, I was concerned about the downsides of estrogen, especially the risk of breast cancer.

In researching this topic for lectures to physicians and lay audiences, I was bothered by the fact that the Framingham Heart Study, the largest and one of the best long-term epidemiological surveys, didn’t show a clear benefit of estrogen on the heart. It became difficult for me to recommend estrogen treatment to all my patients, and I felt the decision to prescribe it needed to be individualized. In 2002, the Women’s Health Initiative found through a controlled trial that hormone replacement therapy (HRT) for menopausal women did not prevent heart disease; in fact, it appeared to increase the risk of heart attack. Similarly, HRT did not prevent Alzheimer’s disease or other forms of dementia. Finally, the risk of breast cancer was increased with hormonal treatment. The issue of hormone therapy for menopause is still much debated.

When it comes to my own health, I am a minimalist, and I don’t like to take medicines or supplements unless absolutely necessary. I worry about side effects from medications and from diagnostic and therapeutic procedures for myself and for my patients.

Nearly ten years ago in the winter, I began to lose weight. At first I was delighted, attributing it to my increased hours of tennis and skiing. But the weight loss persisted over several months despite eating more and cutting back on exercise. And I noticed that my endurance was less than usual. I tried to ignore or explain away my symptoms.  But finally, when I became so short of breath during a tennis match that I had to stop playing and sit down on the court, I realized that something was really wrong. The diagnosis turned out to be Graves’ disease, an overactive thyroid gland. Although it was not a big surprise because many of the women in my family have thyroid disease, the diagnosis was not immediately obvious to me or to my physician husband, Jerry. Once the diagnosis was made, I had to face the reality that therapy was unavoidable. I had treated many patients with Graves’ disease in my endocrinology practice, and I was well versed in the benefits and risks of each treatment approach. In addition, I had the benefit of many patient stories to call upon in making the decision that was right for me.

Several years later, I was injured in a ski accident. While waiting for my children at the bottom of a hill, a young man came bombing out of the trees, smashed into me, and knocked me over. Fortunately no bones were broken, but my ankle was twisted, painful, and swollen. For months I was sidelined from playing tennis, and even walking was uncomfortable. Restless from lack of exercise, I went to the hospital on a Sunday to clean out my office. I did a deep knee bend to pick up a large pile of books and heard a loud pop in my knee. The joint immediately swelled to the size of a grapefruit and was exquisitely painful. I tried ice and a knee brace, but the pain and swelling persisted. Finally, after a week of hobbling around, I made an appointment with an orthopedic surgeon. He examined me, pointed out my flat feet that put me at risk for knee injury, and recommended an MRI scan, which was booked for one week later. On the day I was to have the scan, I saw one of my patients who has a deep doubter mind-set. She saw my limp, and when she heard that I was scheduled for an MRI, she looked at me and said, “But Doctor, you once told me that it can take weeks for a knee injury to heal. Why are you having an MRI so soon?” I decided to postpone the scan. Sure enough, about ten days later the  knee was fine, and I was soon back to full activity. I never did get that MRI scan.

Over time, much of my clinical practice has focused on thyroid disease and thyroid cancer. I now serve as medical director of our hospital’s thyroid nodule clinic, where patients with growths in the thyroid gland come for evaluation and biopsy. Thyroid cancers are often found incidentally on examination or on imaging done for other reasons. Most of these thyroid cancers are small, slow growing, and easily cured. My minimalist mind-set fits well with a tempered approach appropriate to treating this kind of tumor. But some thyroid cancers are extremely aggressive and require equally aggressive treatment. Caring for such patients, I deliberately shift my mind-set and become a maximalist.

My parents, now in their eighties, continue to be active and in generally good health. My father enjoys discussing new developments in science and medicine with me. My mother still tells me what to eat, pointing out that salmon and blueberries are healthy and that I should be sure to get enough calcium. When I point out that I am a doctor, her response is, “Well, doctors don’t know everything.” And of course, she is correct.




[Joint Conclusion] 

Despite working in medicine as physicians for more than thirty years, we were surprised to realize that we had had only a hazy understanding of our own mind-sets. Revisiting our family history, our prior medical history, and our social history opened our eyes to the origin and nature of our preferences about our own health. We were struck by similarities to the patients we’d spoken to. Like Michelle Byrd, one of us was a believer in maximizing treatment and had a strong technology orientation; the other, like Susan Powell, was a doubter, risk-averse, and in favor of minimal treatment.

In our role as doctors, our aim is to help our patients understand what makes sense for them, what treatments are right given their individual values and goals. We are especially mindful not to impose our preferences about our own health on our patients.




Three

But Is It Best for Me?

Patrick Baptiste, a thirty-six-year-old personal trainer at a popular health club in Houston, Texas, typically bench-pressed 310 to 320 pounds. Standing just shy of six feet three inches, with broad shoulders and a neatly trimmed goatee, Patrick had a warm and relaxed manner that made him one of the favorite instructors among patrons of the gym. One day shortly before Thanksgiving, when he positioned himself squarely on the bench to show a new member how to press properly, the weight seemed unusually heavy. Over the ensuing months, his strength seemed to decline, until he strained to press 225 pounds. Patrick had been eating more than usual to boost his strength and was surprised when he got on the scale and saw that he had lost seven pounds. He looked at himself in the mirror and noticed that the prominent curves of his biceps seemed a little flatter. Even more perplexing were several episodes of rapid heartbeat and trembling in his hands. These episodes occurred not only after he worked out at the gym, but once when he was driving to visit his family on a  day off and another time when he was stretched out on his couch watching football. Patrick often felt on edge and several times was impatient with clients at the gym. Finally, when he realized that it took effort even to walk up a flight of stairs, he went to see his primary care doctor.

Patrick’s physician had cared for him for several years and noted that his pulse, normally in the low 60s typical for an athlete, was now 90. As the doctor examined him, he stopped at his neck. “You have a muscular neck,” the doctor said, “so I’m not sure, but your thyroid gland seems a little enlarged. That might explain what’s going on here.” The physician performed blood tests and called Patrick the next day to say that his thyroid hormone levels were too high. “I’m going to send you to an endocrinologist who specializes in thyroid conditions,” the doctor said. “In the meantime, this medication will help with some of your symptoms, and you should start to feel better.” He prescribed a medication called a “beta-blocker” to alleviate the tremor and slow the rapid heartbeat. “Before you see the specialist, we’ll get a scan of your thyroid. He’ll review the results and decide on the best therapy.”

The specialist’s office was not far from Patrick’s health club. After a short wait, he was ushered into an exam room. The doctor asked Patrick how he was feeling and then handed him a glass of water. He asked Patrick to sip and swallow several times as he stared intently at the front of Patrick’s neck. He then stood behind Patrick, placed his fingers around both sides of his neck, and again asked him to swallow. Taking his stethoscope from his pocket, he listened over Patrick’s neck. Finally, the doctor took out what looked like a metal ruler and measured the distance from the corner to the front of Patrick’s eyes. He put down the instrument and went back to his desk.

“You have Graves’ disease, a form of hyperthyroidism, an overactive thyroid gland.” The doctor swiveled his computer screen so that  Patrick could see it. “Here, take a look at this scan of your thyroid,” the doctor said. The image looked like a huge stippled butterfly. “The best treatment for this condition is radioactive iodine. You swallow a radioactive pill, and it destroys the gland. Problem solved. You get it over with.” The doctor paused. “After that you’ll just need a daily thyroid pill. No big deal.”

But, Patrick told us, for him it was a “big deal.”

He asked the endocrinologist what alternatives there might be to radioactive iodine. “There are other options, but they’re not as good. This is clearly the best treatment.”

But Patrick persisted. “What are the other options?”

“There are medications that prevent the thyroid gland from making too much hormone,” the doctor said. “But these drugs sometimes have terrible side effects, damaging your liver or knocking down the white blood cell count so you could be open to life-threatening infections.” The doctor paused for a few moments, seeming to let that information sink in. “Or you could have surgery to remove the gland. But that also has real risks, with anesthesia, bleeding, and the possibility of damaging the other glands in the neck, the parathyroid glands, or even injuring the nerves to your vocal cords. This is really the best option.”

Patrick felt unsettled by the doctor’s words. “I don’t trust this idea of one-size-fits-all when it comes to medical problems,” he told us. His skepticism was the paradoxical gift of a previous illness, diabetes, diagnosed in his teens. Patrick was the oldest of five children, all born after his family had emigrated from Haiti and settled near relatives in Houston. As a teenager, already at six feet two inches, he weighed 260 pounds, and was a defensive lineman on the high school varsity football team. His mother, father, and grandparents all had diabetes. At age nineteen, when Patrick developed periods of intense thirst and frequent urination, classic signs of diabetes, his mother used  one of her own test strips and found sugar in his urine. For several years he had taken oral medication and, at times, insulin injections to control his blood sugar.

Initially, Patrick said, his adherence to his prescribed diabetes therapy might well be described as “pretty poor.” Like many of his age, he often skipped his medication, so that his blood sugar swung widely. “My diet was terrible, chips and soda, because I wanted to be normal, like all the other kids,” he said. His doctors and his mother warned Patrick about the kidney failure and blindness that can result from uncontrolled diabetes, but these warnings had no effect on him. “It was hard to really imagine that you might get those kinds of complications,” he recalled. “They seemed far off, irrelevant. But when the doctors told me that I could become impotent, that got my attention.” Diabetics are vulnerable to nerve damage because the small blood vessels that feed the nerves can become diseased; if the nerves in the penis suffer this complication of the disorder, impotence results. “Finally, I heard something that was really important to me. It motivated me to take my diabetes seriously, and I began to take care of myself and follow the doctor’s advice.”

Patrick lost weight, and on a carefully controlled diet and a regular regimen of exercise, his blood sugar returned to normal. Now he took only one pill a day to keep his diabetes in check and didn’t need insulin. Patrick told us that when he first developed his symptoms of hyperthyroidism, he thought it might be due to his diabetes, that his sugar was out of control. But it wasn’t.

Because his insurance coverage had changed a few times over the years, Patrick had seen several diabetes specialists, and he’d discovered that they didn’t all agree on what was best for him, which oral medications to take, whether or not he should also be on insulin, and even how tightly he should regulate his blood sugar. “I know from my own work as a trainer that you need to individualize exercise regimens,  because different bodies advance at different speeds.” Whenever Patrick worked with a client at the gym, he tried to define the person’s goals, desired weight, and level of fitness, and then they worked together, regularly assessing whether they were on the right track or needed to rethink their approach. He couldn’t imagine telling a client that there was one “best” path to fitness.

Although Patrick had no prior knowledge of Graves’ disease or the options for treatment, he felt he was being told—too quickly and too definitively—that there was one “best” approach. As it happens, clinical research supports Patrick’s thinking. A group of endocrinologists at the Karolinska University Hospital in Stockholm, Sweden, conducted a study to assess the benefits and risks of the three common treatments for Graves’ disease. They randomly assigned 179 patients to take antithyroid medication, undergo surgery on their thyroid gland, or receive radioactive iodine; the follow-up time was at least four years. The study showed that all three treatments were equally effective in controlling the disorder. Importantly, 90 percent of the patients were satisfied with their treatment—no matter which treatment they’d had—and would recommend it to a friend.

What Patrick experienced with his endocrinologist reflects a common and understandable phenomenon: The doctor projects his or her own preferences onto the patient. This has been documented in studies of a wide variety of conditions ranging from asthma to autoimmune arthritis of the spine, from prostate cancer to esophageal disease. Here, the endocrinologist truly believed that radioiodine therapy was best. His reasons for preferring this treatment were that it was simple—one radioiodine pill—and definitive—“problem solved.” But not every endocrinologist shares this view. An international survey of thyroid specialists showed that about two-thirds of American endocrinologists favored radioiodine for treatment of Graves’ disease, but only 22 percent of European and 11 percent of Japanese specialists  did. Outside the United States, endocrinologists favored antithyroid drugs. Endocrinologists around the world have access to the same data from clinical studies and are schooled in the risks and benefits of each treatment. Yet the default option, presented as what is “best” for the patient, is strikingly different in these three regions. Part of the reason for this difference is likely cultural. The Japanese experience with nuclear weapons at Hiroshima and Nagasaki undoubtedly colors their views on radiation exposure. The 2011 earthquake and tsunami that damaged the nuclear reactors in Japan will likely amplify this. Western Europe is also leery of radiation, and this attitude was later reinforced by the accident at the Chernobyl nuclear plant.

 

 

The search for the “best choice” takes us to an eighteenth-century Dutch mathematician named Daniel Bernoulli. At the time, Holland was a hub of world commerce, and its traders were making decisions about buying and selling everything from Asian spices to Caribbean sugarcane. Bernoulli was born in the city of Groningen in 1700. His father, a mathematician, encouraged him to study business to assure himself a good income. At first, Bernoulli refused. Later, he agreed to study both business and medicine, but only under the condition that his father instruct him privately in mathematics. He ultimately became a professor of medicine, metaphysics, and natural philosophy at the University of Basel in Switzerland. His seminal work in fluid mechanics helps explain how birds fly and was crucial to the development of airplanes. In 1738, he turned his attention to probability theory and devised a formula that he believed would calculate the wisdom of any decision where the outcome was uncertain and the choice involved risk. He proposed that by multiplying the probability or chance of an outcome by the utility of that outcome, meaning how much we value it, we obtain a number, the “expected utility.” The highest number, the greatest “expected utility,” indicates the most rational choice.

[(probability of outcome) × (utility of outcome) = expected utility]



Bernoulli was thinking mostly about choices that involved goods and money, and his formula for “rational” decision making has been widely applied in economics. Over the last few decades, however, “expected utility” theory has moved beyond economics and into clinical medicine. Researchers have proposed that doctors should advise a patient like Patrick Baptiste of his best option by using Bernoulli’s calculations. First, the physician would tell Patrick the probability of a clinical outcome and then ask him to place a numerical value or “utility” on his health state if that outcome occurred. Multiplying the chance that a particular outcome might occur by the numerical value Patrick placed on living with that outcome yields a number; the highest number indicates his most rational or “best” choice.

This formula has great appeal, as it pinpoints two key components we all should consider when choosing among different options: what is likely to happen and how our life would be affected if it did happen. All of us want to live the longest life with the highest quality. In the case of Graves’ disease, all three options—radioiodine, surgery, medication—can yield the desired positive outcome, control of hyperthyroidism. But there are differences in potential negative outcomes and side effects, as well as in quality of life in the future.

Let’s first imagine that the endocrinologist advising Patrick used Bernoulli’s equation. As all the treatments can be effective in controlling hyperthyroidism, the probability of this outcome is equivalent for all three therapies. What differs are the potential side effects. Patrick’s physician views the side effects of antithyroid medication and surgery  as much more serious than those of radioactive iodine. So he would assign these treatments a lower “utility” or value, and he would logically arrive at treatment with radioactive iodine as the best option. He framed his discussion with Patrick in these terms.

But Patrick would solve the same equation quite differently. He cringed when the endocrinologist said that it was “no big deal” to destroy his thyroid gland with radioactive iodine so that he would have to take a thyroid hormone pill every day for the rest of his life. “I don’t like having to take medication every day for my diabetes. And I didn’t want to commit myself to taking another pill every day—to have another chronic condition.” He explained that “when I watched my diet, exercised, and controlled my weight, I was able to come off insulin injections. But if you destroy the thyroid gland, this is permanent—I have no opportunity to get off that thyroid pill.”

Patrick views the need to take thyroid medication permanently in strongly negative terms. So for him, radioactive iodine and surgery have much less “utility” than antithyroid medication and would not be valued as “best” for him.

Of course, another patient might solve this equation differently.

Anna Gonzales, a forty-two-year-old journalist with three teenage children and a hectic schedule, also developed Graves’ disease. When her endocrinologist suggested treatment with radioactive iodine, she readily agreed. “I want this taken care of quickly,” she explained. When we asked her if she was bothered by the idea of taking a pill every day, she replied, “Well, I already take a birth control pill. This is not a problem for me.”

Lily Chan, a twenty-seven-year-old social worker, chose surgery for treatment of her Graves’ disease. “I’m really afraid of radioactive iodine,” she told us. “No one can guarantee 100 percent that I won’t have some kind of side effect that is not known about now, maybe even cancer.”

But Patrick had no fear of radiation and no particular bias against surgery. “I simply don’t want to be forced to take another pill every day for the rest of my life,” he told us.

 

 

In the field of decision analysis, the utility or value that a person assigns to a particular outcome is termed his “preference.” Researchers have found that patients often construct their preferences on the spot when the doctor gives a diagnosis and recommends a treatment. Such patients are something of a “blank slate” upon which the doctor can “write” his or her own preference. In this setting, the patient is especially susceptible to how the physician frames the pros and cons of the treatment.

The endocrinologist who advised Patrick framed his remarks in a way that clearly reflected his own bias by emphasizing the side effects of treatments other than radioactive iodine. He presented radioactive iodine as the standard or “default” option. Research in behavioral psychology shows that most people will accept the default option; they assume that what is routinely recommended is “best.” It takes effort for a non-expert to decline the default option and seek an alternative. But that’s exactly what Patrick did. Because of his prior experiences with diabetes, he’d developed certain views about health. He wasn’t a “blank slate,” and he didn’t construct his preferences on the spot. For him, past was prologue.

We should then ask why Patrick’s endocrinologist had such a strong bias for radioactive iodine and framed his advice as he did. Perhaps he’d had bad experiences with antithyroid medications, where a patient had suffered a sharp drop in white blood cell count and developed a serious infection; or perhaps one of his patients had suffered serious complications from thyroid surgery. If so, this would reflect an “availability” bias: a dramatic past case readily recalled that colored  the doctor’s thinking. But it simply may be that the endocrinologist was conforming to the cultural preference of his colleagues in the United States and that if he had been practicing in Europe or Japan, he would have conformed to the prevailing biases in those regions.

Patrick Baptiste had accepted and adapted to one chronic condition, diabetes. He felt that adding a second chronic condition, permanent hypothyroidism that required daily treatment, would deeply disturb his life. Such strongly held personal views are at times difficult for others to fathom. The endocrinologist who evaluated Patrick could not understand why adding one more pill could be a “big deal.” Indeed, as physicians, we often prescribe medication with the assumption that it is “no big deal.” And we assume that the patient will feel the same. However, a study of common medical conditions—including osteoarthritis of the hip and knee, benign enlargement of the prostate gland, or a ruptured disk—found significant differences in how patients and physicians weighed the goals and consequences of available treatments, including the burden of taking daily medication. Patients should be aware that doctors and other experts may frame information in a way that reflects their own preferences. As physicians, we’ve both found ourselves at times too quickly telling our patients which treatments we prefer rather than working with them to understand their own thinking. Of course, patients may want, and often ask, what their physicians think is best. But that should occur after information is presented in a neutral way.

 

 

This divide between doctors’ and patients’ preferences has been studied in depth in treatment of another problem, atrial fibrillation, the condition that affected Dave Simon. This abnormal cardiac rhythm is very common: About 1 percent of Americans in their fifties suffer from it, and 5 to 10 percent of those who are seventy or older  do. Based on data from the Framingham Heart Study, it is estimated that over the course of a lifetime, atrial fibrillation or a related rhythm called atrial flutter will occur in about 25 percent of the population. It can be the first sign of hyperthyroidism, especially in the elderly.

Atrial fibrillation occurs when the upper part of the heart called the atrium contracts abnormally, so that the heart beats in a disorganized and irregular way. Blood can pool in the heart, and clots can form. These clots can then be pumped out to the body and result in a stroke. Patients with atrial fibrillation are often treated with “bloodthinning” medications called anticoagulants, like warfarin or aspirin, that help prevent clots from forming. But these treatments can cause profuse bleeding. Such hemorrhaging is most common in the gastrointestinal tract but can be particularly devastating when it occurs in the brain. So the patient with atrial fibrillation must choose whether to take medication that may prevent a stroke from a clot but can cause serious bleeding.

Researchers at Dalhousie University in Nova Scotia interviewed sixty physicians who were treating patients with atrial fibrillation. They also interviewed a similar number of patients who did not have atrial fibrillation but were at high risk for developing this condition. Each doctor and each patient was asked to consider treatment options for a theoretical group of one hundred patients who had atrial fibrillation: Options included no therapy, aspirin, or warfarin. Both the doctors and the patients were presented the same numerical information about the chances of stroke and bleeding for each option and then were asked if the treatment was justified. The patients placed significantly more value or “utility” on avoiding stroke, while the physicians placed more value on avoiding bleeding. Although there was no information about why the doctors valued the risks and benefits of the treatment differently from the patients, the researchers concluded, “The views of the individual patient should be considered  when decisions are being made about treatment for people with atrial fibrillation.”

Researchers at the Ottawa Hospital in Canada similarly studied nearly two hundred patients from sixty to eighty years old who didn’t have atrial fibrillation but were likely to develop the condition in the future. These patients were asked to imagine that they themselves had atrial fibrillation and to consider if they would take anticoagulants for it. One group received information using qualitative language, where risk of stroke or bleeding was designated as either “low” or “moderate.” The other group received detailed quantitative data on stroke and bleeding risks, carefully framed in both positive and negative ways—for example, “3 out of 100 chance of stroke, meaning 97 out of 100 chance of not having a stroke with treatment.”

In this study, patients given the most detailed information chose what researchers termed “the extremes” of treatment; more participants chose either the potent anticoagulant warfarin or no treatment at all rather than the middle-of-the-road option, aspirin. Giving more exact and understandable clinical information brought out greater individual differences in patients’ preferences.

Dave Simon, the avid tennis player with atrial fibrillation whom you met at the beginning of this book, was poised to make a serious treatment decision—caught between two images of the future, a stroke or severe hemorrhage. To complicate matters, a brand-new medication had just become available. This new blood thinner required less monitoring than warfarin, and studies showed a somewhat smaller risk of bleeding. But slightly more people had heart attacks while on this new drug, for unclear reasons. Dave’s cardiologist offered him the standard treatment options as well as this new medication. She showed Dave the number needed to treat with each drug, how many people needed to receive the medication to prevent one stroke from occurring. The doctor also informed Dave of what is termed “the  number needed to harm,” meaning how many people typically must receive the drug for one person to have a serious side effect, in this case bleeding into the gastrointestinal tract or brain.

Dave went through a deliberate process, not only examining these numbers, but also considering his mind-set. Dave had a doubter approach to treatments. He was afraid to take any of these medications, but he realized he was more terrified of having a stroke. After several sleepless nights, he made his decision. “I decided to stick with the traditional blood thinner,” he told us. “I’m not an early adopter. I remembered what happened a few years ago with Vioxx, how excited everyone was about it and how doctors said it was so much better than aspirin and other drugs. Then they found out that it caused heart attacks, too. I prefer to take a medication with a longer track record.” Someone else with a believer orientation might eagerly greet the news of a new anticoagulant and request to be switched to it, even if he was doing well on his current therapy.

A team of researchers studying therapy of high blood pressure made a similar observation about the wide variety of patient preferences. In this study, researchers presented a series of scenarios about hypertension therapy to both physicians and patients. Physicians and patients then were asked to determine at what point the benefits of therapy outweighed the risk of side effects, cost, and inconvenience. The researchers found that given the same information, patients were generally less likely than doctors to accept treatment for high blood pressure. The patients tended to be more risk-averse, weighing the side effects of the medications more heavily than their doctors did.

In this study, one-third of the patients interviewed decided against drug therapy for high blood pressure when presented with a scenario that would qualify them for treatment based on expert opinion. Like Alex Miller, these patients didn’t want the therapy recommended by their doctors. But the researchers also found that a  significant subgroup of patients (15 to 20 percent) wanted treatment that had no proven benefit and was not recommended. We would term these patients maximalists—like Michelle Byrd. These people often feel that they’re “ahead of the curve” in protecting their health, even though scientific data do not yet support their view.

Patients should be aware that there can be differing views among specialists about who should be treated for various conditions. For example, expert committees in Europe and the United States crafted different guidelines about when to treat high blood pressure. The group of American experts believed that the benefits outweighed the risks from treatment for mild elevation of blood pressure and wrote guidelines that advise medication for patients like Alex Miller. But in Europe, an expert committee with access to the same scientific data formulated different guidelines that don’t advise treatment for mild elevation of blood pressure. In Europe, Alex and others like him would not be encouraged to take medication. Different groups of experts can disagree significantly about what is “best practice.”

Dr. Rodney Hayward, a widely respected researcher on health care at the University of Michigan, recently wrote in the New England Journal of Medicine that “the assessment of whether the benefit is great enough to warrant the risk of harm—i.e., the decision of where the threshold for intervention should lie—is necessarily a value judgment.”

Why is it subjective, a value judgment, rather than a matter of a clear black-and-white answer? Because, Hayward continues, for many treatments there exists a substantial “gray area of indeterminate net benefit.”

Hayward mentions cholesterol levels as one example of such a gray area. We examined the “net benefit” of treatment in Susan Powell’s deliberation about taking a statin medication. “Net benefit” means the potential gains from the treatment minus the downsides. After  seeing all the data, particularly the “number needed to treat,” she didn’t believe the net benefit was worth it, given the risks statins entail. In effect, Susan set a different cutoff for herself from the one some experts would apply, not because she was “health illiterate” or “irrational,” but because she has a different subjective assessment from that of the experts who wrote the recommendations. We agree strongly with Hayward that within the substantial gray area of indeterminate net benefit, “physicians should defer to an individual patient’s preferences in choosing whether or not to intervene.”

 

 

How do recommendations for “best practice” come about? Committees of specialists are convened to draw up guidelines that aim to identify “best practice” for a certain medical condition. The principle is that guidelines should be drawn from the “best” evidence and crafted by the “best” scientific experts in the field. These guidelines are a key component of so-called evidence-based medicine, the idea that clinical practice should be based solely on the results of scientific studies. The recommendations are presented not only to physicians, but directly to patients, in informational brochures, on the Internet, and in the media. Guidelines therefore have become one of the most powerful forces on patient decisions, since the very language used to describe their content is “best” practice. Advocates of guidelines assert that both doctors and patients should accept their recommendations as the default option. Some physicians and health policy planners conclude that patients who deviate from expert recommendations aren’t adequately informed or are “irrational.”

Doctors and patients certainly should consult guidelines since they provide considerable background information about disorders and treatment options. But, it’s important to recognize that guidelines aren’t strictly “scientific.” They incorporate biases and subjective  judgments. Experts select which clinical studies to use and which to discard when they formulate their recommendations. Further, all studies have limitations. They provide results from statistical averages of selected groups of study subjects. These averages may not be applicable to a particular patient. Even the most rigorous, inclusive studies cannot address all the variables of age, gender, genetics, lifestyle, diet, and concurrent medical conditions that make us individuals and often influence how effective a particular treatment will be or what sorts of side effects we might experience. Many studies exclude the elderly or those who have coexisting common medical problems. When making their final recommendations about the need for treatment, experts also apply their subjective judgment about how much risk is worth taking in order to obtain a certain benefit. Concerns have also been raised by the Institute of Medicine about potential conflicts of interest, since some experts who write guidelines are consultants to drug and device companies or private insurers. Finally, guideline committees have an imperative for consensus and present their recommendations with one voice. As a result, their conclusions usually fail to mention dissenting opinions that may have arisen among committee members.

It’s also important for patients to realize that guidelines aren’t engraved in stone; they can change quickly. A survey of one hundred recommendations from expert committees found that within a year 14 percent were reversed, within two years 23 percent were changed, and fully half were overturned at five and a half years. The American College of Physicians, representing internists in the United States, stated in 2010 that all of its guidelines, if not rewritten, should be automatically suspended after five years. This isn’t only because new and better data become available, but also because the composition of expert committees may change, and with this change, subjective judgments of “utility” or value may shift. Consider the guidelines that recommended the use of estrogen in virtually all postmenopausal women to prevent heart disease and dementia. These guidelines were overturned by new information from the Women’s Health Initiative trial. Yet some experts remain critical of this study and still endorse parts of the earlier guidelines, believing that for some women the “value” of hormone replacement may be enough to risk the downsides.

Clearly, more than assessments of scientific evidence, more than extracting numbers from clinical research, goes into guidelines and their recommendations. The conclusions drawn about what is “best” necessarily incorporate the second part of the Bernoulli formula, the “value” or impact of a treatment on quality of life. For every individual, this impact is always subjective and cannot be distilled from objective data.

We believe that all patients should be fully informed about their condition and then asked about their preferences. Such “informed patient preference” is placed by the Institute of Medicine of the National Academy of Sciences at the pinnacle of “quality care.” To be truly informed, patients should be aware of the gray zones in medicine. They must keep in mind that guidelines are not purely scientific and have a significant subjective component.

In 2010, researchers at the University of Michigan published the results of one of the first national surveys of medical decisions. The researchers contacted at random by telephone 3,100 adults age forty and older. Participants were asked a series of questions about common medical conditions they might have discussed with their doctors. A disturbing finding was that only half the patients stated they had been asked their preferences about starting medications for elevated blood pressure or a high cholesterol level. Although guidelines usually have fine print at the bottom asserting that the recommendations need to  be molded to the preferences, values, and goals of the individual patient, we believe that this statement should be in large print, because patient preference is often not sought.

There is a creeping paternalism on the part of health care policy makers and insurance companies to standardize care based on guidelines. To be sure, standardization is appropriate, even essential, in some areas of medicine, like safety measures and emergency care. But where patient preferences are involved, standardization is misconceived. Yet, there are powerful incentives, often financial, to reward doctors when their patients receive treatment according to guidelines and penalize them when their patients deviate from the recommendations. Report cards that rate physicians according to compliance with guidelines are issued by insurers and often made public. We readily see how a physician might feel caught by these incentives and press patients to make choices that may not reflect either physician or patient preferences. As a patient, you want to know that your doctor is on your side, helping you to figure out an individual choice.

What if you and your physician don’t agree about what is the “best” choice? In such settings, as Dr. Jacques Carter put it, physicians “negotiate” with their patient. But the ultimate choice is always the patient’s, because it is the patient who either enjoys the benefit of a treatment or suffers its side effects, experiencing each within the context of his or her values and goals in life.

 

 

Patrick Baptiste had a different assessment from that of the endocrinologist about the risks and benefits of his treatment. He returned to his primary care doctor, who at his request referred him to another endocrinologist. “This doctor laid out all three options and gave me the pros and cons on each.” The physician didn’t immediately  present one way as the best. “Instead, he asked me what I thought about each option.”

The new doctor explained to Patrick that antithyroid medication could control the hyperthyroidism until the Graves’ disease entered remission. But he also made it clear there was no guarantee that he would go into remission or that remission would be permanent.

“If I have at least a chance of going into remission and not have to add another pill and another chronic condition to my life, then to me, it’s worth a try,” Patrick said. “I realize that if it doesn’t work, I may need to have radioactive iodine or surgery. But I’ll deal with that if and when I get there.”




Four

Regret

Lisa Norton walked quickly down the corridor to the classroom. A forty-two-year-old teacher of English as a second language in South Florida, she made it a point of pride never to be late for her students. As she neared the door, she was stopped by a knifelike pain in her foot. Lisa took a deep breath, composed her face, and entered the classroom, trying to hide any sign of discomfort.

That was eight months ago. At the time, an orthopedic surgeon had examined her foot, taken an X-ray, and told her that there was a bone spur at the first metatarsal joint, as well as a ganglion cyst and arthritis. “It needs surgery,” the doctor said. “There is extensive degeneration there.” He explained that in addition to removing the bone spur and cyst, he would place two small titanium screws and fuse the adjacent bones. The fusion would prevent the joint from moving, since any friction in such an arthritic joint would cause pain.

Lisa, a slim, athletic woman, had been a distance runner in college. She knew many runners who’d had joint pain and improved after  receiving cortisone shots. Lisa asked the surgeon if she could try such a steroid injection.

“It won’t work,” the doctor said flatly.

But, Lisa told us, she had pressed him to give the shot, and it had worked. “I walked for eight months without any discomfort at all after the cortisone injection.” But then the pain returned.

Lisa had strong ideas about treatment. At the age of twenty-four, at the peak of her performance as a runner, Lisa had developed severe fatigue, pain in her joints, and a rash on her cheeks. She was diagnosed with lupus, an autoimmune disease that can affect many of the body’s tissues. She initially approached her therapy with a deep naturalism orientation. “I rested in bed for four months,” Lisa said, “reading my wacky books, hoping that I would go into remission spontaneously, that my body would heal itself.” But the symptoms did not improve, and “finally, I had so much pain and was so fatigued I could hardly move.” She consulted with a rheumatologist, a specialist in autoimmune diseases, and was treated with high doses of prednisone and Imuran, drugs that inhibit the immune system.

Lisa regained her energy, and the pain in her joints and rash subsided. But, as often happens, she suffered side effects from these potent medications. Her face swelled, her appetite became voracious, and she couldn’t sleep. She also worried that Imuran, which is toxic to blood cells, might make her more likely to develop cancer. “I kept trying to wean myself off the treatments,” she told us, “only to have the lupus return and then have to go way back up on the doses of the drugs.” Her rheumatologist “understood where I was coming from,” acknowledging Lisa’s concerns about the side effects of the potent medications and her desire to let the body heal itself. After several years, the autoimmune disease went into remission, and she no longer needed to take any medication. She hasn’t required any further treatment for her  lupus since then. During her illness, Lisa told us, “I learned to be an advocate for myself.”

Lisa Norton’s story gives insight into the experience of patients confronting serious conditions. When you feel good, it’s difficult to imagine the choices and to forecast the decisions you will make when you are ill. When her lupus did not go away, as Lisa termed it, “through a natural path,” with nutrition, meditation, relaxation techniques, and other approaches, her apparently fixed preferences became more flexible. New circumstances moved her to alter her mind-set. Yet she still retained her fundamental belief in a natural approach.

 

 

When the pain returned, Lisa rested at home with her foot elevated. Over the next few weeks, she tried icing the area and was fitted with new orthotics. But the pain didn’t get any better. She returned to the surgeon.

“I’m not surprised,” he said when Lisa told him about her condition. “You need surgery, I told you that before.”

Lisa and her daughter had scheduled a trip to Europe in a few weeks’ time. The trip had been planned for a long while, and she told the doctor that she didn’t want an operation to interfere with it.

“You have pain from the bone spur, the ganglion cyst, and lots of arthritis in that joint,” the doctor reiterated. “That’s going to interfere with your trip. I can fix all of that, and in two weeks you’ll be fine to travel.”

“I’d rather have another cortisone shot,” Lisa replied.

The doctor paused and then spoke deliberately, emphasizing each word. It sounded to Lisa as though he were speaking to a badly behaved child. “I will give you the shot. But this is not a cure. Let’s get you on the schedule for surgery.” Lisa agreed.

The trip to Europe was everything that Lisa and her daughter had hoped for. They both loved art, and they spent days lingering in the museums in Paris. Despite the many hours Lisa spent on her feet, she didn’t feel any discomfort—the shot again had worked. But her surgery was already scheduled. So when she returned, she went to the hospital for her preoperative evaluation.

In the examination room, Lisa almost dozed off waiting to meet with the nurse who would clear her for surgery. Her jet lag still hadn’t worn off. The nurse greeted Lisa with a warm smile and went over a checklist, reviewing Lisa’s past medical history, asking about any allergies or reactions to medication. She noted the normal recent electrocardiogram and chest X-ray, which showed that Lisa was healthy enough to undergo surgery.

“You know,” Lisa said, “my foot feels fine now. I wonder if I really have to have such an extensive surgery?”

The nurse glanced up from the paperwork and gave Lisa a quizzical look. “You really should discuss that with your doctor,” she said. “But in any event, since you’re here, let’s get your pre-op blood tests done.” The nurse handed Lisa a sheet with a series of tests marked off and told her how to find the phlebotomist who would draw her blood.

The next day at school, Lisa confirmed with the principal that her class would be covered by a substitute teacher for at least two weeks after the operation.

“You know, my foot feels good, even though I walked all over Paris,” Lisa told her. “I wonder if I really need this kind of operation?”

The principal raised an eyebrow. “You should talk to your doctor,” she suggested.

When we spoke with Lisa, she reflected back on these conversations. “I guess I was afraid to confront the surgeon one-on-one,” she said. She still wasn’t sure exactly why she hadn’t told him her foot felt better. “I guess I just didn’t want to deal directly with him. He had  such a frosty and assertive way about him. And I also really wanted to believe that he knew best.”

Lisa underwent the operation. The surgeon removed the bone spur and the ganglion cyst and then fused the arthritic joint, inserting two small titanium screws so that there would be no motion that could cause pain. The day after the procedure, the surgeon called Lisa and said that the postoperative X-ray was “not satisfactory.” It looked as if the screws weren’t correctly aligned, so Lisa underwent a second operation.

We spoke with Lisa some four months later. “I have pain in my foot all the time,” she said. “It has thrown off my gait. So now I also have pain in my hip.” It was difficult to stand while teaching; all her household chores had to be delegated to her husband and daughter: shopping, laundry, standing in line in the post office to mail a package. Lisa Norton was frustrated, bitter, and consumed with regret.

 

 

Carl Simpson was also a distance runner. As a tall, lanky youth with a fierce, competitive spirit, he grew up scaling the hills of coal country in western Pennsylvania. Then, as a businessman who traveled in the United States and overseas, he never failed to make time for an intense morning run. Simpson, like many athletes, wore down his knees. And like Lisa Norton, he had a bad outcome from surgery. Yet he has no regrets.

Carl was in his early forties when he first developed pain in his left knee. He had been sprinting up steep hills to maintain his conditioning, determined to sustain his times despite the onset of middle age. But after several months, he couldn’t ignore the discomfort; the pain worsened, flaring when he ran not only on hills, but also on flat terrain. Carl saw an orthopedic surgeon who told him that the cartilage in the knee was frayed. The surgeon did an arthroscopic procedure in which he threaded a thin fiber-optic device under the kneecap to visualize the joint and remove the torn pieces of cartilage.

“I had an excellent result,” Carl told us. “And within a few weeks, I was back running hills.”

Eight years and many miles later, Carl again developed pain, this time in his right knee. Every time he straightened his leg, he heard a crunching sound. “I could not even get out of the car without sharp pain,” Carl recalled. “And at three in the morning, I had to ask myself, Do I really want to get up to pee?”

He returned to the orthopedic surgeon who had done the previous operation on his other knee and described his intense pain. “I’m ready for surgery again,” Carl said.

The doctor studied an X-ray of Carl’s knee on his computer screen. “You know, there was much more good cartilage in the other knee when I operated,” the doctor explained. “This knee is very degenerated. There are places where it’s bone on bone. So arthroscopic surgery may not help.” The doctor turned the screen toward Carl and showed him the X-ray images. He could see the stark scalloped edges of the bones nearly touching. The findings in Simpson’s knee are typical of aging, where the wear and tear on the joints erode the cartilage until the surfaces of the bones are exposed.

“First, we should try a conservative approach,” the orthopedist advised Carl. “It doesn’t work for everyone, but it may work for you. I’ll write you a prescription for physical therapy, and you may get some relief by taking an anti-inflammatory medication.” The surgeon continued, “If it doesn’t work, we’ll talk again about surgery.”

The orthopedist wanted to assess Carl’s level of pain and limitation, what some doctors would call Carl’s “misery index.” The term originated in economics, where it refers to the sum of the unemployment rate and inflation rate, a measure of a nation’s financial ill health. In medicine it is used to mean how much pain and limitation a person  is experiencing from a condition. Different people have different thresholds of pain; some can tolerate discomfort without it significantly altering the quality of their lives, while others are made miserable by it. Carl Simpson was suffering considerably, and his misery index would be scored as high.

George Loewenstein of Carnegie Mellon University, who has done extensive studies in decision making, distinguishes between “hot” and “cold” emotional states. For example, if we go grocery shopping when we’re very hungry, a “hot” emotional state, we tend to buy much more than we need. Similarly, when we’re in pain, anxious, angry, or frustrated, we are “hot” and prone to make choices that we imagine will quickly improve our condition. In such a hot state, studies show, patients tend to choose poorly. They discount too deeply the risks a treatment entails, and they overestimate its chances for success. In essence, by recommending conservative measures and a longer period of observation, the surgeon helped to lower Carl’s emotional temperature. Not surprisingly, decision making is more deliberate and deep when we have “cooled down,” meaning we’re more physically comfortable. We’re better able to see the downsides as well as the positives and to appreciate the likely impact of a particular choice more accurately.

But after two months of conservative measures, Carl’s misery index had hardly budged. He returned to the surgeon, who ordered an MRI of the knee, and then they met again to discuss options.

“I can’t even climb the steps in my house without severe pain,” Carl said. “I want it fixed, as best as you can.”

But Carl told us that before he makes any final decision, he wants to see the numbers. He asked the surgeon for statistics about the risks and benefits of different treatments. And he said that one of the reasons he trusted this surgeon was that the doctor gave him those numbers, providing printouts of clinical studies that compared conservative measures with invasive procedures.

“I just couldn’t see how more physical therapy was going to help,” he said. “The cartilage was pretty badly frayed. I heard that crunching sound every time I extended my leg. All the physical therapy in the world wasn’t going to do anything for that as far as I was concerned. I had tried it for two months and it didn’t work.”

“There is just so much I can do here,” the surgeon told Carl. “At the point when there is bone on bone, we are limited in what we can offer.” Carl appreciated his surgeon’s honesty but felt that he had arrived at his only option. He didn’t hesitate or seek “natural remedies”; he went ahead with the surgery.

“My days as a runner are finished,” he told us some months after the operation. “My surgery was not successful. I’m still having significant pain in my knee.” The surgeon suggested injections with a new treatment, a resurfacing material that was being tried in cases like Carl’s but was still unproven. To date, two such injections had failed to improve Carl’s condition. But despite the poor outcome, Carl told us that he had nothing to regret.

 

 

In surgery, less than perfect results are hardly rare. Sometimes, falling short of perfection has only a minor impact on a person’s life: mild residual discomfort or a keloid scar that detracts from an otherwise successful procedure. At other times, the imperfect result is more problematic. Even with a highly skilled surgeon and outstanding nursing in an excellent hospital, a patient is not guaranteed a good outcome. “I can do everything right,” one orthopedist told us, “and the patient can be left with pain and limited use of the joint.” You explicitly acknowledge this when you sign a consent form before an operation, verifying that you have read, understood, and asked about the many possible negative outcomes, both minor and major, that fill the document. In effect, you are signing on to uncertainty.

Both Lisa and Carl signed such documents, and both were left in pain after their operations. What, then, might account for deep regret in one case and not the other?

Regret is painful and can be long-lasting, draining a sense of happiness from life. Early studies in the field of regret were conducted by Amos Tversky and Daniel Kahneman, researchers at the Hebrew University in Jerusalem, whose seminal work has informed much of modern cognitive psychology. They examined this issue with regard to money. In one experiment, they asked their research subjects to imagine the feelings of two different investors. The scenario went as follows: A stock falls in price after an “active” investor had recently purchased shares, while another “passive” investor had simply retained the stock in his portfolio. The vast majority of people, more than 90 percent, judged that the active investor would experience more regret because of his recent purchase. Bad outcomes from a recent intervention, Tversky and Kahneman concluded, are more regretted than similar outcomes from passive waiting.

Although these experiments involved investing, they provide insight into medical decisions. Cognitive psychologists like Terry Connolly of the University of Arizona have confirmed the observation that when a person actively chooses a treatment and the outcome is poor, he or she can feel a deeper sense of self-blame and persistent regret. Both Lisa and Carl chose active intervention.

Later work by Dutch researchers led by Marcel Zeelenberg suggested that regret associated with active intervention could be modified by preceding events. The researchers studied this by looking at sports. They asked people to assess the regret of a coach who decides to change the roster of players on a team just before the team loses a game. The level of regret varied depending on whether the team was winning or losing before he altered the roster. If the team was winning and the coach changed the players, people expected that he  would experience profound regret; but if the team was losing before, and he changed the roster and then lost the game, his regret would be minimal.

The Dutch sports studies may be relevant to Lisa and Carl. Lisa’s cortisone injections were working well, and she could enjoy walking with little pain for hours in Paris. This is analogous to the sports team winning. So when she “changed roster”—that is, when she shifted to an extensive surgery rather than staying with the winning strategy of the injection—her team “lost” and her sense of regret was profound. Carl, on the other hand, was on the “losing team,” his misery index high and prolonged. Physical therapy was not alleviating his pain and immobility, so when his operation did not succeed either, he did not feel much regret. This is one possible contributor to why Lisa but not Carl experienced regret.

Of course, Lisa’s winning strategy may or may not have been a good long-term option. A third cortisone shot might not have been effective. Following the sports analogy, the score then changed and the team began to lose. At that point, shifting strategy would be expected to result in less regret, even if at the end of the “game” her team lost, meaning the operation was not a success.

In considering clinical choices, cognitive psychologists have described what is termed “omission bias.” Some people prefer not to actively choose a treatment because they fear the greater regret they will experience from committing to a treatment if there is a bad outcome, especially a side effect. This anticipation of regret may lead some patients to avoid (“omit”) rather than take (“commit to”) a treatment.

This “omission bias” has been invoked to explain the low rate of vaccination for illnesses like influenza, typically 35 to 45 percent of adults. While people are feeling good, they anticipate the regret they would experience if they got sick from the injection. Even though the risks of side effects from the vaccine are low and typically very mild,  many people prefer to omit the vaccination and take the risk of later developing influenza, which generally has more severe effects on the body. Not surprisingly, those who later catch a bad flu then regret that they omitted the vaccination and may blame themselves for being shortsighted.

Terry Connolly and his team of researchers at the University of Arizona found that when there is a negative outcome after treatment, the target of regret may be the decision process preceding the choice. This was the case with Lisa after her failed surgery. She repeatedly trawled over the events, the sequence of conversations with doctors and family and friends, as well as the shifts in her own mind-set, looking for what she could have changed.

Connolly distinguishes between “normal” and “nonstandard” decision processes. The latter deviate from an individual’s usual logic, behavior, or preferences. Lisa had had the experience of her lupus, where she followed her naturalism orientation, spending months in bed reading books that proposed alternative approaches to autoimmune diseases. Ultimately, when the lupus did not improve, she decided to pursue mainstream remedies, including drugs with significant side effects. She sought second opinions and felt that she had a clear view of her options. Equally important, Lisa felt that her rheumatologist understood her mind-set. “He knew where I was coming from, that I hated those drugs and wanted to come off them as soon as possible,” she said. In essence, the doctor molded his approach to fit Lisa’s, trying repeatedly to decrease the amount of medication she took, only to find that her lupus flared when she was prescribed the lower doses. It took several years before she went into remission, but despite her frustration with what she termed a “roller-coaster ride” of diminished doses followed by intensive treatment, with all the side effects of insomnia, voracious appetite, and swollen body parts, she never regretted the decisions she’d made along the way. With her  lupus, she followed her “normal” process. But with her foot surgery, Lisa realized that she had abandoned it.

Before her trip to Europe, she felt she’d entered into a “negotiation” with the doctor. It was a different type of negotiation from the one Dr. Carter told us he conducts with his patients, where he explores what a person wants or doesn’t want and why. “The doctor agreed to give me the cortisone injection so long as I scheduled the surgery for the week I returned,” Lisa told us. She felt that if she changed her mind, she would be backing out of a promise she had made. “I really don’t know why I let myself be boxed in,” she said. “I felt I sort of owed him something in the way we had agreed to go forward.”

Many patients have such feelings and don’t want to disappoint their doctors. Psychologist Judith Hall at Northeastern University and health researcher Debra Roter at Johns Hopkins have extensively studied physician-patient interactions. They focused on the emotions that patients often feel in what is typically a power imbalance—the doctor is an authority figure with special knowledge and skill, the patient needs expert assistance to remedy a problem. Many patients fear appearing “difficult,” worried that they will alienate the doctor by questioning his thinking and challenging his advice. One patient we spoke with who was contemplating hip surgery even worried that his pointed questions could cause his doctor to do a less than excellent job for him, “subconsciously taking his annoyance out on me.” This scenario prevented the patient from discussing his concerns candidly with his doctor, even though there was no indication the physician was anything less than professional. Moreover, when a physician expresses disapproval or dislike of a patient’s thinking or feelings, Hall and Roter found, the patient often blames herself, imagining the doctor’s judgment pinpoints a flaw in the patient’s character. “I didn’t want to be a curmudgeon type of patient,” Lisa told us. “And I can be that way, resisting what the doctor recommends.”

So, she explained, “I was afraid to confront the doctor one-on-one. I think I wanted someone else to tell him about my concerns.” The nurse and her school principal had rightly advised Lisa to tell the doctor herself. “I was being a total chicken about it. I just didn’t want to deal directly with him.”

Even a strong-minded and well-informed person like Lisa may find it difficult to exercise her usual degree of autonomy when she’s ill. We spoke with a renowned professor of English at a prestigious university who is used to prevailing in faculty debates and in negotiations with the college president. He fractured his leg and underwent a series of risky operations. “Each time I sat with the surgeon, it was as if my mind went out the window,” the professor told us. “I was like a frightened child in front of him and couldn’t think at all.”

When considering an important medical decision, patients are often advised to obtain a second opinion. Lisa sought a second opinion from another prominent orthopedic surgeon. “When I asked him what was best,” Lisa told us, “he turned the question back on me, asking, ‘What do you want?’ So I asked my second-opinion surgeon what he would recommend if I were his mother.”

Patients have often asked us the same question that Lisa posed to the orthopedic surgeon: “What would you do for your mother, your sister, or even for yourself?” This query is essentially asking, “Tell me what you really think is ‘best.’ ” The patient wants the physician to forget malpractice, cost, professional relationships, hospital affiliations, and anything else that might limit or influence his or her advice about treatment. But even with the same clinical problem, what is best for the surgeon’s mother might not be best for Lisa.

Our two mothers, in fact, had taken very different approaches to medical problems. One mother was a deep doubter and a minimalist; she had no place for authoritarian injunctions and recoiled when a doctor, with the best intentions, stated plainly what he thought she  should do. The other, a maximalist and a believer in science and technology, profoundly respectful of the medical profession, would tell us, “The doctor said to do this, so I do it.” She never missed a pill, never resisted a procedure, certain that each recommendation was one step closer to regaining health. So the answer to Lisa’s question depends on several assumptions.

The first is that the mind-set and preferences of the doctor’s mother are the same as those of the patient who is asking the question. The second assumption is that there is a clear best option that every expert would agree upon.

Very often in medicine there is more than one way to address a problem. As we noted previously, much of medicine is still an uncertain science, existing in a gray zone—not clearly black or white. In Lisa’s case, some physicians might have advised her not to fuse the joint, leaving that as a later option should it be needed. Others would assert, as Lisa’s doctor did, that fusion clearly was required. Medical journals regularly feature articles that explore the differences in experts’ judgments about cases where there is no clear “best” approach. These kinds of complex and controversial cases are the regular focus of clinical conferences, where specialists discuss and debate the merits of different approaches.

We have no way to know what treatment was best for Lisa. In fact, from the outset there was uncertainty about the nature of her problem. “The surgeon gave me these vague responses when what I wanted was a clear weighing of how each of the problems in my foot, the bone spur, the ganglion cyst, the arthritis in the joint, contributed to my pain,” Lisa said. Of course, this kind of clarity is often impossible to achieve. Only after removing one or two or all three of these abnormalities could a more exact answer be given. That kind of uncertainty pervades much of medical decision making. And in situations  where one can’t predict the outcome accurately, how the decision is made can be as important as what decision is made.

Lisa told us, “In this case, I wanted the ganglion cyst removed. And I wanted the bone spur removed. But I started getting really nervous about the fusion. If the foot doesn’t have a spur sticking into the joint anymore, if the ganglion cyst is removed, maybe the arthritis wouldn’t be that bad, maybe the joint would calm down.” This was her logic. “But I also wanted to believe that he was really on the right track and that he was going to fix my problem. I said to myself, Okay, you are going into surgery anyway, and I guess he knows best. So I listened to what he said. I usually advocate well for myself, but in this case, I did not.

“I should have erred on the conservative side,” she continued, “because the body has a powerful mechanism for healing itself.” Here, she was expressing her underlying naturalism orientation. Then she revealed a “minimalism” orientation as well. “My general philosophy about medicine is to do the least possible,” she told us.

It is often suggested to bring a friend or family member or patient advocate to the appointment to serve as another set of “eyes and ears,” better able to capture what the physician is saying. In Lisa’s case, such a companion could also have been the “mouth,” to articulate what Lisa had difficulty expressing. She knew what she wanted to say but couldn’t bring herself to say it. Of course, the companion needs to both understand and represent your mind-set.

Similarly, second opinions can be very helpful when patients face uncertain or serious medical diagnoses. But in Lisa’s case, the second surgeon seemed to be overly influenced by another prominent imperative in modern medical culture: patient autonomy. Lisa told us that the doctor said, “‘You can do it, or you can wait.’ He just wasn’t being helpful. He kept saying, ‘It’s all up to you.’” As the University of  Michigan’s Carl Schneider has shown, the principle of autonomy may be taken too far in some instances and for certain patients, where the doctor exempts himself from his role as guide and puts the burden of choice entirely on the patient’s shoulders. This may have been the case with Lisa’s second opinion: Do whatever you want. Arizona’s Connolly notes that as patients achieve greater autonomy in decision making, they run a greater risk of regret; if the outcome is poor, the patient can end up blaming herself. Of course, this is a delicate balance, because in the face of a bad outcome, a person may also regret not exercising enough autonomy. And this, it appeared, was the case with Lisa.

Lisa Norton told us she hoped her story would help others making difficult decisions. She felt she had betrayed her own instincts and, in effect, failed to follow her normal process.

 

 

What about Carl Simpson? He was also deeply disappointed with the outcome of his operation. Marcel Zeelenberg distinguishes between regret and disappointment. Disappointment is an unavoidable aspect of making difficult choices: Sometimes the results fall short of what we had hoped for. But disappointment carries none of the self-blame that typically marks regret. Carl felt fully satisfied with how he had made his decision. “I’m a little bit of a pain in the rear end,” he said with a laugh. “I ask a lot of questions. My surgeon knows how my mind works, and he gave me answers.”

As Northeastern’s Judith Hall has observed, a doctor who successfully advises a patient facing uncertain choices must enter into the patient’s mind. “A doctor should encourage the patient, prompt him to explore his feelings and preferences,” Hall said. However, as we noted earlier, doctors usually aren’t formally trained in how to elicit a person’s preferences, either in medical school or during their residency. And as we have seen, doctors sometimes unwittingly project their own biases and preferences onto their patients.

“Do I regret what I did?” Carl asked rhetorically. “No.”

Carl had followed his way of approaching problems. And although he has persistent and limiting pain in his left knee, “I knew I did everything that could be done, and I did it right.” Researchers on regret would say Carl’s process was “normal.”

The optimal process has been termed “shared medical decision making” between doctor and patient. After together reviewing information about risks and benefits of treatment options, doctor and patient then customize the care according to the mind-set and orientation of the patient. Sharing the decision with a doctor who understands your preferences means sharing the burden of choice, so you lessen your risk for regret.




Five

Neighborly Advice

Prostate cancer is among the most commonly diagnosed malignancies. In 2010, more than two hundred thousand American men learned that they have the tumor. Making the diagnosis by a biopsy is relatively easy. But once the diagnosis is made, choosing treatment, if any, is hardly straightforward.

 

 

Matt Conlin, a venture capitalist in Chicago, glanced down and checked his BlackBerry. He had four new messages. Three were birthday greetings from friends—he had turned sixty-six that week. The fourth was a message from his secretary to call his doctor back.

Two weeks before, Matt had seen a urologist because he’d started to feel the need to urinate so urgently that he sometimes had to break away from business meetings to get to the men’s room. But by the time he arrived for his appointment, the symptom had subsided. After  examining Matt, the urologist said, “I’m not sure why you had such frequent urination. You have the prostate of a young man.” The urologist looked over the blood tests that had been done by his internist. He noted that Matt’s prostate-specific antigen, or PSA, had risen slightly, from 2.8 to 3.0. “I really think that small bump in the PSA is nothing,” the urologist had said, “but the only way to be absolutely sure is to do an ultrasound with a biopsy.” He went on to say, “We don’t have to do this now. We could wait another few months, repeat the PSA, and then decide.”

“In my world, information is power,” replied Matt. “Let’s do it now.” The biopsy took less than fifteen minutes and was not particularly painful. The urologist told Matt that on the ultrasound study his prostate gland looked entirely normal. “I really don’t think you have anything to worry about.”

 

 

Matt put away his BlackBerry. He had another meeting in ten minutes. A computer software company in India was seeking more capital to expand its operations. Ten minutes should be long enough to return the urologist’s call.

“I’m really surprised,” the doctor said, “but it turns out that there is some cancer in the gland. I didn’t expect this.” The doctor tried to reassure him, saying that only three of the twelve biopsies contained small amounts of tumor, all on the left side of his prostate gland. He gave Matt a number—6—a Gleason score, a measure of the tumor’s aggressiveness. “It’s in the midrange, not the worst at all.”

“I was unnerved by that call from the urologist,” Matt told us. “It was bad enough to hear that I had cancer, but the shock was much greater after being reassured by the doctor that my prostate felt normal, that the ultrasound study was normal, too, and that the rise in  PSA was nothing. This was not supposed to happen. My trust and confidence in this physician were completely shaken.”

 

 

As physicians, we recognize that we often walk a fine line with our patients, trying to allay their anxiety and concern by giving reassurances that are based largely on probabilities. We spoke with other patients whose doctors had initially assured them that their symptoms or physical examination didn’t suggest a serious underlying disease, only to have those assurances proven wrong. A forty-five-year-old teacher had been told by two specialists based on physical examination and an ultrasound study that a small nodule in her neck was “almost certainly” benign; however, a biopsy showed thyroid cancer. A sixty-two-year-old physician and marathon runner developed indigestion. His internist performed a complete physical examination, told him everything was fine, and prescribed an acid blocker. A month later, he was rushed to the hospital and underwent open heart surgery to bypass four blocked coronary arteries; the “indigestion” was really a symptom of heart disease. A twenty-six-year-old writer was found to have a minimal elevation in one of her liver function tests at her yearly checkup. Her doctor told her, “Don’t worry about it. One glass of wine can do that.” Although there is a long list of trivial causes of slightly elevated liver tests, in her case, follow-up and an eventual liver biopsy showed extensive inflammation from hepatitis C infection.

No physician is right all the time. Every physician is wrong sometime. Perfection is impossible. How does the patient react to that reality? When we as physicians were wrong in the past, some of our patients left us. They could no longer trust our judgment. Doubt clouded every conversation. Uncertainty shadowed every subsequent recommendation. Confidence in the physician helps a patient cope  with the vicissitudes of his illness; trust in the doctor reduces fear and allays the sense of vulnerability. These patients, looking to restore this sense of confidence, decided to seek a new doctor. On the other hand, we’ve been surprised by patients who didn’t leave after an error but used the mistake as a paradoxical strategy for more attentive care. One man we both cared for said after we acknowledged our mistake and apologized to him, “Now I believe you’ll pay extra-special attention to my case, because you’re so worried that you might be wrong again in the future.”

It’s easy to acknowledge the truth of physician fallibility in the abstract; it’s much more difficult to accept it when you actually experience it, when your own doctor’s soothing words turn out to be wrong. It can shake the foundations of your confidence like an earthquake; the ground you stand on can no longer support you. The experience of how a diagnosis is made, what doctors thought and said, can have a profound impact on how you apply their advice about treatment. Indeed, both of us as patients had this experience where our physicians proved fallible. Someone who is already a doubter is reinforced in that mind-set. A believer struggles to maintain his or her sense of belief as the seeds of doubt are planted.

Matt Conlin never had any reason to doubt a physician’s advice before. He had never been seriously ill and prided himself on his youthful physique and energy. Medically, everything had always gone according to plan for him. He had had an EKG and colonoscopy, both normal. His blood pressure and cholesterol were checked regularly, and when his doctor noted a slightly elevated cholesterol, he prescribed a statin. The physician assured him he would tolerate it well, and he did; soon his cholesterol had dropped as predicted. But now the world of medicine looked very different. The stark reality of uncertainty was in the foreground of his vision.
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Matt Conlin designated one of his senior analysts to sit in for him on the meeting about the investment in India. Then he told his secretary to hold all calls and closed his office door. When an investment turned sour, Matt went back and looked at the numbers himself, to understand the problem and try to solve it. Now he told himself that he needed to find the numbers, to rely on his own information. He began a Google search on prostate cancer.

“If you Google ‘prostate cancer,’” he told us, “you get millions of hits.” Using the same methodical strategy that he applied to investments, he started with general background information before delving into the specifics. He went to the Web sites of mainstream organizations like the National Cancer Institute and the American Cancer Society. All presented three options: surgery, radiation, or no immediate treatment but close monitoring, so-called watchful waiting. Each approach was outlined in broad language without indicating which was superior. He wanted more details on treatment, so he began to read medical articles. “I was looking for differences that might be important for me,” Matt told us. After a few hours in front of the screen, he was overwhelmed. “The technical terms were confusing and there was too much information. I didn’t know how to interpret what I was reading. Where did my case fit? I was looking for more guidance. So I went to Barnes and Noble and bought an armful of books on prostate cancer.”

One of the books was written by a prominent urologist in another city who stated that he had one of the highest rates of cure and lowest incidence of complications in the United States.

Matt called this urologist’s office. The receptionist began to take down his information, but after getting his name and date of birth, she  abruptly halted the conversation. “I’m sorry, but we have a cutoff of sixty-five years old,” she said. “You’re sixty-six.”

Matt was taken aback. How could there be such a rigid age cutoff? “Last week, I was sixty-five,” he replied. “So if I had called last week before my sixty-sixth birthday, then I could have gotten an appointment?”

“Yes, that’s our rule.”

Matt had accumulated not only considerable wealth over the course of decades, but also considerable contacts among powerful figures in business and politics. He returned to his computer and searched the list of trustees of the hospital where the urologist practiced. He quickly found the name of a man he invested with. A phone call later, Matt heard back from the doctor’s office. “They said I could come in whenever it was convenient. Apparently, I was now an excellent candidate for surgery,” he told us.

Matt flew out to see this surgeon, who explained that he performed a traditional operation, a so-called open procedure, rather than using a laparoscope with robotic assistance. “In my hands, it’s the best way to a cure, and I can see the nerves clearly and preserve them so you won’t become impotent.” In the past, Matt would have been impressed by the surgeon’s confidence. But he thought back to the urologist who had assured him that everything would be fine, that he didn’t have cancer. So now he had doubts. He wasn’t ready to commit to this surgery yet. He would explore other options, like robotic surgery or radiation.

It wasn’t difficult for him to secure an appointment with a well-known radiation specialist. After sitting for nearly two hours in a waiting room decorated with several photos of local celebrities, each inscribed with thanks to the doctor, he was evaluated by a medical student who took his history and performed a rectal examination. Next, a resident came and did the same. “So after these young doctors  examine me, the boss comes into the examination room and says he wants to do yet another digital rectal exam. I had now had four normal prostate examinations in the last month, two of them in the last twenty minutes. And I have the images from the normal ultrasound study in my hand.” It had been nearly three hours since Matt had arrived at the office. “I told him I really preferred not to have yet another rectal exam. I came here to discuss treatment options. But he said that if I didn’t want a digital exam, I might as well leave. I considered going, but since I had invested this much time already, I let him do the examination. Again, normal.

“The specialist then casually flipped through my pile of records and said, ‘You know, for anyone of your age who wants to keep his sexual function intact, radiation is really the way to go. Surgeons will tell you they can spare the nerves, but even with robotic surgery it often doesn’t work.’

“I was really annoyed by this visit, and I was totally uninterested in spending any more time in that office,” Matt said. “But that didn’t mean that radiation was necessarily out.” He had learned as an investor not to make decisions in the heat of the moment. “I looked at the photos on the way out—clearly he was the top guy. I needed to give it more thought.

“Proton beam popped up in my research,” Matt continued.

Proton beam therapy uses a special kind of high-energy particle. Doctors who offered the treatment contended that you could focus the high-energy beam more accurately than with classical forms of radiation. The focused radiation theoretically was better able to spare the healthy surrounding tissues and eradicate the cancer in the gland with less toxicity. Only a few hospitals around the country had the technology to deliver this kind of radiation.

“It seemed elegant, just the kind of nuanced difference I was looking for,” Matt said. “I called a friend, and he put me in touch with  one of his business partners who was treated with proton beam. When I called the man, it turned out that not only was he treated there, but he had been involved in the start-up financing. He just raved about it.”

Matt Conlin was trained as an engineer before entering finance, and this background began to guide much of his thinking. Here, he told us, was a precise, controlled beam that would reduce as much as possible the risks of the radiation. “It made sense to me.” So he prepared himself to relocate to a medical center with a proton beam unit in Southern California. “It seems like I have contacts everywhere, and I wasn’t shy about using them. An associate there had a guesthouse and a car. I would take the treatment when it was bitter cold in Chicago, and it would be perfect weather in California. The more I imagined it, the more pleasant it seemed.” But then Matt checked himself in order to avoid the kind of error that people often make in investments—consider the long-term downsides, not just the immediate returns.

“I read more and learned that even with proton beam, problems can creep up over time, like bowel incontinence and impotence, just like with standard radiation treatment,” he said. “I didn’t want to take the chance of later damage, although I did like the idea of a nonsurgical procedure.”

Matt said that, without exaggeration, he spoke with more than twenty different physicians expert in the field of prostate cancer. He was determined to find that subtle difference, to identify the advantage for him that must exist in one of the treatments at a certain medical center or with a specific doctor or technology.

But he was beginning to tire in his search. “I figured by then if I went to a surgeon, he was going to cut. If I went to a radiation specialist, he was going to radiate. And each specialist recommended their own way of doing it and gave me these statistics. But the numbers were not helping me.”
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Would Bernoulli’s formula, multiplying the probability of an outcome by its utility, give Matt the numbers he sought to make a rational decision? Let’s assume that surgery and radiation give a roughly equal chance of cure. Given that assumption, we need consider only the side effects. We need to know the probability of each side effect for each treatment and the impact (in numerical form) it would have on Matt’s life. First, we would do the calculation for surgery, and then we would repeat the calculation for radiation treatment. The most rational choice for Matt would be the treatment that provides the highest expected utility. This would be the treatment that avoids the worst side effects and has the least negative impact on his life.

Alan Schwartz and George Bergus, professors at the University of Illinois and University of Iowa, respectively, vividly illustrate the daunting challenge of doing this calculation in their primer Medical Decision Making. They use as an example an informed consent document given to men considering prostate surgery. The document lists eleven different potential adverse outcomes, including common ones like erectile dysfunction and incontinence with leakage of urine, as well as less common ones like clots in the legs after surgery, infections, the need for repeat operations, and so on. The list of eleven outcomes doesn’t even include the potential risks of anesthesia. Schwartz and Bergus calculated that for these eleven potential side effects, there are over two thousand combinations. The next step is to imagine the quality of your life with each of these two thousand combinations of side effects and assign a number for each.

Recognizing how overwhelming this prospect is, some experts suggest that patients should focus only on the most frequent adverse outcomes. But even by winnowing the list of major side effects of prostate surgery to urinary incontinence and sexual impotence, the patient  is still at a loss to assess the impact, since there is a great deal of variability in terms of the severity and duration of each negative outcome. Do you dribble urine only occasionally or do you consistently wet your underwear? Do you have a partial erection or no erection? Is your erection improved with Viagra? And if improved, is it enough for gratifying sexual relations? Or is lovemaking marred by anxious disappointment? Do these side effects last for months, or years, or are they permanent?

For a moment, let’s put aside these complexities and see how researchers have devised ways to come up with a number for the “utility” or impact of living with a side effect. One method is a rating scale. Matt would be given a straight line where 0 represents death and 100 represents perfect health. Then he would be asked to designate where being impotent would fall on that line, and a number would be assigned. Similarly, Matt would try to designate where on the line he would fall if he had urinary incontinence, and again a utility number would be assigned.

A second method is termed the “time trade-off.” In this approach, you imagine how much you’d be willing to shorten your life in return for perfect health. In this case, Matt would be asked how many years of life he would give up to avoid impotence or incontinence. Using the years of life traded, a utility number is calculated.

A third approach is called the “standard gamble.” This method gauges how much risk you’re willing to take to avoid a side effect. For example, the doctor would ask Matt to imagine that a “magic pill” is newly arrived from a drug company. The magic medication will prevent a side effect (in this case impotence or incontinence) but is immediately fatal in some people. In Matt’s case, what odds would he need to take the gamble? If the pill prevents impotence in 99 percent of patients and is fatal in 1 percent, will he take it? What about 90/10 or 80/20? Once the last acceptable gamble is determined, the odds are  used to calculate the utility number in Bernoulli’s formula.1 However, a wealth of recent research shows that putting a number on the utility or impact of living with a side effect is unreliable. First, current methods for assessing utility are not interchangeable. Numerous studies show that a single patient using the three different methods—the 0 to 100 scale, the time trade-off, the standard gamble—will often come up with different numbers for the same side effect. If all the methods accurately determined the impact of the side effect for that patient, each method should give the same number. Moreover, even the simple scale from 0 to 100 can vary—what is “perfect health”? For whom? For a sixty-year-old or a twenty-year-old? Does it mean you never have a headache or indigestion?

Second, the patient is asked to assess his or her life in the future under unfamiliar conditions. Imagining different scenarios based on written descriptions or listening to a doctor describe a condition cannot be grasped in the same way as actually living it. Dr. Peter Ubel, a professor at Duke University, who has extensively studied patients’ utility assessments, notes the “central problem with these methods . . . is that they require respondents [patients] to think about a health state they are not actually experiencing.” Even we, as physicians, who have cared for many people who developed side effects from treatments, can’t imagine what our lives would be like with those side effects.

For that reason, researchers have tried to get a more accurate assessment of utility by surveying patients who are currently living with a given side effect. In theory, the utility number provided by these patients could be used to guide decision making for those considering treatment options. But the experience of living with that side effect is not static or fixed. It can depend on the person’s emotions at the time  he is asked. If you ask a patient when he is anxious or in pain to assign a utility number, and later ask him again when he is calm or comfortable, you can get very different answers. People also adapt to their changed life after treatment for a disorder. That adaptation can be highly individual and further fluctuate over time so that a person might score his or her life better, then worse, then better again. Over a period of weeks to months, studies show that patients with conditions as varied as coronary disease and breast cancer assigned values that fluctuated by as much as 50 percent.

We believe these findings argue that the effort to reduce medical decision making to numbers is misconceived and reductionist, overly simplifying a complex and vexing process that is fraught with conflict and emotion.

We live in a culture that looks increasingly to numbers for answers. Numbers communicate a sense of precision in the face of uncertainty. Matt Conlin relied on them in his decisions at work. He was determined to find the numbers that were relevant to his particular case. But despite hours of research and numerous consultations with specialists, he could not. The numbers on quality of life after treatment for prostate cancer reflected averages of thousands of men with all the limitations noted above. He still could not answer the question Where do I, as an individual, fit in?

Matt began to think about his family. His mother died at ninetythree in her sleep. His father died at ninety-seven in an accident, slipping off the roof of his house while repairing shingles. His paternal grandfather, he was told, lived to one hundred five. “I thought that if I am destined to live to ninety-plus, like others in my family—then I need to treat this cancer. Watchful waiting is not for me. I am not likely to die of something else, like a heart attack or stroke, before the cancer could grow and spread.” Matt’s effort to place his life into the time frame of his parents and grandparents was, in a sense, an availability bias. Their dramatic longevity had been a touchstone all his life. “Furthermore, I have to think long and hard about side effects, because I will have a long time to develop them and live with them.” For Matt, that was the problem with radiation, even proton beam. No one could give him the kinds of assurances that he wanted, that he would not develop late side effects. “So,” Matt told us, “it should be surgery, because with an operation you could take out all the cancer, and complications occur pretty much immediately. And robotics seemed to make to most sense to me, with my engineering background.” Matt was aware that studies did not show a significant difference between robotic surgery and open surgery by an experienced surgeon. “But,” he said, “it seemed to me that this robotic technology could eliminate a lot of potential human error. I thought about how any surgeon can have a bad day, and make a mistake on me. A robot would make a mistake less likely.” Matt showed what we call a “technology orientation,” the view that new science and technology are automatically superior to older approaches, a view that reflected his training as an engineer and his temperament as a venture capitalist investing in new developments. In contrast, those with a naturalism orientation would view the latest technology with suspicion, as being overhyped and not able to deliver on its promise.

With a technology orientation in mind, Matt did “due diligence” on urological surgeons who used robotic methods to remove the prostate gland. He studied the backgrounds of each surgeon the way an investor looks at the pedigree of the CEO before investing in a company. Matt called the surgeon who seemed to have the most experience and best reputation in Chicago and set up an appointment. “When I entered the waiting room, a patient was cheerfully chatting with the nurses. He told me he was back to thank the doctor after the operation.” This made a deep impression on Matt. He fantasized that one day he would be the one coming in to thank the surgeon. At the end  of his appointment, the doctor suggested that he speak with some of his patients, other men who’d had the surgery. Matt contacted two of them. They seemed satisfied with the results and said they were “fine” within a year. But Matt confessed to us that he didn’t push as far as he might in a business investment. He was reluctant to invade their privacy to ask hard questions about their sex lives or whether they leaked urine.

It was some six months after the operation when we spoke again with Matt. “I still drip urine,” he said, “particularly when I exercise. Sometimes when I cough or sneeze or twist around quickly to reach something behind me, I go, Oops, there are a few drops. It’s really aggravating. And I can’t wear khaki trousers. I have a business trip to Switzerland next week, and I like to wear khakis on the flight. But dark stains show up from the urine. So the khakis are retired for the time being.”

Matt Conlin was very open with us. “And on the sexual function side, the erections are not strong enough.” He tried Viagra, but it didn’t consistently help. “Although things seemed to get a bit better as time went on, my erections are still not adequate, not at all what they were before. But you know,” Matt reflected, “I’m serious. If the doctor or one of his patients asked me how I was now, I would say I was 110 percent. So I wonder if those two men I spoke to before the surgery and even the guy in the waiting room really were ‘fine.’”

This disconnect between the truth and what Matt would say coincides with the results from studies that compared how men reported side effects after prostate surgery to their surgeons with their statements to a neutral interviewer obtaining answers in the privacy of their home. What accounts for this discrepancy? Reports of side effects are often colored by the desire to please the physician and express thanks for removing the cancer. Other times, men may want to minimize their distress by compartmentalizing it, a common coping mechanism. One patient said to us, “I tell everyone I feel better than I do, and that makes me feel better.”

Even when physicians receive accurate reports of side effects, research has shown that doctors assess the impact of side effects after prostate surgery very differently from the men who have had the operation. The same disconnect between physician and patient is true for radiation treatments as well. What seems minor to many doctors is often a major source of frustration and unhappiness for the patient. Studies also show that when doctors advise patients about which treatment to choose, they project their own biases with regard to the impact of side effects on quality of life. Surgeons focus on unacceptable side effects of radiation, while radiation therapists emphasize the unacceptable side effects of surgery. We saw this phenomenon of “projection bias” with the doctor who advised Patrick Baptiste to have radioactive iodine rather than surgery. The physician’s advice was framed to minimize the side effects of the treatment he’d recommended and accentuate the side effects of the other possible treatments.

We wondered, after all his research and deliberation, if Matt Conlin regretted his decision to have robotic surgery.

“Well, I’m thrilled that my PSA is zero,” he said. “There is no better number as far as I am concerned.” Indeed, studies show that if Matt stays at zero, his cancer won’t recur. “There is nothing more that I could have done—no point in looking back. In fact, a few weeks after the surgery, I threw out my files on prostate cancer. It’s time to move forward.”

 

 

While Matt Conlin was recovering from his operation in Chicago, some two thousand miles away in West Los Angeles, Steven Baum, a sixty-two-year-old clinical psychologist, received a message to call his urologist. Steven had known for several years that  he had a large prostate gland, and the urologist who cared for him had reassured him that his apparently high PSA level, when corrected for the size of the prostate, was not actually high at all. He had seen the urologist two weeks earlier because routine blood work showed the PSA had risen by a full point. “He examined me and said everything was fine.” As before, the doctor felt that the large prostate explained the increase in the PSA level. Although he said there was no cause for concern, the urologist recommended a biopsy “to be sure.” “I don’t think you’re going to have any problem. Don’t worry about it.”

Steven Baum returned the call. “Well, we found some growths—the pathologist classified most of this as a 6, but there was a very small amount of 7,” the urologist said, “and I’m concerned about the 7.”

Steven had no idea what the numbers meant. The urologist elaborated: “Most of this is run-of-the-mill stuff, we don’t worry too much about it. But come in and we’ll talk.” Later, Steven told us, “I’m listening to him, trying to figure out what he is really saying. Do I have cancer? And what is 6 and 7?”

He said that he was able to block out the conversation with the doctor from his mind until he finished seeing his last patient, shortly before seven p.m. And then it all came back full force. He tried to maintain a sense of calm. “But then I looked on the Internet and started getting very anxious. It sounded to me like this was cancer. This was serious.”

Steven met with the urologist the next day. He brought his wife to the appointment. The doctor spoke with confidence: “You have a very little bit of aggressive tumor, but we will get it all out with surgery. I wouldn’t recommend radiation for you because your gland is too big.”

“Before he brought it up, I was already worried about side effects,” Steven told us, “but the urologist told me, ‘You are not going to  have any side effects. It’s all going to be fine.’ The urologist went on to say that ‘after thirty years of doing this operation, I have perfected my technique. I have the best results in Los Angeles. My assistant will contact you to set a date for your surgery.’”

The urologist stood up to escort Steven and his wife to the door. But after a few steps, Steven stopped abruptly and asked, “What do I do about my anxiety?”

The doctor nodded sympathetically. “I can schedule you in two weeks. We’ll be finished with it.”

Baum told us how he left the appointment feeling strangely elated. “I said to myself, Oh, my God, this is going to be fine. It’s a great relief to go from thinking I’m dying tomorrow to hearing that the operation has no serious side effects because the doctor has done it so well so many times, and that I’ll come out as good as new.” Steven’s wife, also a psychologist, was similarly swept away. “She said, ‘Well, if I had a prostate, I would want this operation, too.’”

Steven, an energetic man with a full head of curly hair, a ruddy complexion, and a ready laugh, was keen to talk about his interactions with doctors and the insights he had gleaned from trying to choose a treatment. “As a psychologist, I’m trained to have experiences and then to look at my experiences and be able to see clearly what’s happening to me. Certainly if I’m so confused, so overwhelmed, doing and thinking things that I never expected, it might be useful to others to hear my story.”

After his diagnosis, Steven told us that he initially had “bizarre” and unrealistic thoughts. “I thought, Maybe I don’t really have cancer. Maybe the laboratory mixed up my biopsy with someone else’s. I just couldn’t believe I was going through this.” Steven’s “bizarre thoughts” are not uncommon. People often feel a sense of unreality and denial when receiving an unexpected and serious diagnosis. Steven Baum’s “bizarre” thinking also has some connection with fact. When he had searched the Internet, he found a recommendation that patients should always get a second opinion from a certified pathologist on the biopsy. Indeed, pathologists can differ on the Gleason score, some interpreting the findings differently despite the same uniform criteria.

Steven explained: “When you feel so insecure, you want someone who is stronger than you are—a powerful person who is going to make it all go away. As psychologists, we look at the doctor as a parent figure. What he is essentially saying is, ‘I’m going to take care of you.’”

Steven understood from his training the tension between the desire to believe and the need to doubt. “More than anything else, you want a savior, someone to hold you. It goes way back to when you were a child, wanting a parent to say it’s all going to be okay. And my urologist was saying that. So a part of me was saying, ‘I want him to take care of me. Everything will be fine.’” Then he checked himself. “But the other part of me was saying, ‘Are you a fool?’ I’ve had three strikes with him. He told me three times that everything was okay, that the prostate gland was big but had no growth, that the high PSA level was not meaningful given the size of the gland, and the biopsy was not really necessary and would be negative.” Steven Baum, like Matt Conlin, was unnerved by having received repeated reassurances that turned out to be wrong.

But unlike Matt Conlin, who considers himself “a numbers person,” Steven Baum, by his own account, is not. He did not immerse himself in data. Rather, as an outgoing and social man, with what he called “an amazing network of people” in Los Angeles, “I decided to delay the surgery and started talking to everyone I knew about prostate cancer.” He felt no hesitation in telling friends and colleagues that he had been diagnosed with prostate cancer, to connect with other men who had the same condition, and to draw from their personal  experiences. Steven found that an older psychiatrist with whom he’d trained had been diagnosed with prostate cancer and had begun a blog to detail his experiences. This older man had had radiation therapy, and then several years later the cancer recurred. Now he was receiving hormonal therapy to treat the metastases. “You can live with it, Steve. It’s not a death warrant,” his former mentor told him. Another of his mentors, also diagnosed with prostate cancer, chose watchful waiting and was doing well. He recommended that Steven seek a second opinion with his doctor at a different hospital nearby.

“My father died at that hospital,” Steven told us. “So my unconscious voice was telling me, ‘You go there to die.’ I realized that kind of stuff is not really pertinent, that just because my father died there doesn’t mean that the doctor and the care at that hospital would not be excellent.”

Using his “network,” Steven found a urologist who was expert at laparoscopic robotic surgery, the procedure that Matt Conlin ultimately chose. This doctor laid out in stark terms the pros and cons of the different surgeries. He pointed out that a recent analysis comparing traditional open surgery with laparoscopic prostatectomy concluded that the side effects of impotence and incontinence were essentially the same with both. The main advantage, he contended, was that the recovery time was faster with a robotic procedure. “He just gave me the facts, no reassurances,” said Steven. “He was very much the opposite of the first urologist.

“In fact, he was brutally honest—he said there is about a 50 percent chance of getting erectile dysfunction. And at that point I thought, What the hell is erectile dysfunction? Does that mean you will never have an erection again? Does that mean that you are only a little soft but still can make love?”

Steven Baum said that in psychology, you learn never to assume that you heard the “message” correctly. “It’s the notion that someone  is telling you one thing, but you are hearing another. When he said 50 percent of men get erectile dysfunction, my assumption was that 50 percent will never have sex again in their lives. I really like sex, and my wife also really likes sex. It’s a big part of our life.”

Steven had identified an important gap in communication between doctor and patient. The language and terms used by physicians can mean something quite different to a patient or have no clear meaning at all. This has been highlighted in studies of many disorders. With regard to prostate cancer, a team of experts led by Dr. Timothy Wilt at the University of Minnesota reviewed more than seven hundred papers in an effort to determine which therapy was superior and caused the fewest side effects. They could not conclude that surgery, radiation, or watchful waiting was clearly best for men with prostate cancer. One major hurdle Wilt and his colleagues faced was that they couldn’t discern what different research groups “meant” when they described erectile dysfunction—or, for that matter, urinary or rectal incontinence. Even the doctors doing research and caring for patients could not agree on a uniform definition of these conditions.

Steven Baum reflected on his reactions to the two surgeons. The first surgeon reinforced the side of Steven that wanted to believe, and the second one amplified his sense of doubt.

Steven understood that he was in a “hot” frame of mind when he saw the first surgeon. Frightened and anxious, he was ready to sign on immediately, as was his wife, to surgery. But by the time he’d arrived for his second opinion after reading and talking to others, he was “cool” and better able to absorb information. Steven reflected, “My goal as a psychologist is to help people accept the uncertainty of life. You take on reality, you pull the curtain back and see that there is no wizard, and that you have to decide for yourself. But still I was attracted to the first urologist because his approach is so paternal, in a way it frees me  from worry. I didn’t like the uncertainty that comes with the second urologist’s telling me I have a 50 percent chance of incontinence and impotence. I needed to explore other options.”

Steven then investigated radiation therapy, although he knew that the size of his gland made this approach less than optimal. The radiation therapist explained that first he could be treated with hormonal therapy that might reduce the size of the gland, and then he would potentially receive radiation. This approach seemed even more uncertain to him.

Steven then consulted a medical oncologist expert in prostate cancer. This doctor made the case for “watchful waiting.” “You have at least a 50 percent chance of the prostate cancer not killing you if you do nothing,” the medical oncologist told Baum. “And if you die of something else twenty years from now, never having suffered from the cancer, then I win and cancer loses, even though I didn’t do anything. This is a real option for you.” This plan appealed to Steven. Maybe he could get by without any treatment at all.

When we spoke with Steven, he said, “I feel like I’m at a crossroads with about four or five different paths in front of me.” His primary care doctor told him, “The hard thing is you are going to have lots of options and there is really not a clear best option.” Steven was familiar with the work of the psychologists Barry Schwartz and Sheena Iyengar, who have written extensively about the paradox of choice. Contrary to conventional thinking, having many options can be more distressing than having fewer options and can impede our ability to make a sound decision, or even any decision. Fewer choices can lessen the cognitive burden that comes with having to examine many options. But the wrong choice can lead not only to disappointment, but also to regret.

In his own practice, Steven Baum had listened to countless patients articulate their deep regret about events in their lives—a divorce  that could have been avoided, a rift with family or a friend that might have been repaired, an investment chosen unwisely. Steven was determined to do his best to avoid regret. He told us that “I follow the same process in making every decision in my life, whether it’s to buy a certain car, sell my apartment, get married, or have a child. I get all the information and then sit with myself and think. Here,” he continued, “I need to know that I have seen into my own head and the heads of my doctors—my own feelings and their feelings. At some point, I ask myself, What can I live with? Which choice would be the one that I couldn’t live with, and which one would be the choice I could live with? And then I know that I’ve gone through my process and have achieved a clear understanding.

“What happens in the beginning is that I’m not sure, and I’m running all these different scenarios through my mind. And then I reach a point where I start to see what’s right and what’s wrong for me. It’s a deliberative process, and each person’s process is different based on who they are and their history. Somebody else clearly would want to have surgery right away, and that might be right for them, and I may end up there as well, but I’m not there yet. I have to answer the voice in my head that says, ‘You know, if you were smart enough or good enough or enough of a man, you would just make your choice now.’ But I have come to believe, having made mistakes by being impulsive, that for me decisions of this kind should not be made quickly. Dithering and obsessing and trawling over not only the information but the feelings is what I need to do.”

Several months later, still undecided, Steven Baum ran into an old friend at a coffee shop in Westwood. In short order, the conversation turned to Steven’s dilemma about choosing a treatment and a doctor. His friend suggested that he speak with Andy Goodman, a lawyer in West Los Angeles, who had just been through treatment for  prostate cancer. As it happened, Baum and Goodman had crossed paths years before when their children were in school together. “It seemed bashert,” Steven told us, using the Yiddish word for “fated.” “I got together with Andy, and he told me about the surgeon who had operated on him. But we also talked about sex, in a really honest way. It was like being in college, but this time you were saying it as it really was, no posturing, no exaggerating performance.” Andy Goodman detailed how his sex life had been with his wife before his prostate cancer and what they were doing now to try to reclaim gratifying relations.

Steven realized that he had found a person who closely resembled him in terms of background, culture, and mind-set. “It’s so interesting,” Steven observed. “You are dealing with uncertainties, and you have been told what the numbers are, but you can’t really understand what the numbers mean for you. Some people keep looking for more numbers, asking more questions about the statistics on incontinence or impotence or some other issue. But people like me rely on narratives. You want to know what the experience was like, both the experience of the treatment and living with its aftermath. It seemed that Andy Goodman was the best source for me. I saw myself in him and, as best it could be, believed I could see my future before me.”

Some researchers raise concerns about this kind of approach to making medical decisions. They argue that anecdotes are simply that, the “n of 1,” single experiences that can distort thinking by their potent impact, creating an availability bias. But Daniel Gilbert of Harvard University, who has published seminal research studies demonstrating how difficult it is to forecast what you will actually experience, found that listening to other people’s personal experiences sometimes may be the best way to make these decisions. In a particularly noteworthy article entitled, “The Surprising Power of Neighborly Advice,”  published in Science, Gilbert shows that we are more likely to accurately predict what we will experience in the future by learning of the experiences of other people. The key, of course, is finding similar people. In Gilbert’s study, the primary determinant of similarity involved social and demographic aspects, specifically a person’s age and shared status as an undergraduate at Harvard College. We would add that all of us may benefit from hearing the stories of people who are similar to us not only in terms of gender, age, and socioeconomic or educational level, but also in mind-set, orientation, cultural background, and temperament. A “kindred spirit” was what Steven Baum was seeking: a man who would serve as a mirror to himself.

A few weeks later, we spoke with Steven again. “I decided I couldn’t live with the cancer in me. If it grew out of control and I could have prevented it, I would regret it. I wanted to see my children grow up. I wanted that cancer out. So I eliminated watchful waiting. It had become watchful worrying. And radiation therapy wasn’t certain enough. It was going to be surgery.” The surgeon who had performed Andy Goodman’s operation did the traditional open approach at one of the medical centers in the Los Angeles area. “I wanted that surgeon.”

The urologist performed a so-called nerve-sparing operation and believed that he had done the best that could be done to prevent trauma to the nerves and preserve sexual function. “The news was really good,” Steven said. “The urologist said that the cancer did not extend to the margins of the prostate gland, and he didn’t think anything was left behind. He told me, ‘Your prostate is where it should be, in the pathology lab.’” Steven told us, “I feel in a way reborn, meaning that now I will learn to live a new life, drawing on what I’ve learned in the past, and trying my best to adapt.”

Steven Baum is aware of the extraordinary human capacity to  adapt. What we first imagine to be severely limiting can prove to be less destructive to quality of life because we can find alternative sources of gratification. Baum, as a psychologist, said that adaptation is often the goal of his work with his patients. Many of us adapt to frustrating and debilitating situations to a degree that surprises us. People paralyzed by accidents or by degenerative neurological disorders, some two years after losing motor function, often consider themselves to be as happy as they were before their loss. Many patients with a colostomy, a change that is often viewed with dread and despair, eventually reclaim a sense of happiness and satisfaction close to that before their colon was removed. Richard Cohen, who developed multiple sclerosis and colon cancer at a relatively young age, described his own trajectory of adaptation in his memoir, Blindsided; he later profiled other people with muscular dystrophy, inflammatory bowel disease, and advanced lymphoma. The capacity for adaptation was stunning in Cohen’s personal story and in his profiles of others.

Research studies show that all of us initially overestimate the ultimate impact of illness and its unpleasant side effects because we tend to focus on the negative and neglect the numerous positives in our lives. Daniel Kahneman, the Nobel laureate who did seminal work in cognitive psychology and decision making, emphasizes how this “focusing illusion” distorts our perceptions and plagues efforts to accurately envision the future. We often underestimate the reservoir of our resilience, the fact that we can adapt, and regress, and then strive to adapt again. Over time, we learn to expand those parts of life that still provide gratification and seek fulfillment in venues we had previously overlooked.

After intensive treatment for prostate cancer, Dana Jennings, a New York Times editor, wrote eloquently in that newspaper: “Despite everything that has happened the last couple of years, I’m a lucky man.  I love my work, I’m blessed with two fine sons, and I have my compassionate and indispensable wife to snuggle with on these winter nights. Everything else will mend in its own time.”

 

 

When we checked in with Matt Conlin again six months after his surgery, we found that he had begun to adapt to his side effects. He was focused on his parents’ longevity, calculating that with his cancer gone, he would now live a long and healthy life. He decided to cut back on some projects at work so that he and his wife could take a leisurely trip to Paris and a gastronomic tour of France. With his daughter’s upcoming wedding, he was already dreaming of grandchildren.

Neither Matt Conlin’s nor Steven Baum’s story is finished. For some men, the side effects of urinary incontinence and erectile dysfunction lessen over time. But even if these problems persist for Matt and Steven, they will likely adapt.




Six

Autonomy and Coping

On an unseasonably chilly October evening, Julie Brody pulled off her T-shirt to put on a flannel nightgown and get into bed. As she lifted the shirt, her hand grazed a tiny bump under her left arm. “It was extraordinary that I noticed it,” Julie later told us. She asked her husband if he could feel it. He thought he could.

“You should go and get it checked out tomorrow,” he said.

“It’s the kind of thing I would ignore, because I’m very doctoraverse,” Julie told us. “But in my jovial manner, I called my gynecologist and said, ‘I seem to have this bit of a lump under my arm. It’s probably nothing.’ ”

The doctor responded with clear concern. “I’m booking you for a mammogram today. Hang up the phone and clear your calendar.”

Julie Brody, a short, slim, forty-two-year-old woman with a pageboy haircut and tortoiseshell glasses, had built a small, successful art gallery on the West Coast. She had always been healthy, and her only doctor was her gynecologist. She ate organic foods whenever possible,  exercised regularly, and made sure she got adequate sleep. “All the women in my family are very strong and healthy,” Julie said. Her grandmother had lived to one hundred and five, and her mother, still vigorous as she approached eighty, had never been hospitalized except to give birth.

Despite the stress of running a gallery and dealing with highstrung artists and intense buyers, Julie told us that she was not a “worrier.” “I’m almost pathologically positive. ‘It’s going to be okay’ is the mantra in my mind. There was no one with breast cancer in my family. And anyway, I had a normal mammogram two months earlier.

“I had a meeting waiting outside my office, a young up-andcoming artist with his lawyer. I had to tell them the meeting was not happening, and off I went to the radiologist. Right then and there, they found I had not one but two lumps. One of the lumps was in the breast, and the other one was a lymph node. The radiologist told me right in the middle of the hallway that it looked like cancer even before the biopsy. I’m not one who’s going to gush tears.” Julie paused. “I was like, ‘Oh, that’s too bad.’ But I would feel terrible for the person who would be knocked on the floor by that.”

Within a week, a surgeon removed the two lumps, as well as several other lymph nodes under her arm. As expected, the breast lump and one of the lymph nodes proved to be cancerous. It turned out that Julie hadn’t felt the cancer in her breast when she had removed her T-shirt; instead, she’d felt the lump in the adjacent lymph node. “The amazing thing, the radiologist said, was that I felt it at all, because it was so small. It was one of those ‘believe in fate’ kinds of things.” The radiologist retrieved her earlier mammograms but found no abnormalities. “So within two months, a lump had grown in my breast, and then shot off to the lymph node.”

In contrast with Matt Conlin and Steven Baum, who received repeated reassurance from their doctors, Julie was given clear and urgent messages. “I felt I had to move quickly, to find the ‘best of the best.’” She paused. “That’s what we call it in my work—everyone is always trying to find the ‘best of the best.’” It’s “the best new young artist, the best photographer for the catalog, the best lawyer to write up the contracts. And I believe these people really do have qualities that make them better than anyone else. Now, I needed to know who was the best of the best in breast cancer. I discovered a new way to use my Rolodex.” She learned that several of her clients sat on the boards of hospitals, and others had raised money for cancer organizations, so she contacted them. “I got their lists of the best cancer specialists in the state. I put together all the lists and saw who was repeated.” Quickly, it became clear to Julie that one oncologist was at the top.

Mary Frances Luce, a researcher on decision making at Duke University, points out that trying to find “the best doctor” or “the best hospital” is, in part, a form of coping. Patients with a serious diagnosis cannot avoid the reality that they will have to make many difficult decisions. Looming behind each choice is the possibility of a negative outcome—an effective therapy might have debilitating and lasting side effects, or the disease, even if treated in the most effective way, might not be cured. Choices must be made, one option selected rather than another; none is guaranteed to succeed, and each has risks. Luce and other researchers term this “decisional conflict,” and it is a major source of emotional stress for patients already dealing with the physical difficulties of a disease and its treatment.

People try to cope with decisional conflict in different ways. For those with deep religious faith, prayer and a belief in God’s benevolence may provide comfort and a sense that “He will guide.” Care from “the best,” in Luce’s formulation, is another coping mechanism, a way to avoid “hot” decision making by dialing down the emotional temperature to a more tolerable level. The patient reassures herself that she can reduce the uncertainty of choosing among difficult options  and increase the odds of success at the “best” hospital with the “best” specialist.

The oncologist “at the top of everyone’s list,” Julie told us, “was the one I wanted.” An art collector she knew was a trustee of the doctor’s hospital and contacted him on her behalf. The specialist was expecting Julie’s call. “I would love to come in and talk to you about my situation and understand what the options are and what you recommend,” she said.

“There’s really no need for a lot of discussion, I’ll know what is best for you. You’re going to get great care here.” He paused. “I guarantee you’re going to love us.”

I don’t know that I’m going to love you, Julie thought.

“I’m speaking at a cancer conference in Europe this coming week, but I’ll see you as soon as I get back next week.”

“Can I really wait a week?” she asked.

“I assure you, a week will not be a problem.”

Julie told us that “he seemed to be saying he knows what I like and what I need before even sitting down with me or hearing my story, or finding out who I am. It felt like a one-way street—with no input from my end. This really bothered me.” Her intuition made her feel that perhaps this was not the right doctor for her. But powerfully pulling on Julie were the opinions of the people on her Rolodex, who viewed this doctor as the “best of the best.” It seemed self-defeating to not be under his care. What benefit might he offer that, in the end, could make all the difference ? Would not choosing him hurt her chance to be cured?

“It was one of those really difficult pivot points,” Julie recalled. She didn’t want to decide impulsively. She imagined one day regretting her decision either way—whether she chose him or another oncologist. She was caught between two visions of future regret.

We saw the negative effect of regret with Lisa Norton after her failed foot surgery. This was regret felt in retrospect. Here, Julie Brody was anticipating regret. Her “pathologically positive” attitude had evaporated. Her mantra that “it’s going to be okay” had vanished. Instead of the steady calm she felt in tackling problems at work, Julie was gripped by a sense of fear and anxiety, feeling she had to act quickly. Her gynecologist had made her clear her calendar and go right in for the mammogram and biopsy. Her mammogram was normal two months ago, but now she had cancer not only in the breast, but in a lymph node. She felt time was of the essence. In the paradigm of “hot/ cold” decision making, she was poised to make a feverish decision. Anticipation of regret helped her to cool down. But Julie still had a decision to make. Should she choose this doctor or look for someone else? She realized that she had to reach out to someone who understood her dilemma, someone she trusted who knew her personally, and someone on the inside, someone with medical knowledge.

Julie called her gynecologist. She listened carefully to Julie’s story. “It is true, he’s an outstanding oncologist. But there isn’t just one ‘best’ doctor—there are many excellent oncologists who can provide superb care for you.”

We are often asked by patients, family, and friends who is “the best” surgeon, “the best” dermatologist, “the best” pediatrician. We respond similarly that there is no one “best doctor.” There are many physicians in each field with deep experience, excellent clinical judgment, and strong communication skills.

“Let me suggest another oncologist that I’ve worked closely with,” the gynecologist said. “This is a doctor whose judgment I respect, and several of my patients have worked well with him. I’ll help get you an appointment right away, and then you can see the other oncologist when he gets back from his trip.”
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How do people pick their doctors? According to data from the nonprofit Center for Studying Health System Change, in 2007 an estimated twenty-five million adult Americans sought a new primary care doctor, and more than sixty million looked for a new specialist. Of those adults who found a new primary care physician, fully half relied on recommendations from friends and relatives, and more than a third also drew on recommendations from doctors, nurses, and other medical personnel. When searching for a specialist, the most frequent referral came from the patient’s primary care physician, in almost seven in ten instances. One in five patients used recommendations from friends and relatives. In seeking either a new primary care physician or a specialist, only a small fraction relied on information from the Internet, magazines, or other media; such information is of two types, subjective and quantitative. Subjective information includes patients’ personal narratives and testimonials about their experiences with specific physicians. For some people seeking a physician, these sources effectively extend their circle of family and friends and influence their choice of doctor. Quantitative information is presented by insurers, government agencies, and nonprofit and for-profit organizations. It’s very appealing to imagine that you could reliably choose the right doctor using numerical data.

Indeed, health policy planners and insurance companies increasingly promote the idea that patients should choose their doctors based on report cards that provide metrics on “quality of care.” We live in a culture where metrics are increasingly touted as essential in evaluating performance. To be sure, there are certain numbers a patient should know. For example, every surgeon follows a learning curve with a particular operation or instrument or technology. The numbers  of procedures performed gives a rough idea of how skillfully the surgeon uses these techniques. And information on safety, like the percentage of postoperative infections at a given hospital, is meaningful. Yet the metrics used in rating doctors fail to measure the key attribute of clinical judgment, how a doctor molds care to the individual patient. Rather, the metrics are based largely on lowest-commondenominator care, like whether a doctor regularly checks a patient’s blood sugar level or blood pressure, and also include measures of cost and efficiency. Furthermore, a doctor who avoids patients with multiple medical problems, such as diabetes with kidney failure and heart disease, will have better “outcomes” because he’s cherry-picking healthier patients, leaving the sickest ones to others. We find the famous statement attributed to Albert Einstein apt: “Not everything that can be counted counts, and not everything that counts can be counted.”

Insurers are also developing report cards on so-called higher-cost and lower-cost doctors, assessing the costs of care associated with a particular physician. A recent article in the New England Journal of Medicine showed that these statistics are often unreliable. The same physician can be rated as high-cost on one report card and low-cost on another.

Such limitations have not stopped insurance companies from launching advertising campaigns promising that if you use their metrics and report cards, you will get the right doctor and have the right outcome. This promise cannot be kept.

In one ad, an attractive, athletic woman is running in a sunny park against a background of digits. Across her midsection reads the tagline: KNOWLEDGE IN NUMBERS STRENGTH IN NUMBERS HUMANITY IN NUMBERS COMFORT IN NUMBERS HEALTH IN NUMBERS. SM The message below the image: “STRENGTH: You have a tricky  medical condition. You need to make a medical decision. You would like to know you are choosing the right doctor, choosing the right procedure, and will have the right outcome. It’s only human to feel this way.”

As this ad shows, insurance companies understand decisional conflict, the patient’s “only human” fears and anxiety about choosing the “right” doctor and choosing the “right” treatment. The insurers want you to believe that the most agonizing truth of medical care—its uncertainty—is no longer a concern. These companies claim that they can resolve decisional conflict: If you rely on their numbers, you will get the right outcome. But no one can guarantee that you will get the right outcome. The FDA exercises oversight on truth in drug advertising, and we believe the same should be done for claims by insurers about outcomes.

 

 

Julie went to see the oncologist her gynecologist suggested. “It felt like he had all the time in the world to talk to me. And he seemed to be focused on me as an individual. But he made it clear there are always risks and uncertainties in cancer treatment.” That made her anxious. Maybe she should choose the doctor who was the “best of the best.” “I really had to think about which oncologist to choose. But finally I realized there would still be risks even with the best of the best.” She decided she would begin her treatment with the second specialist. “It was a difficult decision. But it really helped that a doctor I knew and trusted validated that this oncologist was a good choice.

“Dr. Best of the Best—when I called and told him that I’d be seeing this other oncologist—replied, ‘Of course, I’m great, he’s great. Whatever.’ ”
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Almost immediately after choosing her oncologist, Julie Brody was faced with a difficult decision. After her lumpectomy, the surgeon told her that she would be getting chemotherapy and that she wouldn’t need radiation. But the oncologist she had chosen disagreed; he felt that radiation would reduce the risk that the cancer would return. They told her the final decision would be hers. This is the type of “decisional conflict” that Duke’s Mary Frances Luce highlights as a major source of stress for patients.

“My oncologist gave me strong advice,” Julie told us. “But he didn’t dictate. Not only did he explain the benefits of radiation with regard to treatment of the cancer, but also how radiation has downsides, increasing the risk of long-term complications, like other malignancies, and how it changes the tissue that is radiated, making reconstructive surgery after a mastectomy more challenging.”

Julie said it was a lot to absorb, and she had to think about the conflicting opinions. A few days after the appointment, the oncologist called Julie on her cell phone. She walked into her office behind the gallery, a quiet place where she could speak privately. “He told me that he had presented my case to a clinical conference at the hospital,” Julie said. “There were other oncologists, as well as my surgeon and other surgeons, and radiation specialists.”

The oncologist told her that during the discussion of her case, “there were some people who thought I didn’t need radiation, and some who did.” Her oncologist once again reviewed the pros and cons of the treatment. “And then he said, ‘I just didn’t hear anything that convinced me that you do not need radiation. But in the end, this is your decision—I will support you either way.’”

That made a deep impression on Julie. “He definitely had to talk  me through it four or five times. It wasn’t as though he presented his point of view to me and I said, ‘Okay! Great, radiate me.’

“My doctor was saying, ‘Here, you can look behind the curtain. You can see.’ It’s not like he said there are no other points of view. For some people, telling them might have resulted in doubt about his ability or lack of confidence in his judgment. I felt that he was showing me everything. But I still had to make the choice.”

Mary Frances Luce found that some patients seek to mitigate the “emotional costs” of making difficult decisions by directly and repeatedly “attacking” the complexity of the choices they face. Luce terms this “vigilant decision making.” Matt Conlin embodied this approach. Constantly crunching the numbers, contacting more than twenty different doctors, trying to delve deeply into research studies culled from Internet searches, Matt was trying to reduce decisional conflict by finding small but significant differences that would tip the scales toward one treatment or another. But for many patients this is simply too difficult, both technically and emotionally. They believe they don’t have the capacity to critically assess the vast sea of conflicting information.

Julie didn’t feel confident to interpret what she found on the Internet. “I’m not going to become a doctor, like some certified specialist, in a few months. So finding that right doctor was so important.” She decided to undergo radiation treatment. “I know a lot of people who had cancer, and either have doctors whom they don’t trust, or don’t like, or who themselves believe in their own power of research. So they do a lot of scoping out on the Internet and find all sorts of studies. But how do you really know what all those numbers mean?”

 

 

Depending on another person as her primary guide in decision making was alien to Julie. She was used to being the boss, overseeing all the choices made in her gallery—which artists to represent,  when to schedule an opening, and which guests to invite. She listened to advice, would at times question her own thinking, but ultimately held sway over every decision. She was used to being in charge, functioning with a high level of autonomy.

Autonomy is a primary right of all patients, and it is widely assumed that patients always want a major role in directing their medical treatment and care. But studies indicate that there is considerable diversity in how much control patients want to have. One report of more than one thousand Canadian women with breast cancer showed that 22 percent wanted to select their own cancer treatment, 44 percent wanted to select treatment together with their doctor, and 34 percent wanted to delegate completely the choice to their physician. Interestingly, over the course of their care, less than half believed that they had achieved their desired level of control in decision making.

At the pivot point of considering radiation therapy, Julie felt she had reached a sufficient level of trust and confidence in her oncologist that she could cede control to him. This didn’t mean that he shielded her from the complexities of her choices or presented his opinion as infallible. He didn’t pretend, as she put it, “to be an oracle.” Julie still wanted to know where she was going and how she would get there, but her doctor was the pilot, because he not only had the technical knowledge needed to navigate, but, she believed, had gained a sense of her as an individual and would factor in her values and goals at each point along the way. Here, Julie welcomed her doctor offering his preferences, because he did so in a transparent and considered way. This is in contrast with what we saw earlier in the case of Patrick Baptiste, where his physician projected his own treatment preference onto Patrick without first assessing how much input and control Patrick wanted.

Julie told us, “My oncologist really believed that it would be better for me to do the radiation, and this is where, I think, you have to  believe your doctor is trying to do the absolute best for you. That’s the point of seeking the right doctor.

“It was lucky for me,” Julie told us, “that I was able to put my faith in my doctor.”

For Julie, ceding some autonomy to him made such a miserable period in her life more bearable. “I know somebody who had cancer at the same time that I did. She had a completely different experience. She didn’t trust her doctor, and that gave her a lot of anxiety and uncertainty—sleepless nights online, a lot of e-mailing around. Her outcome was good, which is wonderful, but . . .” Julie paused. “But, it was like a constant struggle. The burden was so much greater.”

 

 

After she agreed to undergo radiation therapy, Julie felt that everything was settled, that her treatment plan was clearly defined. But then she received test results showing that she had a mutation in a BRCA gene. Her oncologist had previously explained that the BRCA1 and BRCA2 genes are normally involved in limiting damage to DNA, so when either is mutated, damaged DNA can more readily change a cell from normal to cancerous. Mutated BRCA genes are particularly common among women of Eastern European Jewish heritage, like Julie, but they are also found in other ethnic and racial groups. In most cases, the mutation is inherited from a parent—but not always. Her oncologist had also told her that mutated BRCA genes markedly increase the likelihood of developing breast cancer in any remaining breast tissue. Furthermore, the mutation increases the risk of ovarian cancer.

Julie told us, “I believe you should know everything about your condition. The more that is known, the better the doctor can treat you.” Now, she faced a new set of choices. She recalled how her oncologist “laid out all the options.” They spoke for more than an hour.  He told her the most proven way for a woman with a BRCA mutation to prevent future cancer is to have both breasts removed, a double mastectomy, and also have the ovaries taken out. “This reduces the risk of breast and ovarian cancer by more than 90 percent,” he said.

Julie paused, and her voice became heavy. “I’ll tell you,” she said, “I didn’t like the idea of mastectomy, particularly a double mastectomy.”

Julie asked him, “What if I don’t want that surgery?” He explained that another option was to take a medication like tamoxifen, which has been shown in some studies to decrease the risk of future breast cancer by as much as 50 percent. “But we really don’t know if that is true for women like you with BRCA mutations. And the medication does not prevent ovarian cancer.” He further explained that if Julie did not want surgery, she would be closely monitored for breast cancer with mammograms and MRI scans. But this kind of monitoring has not been proven to be as reliable as a mastectomy in saving lives. With respect to monitoring for ovarian cancer, he explained, “ultrasound and blood tests don’t reliably detect ovarian cancer at an early stage.”

Julie left the appointment without reaching a decision. “It was an awful lot to absorb,” she told us. “He didn’t press me to choose, and emphasized how personal the choice is for each woman.” Julie’s earlier preference to cede decision making to her doctor shifted. Here, she wanted to clearly assert her preferences. She thought about the statistics that had been given to her. Then she went on the Internet. After looking at several decision aids, she realized that she would not base her choice strictly on numbers. “I didn’t want to have any sense that I hadn’t done everything I could do. My breasts, even though they’re small, I knew I’d miss them. But in the end, I did everything: I chose the double mastectomy, had my ovaries removed, got chemotherapy and radiation therapy. And I came out feeling that if this cancer comes back, there was nothing that I skipped that could have prevented it.”

Mary Frances Luce has studied how patients manage the complexity of the choices they face. Some focus on only one aspect of the choice, disregarding the other outcomes. This reduces cognitive effort, lessens decisional conflict, and helps them cope. For example, some people may ignore all the possible side effects of surgery, “shielding themselves,” as Luce puts it, from thinking about the pain involved or the risk of being disfigured or debilitated; they focus only on the chance of survival. Others may focus on every potential side effect of surgery, and this detailed deliberation helps them cope. They feel more in control by having weighed each possible outcome, analyzing all aspects of the choice.

Julie told us, “I didn’t want to look back and say that I didn’t do all I could do.” She was again anticipating regret, regret that she might have been able to prevent the one outcome she feared more than anything else, not living to see her children grow up. This led her to reduce the cognitive effort in deciding to undergo surgery. “The ovaries required the least thought because I have two children, and someday I’ll be in menopause anyway. And I was told that having the ovaries out was actually a really simple operation.” She paused. “Well, it probably is. But when I had my ovaries out, I had already had four months of chemo, and three weeks before that I had had a double mastectomy, so at the time I had my ovaries out, my body was pretty shot.”

Despite this, Julie told us, “It’s sort of funny. After I recovered from the surgery, I went out with my husband and saw The Wizard of Oz on the big screen. And there was a very humorous scene when Dorothy is going down the yellow brick road. This is when she meets the Scarecrow. She is on the yellow brick road and there were something like five yellow brick roads. Which yellow brick road is she supposed to take?”

Julie felt relieved that “I never got to that point, I never felt like there were five yellow brick roads.” She was able to lessen her decisional conflict by doing everything that might help improve the chance for cure, despite the impact on her body. Like Steven Baum, she felt that she had gone through her process and didn’t need to look back.

 

 

Julie Brody is like many other women who are first diagnosed with breast cancer and later discover they carry a BRCA mutation. In one study, 52 percent of such women chose a bilateral or “double” mastectomy after learning that they carried the mutated gene. But what about women who have the BRCA mutation but don’t have cancer?

Sara Rosen, a thirty-eight-year-old pastry chef also living on the West Coast, had several aunts and cousins with breast cancer. She agonized for many years before deciding to be tested for the BRCA mutation. “I wasn’t sure what I would do with the information,” she told us. And she was concerned about the burden it might put on her two teenage daughters. But after Sara’s younger sister was diagnosed with breast cancer and was found to be positive for a BRCA1 mutation, she spoke to a genetic counselor and then decided to be tested. Sara’s test was positive, and she learned that the likelihood that she would develop breast cancer in the future was between 55 and 85 percent. Her risk for ovarian cancer was 36 to 63 percent. Sara consulted with several oncologists and read about her options on the Internet. Her mammogram, MRI scan, CA-125 blood test for ovarian cancer, and pelvic ultrasound were all normal. Since she wasn’t planning to have more children, she decided to have her ovaries removed. But Sara declined breast surgery, choosing to take tamoxifen instead.

About half of women who carry a BRCA mutation with a normal pelvic ultrasound and blood tests are like Sara Rosen and choose to have their ovaries removed. But Sara is like the vast majority of women with BRCA who do not have a diagnosis of breast cancer—they don’t choose mastectomy. In one study, only 3 percent of such  women chose bilateral mastectomy within the first year of learning that they carried a BRCA mutation.

A drastic intervention like removing both breasts and both ovaries to prevent a disease you don’t have and may never get presents the extreme of decisional conflict and loss aversion. The losses are many and profound. A woman faces major surgery, with the attendant risks of pain, disfigurement, scarring, infection, and bleeding. Further, losing her breasts and ovaries challenges a woman’s self-image. The immediate onset of menopausal symptoms after their ovaries are removed makes many women feel miserable, with hot flashes that disrupt sleep, exhaustion, mood swings, depression, and impaired sexual function. Although many women adapt over time, the adaptation process may be lengthy and incomplete. These were the thoughts in Sara’s mind.

Two years later, Sara’s younger sister died of metastatic breast cancer. “I could not escape the thought that I would be next,” Sara told us. “Availability,” a dramatic event that deeply influences you, proved a powerful force in changing Sara’s thinking and overcoming loss aversion. She decided to undergo bilateral mastectomy. Fortunately, no breast cancer was found. Sara was relieved and told us, “I believe I made the right decision, but it hasn’t been easy. Not easy at all.”

 

 

Everyone knows what I’ve been through,” Julie told us, “and now I can help others.” She had shared the details of her illness with numerous friends and all her co-workers. Julie believed that sharing her experiences lightened the burden of her arduous treatment. Now she has found herself on other people’s Rolodexes: “I’m getting so many calls for advice.” She feels, not surprisingly, that she is “educated” about cancer. “I try to point out to the person who is going through cancer how you can have the best experience.” Julie was now focused not on the “best doctor,” but on the “best experience.”

“Part of the experience is determined by the doctor,” she said. “But not only him and his team. There was my support network of friends. All caring people, all who care about me.”

 

 

What constitutes the “best experience” is highly personal. Angela Balducci, forty-four years old, liked being a stay-at-home mom in her midwestern community. Her two children were now in high school, and Angela’s days were filled with shuttling them to various activities. Petite and athletic, she made time to exercise at the yoga studio and on her elliptical trainer. Angela had been an English major in college and remained an avid reader. She kept a stack of novels in her car, devouring them whenever she had some time. While on a trip with her son, a varsity baseball player who was competing at regional play-offs, Angela developed an ache in her upper back. “I thought it was sleeping in cheap hotels and sitting in the car for hours upon hours driving to the games,” she recalled. After more than a week without relief from stretching, she went to her primary care physician. The doctor examined her but didn’t find anything abnormal. Because Angela had smoked briefly as a teenager, he ordered a chest X-ray. “I also have a little bit of asthma, so he wanted to look at my lungs.” Angela paused. The memory still weighed heavily upon her. “He called back two hours later and said that they had found a mass between my lungs. My God, it moved so fast. I found out on a Tuesday, had a CT scan on Wednesday, and a surgeon was called to perform a biopsy. They knew by Thursday that it was Hodgkin’s lymphoma,” Angela said.

In contrast with Matt Conlin and Steven Baum, who had time to choose their doctors and think about treatment over months, Angela Balducci had a cancer that had to be treated quickly. She recalled feeling “paralyzed.” All she could think of was dying, leaving her two growing children and husband without her. She turned to her  husband, who became her “eyes and ears” in her interactions with her doctors.

Things moved rapidly. Angela was seen by the oncologist at the community hospital where her primary care physician worked. She outlined the treatment plan for Angela’s Hodgkin’s lymphoma, and Angela began treatment. But then she and her husband felt she should get a second opinion at a cancer center. Her local oncologist helped her arrange this. Angela and her husband went that same week to speak with a lymphoma specialist at the nearby cancer center.

Angela waited in the clinic, watching a stream of people pass by, many bald and frail, some in wheelchairs. After forty minutes, she was ushered into an examination room. A nurse’s aide took her vital signs and then had Angela step on the scale. “Oh, my God,” Angela said, “I’m down seven pounds.” The aide shrugged silently and put an ID bracelet on Angela’s wrist.

“When I was in the waiting room at the cancer center, it felt very depressing,” Angela told us. “Those people were much sicker than I was.” Soon the lymphoma specialist, a tall, thin, older man who spoke with a British accent, entered. He went over her history, examined her briefly, and then detailed the treatment that she would receive. “He was very professional,” Angela told us, “but honestly he looked totally bored. In fact, he said that I was a ‘typical case.’”

The doctor suggested the same treatment that the oncologist at her local hospital had. “Everyone offered the same chemotherapy and radiation,” she said. Angela had several friends who had been diagnosed with breast cancer, and she reflected on the difference between her case and theirs. “It took them two, three, four weeks to think out what their plan was. At each hospital, different treatments were recommended. I think that’s more agonizing.”

Angela continued, “Things were moving so fast and were so serious, the doctors had to make decisions for us. I didn’t have any real choices. They didn’t say A or B or C—which one do you want? On the decision front, for me, with Hodgkin’s disease, it was very clear what had to be done. Unless I wanted to be on an experimental protocol, they told me, it was about the same everywhere. It seemed pretty linear.”

Successful treatment of Hodgkin’s lymphoma is one of the great triumphs of modern oncology. Over the past few decades, researchers in North America and Europe have systematically studied the optimal therapy for different stages and various subtypes of the cancer. These studies have developed and refined to a high degree therapy for Hodgkin’s lymphoma. Cure rates are higher than 70 percent for tumors detected in their early stages and more than 50 percent even for latestage, widespread Hodgkin’s lymphoma. There is still some debate among experts about the optimal timing of chemotherapy and radiation and exactly which drugs to use in order to limit long-term damage to the heart and lungs and the risk of a second malignancy like leukemia. While this research continues, patients who don’t want to participate in an experimental protocol can be reassured that there is a deep foundation of knowledge upon which to base their treatment.

“Oh, God, I feel so lucky. I mean, the first thing you think when you get cancer is, ‘Thank God it’s me, not the kids.’ And then there are people who don’t have a doctor, don’t have insurance, and don’t have a job. And the bottom line is, Hodgkin’s has a high cure rate. But I still had to go through the treatment. And the question was where?”

Angela felt anonymous in the cancer center. She wasn’t at all reassured by the comment that she was “typical.” Rather, she felt that she was seen as “just another case.” What might seem like a small gesture, the nurse’s silent shrug when Angela expressed dismay about losing seven pounds, reinforced this sense. When patients feel sick, frightened, and vulnerable, seemingly innocuous statements and actions can have tremendous impact. Angela’s experience that day clinched her decision to be treated at her community hospital. Other people have the opposite experience and find that a large, bustling cancer center gives them a needed sense of confidence.

Yet Angela still wondered if the oncologist in her community hospital was the right doctor for her. She wanted reassurance, and, like Julie Brody, she found it from a medical professional she knew and trusted. A friend of Angela’s was a nurse at the community hospital. “I called her right away. She’d been working there for twenty years. I gave her the name of the doctor that I had seen in oncology. She gave me the rundown on her.” The nurse knew the doctor Angela was asking about and told her that she’d been trained at the cancer center and that she was highly competent and very compassionate. Angela appreciated her friend’s words, then confided that she was dreading reading about Hodgkin’s on the Internet. “The nurse told me ‘You don’t have to look on the Internet if you don’t want to. It can get really scary. Often what you read about online is not the mainstream case. It’s not always reliable. It can be just more information to flip out over.’”

Angela felt comforted by her conversation with this nurse. “It was a tremendous relief to feel that I was in good hands. And also a great relief not to feel I needed to hear every person’s story about Hodgkin’s disease.

“In the beginning,” she said, “I put everything on my husband. For the first month, I just sort of sat in the corner and cried, so he was the one who was taking down all the information—what the drug protocol was going to be, managing all of the medications I had to take at home, scheduling family things.”

Angela restricted knowledge of her condition to a few close confidantes. She didn’t want every conversation to center on her illness and treatment. Many people seek out other cancer patients or survivors for information or advice, but Angela didn’t. When she was offered the opportunity to join a support group, she declined and explained, “The only help I want is someone lying on the table for me. That’s what I want. If you want to help me, that’s what you can do. Otherwise leave me alone.”

Angela largely kept her diagnosis a secret, following the principle of “need to know.” Although she had physician friends, she kept her situation private even from them. She worried that some people would drain her energy by engaging her in discussions about her disease, asking probing questions about her feelings and her fears. Uninvited suggestions from well-meaning friends, about someone they knew with Hodgkin’s lymphoma or someone with a different kind of lymphoma who they thought had seen a different doctor or received another treatment, would do nothing but raise decisional conflict for Angela. She told us she had no emotional reserve for such people who, with the best intentions, might end up getting more from her than they would give her. “I estimated 98 percent of the people would turn out to be better than you ever thought they were, and 2 percent just want to live off your bad news.”

Angela wasn’t the only person we met who kept her diagnosis mostly to herself. And there can be many reasons why patients might not want to share their medical information. A thirty-two-year-old university professor who had chronic leukemia wanted to avoid having her disease become the focus of every conversation she had, but she also worried that she wouldn’t get tenure, that her condition might affect her status at work. “My promotion could be on the line,” she said, so “only my family and my closest friend knew.” It isn’t just cancer that people may be reluctant to share. A retired construction worker developed cardiomyopathy, a weakness of the heart muscle.  The cause of his heart failure was not identified, and its future course was uncertain. He told his wife but didn’t want his grown children to know. “Their worries would only make me feel worse,” he told us.

For Angela, keeping her diagnosis private helped her to preserve her sense of normalcy. She didn’t want her disease to subsume her identity. She could talk with friends about her son’s baseball games and her daughter’s role in the school play without discussing her health. She needed to feel that she was a person, not only a patient, that cancer hadn’t changed her entire life. These protective barriers helped her cope. “You have to take everything as it comes,” Angela said. “You can’t let it consume you.”

She also found deep comfort in her oncologist’s attention to the personal aspects of her life. “She was always thinking of something that would be better for me,” she said. “Often, she went ahead and made phone calls and changed the schedule so I didn’t have to miss my son’s baseball games. She would just take that extra step. I felt like she cared for me as a person, not just a case that she was managing among many.”

The oncologist also told Angela that she often consulted with colleagues to “get a second opinion to check herself.” Angela liked that. “I’m more scared of the person who thinks they know everything.”

Like Julie Brody, Angela didn’t try to become an expert about her disease. “You have to trust people. Teachers teach, and that’s how they spend their careers. People like doctors and nurses spend their lives figuring out how to take care of patients.”

Carl Schneider points out in his book The Practice of Autonomy how in some cases our culture seems to go to extremes, stigmatizing people who don’t want to assert control at every step of their illness. We agree with Schneider. In our view, true autonomy means that the patient can decide the limits of his or her autonomy. Further, part of autonomy is defining one’s personal way of coping.

We spoke with Angela four months after her treatment ended. There was no sign of Hodgkin’s lymphoma, and it’s very likely she is cured. Although she hadn’t yet gained back all of her weight and strength, she told us that she has returned to her yoga classes. “My oncologist told me that they like to treat lymphoma because it makes them look so good; they bring people back to life. I am getting back to being the person I was.”




Seven

Decision Analysis Meets Reality

Paul Peterson looked again at the spreadsheet on his computer screen. After each blood test, he always entered his results. The data set he had called up displayed his total number of white blood cells. His count was consistently low, between 2,000 and 3,000. Paul understood why: This was a side effect of the medications he took for a muscle disease called polymyositis. These drugs were known to lower white blood cell counts.

He tapped on the keyboard, and a graph appeared, showing what he had already noted on the spreadsheet, that his usually low white blood cell count had risen into the normal range. Something had changed. This bothered him.

Paul sat back in his chair, deep in thought. In his world, everything had to have a rational explanation. He could think of no explanation for the increase in his white count. He was taking the same doses of his medications as always. He took an inventory of his body:  He did not feel sick; he didn’t have pain in his muscles or anywhere else, for that matter; his energy level was good; he hadn’t had any fevers or sweats to suggest an infection that might raise his white blood count. Nothing seemed off. He never ignored discrepant data, never dismissed as an “outlier” some finding that he couldn’t readily understand. There must be a reason his white count had increased.

Paul Peterson grew up on a farm in Kansas and studied engineering in college. After graduation, he took a job in Wichita in a chemical factory, and although he excelled at his work, he soon grew restless. “I wanted to be my own boss,” Paul told us. “And that meant pursuing a career where I would be the one laying out the strategy.” He returned to school and studied a wide variety of subjects, including anthropology, psychology, sociology, mathematics, and finance, and ultimately obtained a PhD in the field of organizational behavior. Although his faculty adviser suggested he continue on an academic path and ultimately become a professor, Paul’s determination to be independent led him in a different direction. He founded a consulting company and advised corporations in the United States and abroad. “My background was key. I applied the principles of rational decision making to show managers how to create the kind of future that met their goals.”

Drawing on his mathematical and computer skills, Paul excelled at creating so-called decision trees, analyzing each potential choice a client faced and charting its chances of success or failure. “There literally were thousands of decisions that could be made over a long time frame. I showed the CEO how to get his arms around a very complex series of decisions, where to place resources, what kind of technology was required, what was the optimal management system to put over it. My work was both quantitative and qualitative, and involved making sure that the thought processes brought to bear were rigorous and  identified with precision the kinds of risks that were to be taken and the expected benefits that would be reaped.”

Now in his fifties, Paul Peterson is a tall, lean man with a full head of red hair. Before his muscle disease, he was a cyclist and lifted weights. His home in Connecticut bordered a forest, and he chopped his own firewood for a wood-burning stove, about eight cords a year. “I was in very good shape,” he told us. “Then in the summer of 2000, completely out of the blue, I lost weight, felt weak, had difficulty pushing hills on the bike. I’d never been sick before, so I just kept saying, ‘Well, it’s probably just stress, my recent divorce, the traveling with my job, no wonder I feel tired, no wonder I feel weak.’ It was an awful time. But finally, after almost a year, I went to see my doctor.” Over the course of the next year, Paul saw numerous specialists and had blood tests, X-rays, and CT scans. Despite the extensive evaluation, no one was able to make a diagnosis. “Finally, one of the doctors figured it out with a simple blood test, a CPK,” Paul said. “I had polymyositis.” Polymyositis is a disorder in which the immune system attacks the muscles, causing inflammation with the release of a protein called creatine phosphokinase, CPK. After two years of therapy with potent medications that suppressed the body’s immune reaction against his muscles, Paul improved.

The experience of this illness had a profound effect on him. “Here I saw doctors repeatedly failing to come up with my diagnosis. It turned out that it needed just a simple blood test. I passed by a lot of prominent specialists who didn’t see that.” While Paul had a good relationship with his primary care physician, he had scant trust or confidence in the medical establishment at large. “As a believer in rationality, in decision science, I would say I am a skeptic. A good Socratic skeptic.”

Paul tapped the keyboard again, printing out the spreadsheet and  graph, and arranged an appointment with the rheumatologist who was overseeing his treatment.

“I don’t make much of it,” the rheumatologist said, looking at the graph showing the recent rise in white blood count.

“But it’s two standard deviations above my usual mean,” Paul replied. “I realize it’s in the normal range, but that doesn’t seem to be normal for me.”

The physician examined him, but found nothing worrisome and then sent a repeat set of blood tests. The next morning, Paul heard that his white blood count was again normal, even slightly higher than the previous count. “I’m not concerned,” the rheumatologist said. “This is probably just a viral infection that bumped your white count up a bit.”

“I was clearly more worried about this than my doctor,” Paul told us. “I really pushed at that point to see a specialist, a hematologist. I mean, after having been sick so long with polymyositis, I didn’t want unknown things happening.”

The hematologist examined Paul and found nothing abnormal. Then he drew a blood sample and smeared a drop onto a glass slide. He studied it himself under the microscope and gave Paul a rational explanation for the changes in his blood counts.

“He told me I had chronic lymphocytic leukemia,” Paul said. “That I likely developed it because of my immune condition, and that taking those cytotoxic drugs, even in low doses, caused mutations in my blood cells. So after all those years of treatment, sometimes you come to understand the consequences of previous decisions.”

“Chronic lymphocytic leukemia is often a very indolent condition, not like other leukemias,” the hematologist explained to Paul. “It can be stable for many, many years without harming you. At this level of white count, and without any sign that it’s causing problems, I recommend that we watch you without any treatment.”

Paul listened but did not feel particularly reassured. “I’m a Buddhist. I am interested in Eastern ways of thinking, and I’m drawn to Eastern medicine. But here I decided that if this problem was going to be solved, it would be solved by Western medicine. Perhaps I’d modify that approach, complement it with alternative medicine if I needed to, but that would come later.”

As soon as he returned home from the appointment, he went on the Internet. He attacked the problem the same way he did in his work as a strategic planner. He tried to define each dimension of the disease—its cause, manifestations, degree of variability, therapies—and then worked to understand the multiple possible outcomes.

In Mary Frances Luce’s terminology, Paul Peterson represents the extreme of “vigilant decision making.” He was undeterred by the fact that he didn’t have a formal education in medicine. “I was educated through the experience of my polymyositis,” he told us. “Furthermore, I’m a scientist. I understand how research is conducted, what statistics show and don’t show. I was well aware of all the garbage that’s out there on the Internet. So I decided to go with top-tier journals, well-accredited papers, authored by specialists who are at recognized institutions.”

Paul found that one of the richest sources of research information was from the American Society of Hematology, the professional organization of clinicians and laboratory scientists who study blood diseases like chronic lymphocytic leukemia, also known as CLL. He went through scores of clinical trials, studied numerous protocols, assessed how many patients had been treated in each research report. In some instances, he recalculated the statistics from studies himself using different methodologies. “Often the sample size was relatively small, so you couldn’t really draw conclusions, even though the paper had statistics that claimed to be meaningful. I took those studies with a grain of salt.”

Like Julie Brody, who used her Rolodex of contacts to find the “best doctor,” Paul Peterson created his list of the “best” experts in CLL. He drew on the rosters of faculty at major cancer centers, then culled the list based on their authorship of articles in prominent medical journals. Paul identified three major cancer centers with experts in his type of leukemia who had published a substantial number of articles in recognized medical journals. Some of the best articles, he concluded, came from a major cancer center in the South. “What I really liked was that they compared the treatment protocols and outcomes of a number of different studies, taking a comprehensive approach, critically analyzing the pros and cons of the various therapeutic strategies.”

Paul Peterson is in that minority of patients, based on the 2007 survey, who selected a specialist based on information from the Internet. As it happened, his hematologist in Connecticut knew the expert in CLL at that cancer center. “This personal connection between them kind of added to my decision to get a second opinion there,” Paul said. As with Julie Brody, the personal endorsement from another doctor carried weight.

The next week, he traveled south to the cancer center. “It’s this huge complex,” he said. “You see cranes everywhere, and they must have a hundred thousand employees in the facility. I had this gut reaction that it felt like a center of knowledge and expertise.” But in his work as a strategic consultant implementing rational decision analysis, Paul had long ago learned to be wary of “gut reactions.” He continued, “I was impressed with the management, the way the schedule was already prepared for me. My three days were all set out by time, each appointment and test moving into the next. There was just this incredible efficiency, a sense that everything was well organized, ran smoothly. I said to myself, Okay, these people seem to know how to run patients through here. On the other hand,” Paul told us, “it was  very large, and that turned me off a bit. There were literally thousands of cancer patients moving through the center at any one time. Also you are walking through the corridors, seeing these people who are incredibly sick, and it’s not exactly an up experience.”

Paul went to wait in the phlebotomy suite for his blood to be drawn.

“Hey, darling—you, over there,” a plump, older woman in a white coat called out with a deep southern drawl. “Yes, you, Red. Come right here, darling, and sit down with me, and we’ll get this blood test done.”

Paul told us, “It’s just a simple experience like that—this woman was so nice to me, made me feel like an individual.” This mirrored what Julie Brody observed about her oncologist’s office and contributed to what she called “the best experience.” Paul elaborated, “It wasn’t just, Put your arm down, bam, bam, bam, draw your blood, and out you go. Little things like that made me feel that there was something special about the organization. Not that I was convinced everyone in the hospital would be like that. But it was a nice appetizer to go with the main dish, the hospital.”

The next day, Paul saw the doctor. This was the specialist in CLL who had published numerous reports of her own clinical trials and a critique of the field. She was middle-aged, dressed in a starched white coat, with a tall stack of papers on her desk. “I liked her style,” Paul told us. “All business.”

“I have all of your laboratory studies in front of me,” the doctor said. “Let me cut to the chase—it doesn’t look good.”

Paul was taken aback. “What does that mean, precisely?”

The doctor explained that an analysis of Paul’s abnormal white blood cells showed several markers indicating a poor prognosis. His CLL was likely to transform from its current indolent state into an aggressive and potentially lethal disorder.

Paul pressed the hematologist to translate her words into numbers: how likely, over what time frame? What are the trajectories based on a patient’s age, gender, time since initial diagnosis, and any other possibly relevant variables? And how good are the data? Paul told us that the specialist didn’t answer most of these questions precisely and closed the conversation by saying there was nothing to be done immediately except to monitor his white blood cell count even more closely. The specialist would work in conjunction with Paul’s local hematologist in Connecticut.

“I expected it would just be an informational visit,” Paul told us. “But it turned out to be much more than that.”

Paul was determined to maintain control over his care. He went back and read scientific papers about the kinds of genetic changes that occur in chronic leukemic cells that cause them to multiply rapidly and invade vital organs like the liver and kidneys, wreaking havoc with normal body functions. He went regularly to have his blood count checked and kept close watch on the results. As predicted, his white blood count rose from 10,000 to 20,000 and then reached 30,000. “The hematologist reassured me. He didn’t seem at all worried. And I felt fine,” Paul recalled. His reading on the Internet confirmed that these white blood cell counts are not routinely treated, since they do no harm. Some seven months later, sitting with the doctor, Paul learned that his total white blood cell count was now just above 50,000.

“We should begin treatment this week,” the hematologist said.

Paul told us that “I just walked in for a visit, expecting that we were just watching my blood count, waiting. No one had given me any sign that once it topped a particular number that we somehow passed the threshold. That threshold was in my doctor’s mind; I didn’t know it existed. I was totally unprepared to hear this. I had recently remarried, and I was planning a vacation with my wife.” Paul said he was “completely surprised. And this was just the first of a long series of surprises.”

Paul asked the hematologist, “Why exactly now ? What were the criteria that necessitated treatment?” He was seeking a clear and cogent rationale based on data.

“My sense is once your count doubles this quickly and goes north of 45,000,” the hematologist replied, “it’s best to begin.”

Paul bristled at the inexact nature of the response. “I felt like it was presented as if I had no choice. Of course, I could have declined chemotherapy. But then what? It was, ‘This is what you do, and by the way we are starting in three days.’ It really bothered me that the decision rules they were using weren’t apparent to me. That’s a better way to put it. They had made decisions when I didn’t even know the decision was coming. And that was that. I didn’t like it. I’m a person who spent his life studying decision making. I would like some warning, telling me, ‘We are approaching a place where I’m thinking that we may have to begin treatment,’ rather than, ‘You have three days and you are into chemotherapy.’ Because you don’t know what that’s going to mean. I read all the horror stories, blogs about side effects, how you lose your hair, you’re going to be nauseated, and you can bleed. It hit me like a ton of bricks.”

He knew from his research on the Internet that cancer centers often differed from one another in the protocols they favored. Until this point, Paul had felt in control, with a clear understanding of the plan—observation without treatment. Now the ground had shifted suddenly beneath him, and he couldn’t get his footing. The hematologist explained that he would be using the protocol recommended by the cancer center where Paul had been evaluated. The doctor gave him information sheets for each drug that he would be taking. “I knew this protocol was the gold standard; I had read about it.” Paul’s sense of control returned.

He received several cycles of treatment, and for some six months, his leukemia was contained. But then, as predicted, his disease took a  more aggressive form, unresponsive to a series of chemotherapy regimens. The specialist at the cancer center proposed that Paul undergo a bone marrow transplant. Here, a donor whose marrow was genetically compatible with Paul’s would be found, hopefully a family member. The stem cells from that donor would be infused into Paul and would migrate into his bone marrow after it had been cleared of cancerous cells by high-dose chemotherapy and radiation. In essence, this is a medical resurrection, treating the patient with lethal doses of drugs and then rescuing him with the primitive stem cells that will grow and develop into all of the blood components.

“The doctors present the transplant to you as though it is a decision,” Paul said. “Well, I think it’s really a pseudodecision. When they asked if I wanted to have a bone marrow transplant, I answered, ‘What else is there?’ They said, ‘Well, you have to have it,’ so then the decision was like, ‘Well, is it a transplant or is it death?’ There was no spectrum of options, no real decision trees. It was transplant or die.”

Paul traveled again to the cancer center. He was admitted to the hospital and began the arduous preparation for the transplant. “They make believe that the patient has some level of control,” Paul said. “But I think it’s an illusion. There are literally hundreds of decisions being made without my knowledge.” As opposed to the printed schedule he received on his first visit as an outpatient, with a seamless transition from one test and appointment to the next, now he found himself as an inpatient essentially at the mercy of a large, impersonal institution. “All of a sudden, a transport person would arrive and take me for an X-ray, and I had no idea that an X-ray had been ordered. Or they would repeat blood tests in the afternoon, when I wasn’t expecting to be stuck again. Then I’ll tell you about a decision that just irked me. It just irked the heck out of me. The decision was made that I needed intravenous fluids, hooked up to an IV twenty-four hours a day, liter bags changed promptly at ten o’clock each morning. But then I was  gaining weight, and sure enough, the bags of fluid continued to be hung there. No one questioned this. Once the decision was set into motion, there was no stopping it. I ended up gaining fifteen pounds, all fluid, and I had been in the hospital only a week.” Paul asked one of the young doctors on the team if he really needed all this fluid.

“It’s our protocol,” he was told.

“What might seem like a very trivial decision, turned out to have a really negative effect on me.” Paul’s legs and thighs swelled and then his belly. “I was the victim of a rigid protocol. They want you to believe that you have control. But when you walk into a hospital environment, with these types of protocols, there is no control.”

Several days later, the hematologist arrived with an informed consent document for Paul to sign. This listed the reason for the transplant and described the side effects expected with the procedure. “There is this pretense, this sort of minuet between the doctor and the patient, making believe they’re involved in a rational decision, but they’re not, really.

“The rules I had used in business no longer applied,” Paul explained. He listed for us the underlying assumptions needed to make a medical decision in the same rational way he advised companies on a strategic decision. “The first assumption is that each aspect of the disease is well-defined and understood. Next, that all elements of information are available and considered. Third, the doctors and the patients have the same well-formulated goals. Fourth, all solutions and treatments have been considered. Fifth, every consequence of every treatment is well understood. And sixth, the outcome of every treatment can be evaluated using objective criteria.”

The sixth assumption was the most problematic. “In business, the outcome can be assessed objectively, in terms of dollars. If we were to rationally assess options A, B, and C, each a particular path for the company, then to make the best decision we need to compare A, B,  and C on a dollar outcome basis. That is, each outcome is measured using the same objective criterion—money.” But when the doctors talked to Paul about undergoing a bone marrow transplant, he realized that these business-derived assumptions could not be applied. The nature of the outcomes could not be measured objectively.

Paul told us, “Clinical medicine is an area that moves away from clarity, an area that I think of as having higher uncertainty. You can’t really make rational decisions in this world. Doctors like to have what I call a ‘badge of rationality,’ because it gives them authority, and they try to appear competent for the patients. It’s really unsettling for the doctor to be uncertain, and even more disturbing for the patient. I keep in my head a whole list of synonyms for uncertainty: unsure, skeptical, unreliable, fickle, capricious, indecisive, controversial, vague, indefinitive. I mean, are those labels you want to apply to your doctor? So I think that even if the situation is highly uncertain, they go out of their way to appear certain, to ooze rationality.”

One of the major risks of a bone marrow transplant is “graft versus host” disease. This occurs when the bone marrow from the donor, grafted into the host’s body, treats the host’s tissues as foreign. The new, transplanted blood cells then attack the host’s skin, bowel, liver, and other organs. Paul already knew that the transplanted donor cells could attack and damage parts of his body. The consent form stated that his skin might become so inflamed that it could slough off; he could suffer intense diarrhea; his liver might fail, sending him into a coma. But the attack of the transplanted cells, “graft versus host,” could be partially tempered with powerful and potentially toxic medications.

“How could I assess what it means to have graft-versus-host disease as an outcome without ever having experienced it?” Paul asked rhetorically. “So I’m thinking, How do I evaluate it? How do I measure the severity and impact on my quality of life as an individual? They told me I had a 50 percent chance of getting graft-versus-host disease, with a 10 percent chance of it affecting my liver, a 40 percent chance hurting my intestine, a 30 percent chance involving my skin. I have no way to understand what that all means.”

Paul pointed out that as opposed to money, which is an objective outcome, there is no objective measure for the experience of graft-versus-host disease, either immediately or over time. “When I say over time, it means that having a complication like skin or liver or intestinal toxicity is not a static experience.”

Paul went ahead with the marrow transplant. The procedure itself was successful, but he is living with graft-versus-host disease. Paul was familiar with the three methods of assigning a “utility” to your state of health—the 0 to 100 scale, the time trade-off, and the standard gamble. He echoed the views of numerous researchers that no method captures the dynamic nature of living with illness. “Some days it is better, some days it’s worse. I take medications for it, so that it fluctuates in terms of severity. And, of course, I’m experiencing the side effects of those drugs. Some days they are mild, but other days not. I’m nauseated, fatigued, have no appetite. So for me to have been able to sit at point zero, looking down the pike at a bone marrow transplant and the real risk of graft-versus-host disease, and make a truly rational decision, like in economics—it just couldn’t be done.”

Considerable research points to the wide gulf between imagined and actual quality of life. A remarkable study assessed well-being in two groups of people: lottery winners who had just received a windfall of money and accident victims who had just become paraplegic. Not surprisingly, the two groups reported vastly different levels of well-being, with lottery winners exhilarated by their good luck and accident victims terribly depressed at their immobility.

But two years later, the levels of happiness of these markedly different groups were both similar to that of the control subjects. There are two explanations for this surprising finding. The first is the “contrast effect.” We experience our current state more profoundly when we contrast it with how we were most recently. Someone who is not rich on Tuesday and wins the lottery on Wednesday profoundly experiences the sharp contrast in the immediate rise in his net worth. Similarly, a person who was dancing Saturday night and then hit by a drunk driver on the way home, waking up in the hospital on Sunday morning unable to move her legs, experiences her paralysis in a most devastating way. But over time, the lottery winners find that subsequent events, like buying a new car or taking a vacation to an exotic locale, don’t have the same impact and frisson as that exhilarating moment when they won the lottery. Paraplegics experience subsequent events in an opposite way. Attending a family milestone, like a child’s wedding, or competing in the wheelchair division of a marathon is experienced as a joyous triumph.

Along the same lines, many psychological studies show that we regularly underestimate our ability to adapt. People without a disability rate the “utility” or “value” of life with a particular medical problem significantly lower than those who actually live with the disability. For example, blindness is thought to be much worse by those who have sight compared with those who have lived without sight for many years. The same is true of a colostomy after bowel surgery. Most healthy people recoil at the idea of such an outcome and assign a lower “utility” or “value” than those who have one, who see their quality of life as much higher. Human beings are extraordinary in their skill at adapting, finding “value” in their lives, drawing on untapped reserves of resilience.

“I mean, the quality of my life now compared to what I had before I developed muscle disease might be considered very poor,” Paul told us. “But you know, I wake up every morning and I’m happy to be here. It’s great. You know, I’m just happy to be able to do what I do. When I was healthy, I probably would have said I never would want to live this way. Life is still a miracle.”




Eight

End of Life

Traditionally, physicians and families shielded patients with life-threatening conditions from candid conversations about dying. Doctors or families often made decisions to continue or to stop treatment without consulting the patient. In 1983, a presidential commission released a landmark report entitled “Deciding to Forgo Life-Sustaining Treatment,” which called for a change in this approach to care. The report urged doctors to speak directly with patients about CPR, intubation, and other aggressive measures that could keep a patient alive. The advance directive, or “living will,” provided a framework in which patients could specify their own preferences about what care they wanted or would forgo when faced with a life-threatening disease, and such directives became widely adopted. This document also designated a family member or friend to serve as a surrogate should the patient become incapacitated and unable to make decisions for herself. Underpinning the living will was an assumption that much of the complexity and stress of making decisions  about intensive treatments would be solved by specifying one’s wishes in advance. But considerable research has since raised doubts about relying on advance directives.

 

 

Mary Quinn had planned every detail of her funeral down to the clothes she would wear in her casket. When she was sixty-four years old, a librarian living in Wisconsin, she had been told that she had three to six months to live. That was ten years ago. The diagnosis was cancer of the bile ducts, a tumor that rarely is cured by chemotherapy or radiation. A slim woman of medium height, with sparkling blue eyes and graying blond hair, Mary had never been seriously ill. Her parents had emigrated from Ireland and made their way to America in the aftermath of World War I. Mary and her husband were high school sweethearts, married when he was discharged from the army, and they had raised three daughters and a son. She was devoted to her family. Mary was the matriarch, running her household, and guiding the children’s education. She worked in the town library, where she took particular pleasure in helping young people discover books that she believed would speak to them. A woman of deep faith, Mary attended mass every Sunday, and on Thursday evenings she prepared and served meals in the parish soup kitchen.

“She was the eternal optimist,” her daughter Deidre told us. “If the house was on fire, then my mother would say, ‘We’ll be warm for the winter.’”

After the diagnosis of incurable biliary cancer, Mary told her family that she was ready to die: “I’ve had a great life.” This was the way of the world, she said, a fact that everyone would someday face. But Deidre insisted on a second opinion and took Mary to another medical center, where the doctors offered an experimental therapy. After an operation that removed some of the cancer around the bile  ducts, a catheter was placed, and chemotherapy was infused directly into the remaining tumor.

“It was like a miracle,” Deidre told us. The cancer decreased dramatically in size. And for some eight years, the tumor didn’t disappear, but it didn’t grow, either. After the treatment, Mary retired from her job at the library, yet she seemed to be busier than ever. She volunteered at the local public school to assist in a reading program, organized a clothes drive each autumn at her church, and spent more time taking care of her grandchildren, lightening the load on her daughters.

But as the eighth year of remission drew to a close, she fell ill. It began gradually as discomfort in her right side, and then she developed fevers. The doctors performed blood tests and repeated her scans. The picture of her liver had changed. The doctors detected multiple new small, oval areas in her liver, which appeared to be abscesses.

Mary entered the hospital and was treated with intravenous antibiotics. The therapy seemed to improve her symptoms; her fever abated, and her energy level improved. She returned home. But after several months, the fevers and fatigue returned, and repeat tests showed more oval areas in her liver that were likely pockets of infection. Over the course of the next five months, Mary entered the hospital twice more for intravenous antibiotics. After each discharge, Deidre told us, Mary was weaker, forced to give up her volunteer activity at school, unable to stand on her feet to serve meals at church. She hardly had enough energy to read and spent most of her days in bed, dozing. Her world had begun to telescope, and Mary, still the family matriarch, gave clear guidance to Deidre and her siblings.

“She reminded us all that she did not want any heroics,” Deidre recalled. “She said she was ready to die when her time came. And that she wanted to die at home, with dignity.”

On her fourth admission to the hospital, intravenous antibiotics failed to bring down Mary’s fever and shrink the abscesses. The doctor  suggested a drainage procedure, where a needle would be placed into several of the pockets of infection and the pus drained. Mary agreed. At first the procedure seemed successful, and her fevers abated. But after several weeks at home, her temperature rose again, and she was readmitted to the hospital. A repeat scan showed that the abscesses were enlarging. Her doctors also saw what they called “shadows,” and it was difficult to tell whether these dark areas in the liver were from the cancer growing or from the infection—or both. Again the medical team performed a drainage procedure, and Mary returned home.

Mary now spent nearly the entire day in bed, often dozing off after reading just a page or two of one of her favorite novels. “It seemed to us that the quality of her life was being lost,” Deidre reflected. “But then, small things seemed to make her so happy to be alive.” On one occasion, Deidre told us, she had baked blueberry muffins and brought them over, still warm, to Mary.

“She took a bite, and her whole face brightened. ‘Oh, a muffin—look at that—with blueberries—and such blueberries!’ It was as if I had painted the Mona Lisa, she took such pleasure in it.”

This time, Mary’s stay at home lasted less than a month before she was admitted once again to the hospital. Deidre arrived in the evening and sat at her bedside, reading out loud a fiction piece from a collection by one of Mary’s favorite authors. Mary fell asleep during the story. Deidre sighed, then closed the book.

A few minutes later, Mary awoke. “It’s getting harder and harder, Mom. How do you see things?” Deidre asked.

“I want to keep trying,” Mary replied. “I want to fight.”

“We were all shocked and confused by what she said.” Deidre told us that she and her family were expecting that Mary would reiterate her earlier wishes and firmly decline more treatment. “But she became defiant,” Deidre told us. “And she was as clear as ever. It wasn’t  that she was confused, or on any medication that could account for her change.”

 

 

In 1995, researchers published results from a nationwide project termed the “Study to Understand Prognoses and Preferences for Outcomes and Risks of Treatment” (SUPPORT). The aim was to rigorously evaluate measures that would improve end-of-life decision making and reduce the number of patients dying in the intensive care unit, on ventilators, and in pain. There were nearly five thousand patients in the study, with a range of illnesses that often are fatal: not only widespread cancer, but also acute respiratory failure; sepsis with shutdown of multiple organs like the liver and kidneys; coma; chronic lung disease like emphysema; congestive heart failure; and cirrhosis of the liver.

Patients were randomly assigned to an intervention group or a control group. The control group of patients received the usual care. The intervention group received usual care, but in addition patients were assigned a skilled nurse. The nurse provided “timely and reliable” information to both physicians and patients about the prognosis of the illness and expected length of survival. She also helped elicit the preferences of patients and their families about whether they wanted further treatment. The researchers noted that the nurse undertook “time-consuming discussions, arranged meetings, provided information, supplied forms, and anything else to encourage the patient and family to engage in an informed and collaborative decision-making process with well-informed physicians.”

The results of the study were deeply disappointing. The concerted intervention of trained nurses failed to improve end-of-life care. Specifically, the level of pain and number of days spent in the  intensive care unit, in coma, or on a ventilator before death was the same in both groups. Further, researchers concluded that advance directives did not consistently improve decision making by patients and family members about end-of-life care.

What accounts for these disappointing results? Research done over the years following the SUPPORT project shows that the reason advance directives prove less useful than once thought is, in part, because a person’s wishes about treatment often fluctuate over the course of an illness. Mary Quinn was far from unusual in changing her mind.

Dr. Terri Fried of Yale University, an expert in end-of-life decision making, documented how preferences change in a study of 189 patients over a two-year period. As in the SUPPORT study, these patients had conditions typically seen at the end of life: heart failure, cancer, and chronic lung diseases like emphysema. Although many had been hospitalized in the previous year and some had even been in the intensive care unit, most of the patients rated their current quality of life as good. These patients were repeatedly interviewed about their wishes to undergo medical interventions like intubation and being placed on a ventilator and their willingness to undergo a treatment that would prevent death but might, or might not, leave them bedridden or with significant cognitive disability.

Nearly half of the patients were inconsistent in their wishes about their treatments. Although more people whose health got worse over the two-year period showed shifting preferences, even those whose health was stable changed their wishes. Completing a living will or advance directive had no effect on whether they maintained or shifted their initial thoughts about what therapies they wanted.

For that reason, Dr. Rebecca L. Sudore of the University of California at San Francisco, with Dr. Fried of Yale, wrote in the Annals of Internal Medicine in 2010 that the “planning” in so-called advance care planning needs to be redefined: “The traditional objective of advance care planning has been to have patients make treatment decisions in advance of serious illness so that clinicians can attempt to provide care consistent with their goals.” But such advance directives “frequently do not . . . improve clinician and surrogate knowledge of patient preferences.” The “traditional objective of making advance decisions,” setting out a path that physicians and family members can follow in order to honor the earlier wishes of the patient, is a “fundamentally flawed” objective. Dr. Muriel Gillick, a geriatrician at Harvard Medical School and researcher in end-of-life care, wrote that same year in the New England Journal of Medicine, “Despite the prodigious effort devoted to designing, legislating, and studying advance directives, the consensus of medical ethicists, researchers in health care services, and palliative care physicians is that the directives have been a resounding failure.”

Patients deviate from their own advance directives because, like Mary, they often can’t imagine what they will want and how much they can endure when their condition shifts from healthy to sick and then to even sicker. As Sudore and Fried noted, “Individuals have difficulty predicting what they would want in future circumstances because these predictions do not reflect the current medical, emotional, or social context.”

Why is it so difficult for us when we are healthy to imagine the future under difficult circumstances? Sudore and Fried suggest that “one major determinant of changing preferences is adaptability. Patients often cannot envision being able to cope with disability and report the desire to forgo aggressive treatments in such states. However, once patients experience those health states, they are often more willing to accept even invasive treatments with limited benefits.”

In addition to underestimating our ability to adapt, two other cognitive influences are at work. First is focalism. This refers to a narrow focus on what will change in one’s life while ignoring how much  will stay the same and can still be enjoyed. Mary originally thought that life wouldn’t be worth living if she was bedridden. And indeed when she became ill, her family, being healthy, viewed the quality of her life as so poor that it didn’t seem worth continuing. But Mary found that she could still take tremendous pleasure in even the smallest aspects of living, the taste of her favorite muffin, served warm, prepared by her devoted daughter. She wanted to go on living, despite once imagining that she would not.

Second is what we term “buffering.” People generally fail to recognize the degree to which their coping mechanisms will buffer them from emotional suffering. This is because such coping mechanisms are largely unconscious processes. Denial, rationalization, humor, intellectualization, and compartmentalization are all coping mechanisms that can help make life endurable, even at times fulfilling, when we are ill.

The will to live, under even worsening conditions, is very powerful.

 

 

Mary’s fevers continued. A repeat scan of her liver showed that the abscesses had grown larger, their walls thicker, and more “shadows” filled their centers. The resident doctor showed Deidre and her family the images. Deidre asked the resident if this could be a growing tumor rather than just infection. “We really don’t know,” he replied.

In the early evening on the second day of Mary’s treatment, a hospitalist came to her room. Hospitalists are physicians who are trained in inpatient medicine, and over the past few years they have increasingly assumed the care of people who are admitted to the hospital. Deidre and her father were at the bedside when she entered, a young woman in her early thirties. “How are you feeling today, Mrs. Quinn?” she asked.

Mary responded, “Not so well today, Doctor.”

“I’m sorry to hear that. You know, we are trying to treat your infection, but we don’t seem to be making progress,” the doctor said. “We need to know how much more you want done.”

Deidre’s father looked away, and Deidre saw his eyes well with tears.

“Why can’t you treat my infection?” Mary asked.

The doctor explained that Mary had received multiple different antibiotics over the past several months, and the antibiotics weren’t working anymore. She continued that they weren’t sure whether the new ones they were now administering would succeed since the bacteria may have changed and become resistant to the drugs. Furthermore, the antibiotics might not be getting into the abscesses.

Mary listened quietly, then said, “Can you drain the abscess again? That helped before.”

“Yes, we could try that, but it may not work,” she responded. “From the scans, it also seems as if the cancer may be starting to grow again,” she added.

Mary’s face took on a tight and determined look; she fixed her gaze on the physician. “I want to be treated.”

“Okay, then,” she said. “We will keep going.”

“It seemed like Mom was going against everything that she had told us before.” The family was distraught and confused by this change, Deidre told us. “She had said no heroic measures, and that she wanted to die with dignity, not be in the hospital, to spend her last days at home. Now, she was agreeing to more procedures, more needles.”

The morning after Mary told the hospitalist that she wanted to keep going, her oncologist visited her. This specialist had treated her over the years and knew the family well. He and Mary were very fond of each other.

“How is that novel?” the oncologist asked, picking up a book from her nightstand. “It got great reviews.”

“I’m too exhausted to read,” Mary replied. “But I’m hoping to catch up once I go home.”

Deidre was sitting near the head of the bed. Mary turned toward her daughter. “Don’t forget that Sean’s birthday is next week,” Mary said. “Dee, pick up that book we talked about. He’s expecting it from Grandma.” Deidre said she would.

“Mary, I heard that you’re thinking about your wishes, what makes sense for you now,” the oncologist said. Like many oncologists, he was trained in what the end-of-life specialists term “the conversation.” He had acquired skills to gently but clearly focus his patients on understanding their circumstances and better delineating their preferences.

“Mary, I understand that you said you want to continue with antibiotics for now.”

Mary nodded. “Yes. I do.”

“I understand your wishes. But if circumstances changed, like you were to go into a coma, would you want us to sustain you?”

Mary didn’t answer right away. Her eyes turned toward Deidre and then focused back on the oncologist.

“No. I wouldn’t want that.”

“Would you want us to keep you on a ventilator if you couldn’t breathe on your own?”

Mary shook her head. “No.”

“At that point you’d want us to focus on comfort, to make sure that there was no pain, and that everything was, as you told me before, dignified.”

Mary’s eyes filled with tears. Deidre stood up, took a tissue from the bedside table, and wiped her mother’s eyes.

“I want to live,” Mary said. “I want you to keep trying to get rid of these infections.”

“I understand. We will do our best,” the oncologist assured her.

Deidre walked with him into the corridor, out of Mary’s earshot. “I can’t believe that she wants to keep going,” Deidre said. Mary’s medical team had proposed again attempting to drain the largest abscesses and also to obtain a biopsy to assess how much cancer might be present in the lesions. “Do you think she should do this?” Deidre asked.

“I think it’s worth her undergoing the procedure, so that we can find out where we stand,” the oncologist said. “If there is extensive regrowth of cancer, this will help tell us whether we should push on or not. I’ll come back tomorrow and we’ll all talk again.”

Not long after the oncologist left, the gastroenterology fellow came to obtain an informed consent for the procedure. He paused, looking at Mary’s wasted form, dwarfed by the hospital bed. Deidre said, “You know, she was a librarian for forty years. Just an amazing woman.” The doctor nodded. “She raised four children, three daughters and a son,” Deidre continued, “and now she has seven grandchildren. One of them has a birthday next week.”

Deidre told us, “I always wanted to bring a human face to people about who she was. This is my mother, a person and not just a patient. Because it can get just to be that way, patients all hooked up to machines, nurses and doctors doing a job.”

Not long after the young doctor left with the form signed by Mary, a case manager entered the room. Mary was sleeping, so the case manager and Deidre moved into the hall. “I’m arranging the transfer for Mrs. Quinn to a rehabilitation facility,” the woman said.

Deidre was shocked. No one had ever mentioned discharging Mary from the hospital and transferring her to another facility. “My  mother doesn’t want to go to rehab,” Deidre told her. “We want to bring Mom home.” Deidre told us that the manager said flatly, “‘Well, you’ll never be able to care for her at home.’ And I said, ‘Well, we’re going to figure something out.’

“Mom had told my father that she wanted to die at home,” Deidre recalled. “This news would have made my mother even more upset than she already was. We decided we didn’t have to talk about it right then.”

A half hour after the news about transferring Mary to a rehabilitation facility, a transport person arrived, saying, “Hi, Mrs. Quinn, I’m here to take you downstairs for your procedure.”

“That day, I felt everything slipping away from any sort of rational progression,” Deidre said. “All sorts of things were happening that we weren’t aware of. And it felt like we couldn’t get a handle on who was in charge or what was going on. It seemed like decisions were being made automatically.”

Deidre had another observation to share with us: “There just is this massive bureaucracy that hospitals have become. It seems so crazy, you are sort of caught in a whirlwind. And sometimes it’s like, ‘What’s going on here?’ And there were times when there was just no clear communication, when everything felt so out of control.”

Mary was taken to the procedure suite. She’d been given a mild sedative, and she soon fell asleep. The liver specialist cleaned her skin and then, under ultrasound guidance, he inserted a needle into one of the large cavities. Almost immediately, Mary began to gasp for air. The doctor put an oxygen mask on her face, then listened to her heart and lungs. Within short order, the reason for her respiratory distress became clear: He had punctured her right lung when he inserted the needle into her liver. Although uncommon, this is a known risk of this procedure.

The liver specialist checked her orders; there was no “Do Not  Intubate” directive. The code team was paged—residents came rushing in. A breathing tube was placed into Mary’s trachea. A surgical resident sliced between her ribs and inserted a chest tube to reexpand her lungs. Mary was rushed to the intensive care unit.

Deidre, her father, and siblings were awake all night in the family room next to the ICU. The nurses told them that Mary had not woken up since the lung collapse. It was still unclear why she hadn’t regained consciousness. Shortly after noon, the oncologist visited and told the Quinn family that the liver biopsy showed “extensive cancer.”

“I’m so sorry this complication happened,” the oncologist said. “But I think the procedure was important, that it was worth doing, because now we know where we stand.”

Deidre told us that her father felt “paralyzed,” and although he was the health proxy, he was so distraught that he could hardly speak.

Mr. Quinn couldn’t stay and watch his wife die. “It was too hard for Dad,” Deidre said, “so I told my brother to take him home. Not to worry. We girls would be with her.” One of Deidre’s sisters went to her car and got the rosary beads that Mary had given her as a child. Another sister had brought the handkerchief that Mary had embroidered for her and she had carried all through her growing years.

“It’s funny how you revert,” Deidre said. “We all sat there with Mom. It was as if we were all back in elementary school together. My sister started saying the rosary, and my other sister held on tight to the hanky. We all grew up in the same house, the three of us shared a room, and we were all there together.

“We decided together to take her off the ventilator,” Deidre told us. “Now that we knew that the cancer was back in force and she was unconscious. The conversation with the oncologist helped clarify things for us.”

Mary was still unconscious when she was taken off the ventilator. Within a minute, her chest began to heave and she was gasping for air.  The nurse gave Mary morphine. “If you had asked me five years ago, could I be in the room and watch my mother die, I would have said, No. But somehow I found I was able to do that, even though it was horrific. When they took the tube out, I heard those noises, Mom gasping, her arms flailing. It was so horrible. I could do nothing but weep. But that was very cathartic. So that surprised me on a personal level.” Over the course of several hours, the gasping slowed. Mary died just as the sun was setting.

 

 

After Mary’s death, Deidre spent much time reflecting on what had happened. We asked her if another loved one became seriously ill, would she handle things any differently from the way things had gone with her mother? “I want to shout out and say, ‘Yes!’” Deidre replied. “We thought we had had the conversation, but we hadn’t. We thought we agreed on no heroics—that everything would be clear. But it wasn’t. It was such a struggle for me, and looking back, I feel guilty that I never had an open conversation with Mom about palliative care, instead of one more procedure to try and poke a hole in her liver, and drain it and get rid of the infection. My biggest struggle personally is that that kind of conversation was never held.”

A study published in 2010 in the New England Journal of Medicine evaluated the potential benefit of early introduction of what is called “palliative care.” This involved “specific attention” to assessing “physical and psychosocial symptoms, establishing goals of care, assisting with decision making regarding treatment, and coordinating care on the basis of the individual needs of the patient.” All these patients had newly diagnosed metastatic lung cancer. They were treated at Massachusetts General Hospital but weren’t hospitalized. Rather, they were living at home. The patients were randomly assigned either  to receive usual care or to receive usual care and palliative care. Those assigned to the palliative care group met at least monthly with specialized physicians or nurses. The results of the research showed that patients receiving palliative care chose less aggressive therapies but nonetheless lived longer, some two to three months, and had somewhat better quality of life. In the editorial accompanying the article, Drs. Amy Kelley and Diane Meier of Mount Sinai Medical Center in New York noted the “salutary effect” of additional time with and attention from physicians, nurses, and other health care professionals.

The need to provide more individual attention and spend more time with very sick patients will collide with a modern medical system that increasingly rewards “efficiency.” Prominent health policy planners, and even some physicians, envision the hospital and its clinic as a factory and assert that medical care should be delivered in an industrialized fashion. Visits with patients are shaved down to a few minutes; conversations are structured to meet standardized protocols and quality measures. But the difficult and often changing decisions patients make about what and how much more to do in the midst of a life-threatening condition are not “products” that “efficiently” roll off an assembly line. Guiding a patient and her family as she nears the end of her life is neither an easy nor an efficient process. It takes time and effort because it is not direct, not linear; it involves much back-and-forth discussion, often without coming to a decision or, after deciding, reversing that choice and then later changing choices again. This new medical system might be more efficient in delivering certain types of care, but it often ends up not caring for the patient.

Time isn’t the only barrier to helping a very sick patient understand her condition and clarify her wishes about treatments. Deidre considered how many issues made it difficult to have a conversation with Mary about palliative care. “I think we never had a real talk about  dying because she wanted to protect my father. She was the matriarch, she was the strong one, and somehow I think she was afraid that if it was out in the open, he just couldn’t handle it. But I also think it was her will to live. And her faith. She just wasn’t ready to die.”

Mary Quinn changed her wishes about intensive measures during the course of her illness, like half the patients in the Yale study by Dr. Terri Fried. But the other half held fast. Like those patients, Ruth Adler did not change her mind.

 

 

Ruth Adler had also planned her funeral down to the last detail. She had selected the rabbi who would preside, the psalms that would be read, the music that would be sung. That was also ten years ago. Now seventy-five years old, a petite woman with a crown of thick white hair in a youthful pageboy cut, she lived just outside Washington, D.C. A homemaker who was active in her synagogue and community, Ruth was long familiar with medical illness. As a child, she’d had kidney ailments that required repeated surgery. Her youth was marked by many months in the hospital and winters with cousins in Florida in the belief that the warm climate would help her heal. As an adult, Ruth ate a healthy and balanced diet, was meticulous in how she took medications, and believed in doing the maximum to avoid problems. Her daughter, Naomi, told us, “My mom was all about maintenance and prevention. She always wanted to do everything right.”

At the age of thirty, Ruth was diagnosed with breast cancer. She underwent what was then the most aggressive therapy, a radical mastectomy, followed by intense radiation treatments that burned her chest wall. In addition, both ovaries and uterus were removed. Her breast cancer never returned, but she was left with burned, scarred skin on her chest wall.

Ten years ago, at the age of sixty-five, Ruth fainted while shopping in a local supermarket. She was taken to the emergency room and found to have aortic stenosis, a narrowing of the aortic valve in the heart, which limits the amount of blood that can be pumped out to the brain and other organs. Ruth was evaluated by a cardiologist and a cardiac surgeon. Both agreed that her condition required open heart surgery to replace the diseased aortic valve with an artificial valve. But the operation was even more risky than usual because the incision would have to be made through the irradiated skin and might not heal.

Naomi told us, “She knew it was serious surgery, and she prepared the family by saying that she didn’t want to live debilitated in any way.” Before the operation, Ruth designated her husband, Naomi’s stepfather, as her health proxy. She also drew up an advance directive, specifying that there were to be no heroic measures and no effort at resuscitation.

After Ruth’s surgery, her doctors strongly advised her to go to a rehabilitation facility for a few months, but she adamantly refused. “She said she won’t ever go to rehab. That was totally against how she wanted to live,” Naomi said. Ruth insisted on going directly home to recuperate. The incision over her breastbone never fully healed. Ruth consulted with her cardiac surgeon and a plastic surgeon, who agreed that she needed to have reconstruction, with a muscle flap taken from her back and grafted onto the skin that hadn’t healed.

“Mom flat-out refused,” Naomi said. Instead, she followed a naturalism orientation. “She did positive imaging, focusing her mind on the area that wouldn’t heal,” Naomi recounted. “And a friend of hers went to a special beach and brought back seawater that Mom bathed the area in. After a few months, it closed.”

Never one to mince words, Ruth told Naomi that she was “tired from all the surgery and hospitalizations and never wanted to go to  the hospital again.” She wanted to do everything possible to stay healthy enough to be present for joyous occasions with her family. But she was clear in her limits.

When Ruth was seventy-four, she went on a long-planned trip to China. She was fascinated by the East, was thrilled to tour the Forbidden City in Beijing and climb to the top of the Great Wall. When she returned home, she told Naomi that she was happy she’d made the journey, but she just wasn’t feeling well. She had developed a persistent nagging pain in her chest. Her primary care doctor ordered X-rays. A wire placed to close the breastbone at the time of her heart surgery had now loosened.

“After that, she had good days and bad days,” Naomi said. “She struggled to live with the pain. She did not like pain medication, not at all; she said it made her feel druggy.”

Over the next year, Naomi found Ruth spending much of her time in bed. “This was not my mother,” Naomi told us. Ruth was the one who organized events for the sisterhood at the synagogue. She also kept track of members of the congregation who were ill, writing them notes wishing them a rapid recovery; if she knew the person, she would call and offer words of encouragement. But Ruth was finding it harder and harder to keep up these activities. Then, in early winter, Naomi called on a Saturday afternoon to check on her mother.

“I feel terrible,” Ruth said. “I couldn’t go to shul. I need to see my doctor.”

Naomi reminded her that it was the weekend. If she needed to see a doctor, she’d have to go to the emergency room.

“Then take me,” Ruth replied.

Naomi was shocked, “because I knew how much my mother hated the hospital. Whatever was going on had to be serious.”

Naomi picked up Ruth at her home ten minutes away. Ruth gave her a weak hug and planted a kiss on her cheek, as she always did when  they met. Naomi tried to keep one eye on Ruth and the other on the road as she drove to the hospital.

“I don’t know what’s wrong, but something is really wrong with my mother,” Naomi told the triage nurse. In short order, Ruth was taken into an examination room, where her blouse and slacks were removed and replaced by a hospital gown. The nurse checked her blood pressure, then took it again.

Ruth was sitting on an examination table, staring intently at the nurse. “Why are you checking my pressure again?” Ruth asked.

“You might feel better lying down,” the nurse said. “Your blood pressure is extremely low.” The upper number is normally 120; Ruth’s pressure barely reached 70.

Naomi retreated into a corner as the room quickly filled with medical personnel. A technician placed an IV line into Ruth’s arm, while EKG leads were applied to her chest, arms, and legs. She was then examined by a young doctor who introduced himself as the ER attending physician. “I feel terrible,” Ruth told him.

The doctor asked, “Are you having any pain?”

“Not really. Well, I do have this pain over my breastbone, but I have had that for months,” Ruth said. “I just feel awful, so awful.”

The doctor explained to Ruth that she was on the cusp of going into shock. “You don’t look sick, but you are,” he said. “And we need to know your wishes if something would happen, if your blood pressure were to fall even lower.”

“I have an advance care directive. My daughter can give you that, although I think it’s already in my medical record,” Ruth said. “And my husband is my health care proxy.” She paused and then trained her eyes directly on the doctor’s. “I do not want any artificial assistance, none at all.”

Ruth turned to Naomi and said, “Are you ready to lose me?”

Naomi’s eyes filled with tears, and she gripped her mother’s hand.

“Are you ready for me to be gone?” Ruth asked.

Naomi was mute. She began to tremble.

“Are you okay with this, with my wishes?”

Naomi later told us, “It was so confusing to me to have her talking like this.” She explained that her mother was awake, alert, answering the doctor’s questions in full and coherent sentences. “And there was no diagnosis.”

Ruth was transferred directly from the ER to the ICU. It turned out that she had an infection in her blood—sepsis. The doctors infused saline and high doses of antibiotics. Despite this treatment, her blood pressure hovered around 90. Over the next few hours, her breathing became more labored. The doctors in the ICU explained that sepsis can interfere with lung function. Furthermore, Ruth had severe osteoporosis, likely from having had her ovaries removed at a very young age. Despite taking calcium and vitamin D supplements and other medications regularly, her vertebrae had gradually weakened and collapsed. Now, bent over from the changes in her spine, it was hard for her to fully expand her lungs.

Over the next twenty-four hours, Ruth became weaker and weaker. At one point, as the nurse was bathing her mother, Naomi saw a small spot of pus over Ruth’s breastbone.

“My mother was an immaculately kept woman,” Naomi told us. “I looked at the bra that she had worn and saw that it was stained from pus. I pointed this out to the nurse. I didn’t know if she had seen it.” It turned out that this was the source of her infection, because bacteria had migrated from her skin to her sternum and then to her blood.

A senior ICU physician came to talk with Naomi and her stepfather. He explained that Ruth was likely to tire from the effort of breathing and wouldn’t be able to keep breathing effectively without the aid of a ventilator.

“I know you have an advance directive,” he said to Ruth, “but we would like to put you on a ventilator as a temporary measure, until we clear the infection.”

Ruth shook her head no. “I don’t want to be a vegetable,” she declared. “I want to be alive and active, or gone.”

The doctor reiterated that the intervention would last only until the infection could be controlled. As soon as the antibiotics took effect and her blood pressure and oxygen rose to safe ranges, they would take her off the ventilator. Ruth refused again.

Naomi and her stepfather accompanied the physician into the hall outside the room.

“She’ll probably die if she doesn’t agree to this,” he said.

“I understand,” Naomi replied. “I’ll do everything I can to try and convince her.”

Naomi returned to the room and spoke again with her mother. But Ruth remained adamant. “I don’t want to be on a breathing machine,” she said. “And I know where this can lead. If they need to keep me on it, then they’ll transfer me to some chronic care facility. I don’t want to live in rehab. You know that I want to be alive and active or gone.”

An hour later, a middle-aged nurse who had been attending to Ruth came in.

“I’m just going to straighten up a little here,” the nurse said. She took away a cup of water and prepared a new one with a fresh straw. Naomi’s husband had brought pictures of the grandchildren, which were arranged on the table next to her bed. “Beautiful children,” the nurse said, looking at the photographs. Ruth nodded and smiled.

“You know, my father was in a similar situation to yours,” the nurse said to Ruth and Naomi. “He was very sick, and had made it clear to us that he didn’t want to live if it meant being sustained artificially.” The nurse paused. “He had a problem with his heart. The doctors said his heart would improve, but they needed to make sure he was getting enough oxygen to let it heal.” The nurse told them that her father ultimately agreed to be placed on the ventilator, and after a few days, he was able to come off. “I saw him last weekend and he looked great. He wouldn’t be with us now if he hadn’t made that choice.” This story had a profound impact on Naomi, as stories of hope often do for people in dire circumstances. Such narratives are an example of the powerful effect of availability.

After the nurse left, Naomi sat next to her mother. “Please, Mom,” she said. “Please consider this. I’ll respect whatever you choose, but it’s only for a short while. Please.”

Ruth didn’t answer. As the afternoon wore on, her breathing became even more labored. In the early evening, her primary care doctor arrived. He had cared for her for more than a decade, and they had grown close. Her visits to him were never brief; she often lingered, talking to him not only about her medical problems, but about her grandchildren and her activities at her synagogue.

“Ruth, we’ve talked many times about your wishes,” her doctor said. “And I am fully on board. I know the limits you set. But what we are recommending now is only temporary. Not more than a few days at most, in all likelihood.”

A heavy silence filled the room.

“Think about it again,” he said as he left.

The nurse who had told Ruth about her father came by to say that her shift was ending. “I hope you change your mind,” she said.

Ruth’s husband had been with her at the hospital since the early morning. Naomi sent him home for dinner and a shower. She sat at the bedside, refusing to leave even to get a sandwich for supper. Around ten p.m., Ruth began to gasp for breath. Naomi pressed a button for assistance.

A young doctor quickly came in, examined Ruth, and said that her blood pressure was falling.

“You need to be intubated now,” the doctor said. “We need to get you on the ventilator.”

Ruth was sitting bolt upright in bed. “I need . . . five minutes . . . to think about it.”

“You may not have five minutes,” the doctor replied.

“I am not . . . going to be . . . pressured by you,” Ruth gasped. “I need to call my husband.”

Naomi dialed the number.

“I love you,” Ruth told her husband. “Good-bye.”

Naomi started to cry.

 

 

Drs. Sudore and Fried, in their article in the Annals of Internal Medicine in 2010, posed the following scenario: Consider a patient with lung cancer who cannot be cured but who might live for two years or more. She has prepared an advance directive specifying “no heroic measures” and “no artificial interventions to sustain life.” She then develops transient heart failure. Here, her immediate prognosis is based on her cardiac function, not on the longer-term issue of her cancer. The heart condition is treatable, but if it goes untreated, fluid will build up in the lungs, preventing enough oxygen from reaching the vital organs. To survive, the patient must be intubated and placed on a ventilator for perhaps one week. Does this qualify as a “heroic measure”? Does briefly going on a ventilator to treat a transient heart condition contradict the stated wish of “no artificial intervention”? To be sure, the expected course may be quite different from what ultimately occurs. Patients cannot anticipate every twist and turn in their condition. Perhaps the patient with lung cancer and transient heart failure will develop pneumonia and have to be kept on the  ventilator for a longer period of time, or the heart failure will prove to be not temporary but a more permanent problem. Do you then discontinue the artificial life support? And if so, when? There are no definitive answers because the prognosis in such situations is unclear.

Doctors and nurses are trained to save lives—and saving a life is one of the most fulfilling acts for caregivers. Without clear instructions from the patient or surrogates not to do so, the “default option” is to do everything we can to save a patient’s life. In the SUPPORT project, specialized research nurses tried to give patients and their surrogates accurate information about a prognosis to help guide their choices about accepting or declining intensive treatments. But it is difficult to do so in cases like Ruth’s, where the condition is changing rapidly and each of the underlying problems—infection, weakened lungs, failing heart—may or may not be remedied with further treatment.

The limits written in Ruth’s advance directive were explicit and incorporated views about what treatment was worthwhile in light of her previous experiences with kidney disease and heart surgery. However, at this point in her illness, the doctors believed that Ruth’s condition was treatable and that she could regain a healthy and active life if she agreed to this temporary intervention. They felt that holding strictly to the wishes in her advance directive was not in her best interests. Yet without her explicit permission, they couldn’t treat her.

 

 

“Okay,” Ruth said. “I’ll do it.”

Ruth’s blood pressure rose as her oxygen levels improved on the ventilator. But her fevers continued. The doctor in the ICU found Naomi and showed her Ruth’s CT scan. “Can you see the wire there?” he asked as he walked her through the images on the computer screen. She saw a loop of metal that seemed to be suspended within the bone.

“I couldn’t believe how mangled and loose the wire was. It was undone,” Naomi told us. “When I saw the images, I understood a lot more about my mother’s physical health.”

The doctor explained that “there is a deep infection in the bone, called osteomyelitis. The bacteria track along the wire, which makes it difficult for the antibiotics to clear the infection.”

This infection would not be readily eradicated with intravenous antibiotics. The doctor told Naomi that surgery was required to remove the wire and take out the fragments of bone seeded with bacteria. This would leave a gaping hole in Ruth’s breastbone. Then a second operation would be required to repair the bone and close the skin.

Later that day, the infectious disease specialist arrived. She took Naomi and her stepfather to a quiet room next to the ICU. Naomi told us, “She was very honest. She said Mom was not doing well, and she couldn’t beat this, even with surgery.”

Not long after the infectious disease specialist left, a thoracic surgeon arrived to evaluate Ruth. After he reviewed the CT scan and examined her, he also met with Naomi and her stepfather. “He was completely confident,” Naomi recalled. “He told us in no uncertain terms, ‘We can do this.’ Even though he explained that moving her to the operating room was a risk in itself, the surgeon said he was sure that he could successfully remove the wire and take out the infected bone.” Naomi paused and then said, “We were getting mixed messages. It was confusing.”

Ruth’s surrogates, her husband and Naomi, were caught in a clash of conflicting expert opinions about treatment and prognosis: The infectious disease specialist predicted that Ruth would ultimately die from her infection, while the thoracic surgeon asserted that she could be cured with an operation. As illness becomes more severe and choices must be made with greater urgency, decisional conflict becomes acute. Painful dilemmas for patients and surrogates are frequent, whether it be differing opinions about the success or failure of a particular treatment or the patient’s overall prognosis. This provides further insight into why the SUPPORT research might not have succeeded by offering “enhanced communication.” Communication per se doesn’t necessarily resolve differing opinions or reduce stark uncertainties in predicting the outcome of an operation like the one Ruth faced.

Naomi asked the surgeon about the skin, burned from radiation and now weeping pus. “We’ll put a sponge in, and later do a flap procedure to reconstruct the area.” The surgeon emphasized that it was imperative to perform the procedure as soon as possible. “I’ve scheduled her tentatively for tomorrow,” he said.

Naomi told us, “We had to decide quickly. This could possibly save her.”

She and her stepfather spent nearly two hours discussing the decision. “We ultimately said no,” Naomi explained, “because if my mom woke up with the knowledge that we had committed her to a surgery that she had previously refused, she would have been very angry.”

Late in the evening, Ruth dozed off, and the resident in the intensive care unit told Naomi that it was fine to go home. But in the middle of the night she received a call from the resident. Ruth had developed atrial fibrillation. As we discussed previously, this is an abnormal heart rhythm that can both reduce the output of blood to the tissues and cause clots to form, which could lead to a stroke. The ICU doctor wanted to know if Ruth should be cardioverted, a procedure where an electric shock is applied over the chest wall and transmitted to the heart to return the disturbed rhythm to normal.

Ruth’s health proxy was Naomi’s stepfather, and she reminded the doctor of this. When the doctor called him, he said, “Thank you for letting me know. But we are a party of two. Naomi and I decide together. We will call you back in a few minutes.” They spoke briefly, and  he asked her to call the doctor back and give their permission to go ahead with the cardioversion.

“Okay,” the doctor said when Naomi called him. “But we’re not getting clear direction from your family about what kinds of measures to take. You’re not being consistent.”

Naomi knew he was right. But it was hard to know what was consistent with her mother’s wishes. She and her stepfather believed an electric shock was a temporary intervention, one that didn’t seem to be “heroic” or “artificially sustaining” her. On the other hand, her mother might not see it that way.

The telephone rang again. The doctor told Naomi that the atrial fibrillation had resolved on its own, and there was no need to cardiovert Ruth. “But it may happen again,” the doctor warned, “and we don’t always have the time to call you.”

Naomi recalled that “this was helpful. It really put into focus for us how we had to be explicit, and try to set up a process and rules that anticipated these kinds of questions.

“I knew that in the future I had to say no,” Naomi told us. But she was still shaken by the burden of this decision, even while sharing it with her stepfather.

Naomi and her stepfather agreed about Ruth’s care. But there are frequently several family members gathered around the bedside of a severely ill patient, and they may disagree about what treatments are best for their loved one. They are each trying to reconcile their wish to do everything possible for the patient and the terrible fear that they may simply be prolonging his or her suffering before an inevitable end. It isn’t surprising that family members or other surrogates are often not of one mind. This diversity of opinion may also account for the results from the SUPPORT research: Giving family members information does not automatically generate consensus.

The next day, Naomi and her stepfather called Ruth’s primary  care doctor. “He agreed that ‘No’ would be my mother’s wish,” Naomi told us. “Ultimately, we had to honor my mother’s wishes, even though they were not what we wanted.”

While the primary care doctor didn’t try to negotiate with Ruth, her husband did. Each morning, he sat by her bedside and spoke to her, trying to inspire her to continue to fight. Nearly a week had passed since the tube had been placed in her trachea. Ruth was awake and alert, and although her hand trembled, she could write a few words on a notepad. At other times, Naomi was able to read her lips as she tried to mouth words around the tube. Naomi felt acutely aware of her mother’s mental clarity. “Her brain was completely alert, but her body was compromised,” Naomi told us. “Everything my mother feared was happening to her.”

The doctors explained that her tube couldn’t stay in the trachea much longer than a week, since it might irreparably damage the airway tissue. “Today is the day,” the doctor said. “We will take the tube out and hope she can breathe on her own.”

As soon as the tube was removed, Ruth began gasping for breath. “She was arched forward, her arms reaching out like someone trying to draw in air from a window.”

The doctor put on an oxygen mask, hoping that this would suffice. “It’s not working,” he said. “We have to put the tube back.”

Ruth couldn’t speak but shook her head repeatedly—no, no, no—and curled her lips. But then she moved her head back, closed her eyes, and did not fight when the tube was reinserted into her trachea. She fell asleep, but when she awoke back on the ventilator, she was angry.

Over the next two days, the doctors tried to have Ruth sit up in a chair, hoping that her lungs might more efficiently capture the oxygen if her chest was at a higher angle. “My mom hated being  moved,” Naomi told us. “Just getting from the bed to the chair was torture.”

The doctors explained that the tube in her throat had been in place too long and must be removed. If she still couldn’t breathe on her own, the next step would be a tracheostomy, a procedure where a hole is made in the neck and a tube inserted directly into the trachea rather than through the mouth. Then she could be discharged to a rehabilitation facility. Once she recovered, the tracheostomy could be closed, and she would breathe on her own.

Ruth wrote in her trembling script, “NO.” She refused the tracheostomy. She would never go to a rehab facility.

The ICU doctor told Naomi, “We need to see again if she can breathe on her own. If she can’t, she will need the tracheostomy.” So later that day, the ICU team removed the tube and placed her on an oxygen mask. Her primary care physician stood by the bedside.

Within seconds, Ruth lunged forward, gasping for air. “We need to do that tracheostomy,” the ICU doctor said.

Ruth shook her head no. “If you make that choice, you won’t live,” he said bluntly.

“No,” Ruth said in a reedy whisper.

Naomi saw the shock register on the faces of the doctor and nurse. Ruth’s husband threw himself on her bed. “Please, Ruth, please,” he cried, sobbing.

Ruth shook her head.

The doctor fitted the oxygen mask over Ruth’s face. She continued to labor in her breathing through the day. Her primary care doctor promised to check in on her periodically. Naomi and her stepfather sat by Ruth’s bed. Naomi said, “Mom, is there anything I can do for you?” Leaning in close to her mother, she tried to read her mother’s lips. “Iced tea?” Naomi asked. She knew her mother loved this drink.  The same nurse who had convinced Ruth to go on the ventilator when she told the story of her father brought a glass to the bedside. Naomi lifted the glass of iced tea to Ruth’s mouth. She took a small sip, laid her head back against the pillow, and closed her eyes.

“I stayed awake all night with her so she would not be alone. In the morning, the doctor told me it would be okay to go home, freshen up, and come back in an hour or two. They would call if anything changed.”

As Naomi stepped out of the shower, the phone was ringing. It was the hospital. “Your mother’s failing. You need to come in,” a nurse said.

“At the end, it was two minutes,” Naomi said. “They told me she had passed just two minutes before I entered the room.” She paused. “I think it is easier for people to leave when their loved ones are not in the room. For my mother to leave us was very hard. She was so brave. After Mom was gone, I got in bed with her and I cried.”

 

 

We spoke with Naomi again a year after Ruth’s death. She reflected on the experience. “My mother was always very clear about what she wanted. As hard as it was at the end, I felt that we honored her wishes. But sometimes it wasn’t clear if what the doctors were proposing would fit with my mother’s wishes or not. I had to keep thinking, Is this treatment consistent with my mother’s wishes if it is only temporary? Should she consider this option? It wasn’t always obvious. It was sometimes very confusing for me.”

While Ruth Adler was consistent in what she wanted, that consistency didn’t make it any easier for her surrogates to know if a particular intervention respected her advance directive. This dilemma isn’t unusual, as Dr. Terri Fried and John O’Leary of Yale found when  they interviewed sixty-four bereaved family members in Connecticut. The challenge was particularly great when the patients suffered from heart or lung disease. While families usually accept that diseases like metastatic cancer are ultimately terminal, they find it harder to imagine that modern technologies like ventilators and bypass machines cannot save loved ones who have heart or lung disease. As a culture, our technology bias is powerful here: The heart is, in essence, a pump; the lungs are bellows. There must be an engineering solution to problems of these organs.

Fried and O’Leary’s study recounted an experience that echoed that of the Adler family. In this case, the physician also told the patient’s daughter that her mother must be intubated or she would die. By going on the ventilator, the doctor said, her mother would get her strength back and her lungs would clear. “My mother wouldn’t have it,” the daughter reported. “She said, ‘I’m not going through that.’ I said, ‘Do you understand that you are going to die?’ And she said, ‘I’m ready to die.’” Like Ruth, the woman in Connecticut held to the set limits in her advance directive, even though they clashed with what the doctor thought best and what her family wanted.

 

 

Beyond advance directives, what can be done to improve decision making during critical illness?

Certain states like Oregon, New York, and North Carolina have tried to refine the advance directive by having the patient specify what treatments he or she wants at the time of hospital admission: full CPR, or short of CPR, antibiotics, intravenous fluids, comfort measures like oxygen and pain medications. Physicians then write orders in the patient’s chart about each intervention. While this may be helpful, experts in palliative care emphasize that there are no shortcuts  around serious, time-consuming, and emotionally charged conversations between the patient, loved ones, and doctors, like those the Quinn and Adler families had. Such conversations do not follow one script and sometimes take sharp detours. But repeated communication can bring clarity to the complex choices that all of us may one day face. An advance directive, or living will, is the beginning, not the end, of expressing our wishes.




Nine

When the Patient Can’t Decide

The principle of autonomy dictates that the patient has the right to choose or to refuse any offered treatments. But when you are ill and in the hospital, you may be least able to make these choices. Studies indicate that as many as 40 percent of adult hospitalized patients are receiving sedating drugs, confused, or even comatose and therefore incapable of making their own decisions about therapy. Since incapacitated patients can’t actively communicate their wishes, family members or other surrogates must make decisions for them. Some surrogates may want to assert autonomy on the patient’s behalf; other surrogates may want to relinquish control to the physician. During the course of a complex illness, changing circumstances may shift the role of decision maker back and forth between surrogate and doctor.
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Omar Akil had never really thought about being sick. A forty-four-year-old biochemist at a medical school in the southern United States, he’d always been healthy. Right now, he was focused on completing a major research proposal. Omar finished his coffee and walked to a conference room near his laboratory to meet with his colleague, a cardiologist, to review the current version of the proposal. The deadline was January 15, and Omar realized that he had only four months to prepare his submission.

He settled into a chair, adjusted his wire-rimmed glasses, and spread out the pages of the proposal on the table in front of his colleague. “I don’t know if it’s just the light here,” the cardiologist said, “but you look like you might be jaundiced.”

Omar was surprised. He’d never had any problems with his liver.

“It’s probably nothing,” the doctor continued, “but you should get it checked out.”

Omar didn’t have a primary care doctor. He’d been meaning to select one after his physician had retired, but he hadn’t gotten around to it.

“Why don’t you call my internist,” the cardiologist offered. “I’ll let his office know that you’ll be contacting them.”

After the meeting, Omar looked in the mirror but didn’t see any change in his eyes. He called the internist’s office. The secretary told him that the doctor wanted him to stop by for blood tests so the results would be back in time for his appointment.

“In retrospect, I had been feeling tired for a while,” Omar told us. “But I thought it was just because of my busy schedule. I had been staying up late working on the research proposal, and then I had to change time zones after a trip to Europe.”

Omar picked up his son from a music lesson, and as soon as they  returned home, he asked his wife, Ayesha, who taught linguistics at a local college, to look at his eyes. “She didn’t see anything abnormal,” he recounted. “Neither of us could really tell whether there was anything wrong.”

A few days later, Omar went to see the internist. He greeted Omar warmly and then said, “I’ve heard from our mutual friend that your research is very cutting-edge.”

Omar had been a precocious student, at the top of his class through high school and college. He came to the United States for his PhD in biochemistry and stayed for postdoctoral training, ultimately taking a position on the faculty at the medical school. Ayesha had been raised in the same town as Omar, and after finishing her degree in linguistics, they married and she moved to the United States to be with him. Many of Omar’s relatives had since followed them to the United States.

“Your blood tests are back,” the doctor said as he turned the computer screen on his desk so that Omar could see it. All of the test results were lit up in red. Omar’s bilirubin, the yellow pigment that is normally passed through the liver and excreted in the stool, was elevated at 2.7, just at the level where jaundice can be detected. His transaminases, enzymes that reflect the health of the liver, were also abnormal, in the 200s. “But what was really frightening were my blood counts, my CBC,” Omar told us. The doctor said he had “pancytopenia,” meaning a low red cell blood count, reduced white blood cells, and a serious reduction in his platelet count.

The internist examined Omar and told him that he could feel the tip of his spleen below his left ribs, indicating that it was enlarged, but the liver was not enlarged or tender. The doctor ordered more blood tests and several days later called back and informed Omar that he had hepatitis B.

Hepatitis B is one of the most common viral liver infections in  the world. It is particularly prevalent in Asia and the Middle East but also widespread in Europe and the Americas. Omar’s son had been vaccinated against hepatitis B as part of the routine immunizations now given to children in the United States. “In my home country,” Omar told us, “no one paid much attention to hepatitis B, and we were not vaccinated against it.”

The hepatitis B virus was identified by Dr. Baruch Blumberg while he was studying the blood of Australian aboriginal peoples and was initially termed “Australia antigen.” Blumberg won the Nobel Prize for this work in 1976. Routine vaccination of American children for hepatitis B began in 1991. More recently, drugs known as nucleoside analogues have been developed to treat hepatitis B infection. This new class of medications grew out of research on AIDS, where related drugs were found to potently block HIV. Although nucleoside analogues can have significant side effects, their use against AIDS and later hepatitis B infection has revolutionized treatment of these serious maladies. Omar was started on a drug called entecavir and was told that if it didn’t work, there were similar medications that he could try, as well as experimental therapies. But these other treatments proved unnecessary; entecavir controlled the virus.

Despite this success, Omar’s liver function tests worsened over the next two months. Scans of his liver and a biopsy showed cirrhosis, extensive scarring of the tissue from years of undetected hepatitis B infection. This was why the internist hadn’t felt an enlarged liver when he examined Omar. Still, it wasn’t clear why his blood tests didn’t improve. “I felt good and was working full-time,” Omar told us. “But my laboratory tests kept getting worse and worse.” An extensive evaluation was undertaken to investigate why Omar’s liver function was deteriorating. He was tested for parasites common in the Middle East that can affect the liver, queried about toxic solvents in his lab that might damage that organ, and screened for inherited disorders like  Wilson’s disease that might cause cirrhosis in adult life. But no cause other than hepatitis B was found. His doctors kept waiting and hoping that things would improve. But they didn’t.

“We need to start thinking about liver transplantation,” the liver specialist at the medical center told Omar and Ayesha. “It’s not definite that you’ll need a transplant, but your liver is slowly deteriorating, and the treatment for the virus doesn’t seem to be stopping that.”

Omar and Ayesha were shocked to hear this. “Neither of us ever imagined a transplant,” Omar said. “But the specialist told us that we’d have six to twelve months before the decision about transplant needed to be made. It wasn’t a decision we had to make immediately. And that gave us a sense of relief.”

 

 

Modern technology can support, at least temporarily, organs like the lungs with a ventilator, the heart with a bypass apparatus, and the kidneys with dialysis. The liver cannot be supported by a machine, but this vital organ can be transplanted. Dr. Joseph Murray of the Brigham and Women’s Hospital in Boston pioneered organ transplantation. In 1954, he proved the long-term feasibility of the operation by beginning with identical twins. One healthy twin was able to donate his kidney to his ailing brother without concern about rejection, since they were genetically identical. This success spurred further research on how to overcome genetic barriers to transplanting the kidney, with refinements in selecting the organ not only from living donors but from cadavers.

Since Murray’s achievement, which led to a Nobel Prize, the field of organ transplantation has expanded to include not only the kidney, but also the liver, heart, lungs, pancreas, and intestine. Each advance was enabled by progress in surgical technique and the development of new drugs that temper the recipient’s immune system and reduce the  chance that his or her body will reject the donated organ. Despite its considerable risks, transplantation can restore a very sick patient to a healthy life.

Although there has been much progress, transplantation is still fraught with uncertainty. Because donor organs are in such short supply, patients must be seriously ill to even be eligible for a liver transplant. Then a suitable liver must be obtained immediately after a donor’s death, and the organ must be functioning and compatible with the recipient. The surgery itself is complex and demanding. The drugs that prevent rejection of the transplanted liver can have serious side effects, including putting the patient at risk for fatal infections or damaging the kidneys and lungs.

By the time a patient is poised to receive a new liver, he may not be capable of making choices for himself because his failing liver has caused confusion or even coma. Then it falls to family members or other surrogates to make decisions for him, as the doctors assess whether the intensive, uncertain, and extraordinarily expensive procedure of liver transplantation would be futile or lifesaving.

 

 

A month later, when Omar went in for a follow-up appointment with the liver specialist, his blood tests were much worse. He was planning two trips, one to the West Coast in December and one to Japan in January to attend scientific meetings. But the specialist insisted he cancel the trips. “We need to keep you close by. Your MELD score has reached the level where our transplant surgeon should evaluate you now.”

MELD, short for “model for end-stage liver disease,” is a calculation based on the patient’s level of bilirubin, which indicates liver function; creatinine, which indicates kidney function; and a clotting  test, which reflects the liver’s ability to produce the proteins that make blood coagulate. A patient’s MELD score is highly predictive of his or her chance of dying from advanced liver disease in the next twelve weeks. For that reason, liver transplantation centers use this score to determine which patients will get priority on waiting lists for donor organs. A patient’s rank on a waiting list could have profound implications for survival. There are about seventeen thousand candidates slated for liver transplantation in the United States, but only five thousand transplants are performed each year. Many people die while waiting for a liver.

“When I saw the surgeon who directed the transplantation program—he was clearly very experienced—he told me, ‘You know, at this point there is no way except transplantation.’ That’s when I started thinking really seriously about what I’m going to do. Where am I going to do the transplant? Which surgeon?” The more Omar read about liver transplantation, the more he saw how complex the procedure was, in part because it demanded very specific techniques with regard to harvesting the donated organ, transporting it to the recipient’s medical center, and then transplanting successfully. Beyond the operation were choices the doctors would make that required highly specialized knowledge about which treatments to prevent the recipient’s immune system from rejecting the foreign liver and how to combat infections not only from typical microbes like bacteria, but from so-called opportunistic pathogens like fungi and viruses that take root in tissues because of the patient’s reduced immune defense.

Omar realized that regardless of how much research he did about liver transplantation, he and Ayesha would have to rely on his doctors to make critical decisions about his treatment. These decisions would involve not only technical aspects of the transplant, but how much to do should life-threatening complications occur.

Most centers begin listing patients for liver transplant when their MELD score reaches 10 or higher. But the MELD score at which a patient will actually receive a liver varies by region and medical center. A study done in 2007 by liver transplant researchers at the University of Pittsburgh, one of the major hospitals in the country performing this procedure, found that those centers with a high volume of transplants, one hundred or more per year, tend to transplant patients with lower MELD scores and have shorter waiting times than transplant centers that perform the procedure on smaller numbers of patients. The reasons for these differences weren’t clear. The researchers speculated that high-volume centers might be willing to use organs that had been turned down by other transplant teams, shortening the waiting time. They also theorized that smaller centers that do fewer transplants might have personnel shortages for performing the procedure urgently, which might lengthen the waiting time for patients.

Omar learned that, indeed, different medical centers had different waiting times for patients in need of a liver transplant. He told us that he was also looking for data on the success rates of different surgical teams. “You know, I’m a scientist, I have a background in numbers. I realized that you can’t just look at the reported outcomes alone. If there is a center that takes a lot of high-risk patients who have very high MELD scores and transplants them, then you expect that their figures might be worse than the success rate at a very conservative center which doesn’t take high-risk patients, only good candidates with lower MELD scores.”

Omar was still working full-time in his lab, trying to finish several experiments to be included in his grant proposal, which was due in just a few weeks. Shortly after noon, he closed his computer and went to grab a sandwich in the cafeteria. Waiting in line, he saw the surgeon who had evaluated him for transplantation. They nodded to  each other, and then the surgeon walked with Omar to an empty table at the far end of the room.

“We’ll be with you, no matter what you decide,” the surgeon assured him. “If you choose to go with another center, we understand. But if you stay with us, I promise you, we are committed to you and to every one of the people we care for.”

“Thank you,” Omar said. “I understand.”

As Omar continued his research, the choices before him seemed only to multiply. He learned about the “living donor” liver transplant, a procedure begun in 1998 that has become increasingly used because of the scarcity of livers from deceased donors. In this procedure, a healthy person matched for blood type has part of his liver removed; the excised part of the organ is then transplanted into the recipient. There are small but significant risks to the donor, but in most cases the procedure is safe. Very rarely, complications have resulted in the donor’s death. Omar’s medical center didn’t perform living donor liver transplantation, so he contacted another medical center where these transplants were done.

A senior surgeon there reviewed Omar’s medical records, then they spoke by phone. “You have a very high MELD score,” the surgeon said. “And we really don’t like to do living donor transplants with scores this high. But the notes say that you’re still working.” Omar replied that indeed he was and that everyone who knew him was surprised that he felt as good as he did and could keep working despite the deteriorating liver and kidney function tests. “In that case, living donor transplantation may be an option for you if you have a match,” the surgeon concluded.

Omar was aware of the risks to the donor who gave part of his or her liver: “I initially refused to have anybody from my family be a donor. It’s a risky surgery. I didn’t want to drag anybody down with  me.” Ayesha pleaded with him to let her donate part of her liver if she was a good match. But he refused. “At least our son should have one of us around.” Many of Omar’s relatives insisted they be tested as potential donors. Two of them were genetically compatible, and each volunteered. But their subsequent medical evaluations revealed that one, who was a heavy smoker, had heart disease, and the other had an inherited abnormality in a clotting protein, making the risk of bleeding from major surgery very high.

“So I realized my transplant options were limited,” Omar told us. “And I began to follow the waiting lists at different medical centers, and track data about which states had the most available organs. I wondered whether I should move to a different state; it might save my life.”

Working late one Sunday night to finish his grant proposal, Omar developed chills and a high fever. He was admitted to the hospital and found to have an infected cut on his foot that had allowed bacteria into his bloodstream. He stayed in the hospital for a week to receive antibiotics. Ayesha arranged for a neighbor to look after their son and spent every evening at Omar’s bedside. The transplantation team, including the senior surgeon, saw him every day during this hospitalization. Omar was impressed by how thorough and attentive they were and decided that he would have his transplant done with this team.

Based on his research, Omar knew it was likely he wouldn’t be able to make decisions himself through the course of transplant. When patients lose the ability to make medical decisions, the surrogate decision maker may be called on to make what is termed a “substituted judgment,” identifying the decision that the patient would have made if he’d been able to do so. The concept of substituted judgment was established in 1976 with the famous court case of Karen Ann Quinlan. The New Jersey Supreme Court designated her father as the surrogate decision maker since she was in a persistent vegetative state; the charge from the judge was to make a health care decision for her in a way that reflected how she would have made that decision herself if she was able.

Since then, substituted judgment has been the guiding framework for surrogate decision making in bioethics and law, because it protects the principle of patient autonomy. However, considerable research indicates that even when surrogates have had prior discussions with a patient about his or her preferences or have the patient’s advance directive in writing, they often fail to choose the option that corresponds to the patient’s wishes. In an analysis of more than a dozen studies constituting nearly twenty-six hundred surrogate-patient pairs presented with hypothetical scenarios that required them to make choices about treatment, the surrogate failed to correctly predict the patient’s preferences a third of the time. Further complicating the surrogates’ task is the fact that patients’ preferences aren’t fixed, so what the patient would actually choose in the future is hard to predict.

Dr. Alexia M. Torke, a prominent researcher in geriatrics and medical ethics at the Regenstrief Institute and the Indiana University Center for Aging Research in Indianapolis, wrote about substituted judgment, “Since the theoretical framework for surrogate decision making was developed, research has shown that the concept of substituted judgment rests upon false assumptions and is unable to meet the standard goals of maintaining patient autonomy.”

A second principle may be invoked when the patient can’t make his or her own decisions: “beneficence.” This principle dictates that doctors and other medical personnel have the obligation to act in the patient’s own “best legitimate interests.” While the principles of patient autonomy and beneficence may coincide, there are times when what a patient said she wanted in an advance directive or what family surrogates imagine she would want clashes with what the treating  doctors believe is in her best interests. In such cases, the courts and the majority of ethicists have concluded that autonomy trumps beneficence.

Yet a study done by Dr. Torke and colleagues reveals that physicians often do not make the wishes of the patient or the surrogate their top priority when formulating decisions about care. In a survey of 281 physicians, although nearly three-quarters of doctors endorsed patient preferences as the most important ethical standard for surrogate decision making, only 30 percent said patient preference was the primary factor in their most recent real-world decision. While these doctors considered the principle of autonomy, they more frequently ranked as most important what they viewed was in the best interests of the patient—the principle of beneficence. Even when the patients had prepared advance directives or living wills, these doctors viewed patient preference as the key factor in their decisions less than half the time.

Torke offered several possible explanations for these findings. As we noted in the previous chapter, advance directives or prior conversations with the patient about care may not apply to the clinical situation at hand. In addition, although physicians are taught that autonomy should be given priority in patient and surrogate decision making, they may perceive that acting in the patient’s best interests is at least equally important; many doctors feel a sense of duty to determine and promote the patient’s best interests. Furthermore, Torke wondered whether physicians may make “global assessments” that include both best interests and patient preferences.

 

 

As the need for a transplant became ever more urgent, Ayesha pressed Omar to give her guidance about her role in treatment decisions, since she would be his surrogate.

“I want you to do anything that the doctors say is acceptable,” Omar stated.

Ayesha promised she would.

Omar had developed a sense of trust and confidence in his transplantation team. He believed that this team of doctors and nurses would be focused on him, that his best interests were at the forefront of their thinking. Despite his extensive research into the technical aspects of liver transplantation, Omar had decided that for him, the principle of autonomy could be secondary to the principle of beneficence.

Other patients hold fast to the principle of autonomy, even when faced with highly specialized and complex treatments. Some contend that knowledge gained from expert opinions, the Internet, and books about the condition and its remedies can give them enough information to retain their autonomy rather than relying on their doctors’ beneficence. Other patients may have experienced a misdiagnosis or medical mistake, an error in judgment on the part of doctors or nurses, an event that limited how much trust they could place in clinicians regardless of their reputation or character. Others feel that only a close family member or friend acting as a surrogate can truly imagine what their wishes would be under dire and rapidly changing circumstances.

 

 

Omar recovered from the infection and returned to work. But he found that he had no energy to review the data from experiments, no ability to focus on the final pages of the grant proposal. The cardiologist who was collaborating with him agreed to finish writing the proposal on his own.

A week later, Omar again developed a fever and then pain in his abdomen. Ayesha took him to the emergency room, and he was found  to have another infection. This time it was peritonitis, an infection in the fluid in his abdomen. As Omar dozed off in the ER, the attending physician spoke to Ayesha. “His liver is deteriorating,” he said, showing her the printout of Omar’s blood tests. “And his kidneys are shutting down.”

Ayesha’s dark brown eyes welled with tears.

“We need to get him to the ICU. He is seriously, seriously ill.”

Ayesha told us, “We had been so hopeful, and expected that we would have six to twelve months to arrange everything.” Now, that time had telescoped to what might be a matter of weeks or even days.

By morning, Omar was comatose. The ICU doctors were infusing antibiotics and gauging the amount of intravenous fluid to give since his kidneys were not producing urine. Omar’s abdomen became more swollen and tense as the infection spread. Two days later, the news got worse. Omar was found to have not only a bacterial infection in his abdomen and bloodstream, but also a fungus. Fungal infections are especially hard to eradicate, and the antibiotics used to treat them, which are metabolized in the liver, are quite toxic, particularly to the kidneys. On the fourth day in the ICU, Omar began to bleed internally, a frequent complication of severe liver disease. The medical team transfused him and performed a procedure to try to seal off the bleeding vessels.

“I never expected things to happen that fast,” Ayesha told us. “But everything was changing within hours. He was in really bad condition, and it was too difficult for him to breathe on his own. So he had to be put on a ventilator.” The ICU doctors gave her papers to sign first to put him on a ventilator and then to start dialysis since his kidneys were failing.

“I just signed each paper,” Ayesha told us. She shared Omar’s trust and confidence in the transplant team and felt that the doctors  were acting in his best interests. In this instance, there was no clash between autonomy and beneficence.

Not every surrogate is fortunate enough to know the doctors caring for a loved one. People incapacitated after a major car accident, a massive heart attack, or a stroke are rushed to the hospital, where their family members may be meeting the doctors for the first time. In such cases, when you don’t know the doctor and the doctor doesn’t know you or your loved one, it can be difficult to trust that he or she understands what the patient’s “best interests” are. This can result in an adversarial relationship between physician and surrogate. Surrogates may wonder, Are the doctors jumping to conclusions about my loved one’s prognosis? Are the hospital and doctors being pressured by insurers to limit costly care? If the loved one is elderly, do the doctors have an “ageist” bias; are they leery of providing intensive treatments for older people?

Some researchers have suggested that surrogates should share the narrative of the person’s life with the physicians. By doing so, the family can help the doctor realize that beyond the catheters, tubes, monitors, and machines that surround the incapacitated patient, there is a person. Dr. Alexia Torke of Indiana University observes that this focus on the patient’s life story “can build a common purpose and understanding among surrogates and health care providers. It retains the psychological advantage in turning attention from the needs and wishes of the patient’s loved ones to those of the patient, but maintains the realistic perspective of what we can know about the patient.”

When considering the patient’s life story, both surrogates and physicians may find helpful the framework that we’ve already outlined for identifying one’s own preferences, how they arose, and what has shaped them: the attitudes and values of the family, prior medical experiences, encounters with others who may have faced similar conditions and made choices. Of course, there may be gaps in this secondhand narrative because only the patient could tell the full story. But even parts of the narrative might help surrogates and physicians better understand the patient’s preferences and mind-set.

 

 

With each day, Omar’s MELD score rose until he reached a level where death was predicted to be likely and soon. “If there’s someone you need to tell about Omar’s condition,” the ICU doctor said, “I think now is the time to call. We don’t know how much longer he will live.”

Ayesha sat frozen for a long moment. Until then, she hadn’t really absorbed the severity of his condition. “At that point, it started really hitting me,” she told us. Ayesha called one of Omar’s brothers who was a physician. He said that he would come as soon as he could. “But he told me that I was the one who had to make decisions,” Ayesha said. “And that was really difficult for me. Because the burden was entirely on me.”

Each day Ayesha spent long hours in the waiting room, looking for what she termed a “streak of hope” that Omar would improve and a liver would become available. “Every hour the doctors had to treat one problem after another, doing all sorts of things, changing intravenous lines, tubes, the dialysis, trying to get the infection under control.”

After two weeks in the ICU, he was still in a coma, and his kidneys produced hardly any urine. Although the bleeding had stopped and the infection was under control, Ayesha knew that his condition was dire. “At first they told me that because Omar was young and strong, they wanted to wait to make sure they got a good liver. Then, the transplant surgeon came by to speak with me. ‘So far, we haven’t been able  to get a liver,’ he said. ‘If one becomes available, even if it’s infected with hepatitis C, we would need to transplant it because we’ve reached a point where we don’t know if he will survive one more day.‘”

Ayesha asked him, “But what does that mean to give Omar a diseased liver?”

“It could be lifesaving,” the surgeon said. “It doesn’t mean that he would be sick immediately, but he would need to be treated for that virus, which isn’t simple, and the donated liver could deteriorate. He might have to be transplanted a second time.”

The doctor paused, then added, “We need to know whether you would agree that we should go ahead under those circumstances.”

Ayesha was stunned. “I have to think about it,” she replied after a moment.

Here, decision making shifted back from the doctors to Ayesha as the surrogate.

Besides autonomy and beneficence, ethicists and lawyers have identified another principle that can apply to medical decisions: nonmaleficence. Put simply, this means not inflicting harm. The dictum “First do no harm,” attributed to Hippocrates, is a foundational tenet of Western medicine and dates back millennia. The principle can be invoked when patients or surrogates assert their autonomy and request treatments that the doctor believes have little or no benefit and might well be harmful. In such settings, ethicists and lawyers contend that the physician can refuse to participate in practices he or she judges to be dangerous to the patient.

The principle of nonmaleficence applied to the choice that Ayesha was facing. To accept a liver infected with hepatitis C might be giving Omar a new and serious disease. On the other hand, the diseased organ could save his life. Here, the doctors were navigating between beneficence and nonmaleficence, because transplanting a diseased liver had elements of both. So the physicians returned to the principle of autonomy—they wanted Omar’s surrogate to decide.

That evening, Ayesha called one of Omar’s close friends, a gastroenterologist. “He told me just to say yes to the hepatitis C liver,” she recounted. “I should take anything that comes up. He explained that the surgeon would not propose this if Omar was not in extreme danger.”

Ayesha spent the rest of the night anticipating regret, debating in her mind the answer she would give the surgeon. “I was worried that I would end up giving Omar another disease,” she told us. “Treatment for hepatitis C would be difficult, and then he might need another transplant. It made me feel guilty. But I would have felt guiltier if I had said no.” Ayesha told us, as day broke, that she spent more than an hour crying and then called the surgeon to give her permission. “This was lifesaving treatment—I knew I had to say yes.”

Two more days passed, and, as Ayesha told us, Omar was “hanging by a thread.” She recalled that he had contacted another medical center where living donor transplants were done, and in desperation she called the director of that program. “I wanted to make sure that I’d done everything. I said what if I moved him over there? But the doctor at the other medical center said that Omar was too sick to be transferred, and that once someone was on a ventilator, they didn’t do a living donor transplant.”

Omar’s surgeon understood that Ayesha wanted her husband to live “at all costs.” At this point, for Ayesha, there was no loss aversion, no anticipated regret, no contemplating the potential side effects of attempting to transplant someone with his severity of illness, no real forecasting of what Omar’s life would be like should he survive. “There was no side effect that could be worse than the way he was at that time,” she told us. Every trade-off paled before that reality. “I’m not very religious, but I have faith,” Ayesha told us. She sat at Omar’s bedside, praying and reading verses from the Koran on healing. “I knew that everything was being done that could be done, and everything else was in the hands of God.”

One night in the ICU, she was leafing through a magazine and read an article about Chris Klug, an alpine snowboarder from Aspen, Colorado. In the early 1990s, on a routine physical exam, Klug was found to have a rare liver disease called primary sclerosing cholangitis. At the time, he was at peak athletic fitness, successfully competing at the highest level with no symptoms at all. For years, Klug felt good, although his liver function tests continued to deteriorate. Then he got sick, and his MELD score rose. He was on the waiting list for three months before he received a donor liver. The transplant was successful, and seven weeks after the surgery he was back on the slopes training. In 2002, he took the bronze medal at the Salt Lake City Olympics. “To win a medal after a liver transplant,” Ayesha told us, showed her that “despite how sick someone might be, he might return to a vigorous life.”

This anecdote buoyed Ayesha up. Availability became a source of hope, helping her cope with the harsh reality of Omar’s condition. On a strictly clinical level, Chris Klug’s story wasn’t comparable to Omar’s: Klug’s type of liver disease was quite different, and he hadn’t been nearly as close to death as Omar, who had bacterial and fungal bloodstream infections, kidney failure, internal bleeding, and coma. But reading this vignette helped Ayesha hold on to hope for Omar.

Late in the afternoon of January 17, the surgeon spoke with Ayesha.

“We’re not sure he’ll live another day,” he said.

Ayesha nodded.

She went home late that evening, called Omar’s brother, and told him what the surgeon had said. She put her son to bed and said her prayers before falling asleep.

At one a.m., the telephone rang and woke her up.

“We can get a liver from out of state,” the surgeon said. “Two other centers have passed on it because it came from an older person who had cancer and had chemotherapy. We aren’t sure, but this person also may have been exposed to hepatitis C.”

Ayesha took a moment to ponder what the surgeon saying. “You said Omar might die today.”

“That’s true. Of course, no one can ever say precisely when someone will die,” the surgeon replied. “But he is at the very edge.”

“I want you to go ahead,” Ayesha said.

 

 

We spoke with Omar and Ayesha about a year and a half after the transplant. He had spent two months in rehabilitation and then several more months at home to regain his strength with physical therapy. Now he was back at work full-time. “I feel great,” he told us. “I take my medications to prevent rejection of the graft, my antiviral therapy to keep hepatitis B from recurring, and the liver is working well. I know that the liver came from an older patient who had been treated for cancer, and it was rejected by two other centers. I realize how desperate the surgeons had to be to use it. But thank God they did. That liver saved my life.”

Things could have turned out very differently. Omar might not have survived the transplant despite the best efforts of his doctors. In fact, after Omar recovered, one of the residents told Ayesha that the transplant team hadn’t expected him to live. One of the senior physicians in the ICU had told a colleague that she’d never seen anyone that sick survive. Consider also that even if Omar survived, he may have been left severely debilitated, paralyzed, unable to speak, or even in a vegetative state.

These kinds of unknowns apply to many of the patients who  populate our ICUs. Patients with catastrophic illnesses typically require “heroic measures.” These may include prolonged respiratory support on a ventilator, renal dialysis, catheters threaded into the chambers of their hearts, and a host of other invasive and risky interventions that offer no guarantee the patient will survive. And if he survives, in what condition?

Several studies have examined how accurately physicians predict the trajectory of disease in sick patients. Research done among patients in the ICU found that doctors are generally correct in giving a prognosis for moderately ill patients, but they aren’t very good at predicting the course of the sickest patients. In one study conducted in Paris, physicians erred on both sides—too optimistic and too pessimistic.

For that reason, critical care physicians have devised metrics to indicate when further treating severely ill patients would be “futile.” The mortality probability model (MPM-II) estimates the likelihood of death in the hospital. The model has been applied in studies of decision making about whether to admit a patient to the ICU and also to predict the prognosis after one day of intensive treatment there. Researchers from a consortium of hospitals in Massachusetts evaluated the MPM-II and concluded that “no system has been perfected to the point where decisions regarding an individual patient can be based on the estimated probabilities produced. This is especially true when considering denying a patient admission to the ICU on the basis of the estimated probability.”

The APACHE II score2 is another calculation based on organ function that’s frequently used to predict the probability of life or death in very sick patients. A study done at Guy’s Hospital in London  applied this metric each day to thirty-six hundred patients in the intensive care unit. The researchers concluded that the APACHE II calculation was imperfect: One of twenty patients predicted to die actually lived, and most of those who survived had a good quality of life. Using such a system to decide when to withdraw treatment therefore might cost the life of some people who would otherwise survive with a reasonable quality of life. The researchers commented that the degree of predictive error that is generally “acceptable” reflects the value placed upon an individual human life in a particular culture or society. For that reason, they suggested that the APACHE II score should not “necessitate” withdrawing treatment, but rather “focus the attention” of the doctor and the patient’s surrogate on discussing “in a more informed fashion” the nature of the condition. They concluded that treatment should be withdrawn only if “this was in the patient’s best interests.” Because a formula for futility seemed impossible to devise, the authors invoked the principle of beneficence, the “best interests” of the patient.

The decision to stop treating a patient is one of the most agonizing in medicine. Doctors don’t give up on many of the sickest patients for the sake of the few like Omar who will survive catastrophic illness and return to life.

Boris Veysman, a senior emergency care physician at the University of Medicine & Dentistry of New Jersey, wrote in 2010 in the journal Health Affairs of his own changing attitude about the meaning of futility: “In my role as a doctor, I’ve met countless disabled, disfigured, machine-supported people who enjoy living and wish to continue doing so as long as possible. I’ve met intensive care survivors who lead full, productive lives, often with few or no memories of their ordeals and heroic procedures because their sedation was done correctly. . . .

“Life is precious and irreplaceable. Even severe incurable illness can often be temporarily fixed, moderated, or controlled, and most discomfort can be made tolerable or even pleasant with simple drugs. In chess, to resign is to give up the game with pieces and options remaining. My version of DNR is ‘Do Not Resign.’ Don’t give up on me if I can still think, communicate, create, and enjoy life. When taking care of me, take care of yourself as well, to make sure you don’t burn out by the time I need your optimism the most.

“It’s so easy to let someone die, but it takes effort, determination, and stamina to help someone stay and feel alive.”

Ayesha shared this view. “Whatever might be lifesaving,” she told us, “I wanted for Omar. So long as the doctors believed there was even a small chance to save his life, it was worth trying. Everything else was secondary.”

Of course, such care is expensive. Some health care economists and policy planners seek a monetary cutoff that will clearly dictate whether to start or continue costly treatments. But Michael K. Gusmano and Daniel Callahan of the Hastings Center in New York, who have extensively studied the ethics of medical economics, point out in a 2011 Annals of Internal Medicine article, “What may be a good value for money for a sick person may not be good value for other members of society.” So where do you draw the line? Gusmano and Callahan continue, “Formal economic evaluations try to address this issue by adopting explicit standards that specify and place limits on the economic value of health benefits. Yet . . . setting the standard is crucial and problematic.”

The standard that has been most widely proposed is the quality-adjusted life year (QALY). A QALY is a measure of one year of added life adjusted up or down for the quality of life during that year. In the United Kingdom, the National Institute for Health and Clinical Excellence (NICE) relies on the QALY in determining whether a new treatment will be approved for general use. Although NICE does not have an explicit monetary cutoff, it tends to use a cost-per-QALY amount between £20,000 (about $30,000) and £30,000 (about $42,000) in order to approve a new drug or device.

Although one year of life is an objective measure, critics of QALYs have pointed out that the quality of life for any individual during that year is clearly subjective and can’t be assessed accurately by using any currently available method. Paul Dolan, a professor of economics at Imperial College London, contends that the approach NICE uses to formulate QALYs is flawed. Healthy people are asked to generate numbers on clinical conditions using time trade-off or standard gamble methods that we described in chapter 5. Dolan criticizes this strategy since healthy people, as we have previously discussed, can’t accurately imagine life with a medical condition they have never experienced. The Nobel laureate Daniel Kahneman likened QALY measurements to the attempts by nineteenth-century physicists to measure the viscosity of the “ether” in the universe, an ether that did not exist. Despite such serious criticisms, numerous experts in the public and private sectors are now proposing QALYs to guide expenditures as part of American health care reform.

 

 

Surrogates find guidance in the ethical principles of autonomy, beneficence, and nonmaleficence. We believe that further insight may be gained by considering the vocabulary that reflects the mind-sets of the many patients we spoke with: believers and doubters; maximalists and minimalists; a naturalism orientation or a technology orientation.

For example, Dr. Veysman is a believer, a maximalist, with a technology orientation; he believes that modern medicine can succeed even against long odds. Omar and his doctors were of the same mind-set; they were also maximalists and believers in science and technology; they didn’t view as futile the many intensive measures needed to keep Omar alive before and through his liver transplant. Ayesha as the surrogate “representing Omar” also adopted this mind-set. Other incapacitated patients may have taken a different approach to their health during their lives, as doubters or minimalists or with a naturalism orientation.

By considering the patient’s life story, surrogates and physicians can separate their own mind-sets from the patient’s. This way, they can better choose for the patient who can’t decide for himself.
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Conclusion

Every patient carries her or his own doctor inside.

—ALBERT SCHWEITZER

 

 

 

 

 

If medicine were an exact science, like mathematics, there would be one correct answer for each problem. Your preferences about treatment would be irrelevant to what is “right.” But medicine is an uncertain science.

Studies and statistics can tell us that one or two in a group of one hundred women like Susan Powell with high cholesterol will have a heart attack. But which ones ? Similarly, we can’t identify with certainty the one or two women out of three hundred who will benefit by taking a statin drug. Even genetic information like BRCA testing provides only an estimate of cancer risk. No one can say which women will develop breast cancer and when. Nor can we say with certainty what impact atrial fibrillation or prostate cancer or any other condition will have on an individual’s life or how someone will experience the side effects from a particular treatment. Each of us is unique in the interplay of genetic makeup and environment. The path to maintaining or regaining health is not the same for everyone.

Choices made in this gray zone are frequently not simple or obvious. For that reason, medicine involves nuanced and personalized decision making by both the patient and the doctor.

This essential truth is often overlooked by experts who seek to standardize treatments rather than customize them to the individual. Although presented as scientific, formulas that reduce the experience of illness to numbers are flawed and artificial. Yet insurers and government officials are pressuring physicians and hospitals to standardize care using such formulas. Policy planners and even some doctors have declared that the art of medicine is passé, that care should be delivered in an industrialized fashion with doctors and nurses following operating manuals. They contend that doctors and patients can’t be relied upon to decide what is best. While they insist that their aim is “patient-centered care,” in fact it is “system-centered care.”

Recently, we heard from a colleague at another hospital that an administrator sits in the clinic and times how long it takes for a patient to move from the waiting room to the examining room and how many minutes are spent with the doctor. This is being done to improve “efficiency.” But people need time to explore the roots of their preferences and to consider whether their thinking is truly in their best interests. Such deep deliberation with a doctor is not “efficient,” it does not fit into a vision of the clinic and hospital as assembly lines.

Your preferences about treatment do matter. They provide a foundation so that you can choose the right treatment, the one that fits your values and way of living. Understanding your preferences begins with reflecting on your mind-set.

Studies show that some 60 percent of people in the United States  pursue so-called alternative or natural therapies. This indicates a naturalism orientation, the notion that the body can often heal itself if given the proper environment, harnessing the mind-body connection and supplementing with herbs, vitamins, and other natural products. On the opposite end of this spectrum is the technology orientation, the belief that cutting-edge research yielding new medications and innovative procedures holds the answers.

Each of us also falls somewhere along a second spectrum, depending on whether we want maximal or minimal treatment. Some people are proudly proactive about their health, believing that more is usually better. Even in the absence of definitive clinical data, some patients and indeed some physicians believe that they will be healthier and live longer by tightly controlling their blood pressure or dramatically reducing their “bad” LDL cholesterol or achieving a body mass index below recommended levels; they are intent on being “ahead of the curve.” In contrast, those with a minimalist mind-set aim to avoid treatment if at all possible; and if that is not possible, they try to use the fewest medications at the lowest possible doses or to select the most conservative surgery or procedure. Minimalists hold to the notion that “less is more,” that risks and unintended consequences may overshadow apparent benefits.

Then there are believers and doubters. Believers approach their options with the sense that there is a successful solution for their problem somewhere. They generally have a well-defined orientation. Doubters approach all treatment options with profound skepticism. They are deeply risk-averse, acutely aware of the potential side effects and limitations of drugs and procedures. They question how much benefit a therapy really offers them and whether there might be deleterious consequences.

A believer can have a strong naturalism orientation, trusting in the healing power of nature and shunning high-tech interventions.  Or a believer can have a technology orientation, relying on the promise of modern medicine. A believer who is a maximalist feels that more treatment is the best approach and doing less is shortsighted, whereas a believer who is a minimalist is certain of the opposite strategy. For example, one of our friends is a believer, a maximalist with a strong naturalism orientation; his cabinets and refrigerator are filled with nutritional supplements, he has regular acupuncture treatments to “stay healthy,” and he consults a homeopathic practitioner for any illnesses. Another friend, also a believer with a strong naturalism orientation, is a minimalist. She takes no supplements on a regular basis, but when treatment seems necessary, she prefers herbal remedies in the smallest amounts. Similarly, those believers with a technology orientation may be maximalists or minimalists.

Doubters are typically minimalists. They apply their skepticism without consideration to the origins of a therapy, whether it be prescribed medications or herbal supplements. Some people are doubters at the outset, drawing on the attitudes of their upbringing, while others arrive at this mind-set through hard experience after an incorrect diagnosis or a treatment that falls short of expectations.

Being a doubter is uncomfortable, because it results in intense decisional conflict. While doubt can prevent you from making an impulsive choice, it can also be paralyzing. In the end, when we are ill, we all want to believe that there is a treatment worth taking.

After you consider your mind-set with regard to these categories, it is valuable to go through a deliberate process to become informed and to better understand the often hidden influences that can sway your thinking and distort your judgment.

The Institute of Medicine of the National Academy of Sciences places “informed patient choice” at the “pinnacle of quality medical care.” But this begs the question: What does it really mean to be informed? It means knowing the numbers about a particular medication or procedure, its likely benefits and side effects, but it also means being alert to how the presentation of these numbers can confuse or mislead you.

Stating that 35 percent of people with a serious illness are cured by a certain treatment has a hopeful resonance, while stating that 65 percent of people die despite that therapy has a pessimistic sound. But both statements are factually correct and describe the same data. For that reason, it is always valuable to “flip the frame” in your mind, to view information in both its positive and its negative forms.

Framing can be even more subtle, using words instead of numbers. For example, stating that a drug works “in the majority of patients” sounds quite different from specifying that 51 percent of people responded to the treatment, yet both are accurate. It is important to understand the numbers behind the words.

Finally, to most clearly understand the true benefit of a treatment, try to learn the “number needed to treat,” how many people with a condition similar to yours need to receive a therapy in order to improve or cure one person. Similarly, the “number needed to harm,” how many people typically must receive the treatment in order for one to suffer a side effect, more clearly reveals the risk of a therapy. Decision aids often contain these numbers, or your physician may give them to you. The number needed to treat contributed to Susan Powell’s decision not to take a statin drug. She discovered how the expected benefit of the drug applied to her as an individual and valued that result in light of her particular mind-set: a doubter and minimalist. Of course, for another person like Michelle Byrd, a believer and maximalist with a technology orientation, the same number needed to treat could reinforce her aim to be proactive, to do everything possible to avoid future illness.

It is vital when making a treatment choice that you remain alert to cognitive pitfalls beyond framing of numbers. By unmasking these  hidden influences, you can gain a greater sense of confidence that your decision process was sound. For example, research from psychology shows that all of us generally experience loss more profoundly than gain. This aversion to loss may cause you to give undue weight to possible side effects compared with expected benefits.

Another powerful influence on thinking is the “focusing illusion.” In trying to forecast the future, all of us tend to focus on a particular aspect of our lives that would be negatively affected by a proposed treatment. This then becomes the overriding element in decision making. The focusing illusion neglects our extraordinary capacity to adapt, to enjoy life with less than “perfect” health. Imagining life with a colostomy, after a mastectomy, or following prostate surgery can all be skewed by the focusing illusion. We cannot see how the remaining parts of our lives expand to fill the gaps created by the illness and its treatment.

Seeing how those gaps may be filled can come from learning about the experiences of others with the same condition. This powerful influence of stories on thinking is termed “availability.” If a relative or friend was able to adapt successfully following a therapy, this may help you to see your own future with a wider focus. On the other hand, if your father or sister or a close friend had a severe side effect from a drug or operation, you will be unlikely to choose as they did. Even if you don’t personally know someone who has benefited or been hurt by a particular treatment, the news media and Internet provide countless tales and testimonials that can become the basis for “availability bias.” It is impossible to dismiss the power of availability. For many people, it is the primary factor in determining their preferences.

But availability can also work to your detriment. It can cause you to distort the reality of what you face. To avoid this, it is best to integrate stories into the larger body of information, meaning the numbers about risk and benefit, particularly the number needed to treat and the number needed to harm.

As you go through this deliberate process of analyzing information, attentive to cognitive pitfalls, also consider how much autonomy or control you want in decision making. Some of the people we interviewed went to great lengths to exert control over every aspect of their medical care. Others did not. Just as there is no “one size fits all” in treatment, there is not a single choice about how much control you should want. Rather, try to find your starting place on the spectrum of autonomy, and then, as your trust and confidence in your doctors is confirmed or lost, consider again if that position makes sense.

We are often asked who is the “best doctor” to treat a particular condition. One criterion is a physician’s knowledge about your condition and its treatments, his or her command of the scientific data, so-called evidence-based medicine. But we believe the best doctors go one step further and practice “judgment-based medicine,” meaning they consider available evidence and then assess how it applies to the individual patient.

Some patients seek physicians who have a mind-set like their own: a maximalist patient may prefer a maximalist doctor, while a minimalist patient may want a doctor with that approach. Yet Dr. Jacques Carter cares for Susan Powell and Michelle Byrd and Alex Miller, each with a different mind-set. Although he doesn’t agree with all their choices, he tries to understand the orientation and values of each, and he shows respect even when his preferences differ from theirs. While you don’t want a doctor who superimposes his or her own preferences on you, you may not gain as much from a doctor who just rubber-stamps your decisions. A doctor who facilitates but also may challenge your decision process sometimes gives you more.

Writing this book changed us. It changed how we, as physicians,  help our patients make decisions about treatment. Each day at work, as we speak with people facing different treatment options, we find ourselves using the terms that arose from this book: minimalists and maximalists; believers and doubters; naturalism or technology orientation. We find ourselves thinking more about autonomy and regret while helping patients make their decisions. As we introduced this vocabulary, patients have taken the words and concepts and expanded on them to better explain their point of view and mind-set. Writing this book also changed how we weigh options about our own health, defining and showing us the origins and evolution of our preferences.

Navigating a medical decision is a dynamic process. Your orientation and mind-set, the level of autonomy you desire, and the influences you are exposed to may change over the course of time. We hope that the insights provided in this book will help you to better understand your approach to health before entering the doctor’s office or hospital, to clearly explain your thinking to your physician, and then to continue the decision-making process after you leave. Then you will be on the path to choosing the right treatment for the right reasons.
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INTRODUCTION 

1 A national survey of common medical decisions, made by adults forty and older in the United States, was conducted by researchers at the University of Michigan. The results indicate that over a two-year period, thirty-three million people considered medication for an elevated cholesterol level, twenty-seven million for high blood pressure, and sixteen million for depression; ten million people considered cataract surgery, seven million hip or knee replacement, and seven million an operation for low back pain. See: Brian J. Zikmund-Fisher et al., “The decision study: A nationwide survey of United States adults regarding 9 common medical decisions,” Medical Decision Making 30 (2010), pp. S20–S34.

2 Atrial fibrillation, the abnormal heart rhythm that Dave Simon has, is increasingly frequent in both the United States and Europe. About 1 to 2 percent of the population suffers from the condition, and this figure is likely to increase in the coming decades as we live longer. The lifetime risk of developing atrial fibrillation and the related condition atrial flutter is about 25 percent in those who reach the age of forty. See Donald M. Lloyd-Jones et al., “Lifetime risk for development of atrial fibrillation: The Framingham Heart Study,” Circulation 110 (2004), pp. 1042–1046; Gerald V. Naccarelli et al., “Increasing prevalence of atrial fibrillation and flutter in the United States,” American Journal of Cardiology 104 (2009), pp. 1534–1539; Jan Heeringa et al., “Prevalence, incidence and lifetime risk of atrial fibrillation:  The Rotterdam study,” European Heart Journal (Eur Heart J ) 27 (2006), pp. 949–953.

2 It is estimated that about one in every five strokes is due to atrial fibrillation. See Paulus Kirchhof et al., “Outcome parameters for trials in atrial fibrillation, executive summary: Recommendation from a consensus conference organized by the German Atrial Fibrillation Competence NETwork (AFNET) and the European Heart Rhythm Association (EHRA),” Eur Heart J 28 (2007), pp. 2803–2817; Alan S. Go et al., “Prevalence of diagnosed atrial fibrillation in adults: National implications for rhythm management and stroke prevention: The Anticoagulation and Risk Factors in Atrial Fibrillation (ATRIA) Study,” Journal of the American Medical Association (JAMA) 285 (2001), pp. 2370–2375; Stefan Knecht et al., “Atrial fibrillation in stroke-free patients is associated with memory impairment and hippocampal atrophy,” Eur Heart J 29 (2008), pp. 2125–2132. Treatment includes anticoagulation that helps prevent the development of clots in the heart; see Elaine M. Hylek et al., “Effect of intensity of oral anticoagulation on stroke severity and mortality in atrial fibrillation,” New England Journal of Medicine (NEJM) 349 (2003), pp. 1019–1026; Robert G. Hart, Lesly A. Pearce, Maria I. Aguilar, “Meta-analysis: Antithrombotic therapy to prevent stroke in patients who have nonvalvular atrial fibrillation,” Annals of Internal Medicine (Ann Intern Med) 146 (2007), pp. 857–867. New anticoagulants were approved in 2010 for treatment of atrial fibrillation that are easier to monitor and pose a somewhat lower risk of bleeding: Stuart J. Connolly et al., “Dabigatran versus warfarin in patients with atrial fibrillation,” NEJM 361 (2009), pp. 1139–1151; Brian F. Gage, “Can we rely on RE-LY?” NEJM 361 (2009), pp. 1200–1202.

3 The relationship between high blood cholesterol and cardiovascular disease was first recognized in large epidemiological studies like the famous one conducted in Framingham, Massachusetts. In that study, local residents were followed for decades by researchers who assessed not only blood lipids like cholesterol, but also hypertension, diabetes, and personal habits, like smoking: Daniel Levy, Susan Brink, A Change of Heart: How the People of Framingham, Massachusetts, Helped Unravel the Mysteries of Cardiovascular Disease (New York: Alfred A. Knopf, 2005); Daniel Levy, “50 years of discovery: Medical milestones from the National Heart, Lung, and Blood Institute’s Framingham Heart Study,” Hackensack, NJ: Center for Bio-Medical Communication, 1999. 

3 An excellent clinical overview on preventing a future heart attack with statin medications: Michael J. Domanski, “Primary prevention of coronary artery disease,” NEJM 357 (2007), pp. 1543–1545.

4 Michelle Byrd had an unusual side effect of abdominal pain with the second medication for her blood pressure, described in Troy D. Schmidt and Kevin M. McGrath, “Angiotension-converting enzyme inhibitor angioedema of the intestine: A case report and review of the literature,” American Journal of the Medical Sciences 324 (2002), pp. 106–108; Thomas J. Byrne et al., “Isolated visceral angioedema: An underdiagnosed complication of ACE inhibitors,” Mayo Clinic Proceedings 75 (2000), pp. 1201–1204.

4 An analysis of therapy for high blood pressure showing a beneficial trend with intensive treatment as requested by Michelle Byrd. These data are not statistically significant but taken by some experts to favor tight control of blood pressure: Blood Pressure Lowering Treatment Trialists’ Collaboration, “Effects of different regimens to lower blood pressure on major cardiovascular events in older and younger adults: Meta-analysis of randomised trials,” British Medical Journal 336 (2008), doi:10.1136/bmj.39548.738368.BE.

5 Alex Miller’s comments about “changing the goalposts” reflect evolving definitions of what is normal and abnormal blood pressure, and the cutoffs for treatment, by expert committees in the United States: Avram V. Chobanian et al., “The Seventh Report of the Joint National Committee on Prevention, Detection, Evaluation, and Treatment of High Blood Pressure: The JNC 7 Report,” JAMA 289 (2003), pp. 2560–2572. It is noteworthy that there are different “goalposts” in Europe, more akin to the prior cutoffs in the United States: Giuseppe Mancia et al., “2007 Guidelines for the Management of Arterial Hypertension: The Task Force for the Management of Arterial Hypertension of the European Society of Hypertension (ESH) and of the European Society of Cardiology (ESC),” Journal of Hypertension 25 (2007), pp. 1105–1187. An excellent study of differences in patient and physician views on benefit versus risk in treating hypertension: Finlay A. McAlister et al., “When should hypertension be treated? The different perspectives of Canadian family physicians and patients,” Canadian Medical Association Journal (CMAJ) 163 (2000), pp. 403–408.

6 The fundamentals of health literacy in assessing clinical information are presented in an excellent primer: Steven Woloshin, Lisa M. Schwartz, H. Gilbert Welch, Know Your Chances: Understanding Health Statistics (Berkeley: University of California Press, 2008). 




CHAPTER 1: WHERE AM I IN THE NUMBERS? 

10 Data on statin prescriptions are found in Jennifer Couzin-Frankel, “U.S. panel favors wider use of preventive drug treatment,” Science 327 (2010), pp. 130–131; BMJ Group, “High cholesterol: Statins for people with heart disease,” Best Health, September 14, 2009; Erica S. Spatz, Maureen E. Canavan, Mayur M. Desai, “From here to Jupiter: Identifying new patients for statin therapy using data from the 1999–2004 National Health and Nutrition Examination Survey,” Circulation: Cardiovascular Quality & Outcomes 2 (2009), pp. 41–48; David Mann et al., “Trends in statin use and low-density lipoprotein cholesterol levels among U.S. adults: Impact of the 2001 National Cholesterol Education Program Guidelines,” Annals of Pharmacotherapy 42 (2008), pp. 1208–1215.

10 The discovery of statin drugs and their development as therapeutics by one of the Japanese scientists central to the work: Akira Endo, “The discovery and development of HMG-CoA reductase inhibitors,” Journal of Lipid Research 33 (1992), pp. 1569–1582.

11 Data on the frequency of muscle pain and inflammation from statin medications: Tisha R. Joy, Robert A. Hegele, “Narrative review: Statin-related myopathy,” Ann Intern Med 150 (2009), pp. 858–868; Julia Hippisley-Cos, Carol Coupland, “Unintended effects of statins in men and women in England and Wales: Population based cohort study using the QResearch database,” BMJ 340 (2010) c2197, doi:10.1136/bmj.c2197.

11 One of the key studies relevant to treatment of people with elevated cholesterol and no prior history of heart disease, like Susan Powell, is Ian Ford et al., “Long-term follow-up of the West of Scotland Coronary Prevention Study,” NEJM 357 (2007), pp. 1477–1486.

12 Data on how many patients decline to take prescribed medication or do not adhere to the regimen: Lars Osterberg, Terrence Blaschke, “Adherence to medication,” NEJM 353 (2005), pp. 487–497; Joshua S. Benner et al., “Long-term persistence in use of statin therapy in elderly patients,” JAMA 288 (2002), pp. 455–461; Mark Peyrot et al., “Correlates of insulin injection omission,” Diabetes Care 33 (2010), pp. 240–245; Susan Mackie, “The value of DNKs,” NEJM 362 (2010), p. 1561; Stephen Smith, “Take as directed,” Boston Globe, May 10, 2010; Nancy Houston Miller, “Compliance with treatment regimens in chronic asymptomatic diseases,” American Journal of Medicine 102 (1997), pp. 43–49; Joyce A. Cramer, “Compliance with  contraceptives and other treatments,” Obstetrics & Gynecology 88 (1996), pp. 4S–12S. For women prescribed bisphosphonates, calcium, and vitamin D: Pierre D. Delmas et al., “Effect of monitoring bone turnover markers on persistence with risedronate treatment of postmenopausal osteoporosis,” Journal of Clinical Endocrinology & Metabolism 92 (2007), pp. 1296–1304; Ethel S. Siris et al., “Adherence to bisphosphonate therapy, vitamin D and calcium supplements and fracture rates in osteoporotic women: Relationship to vertebral and nonvertebral fractures from 2 U.S. claims databases,” Mayo Clinic Proceedings 81 (2006), pp. 1013–1022; Enkhe Badamgarav, Lorraine A. Fitzpatric, “A new look at osteoporosis outcomes: The influence of treatment, compliance, persistence, and adherence,” Mayo Clinic Proceedings 81 (2006), pp. 1009–1012; National Community Pharmacists Association, “Enhancing prescription medicine adherence: A national action plan,” National Council on Patient Information and Education, Rockville, MD, August 2007, p. 7; Katherine Hobson, “How can you help the medicine go down? Too many people don’t take the drugs they’re supposed to: Tackling that problem could save a lot of money and a lot of lives,” Wall Street Journal, March 28, 2011.

13 The availability bias is elegantly described in Amos Tversky, Daniel Kahneman, “The framing of decisions and the psychology of choice,” Science 211 (1981), pp. 453–458.

14 The bias in favor of natural approaches is found in Gretchen B. Chapman, “The psychology of medical decision making ,” in D. J. Koehler and N. Harvey (eds.), Blackwell Handbook of Judgment and Decision Making (Oxford, UK: Blackwell Publishing, 2004), pp. 585–603.

15 Loss aversion is described by Daniel Kahneman, Jack L. Knetsch, Richard H. Thaler, “The endowment effect, loss aversion, and status quo bias,” Journal of Economic Perspectives 5 (1991), pp. 193–206. Also see Dan Ariely’s lively discussion of loss aversion in Predictably Irrational: The Hidden Forces That Shape Our Decisions (New York : HarperCollins, 2008).

17 There are different risk calculators for heart attack; a reliable site that helped give Susan Powell understandable numbers: United States Department of Health and Human Services/National Heart, Lung, and Blood Institute, “Health Information for the Public,” http://www.nhlbi.nih.gov/health.

18 The importance of calculating the “number needed to treat” is found in Steven Woloshin, Lisa M. Schwartz, H. Gilbert Welch, Know Your Chances:  Understanding Health Statistics (Berkeley: University of California Press, 2008). For more extensive commentary on the interpretation of number needed to treat, see Finlay A. McAlister et al., “Users’ guides to the medical literature. Integrating research evidence with the care of the individual patient,” JAMA 283 (2000), pp. 2829–2836; Finlay A. McAlister, “The ‘number needed to treat’ turns 20—and continues to be used and misused,” CMAJ 179 (2008), pp. 549–553; Christopher A. K. Y. Chong et al., “An unadjusted NNT was a moderately good predictor of health benefit,” Journal of Clinical Epidemiology 59 (2006), pp. 224–233; Peder Andreas Halvorsen, Ivar Sonbo Kristiansen, “Decisions on drug therapies by numbers needed to treat: A randomized trial,” Archives of Internal Medicine 165 (2005), pp. 1140–1146; J. Nexoe, I. S. Kristiansen, D. Gyrd-Hansen, J. B. Nielsen, “Influence of number needed to treat, costs and outcome on preferences for a preventive drug,” Family Practice 22 (2005), pp. 126–131; Arthur Marx, Heiner C. Bucher, “Numbers needed to treat derived from meta-analysis: A word of caution,” Evidence-Based Medicine 8 (2003), pp. 36–37; Lonne Wen, Robert Badgett, John Cornell, “Number needed to treat: A descriptor for weighing therapeutic options,” American Journal of Health-System Pharmacy 62 (2005), pp. 2031–2036.

18 Framing information and its impact on people’s understanding of risk and their ultimate choice is found in Amos Tversky, Daniel Kahneman, “The framing of decisions and the psychology of choice,” Science 211 (1981), pp. 453–458; Paul Slovic, “Perception of risk,” Science 236 (1987), pp. 280–285. For the role of framing in medicine, see Barbara J. McNeil, Stephen G. Pauker, Harold C. Sox, Amos Tversky, “On the elicitation of preferences for alternative therapies,” NEJM 306 (1982), pp. 1259–1269; Donald A. Redelmeier, Paul Rozin, Daniel Kahneman, “Understanding patients’ decisions: Cognitive and emotional perspectives,” JAMA 270 (1993), pp. 72–76.

20 The power of narratives by one of the cardinal researchers in learning and education: Howard Gardner, Changing Minds: The Art and Science of Changing Our Own and Other People’s Minds (Boston: Harvard Business School Press, 2006).

20 How narratives versus data influence patient perceptions and choice: John B. F. de Wit, Enny Das, Raymond Vet, “What works best: Objective statistics or a personal testimonial? An assessment of the persuasive effects of different types of message evidence on risk perception,” Health Psychology 27 (2008), pp. 110–115; Philip Broemer, “Ease of imagination moderates  reactions to differently framed health messages,” European Journal of Social Psychology 34 (2004), pp. 103–119; Alexander J. Rothman, Peter Salovery, “Shaping perceptions to motivate healthy behavior: The role of message framing,” Psychological Bulletin 121 (1997), pp. 3–19; Alexander J. Rothman, Nobert Schwarz, “Constructing perceptions of vulnerability : Personal relevance and the use of experiential information in health judgment,” Personality and Social Psychology Bulletin 24 (1998), pp. 1053–1064; Michael D. Slater, Donna Rouner, “Value-affirmative and value-protective processing of alcohol education messages that include statistical evidence or anecdotes,” Communication Research 23 (1996), pp. 210–235; Shelley E. Taylor, Suzanne C. Thomson, “Stalking the elusive ‘vividness’ effect,” Psychological Review 89 (1982), pp. 155–181.

20 Much has been written about how drug advertising is designed and its impact on the public; see Steven Woloshin, Lisa M. Schwartz, Jennifer Tremmel, H. Gilbert Welch, “Direct-to-consumer advertisements for prescription drugs: What are Americans being sold?” Lancet 358 (2001), pp. 1141–1146; Dominick L. Frosch et al., “Creating demand for prescription drugs: A content analysis of television direct-to-consumer advertising ,” Annals of Family Medicine 5 (2007), pp. 6–13; Kurt C. Stange, “Doctor-patient and drug company–patient communication,” Annals of Family Medicine 5 (2007), pp. 2–4; Kurt C. Stange, “Intended and unintended consequences of direct-to-consumer drug marketing,” Annals of Family Medicine 5 (2007), pp. 175–178; Kate Pickert, “Do consumers understand drug ads?” Time, May 15, 2008; Ziad F. Gellad, Kenneth W. Lyles, “Direct-to-consumer advertising of pharmaceuticals,” American Journal of Medicine 120 (2007), pp. 475–480; Julie M. Donohue, Marisa Cevasco, Meredith B. Rosenthal, “A decade of direct-to-consumer advertising of prescription drugs,” NEJM 357 (2007), pp. 673–681; Ian D. Spatz, “Better drug ads, fewer side effects,” New York Times, February 20, 2011. The lack of regulation of ads on the Internet is of particular concern: Bryan A. Liang, Timothy Mackey, “Direct-to-consumer advertising with interactive internet media: Global regulation and public health issues,” JAMA 305 (2011), pp. 824–825. In addition, there is intense marketing of drugs to physicians; an excellent summary of its role in influencing how the doctor prescribes: Jeremy A. Greene, “Pharmaceutical marketing research and the prescribing physician,” Ann Intern Med 146 (2007), pp. 742–748. An outstanding book on the pharmaceutical industry is Jerry Avorn, Powerful Medicines: The Benefits, Risks, and Costs of Prescription Drugs (New York: Alfred A. Knopf, 2004). 
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27 Each patient’s personal preferences, needs, and values should be paramount in guiding care; see Institute of Medicine (National Academy of Sciences), Crossing the Quality Chasm: A New Health System for the 21st Century (Washington, DC: National Academy Press, 2001), http://www.nap.edu/books/0309072808/html. Also see Robert A. McNutt, “Shared medical decision making: Problems, process, progress,” JAMA 292 (2002), pp. 2516–2518; Carla C. Keirns, Susan Dorr Goold, “Patient-centered care and preference-sensitive decision making,” JAMA 302 (2009), pp. 1085–1086. This centrality of patient preference in choice, even when it conflicts with what a physician advises, is passionately presented by Dr. Donald Berwick (Donald Berwick, “What ‘patient-centered’ should mean: Confessions of an extremist,” Health Affairs—Web Exclusive 28, no. 4 [2009], pp. W555–W565). See also Pamela Hartzband, Jerome Groopman, “Keeping the patient in the equation: Humanism and health care reform,” NEJM 361 (2009), pp. 554–555.

27 Patient autonomy is a major subject of study. Its role in our culture is lucidly explored in Carl Schneider, The Practice of Autonomy: Patients, Doctors, and Medical Decisions (New York: Oxford University Press, 1998). See also Richard L. Street et al., “Patient participation in medical consultations: Why some patients are more involved than others,” Medical Care 43 (2005), pp. 960–969.




CHAPTER 2: BELIEVERS AND DOUBTERS 


[Jerry’s Narrative] 
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CHAPTER 3: BUT IS IT BEST FOR ME? 
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54 An examination of the methodology of determining utilities and preferences can be found in Alan Schwartz, George Bergus, Medical Decision Making: A Physician’s Guide (Cambridge, UK: Cambridge University Press, 2008); George W. Torrance, “Measurement of health state utilities for economic appraisal: A review,” Journal of Health Economics 5 (1986), pp. 1–30.

55 The complexity of trying to project future feelings has been studied extensively in cognitive psychology; see George Loewenstein, David Schkade, “Wouldn’t it be nice ? Predicting future feelings,” in D. Kahneman, E. Diener, and N. Schwarz (eds.), Well-Being: The Foundation of Hedonic Psychology (New York: Russell Sage Foundation, 1998),pp. 85–105. Also see Norman F. Boyd et al., “Whose utilities for decision analysis ?” Medical Decision Making 10 (1990),pp. 58–67; Nick Sevdalis, Nigel Harvey, “Predicting preferences: Aneglected aspect of shared decision-making ,” Health Expectations 9 (2006), pp. 245–251. The dilemma of forecasting is wonderfully illuminated in Daniel Gilbert, Stumbling on Happiness (New York: Vintage Books, 2007).

57 Constructing preferences “on the spot” is addressed in Sarah Lichtenstein and Paul Slovic, “The Construction of Preference: An Overview,” in Lichtenstein and Slovic (eds.), The Construction of Preference (New York: Cambridge University Press, 2006). See also Ronald M. Epstein, Ellen Peters, “Beyond information: Exploring patients’ preferences,” JAMA 302 (2009), pp. 195–197.

57 The importance of the default option and how it may be used in changing health behaviors and other social issues: Richard H. Thaler, Cass R. Sunstein, Nudge: Improving Decisions About Health, Wealth, and Happiness (New York, Penguin Books, 2009).

58 On the challenge of teaching physicians and other health care professionals how to elicit preferences in an objective manner while providing clear information, see Ronald M. Epstein, Ellen Peters, “Beyond information: Exploring patients’ preferences,” JAMA 302 (2009), pp. 195–197. For differences in how patients and physicians weigh the importance of facts about clinical problems and the goals and concerns about available treatments: Karen R. Sepucha et al., “Developing instruments to measure the quality of decisions: Early results for a set of symptom-driven decisions,” Patient Education and Counseling 73 (2008), pp. 504–510; Karen Sepucha et al., “An approach to measuring the quality of breast cancer decisions,” Patient Education and Counseling 65 (2007), pp. 261–269.
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The application of Bernoulli’s formula to atrial fibrillation is even more complicated because accurate information about the first part of the formula, the probability of an outcome, is not available for an individual; it is available only for groups of patients. For example, age, gender, genetics, lifestyle, diet, concurrent medical conditions, and a host of other variables all influence the probability of stroke or hemorrhage while on anticoagulation treatment. Dr. Liana Fraenkel and Dr. Terri Fried of the Yale School of Medicine wrote an insightful article on how hard it is to give individual patients with atrial fibrillation accurate information on their risk of bleeding  from anticoagulation treatment. This is particularly true for the elderly or those who have coexisting common medical problems, like diabetes, kidney disease, and difficulty with balance, because the data on risks and benefits of anticoagulation come from studies that typically exclude these kinds of patients: Liana Fraenkel, Terri R. Fried, “Individualized medical decision making ,” Archives of Internal Medicine 170 (2010), pp. 566–569.

61 Number needed to harm is discussed in Finlay A. McAlister et al., “Users’ guides to the medical literature. Integrating research evidence with the care of the individual patient,” JAMA 283 (2000), pp. 2829–2836; Finlay A. McAlister, “The ‘number needed to treat’ turns 20—and continues to be used and misused,” CMAJ 179 (2008), pp. 549–553.

61 The study on physician and patient assessment of when to be treated for high blood pressure: Finlay A. McAlister et al., “When should hypertension be treated? The different perspectives of Canadian family physicians and patients,” CMAJ 163 (2000), pp. 403–408.
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62 Rodney Hayward’s important article is in Kerianne H. Quanstrum, Rodney A. Hayward, “Lessons from the mammography wars,” NEJM 363 (2010), pp. 1076–1079. Also see Finlay A. McAlister, “Applying evidence to patient care: From black and white to shades of grey,” Ann Intern Med 138 (2003), pp. 938–939; Carla C. Keirns, Susan Dorr Goold, “Patient-centered care and preference-sensitive decision making,” JAMA 302 (2009), pp. 1085–1086.

63 In addition, “arbitrary” cutoffs for treatment of atrial fibrillation are discussed in Liana Fraenkel, Terri R. Fried, “Individualized medical decision making,” Archives of Internal Medicine 170 (2010), pp. 566–569.

63 For a discussion of guidelines and their limitations, see Allan D. Sniderman, Curt D. Furberg, “Why guideline-making requires reform,” JAMA 301 (2009), pp. 429–431; John P. A. Ioannidis, “Contradicted and initially stronger effects in highly cited clinical research,” JAMA 294 (2005), pp. 218–228; Mary E. Tinetti, “Potential pitfalls of disease-specific guidelines for patients with multiple conditions,” NEJM 351 (2004), pp. 2870–2874; Patrick J. O’Connor, “Adding value to evidence-based clinical guidelines,” JAMA 294 (2005), pp. 741–743; Finlay A. McAlister et al., “Users’ guides to the medical literature. Integrating research evidence with the care of the individual patient,” JAMA 283 (2000), pp. 2829–2836; Patrick Conway, Carolyn Clancy, “Comparative-effectiveness research: Implications of the federal coordinating council’s report,” NEJM 361 (2009), pp. 328–330; Jerome Groopman, How Doctors Think (New York: Houghton Mifflin, 2007); Pamela Hartzband, Jerome Groopman, “Keeping the patient in the  equation: Humanism and health care reform,” NEJM 361 (2009), pp. 554–555; Jerome Groopman, “Health care: Who knows ‘best’?” New York Review of Books 57 (2010), pp. 12–15; Editorial, “Guiding the guidelines,” Lancet 377 (2011), p. 1125. Because of the many limitations of guidelines, some researchers propose “individualized” guidelines. These are centered on outcome and cost but do not include detailed utility assessment: David M. Eddy et al., “Individualized guidelines: The potential for increasing quality and reducing costs,” Ann Intern Med 154 (2011), pp. 627–634.
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66 There is a powerful imperative to standardize medical care and follow guidelines strictly; see Stephen J. Swensen et al., “Cottage industry to postindustrial care: The revolution in health care delivery,” NEJM 362 (2010), pp. E12(1)–E12(4); Robert H. Brook, “A physician = emotion + passion + science,” JAMA 304 (2010), pp. 2528–2529; David Leonhardt, “Making health care better,” New York Times Magazine, November 8, 2009. For a humanistic view of care, see Abraham Verghese, “Treat the patient, not the CT  scan,” New York Times, February 27, 2011; Pamela Hartzband, Jerome Groopman, “Keeping the patient in the equation: Humanism and health care reform,” NEJM 361 (2009), pp. 554–555.

66 The importance of standardization in safety measures and emergency care: Susan Dentzer, “Still crossing the quality chasm—or suspended over it?” Health Affairs 30 (2011), pp. 554–555; Debabrata Mukherjee, “Implementation of evidence-based therapies for myocardial infarction and survival,” JAMA (editorial) 305 (2011), pp. 1710–1711. A poignant recounting of the origins of the patient safety movement, told in a mother’s voice: Sorrel King, Josie’s Story: A Mother’s Inspiring Crusade to Make Medical Care Safe (New York, NY: Atlantic Monthly Press, 2009).




CHAPTER 4: REGRET 

70 An overview of systemic lupus erythematosus, an autoimmune disease, and patients who achieve long-term remission like Lisa Norton:JosefS.Smolen, “Therapy of systemic lupus erythematosus: A look into the future,” Arthritis Research 4 (Suppl. 3) (2002), pp. S25–S30; Murray B. Urowitz et al., “Prolonged remission in systemic lupus erythematosus,” Journal of Rheumatology 32 (2005), pp. 1467–1472.

71 A history of natural healing is found in the excellent book by Anne Harrington, The Cure Within: A History of Mind-Body Medicine (New York: W. W. Norton & Co., 2008). See also Andrew Weil, Spontaneous Healing: How to Discover and Enhance Your Body’s Natural Ability to Maintain and Heal Itself (New York: Alfred A. Knopf, 1995). The comment by Lisa Norton about her “wacky books” calls to mind a famous and contested case of remission of autoimmune disease following bed rest and humor; see Norman Cousins, Anatomy of an Illness as Perceived by the Patient (New York: Bantam Doubleday Dell, 1981). Dr. Howard Spiro, a gastroenterologist at the Yale School of Medicine, analyzed Cousins’s story and speculated it might be a misdiagnosis in The Power of Hope: A Doctor’s Perspective (New Haven, CT: Yale University Press, 1998).

75 The importance of recognizing making decisions when “hot” and when “cold” is found in George Loewenstein, “Hot-cold empathy gaps and medical decision making,” Health Psychology 24 (2005), pp. S49–S56; also see Paul Slovic et al., “Affect, risk, and decision making,” Health Psychology 24 (2005), pp. S35–S40; Sarah Lichtenstein and Paul Slovic, “The Construction of Preference: An Over view,” in Lichtenstein and Slovic (eds.), The Construction of Preference (New York: Cambridge University Press, 2006).

75 There has been considerable research over the past decade trying to distinguish between beneficial effects of surgery versus placebo in alleviating pain and improving function in the treatment of arthritic joints, particularly the knee; see David T. Felson, Joseph Buckwalter, “Debridement and lavage for osteoarthritis of the knee,” NEJM 347 (2002), pp. 132–133; Brian R. Wolf, Joseph A. Buckwalter, “Randomized surgical trials and ‘sham’ surgery: Relevance to modern orthopaedics and minimally invasive surgery,” Iowa Orthopaedic Journal 26 (2006), pp. 107–111; J. Bruce Moseley et al., “A controlled trial of arthroscopic surgery for osteoarthritis of the knee,” NEJM 347 (2002), pp. 81–88. The variable course of bone-on-bone arthritis of the knee is highlighted in the vignette by Dr. Donald Berwick in “My right knee,” Ann Intern Med 142 (2005), pp. 121–125. Also see Thomas M. Burton, “New doubts about popular joint surgery,” Wall Street Journal, October 14, 2008.

77 There is extensive literature on regret and decision making. For work by Daniel Kahneman and Amos Tversky related to investment and regret, see Daniel Kahneman, Amos Tversky, “The psychology of preferences,” Scientific American 246 (1982), pp. 160–173; Daniel Kahneman, Dale T. Miller, “Norm theory: Comparing reality to its alternatives,” Psychological Review 93 (1986), pp. 136–153. The example of regret in team sports is from Marcel Zeelenberg et al., “The inaction effect in the psychology of regret,” Journal of Personality and Social Psychology 82 (2002), pp. 314–327.

77 Several other excellent articles relevant to the experiences of Lisa Norton and Carl Simpson are Terry Connolly et al., “Regret and responsibility in the evaluation of decision outcomes,” Organizational Behavior and Human Decision Processes 70 (1997), pp. 73–85; Terry Connolly, David Butler, “Regret in economic and psychological theories of choice,” Journal of Behavioral Decision Making 19 (2006), pp. 139–154; Terry Connolly, Jochen Reb, “Regret in cancer-related decisions,” Health Psychology 24 (2005), pp. S29–S34; Hannah Faye Chua et al., “Decision-related loss: Regret and disappointment,” NeuroImage 47 (2009), pp. 2031–2040. Regret is often characterized as irrational and an impediment to sound choices. But some researchers contend that anticipated regret can be “rational” if it approximates the degree of regret that one experiences in the future. Similarly, experienced regret is “rational” if one can learn from it. Several germane articles include Terry Connolly, Marcel Zeelenberg, “Regret in decision making,” Current  Directions in Psychological Science 11 (2002), pp. 212–216; Marcel Zeelenberg et al., “Emotional reactions to the outcomes of decisions: The role of counterfactual thought in the experience of regret and disappointment,” Organizational Behavior and Human Decision Processes 75 (1998), pp. 117–141; Marcel Zeelenberg et al., “The experience of regret and disappointment,” Cognition and Emotion 12 (1998), pp. 221–230.

78 Marco daCosta DiBonaventura of Memorial Sloan-Kettering Cancer Center and Gretchen Chapman of Rutgers University explore a number of issues related to being vaccinated for influenza: “Do decision biases predict bad decisions? Omission bias, naturalness bias, and influenza vaccination,” Medical Decision Making 28 (2008), pp. 532–539. Chapman relates this to different forecasting scenarios where there is short-term cost versus long-term gain: Gretchen B. Chapman et al., “Value for the future and preventive health behavior,” Journal of Experimental Psychology: Applied 7 (2001), pp. 235–250.

80 The literature on patient emotions and physician relationships, relevant to patient feelings of disappointing the doctor, the power imbalance, and difficulty in challenging an expert: Vikki A. Entwistle et al., “Supporting patient autonomy: The importance of clinician-patient relationships,” JGIM (Online First, March 6, 2010); Debra Roter, Judith A. Hall, Doctors Talking with Patients/Patients Talking with Doctors (Westport, CT: Praeger Publishing, 2006); and Jerome Groopman, How Doctors Think (New York: Houghton Mifflin, 2007).

81 The reader may surmise that Pam’s mother is a deep doubter with a naturalism bias, while Jerry’s mother was a believer, profoundly respectful of the medical profession and its technology.

83 Carl E. Schneider highlights the cultural pressures that may cause physicians to refrain from giving direct advice for fear of violating patient autonomy: Carl E. Schneider, The Practice of Autonomy: Patients, Doctors, and Medical Decisions (New York: Oxford University Press, 1998).

85 Dr. James Weinstein, an orthopedic surgeon at Dartmouth-Hitchcock Medical Center, is a leading advocate of shared medical decision making in approaching orthopedic surgery, where data on outcomes are often limited and where indications can vary significantly from patient to patient; see James N. Weinstein, Kate Clay, Tamara S. Morgan, “Informed patient choice: Patient-centered valuing of surgical risks and benefits,” Health Affairs 26 (2007), pp. 726–730; Barry Schwartz, Jim Weinstein, “Partnership: Doctor and patient,” Spine 30 (2005), pp. 269–271.




CHAPTER 5: NEIGHBORLY ADVICE 

87 Prostate cancer is the most commonly diagnosed malignancy other than skin cancer in the United States. In 2010, about 212,000 men received the diagnosis. Over the course of a lifetime, the risk of an American man developing prostate cancer is 16 percent, but the risk of dying of prostate cancer is 2.9 percent. These data indicate that prostate cancer often grows so slowly that most men die of other causes before the tumor becomes a problem. At the same time, among men found to have prostate cancer, when it is confined to the prostate and treated, survival free of the cancer at five years is 100 percent, while for those in whom the cancer has spread at time of diagnosis, with distant metastasis, five-year survival is about 32 percent. Thus, tumors that have spread are generally not curable. Data on prostate cancer incidence: Ahmedin Jemal et al., “Cancer Statistics, 2009,” Cancer 59 (2009), pp. 225–249; Matthew R. Smith, “Effective treatment for early-stage prostate cancer—possible, necessary, or both?” NEJM (editorial) 364 (2011), pp. 1770–1772.

88 There is considerable debate about the use of PSA testing to screen for prostate cancer, reviewed in Michael J. Barry, “Screening for prostate cancer: The controversy that refuses to die,” NEJM 360 (2009), pp. 1351–1354. The difficulty is in distinguishing between finding those aggressive cancers that, with treatment, will save men’s lives and finding cancers that might never cause harm but are nonetheless treated, resulting in side effects of incontinence and impotence. Even after two recent large, randomized controlled trials, one conducted in Europe, the other in the United States, the issue of PSA testing is not settled.

The first of these recent trials is the European Randomized Study of Screening for Prostate Cancer, or ERSPC. The ERSPC evaluated 182,160 men between the ages of fifty and seventy-four who were randomly assigned to regular PSA screening, on average once every four years, or a control group that was not offered regular screening. The study used different recruiting and randomization procedures across seven centers in Europe. Furthermore, PSA cutoffs at which to perform a biopsy were not uniform but ranged between 2.5 and 4, with most centers using a cutoff at 3. There was incomplete information on how often the men in the control group at all  centers had PSA screening done, although at one site in Rotterdam, the Netherlands, about a quarter of men in the control group had PSA testing. After nine years of follow-up, among men between the ages of fifty-five and sixty-nine, death from prostate cancer was 20 percent lower in the group that had regular screening. But again, we need to harken back to Susan Powell and look beyond the relative risk reduction of 20 percent to the “number needed to treat,” or here, the number needed to be screened. This turned out to be 1,410 men needed to be screened to prevent 1 prostate cancer death over nine years. The number is so large because most men screened did not have prostate cancer. Of those who did have a cancer detected by PSA screening, 48 additional patients would need to be diagnosed with prostate cancer to prevent a single prostate cancer death—that is, despite the detection of cancer, there was a modest impact on saving lives (1 saved life, 48 lives not saved). The study did not address quality of life, so there was no information about the side effects of impotence or incontinence from radiation or surgery or from the psychological burden of knowing that you have a cancer and not treating it actively (“watchful waiting”).

Critics of this European study pointed out that a substantial proportion of the control group received PSA testing, that about 25 percent of the cancers detected in the screening group did not receive curative treatment with either surgery or radiation, and since prostate cancer can grow very slowly, a follow-up of nine years to assess survival benefit may be too short; see Fritz H. Schroder et al., “Screening and prostate-cancer mortality in a randomized European study,” NEJM 360 (2009), pp. 1320–1328. The same issue of the New England Journal of Medicine carried the report from the Prostate, Lung, Colorectal, and Ovarian (PLCO) Cancer Screening Trial in the United States that found no benefit from annual PSA testing.

The PLCO study enrolled 76,693 men between the ages of fifty-five and seventy-four who were randomly assigned to annual screening with PSA and a digital rectal examination or to “usual care.” The indications for biopsy were a PSA cutoff of 4 or an abnormal rectal examination. A very high proportion of the men in the “usual care” control group, more than 50 percent, underwent PSA testing. After seven years of follow-up, there was no reduction in death between the two groups. This negative result of the trial could be attributed to the high rate of PSA testing in the control group, the higher PSA cutoff of 4 compared with the European cutoff of 2.5 to 4, or the relatively short follow-up period; see Gerald L. Andriole et al., “Mortality results from a randomized prostate-cancer screening trial,” NEJM 360 (2009), pp. 1310–1319.

There was considerable expectation in the medical community that these two large, randomized studies would yield results that would resolve the controversy about screening through PSA testing, but that proved not to be the case. It is unlikely the issue will be settled soon.

Another way to assess PSA testing is to ask how accurately it predicts prostate cancer in a man with no symptoms. This performance statistic is called the “positive predictive value,” meaning the proportion of men with a PSA above the often used cutoff of 4 who will be found to have cancer. Overall, the positive predictive value for a PSA level greater than 4 is approximately 30 percent, meaning that a proportion slightly smaller than one in three men with this PSA level will have prostate cancer detected on biopsy. For PSA levels between 4 and 10, the positive predictive value is about the same, 25 percent. Only when PSA levels rise above 10 does the test better predict the presence of cancer, in 42 to 64 percent of men depending on the study: Michael K. Brawer et al., “Screening for prostatic carcinoma with prostate specific antigen,” Journal of Urology 147 (1992), pp. 841–845. This relatively poor degree of prediction is offset by the fact that nearly 75 percent of cancers detected within the “gray zone” of PSA values between 4 and 10 are confined to the gland and thus potentially curable. Less than half of the prostate cancers detected when PSA values rise above 10 are confined to the gland. To complicate matters even more, these studies indicate some 15 percent of men above the age of sixty who had consistently normal PSA levels (less than 4) and normal rectal examinations will be found to have prostate cancer over seven years of annual screening. This observation shows that there is not a clear cutoff between what is a “normal” and an “abnormal” PSA. See Scott M. Gilbert et al., “Evidence suggesting PSA cutpoint of 2.5 ng/mL for prompting prostate biopsy: Review of 36,316 biopsies,” Urolog y 65 (2005), pp. 549–553; William J. Catalona, Deborah S. Smith, David K. Ornstein, “Prostate cancer detection in men with serum PSA concentrations of 2.6 to 4.0 ng/mL and benign prostate examination,” JAMA 277 (1997), pp. 1452–1455; Mary McNaughton Collins, David F. Ransohoff, Michael J. Barry, “Early detection of prostate cancer,” JAMA 278 (1997), pp. 1516–1519.

Autopsy studies of men who died in accidents like car crashes show that a significant proportion had small nests of prostate cancer that hadn’t been causing symptoms and in all likelihood wouldn’t have contributed to any  impairment during life. Overall, prostate cancer was incidentally found in between a third and a half of middle-aged or older men; see N. Breslow et al., “Latent carcinoma of prostate at autopsy in seven areas: The international agency for research on cancer, Lyons, France,” International Journal of Cancer 20 (1977), pp. 680–688.

There is clear concern that prostate cancer may be detected by screening at a stage that would never become clinically significant but, because of detection, prompts treatment; see William J. Catalona et al., “Detection of organ-confined prostate cancer is increased through prostate-specific antigen-based screening,” JAMA 270 (1993), pp. 948–954; Peter H. Gann, Charles H. Hennekens, Meir J. Stampfer, “A prospective evaluation of plasma prostate-specific antigen for detection of prostatic cancer,” JAMA 273 (1995), pp. 289–294; Gerrit Draisma et al., “Lead time and overdiagnosis in prostate-specific antigen screening: Importance of methods and context,” Journal of the National Cancer Institute (JNCI) 101 (2009), pp. 274–383; Ruth Etzioni et al., “Overdiagnosis due to prostate-specific antigen screening : Lessons from U.S. prostate cancer incidence trends,” JNCI 94 (2002), pp. 981–990; Peter R. Carroll et al., “Serum prostate-specific antigen for the early detection of prostate cancer: Always, never, or only sometimes?” Journal of Clinical Oncolog y (JCO) 29 (2011), pp. 345–347; E. David Crawford et al., “Comorbidity and mortality results from a randomized prostate cancer screening trial,” JCO 29 (2011), pp. 355–361; Stacy Loeb et al., “What is the true number needed to screen and treat to save a life with prostate-specific antigen testing?” JCO 29 (2011), pp. 464–467.

Recent studies question the current use of changes in PSA levels to predict prostate cancer; see Andrew J. Vickers et al., “An empirical evaluation of guidelines on prostate-specific antigen velocity in prostate cancer detection,” JNCI 103 (2011), pp. 1–8; Nicholas Bakalar, “Prostate guideline causes many needless biopsies, study says,” New York Times, February 27, 2011.

Despite these vexing issues, the death rate from prostate cancer has gradually but consistently declined since the advent of PSA screening. For example, data from Olmsted County in Minnesota, the location of the Mayo Clinic, show that age-adjusted mortality rates from prostate cancer declined 22 percent compared with the rate measured in the years before PSA testing : Manish Kohli, Donald J. Tindall, “New developments in the medical management of prostate cancer,” Mayo Clinic Proceedings 85 (2010), pp. 77–86.

Given the controversy over the value of screening, it is not surprising that  specialty organizations published different recommendations regarding PSA testing. The American Cancer Society (ACS) emphasized the need for involving men in the decision of whether to screen or not. For men who decided to be screened, the ACS recommended PSA testing for average-risk men beginning at fifty years of age. Those at higher risk, like African American men or those with a brother or father with prostate cancer diagnosed before the age of sixty-five, should begin a screening discussion at ages forty to forty-five: Andrew M. D. Wolf et al., “American Cancer Society Guideline for the early detection of prostate cancer: Update 2010,” Cancer 60 (2010), pp. 70–98. The American Urological Association also endorsed shared decision making about risks and benefits but recommended annual screening beginning at the age forty: Kirsten L. Greene et al., “Prostate specific antigen best practice statement: 2009 update,” Journal of Urology 182 (2009), pp. 2232–2241. The United States Preventive Services Task Force, which advises the government, concluded in 2008 that there was insufficient evidence to assess the balance of benefits and harms of prostate cancer screening in men younger than seventy-five: U.S. Preventive Services Task Force, “Screening for prostate cancer: U.S. Preventive Services Task Force Recommendation Statement,” Ann Intern Med 149 (2008), pp. 185–191. The Canadian Task Force on Preventive Health Care recommended against screening for prostate cancer with PSA: J. W. Feightner, “Recommendations on secondary prevention of prostate cancer from the Canadian Task Force on the Periodic Health Examination,” Canadian Journal of Oncology 4 (Suppl. 1) (1994), pp. 80–81. The American College of Physicians, an organization of internists, recommended individualizing the decision to screen after a thorough discussion with the patient: Kenneth Lin et al., “Benefits and harms of prostate-specific antigen screening for prostate cancer: An evidence update for the U.S. Preventive Services Task Force,” Ann Intern Med 149 (2008), pp. 192–199.

Given this complexity, some researchers are developing decision aids to present data on risks and benefits of PSA screening as clearly as possible: Melissa R. Partin et al., “Randomized trial examining the effect of two prostate cancer screening educational interventions on patient knowledge, preferences, and behaviors,” JGIM 19 (2004), pp. 835–842.

88 For the staging of prostate cancer, including the Gleason score, see Mack Roach III et al., “Staging for prostate cancer,” Cancer 109 (2007), pp. 213–220; Sadeq Abuzallouf, Ian Dayes, Himu Lukka, “Baseline staging of newly diagnosed prostate cancer: A summary of the literature,” Journal of Urology 171 (2004), pp. 2122–2127. A description of a prostate biopsy and ultrasound examination is found in Jerome Groopman, “The prostate paradox: There are new techniques for fighting the cancer: But when should we use them?” New Yorker, May 29, 2000.

91 Optimal therapy of prostate cancer is widely debated among medical experts. The U.S. Agency for Healthcare Research and Quality commissioned a review of treatments of prostate cancer, seeking to identify which approach might be superior in terms of either maximum cure or least side effects. A committee of nine experts, led by Dr. Timothy Wilt of the Minneapolis VA Health Care System, compared surgery, radiation, hormonal therapy, and active surveillance (“watchful waiting”). They also looked at several less common options, like cryotherapy, which quickly freezes and thaws cancer cells to destroy them. The group’s analysis was guided by input from urologists, oncologists, primary care physicians, radiation therapists, and patients. The committee examined more than seven hundred published studies, assessed doctors and hospitals, patient databases, surveys, and clinical trials, weighed side effects, and evaluated survival outcomes. The conclusion was that no one treatment was superior, that all had downsides, and that fewer side effects developed among patients treated by surgeons in medical centers that performed more operations. Where the doctor stood depended largely on where he or she sat, meaning surgeons favored surgery, radiation oncologists favored radiation therapy. Notably, only a small number of doctors favored watchful waiting, although the expert panel could not discern whether this approach might be superior or inferior to the active interventions of operation and radiation.

The results of this expert analysis came as a surprise to some, since the notion that served as the basis for the review was that if specialists carefully weighed existing information, key advantages and disadvantages of the different treatment options would be identified, so-called comparative effectiveness, and a clear idea of what is “best” and for whom would become apparent. See commentary on Dr. Wilt’s effort: Jenny Marder, “A user’s guide to cancer treatment,” Science 326 (2009), p. 1184.

Also of note, there were regional differences in the percentage of patients with prostate cancer who received different therapies. This was most striking with regard to watchful waiting, where about 7 percent of men in New England chose this approach versus 14 percent in the Pacific states and 13 percent in the mountain region: Agency for Healthcare Research and Quality, “Effective health care: Comparative effectiveness of therapies for clinically localized prostate cancer,” Executive Summary, February 2008; Timothy J. Wilt et al., “Systematic review: Comparative effectiveness and harms of  treatments for clinically localized prostate cancer,” Ann Intern Med 148 (2008), pp. 435–448.

92 Matt Conlin’s age and the cutoff of sixty-five years old used by the surgeon might be derived from one study indicating a survival benefit from surgery for men at or below that age: Anna Bill-Axelson et al., “Radical prostatectomy versus watchful waiting in early prostate cancer,” NEJM 352 (2005), pp. 1977–1984. A follow-up study published in 2011 showed that the survival benefit was sustained: Anna Bill-Axelson et al., “Radical prostatectomy versus watchful waiting in early prostate cancer,” NEJM 364 (2011), pp. 1708–1717; Matthew R. Smith, “Effective treatment for early-stage prostate cancer—possible, necessary, or both?” NEJM (editorial) 364 (2011), pp. 1770–1772.

94 Among the many studies on complications from treatment of prostate cancer, the reader may find these most relevant to the issues that men face: Shilajit D. Kundu et al., “Potency, continence and complications in 3,477 consecutive radical retropubic prostatectomies,” Journal of Urology 172 (2004), pp. 2227–2231; David F. Penson et al., “5-year urinary and sexual outcomes after radical prostatectomy: Results from the prostate cancer outcomes study,” Journal of Urology 173 (2005), pp. 1701–1705; Mark S. Litwin et al., “Quality of life after surgery, external beam irradiation, or brachytherapy for early-stage prostate cancer,” Cancer 109 (2007), pp. 2239–2247; Juanita Crook et al., “Systematic overview of the evidence for brachytherapy in clinically localized prostate cancer,” CMAJ 164 (2001), pp. 975–981; Jerry D. Slater et al., “Proton therapy for prostate cancer: The initial Loma Linda University experience,” International Journal of Radiation Oncology, Biology, Physics 59 (2004), pp. 348–352; Michael L. Blute, “Radical prostatectomy by open or laparoscopic/robotic techniques: An issue of surgical device or surgical expertise?” JCO 26 (2008), pp. 2248–2249; Jim C. Hu et al., “Comparative effectiveness of minimally invasive vs. open radical prostatectomy,” JAMA 302 (2009), pp. 1557–1564.

96 For the marked limitations of using methods like standard gamble to determine treatment preferences, see Sara J. Knight et al., “Pilot study of a utilities-based treatment decision intervention for prostate cancer patients,” Clinical Prostate Cancer (September 2002), pp. 105–114.

Schwartz and Bergus point out that there is no standard definition of “perfect health” (Medical Decision Making: A Physician’s Guide [Cambridge, UK: Cambridge University Press, 2008]). The rating scale method between  0 as death and 100 as perfect health is usually taken as a percentage, so that if someone was to designate a value of 50, this would be 50 percent, or 0.50. One of the major problems with the linear rating scale is that it is “arbitrary,” as Schwartz and Bergus point out: “When a patient indicates that blindness should receive a value of 50, there is no behavioral interpretation for that value—it means nothing beyond ‘a rating of 50.’”

In the time trade-off method, patients are told their predicted life expectancy based on actuarial data and then asked to imagine that they will spend the rest of their lives in some imperfect health state and to consider what that would be like. Then they are asked to imagine that a new treatment can restore them to perfect health but will shorten their life by a given amount. Would they take the treatment ? If so, how many years are worth trading for perfect health? The trade-offs continue until the patients are indifferent between the prospect of a shorter lifetime with perfect health and their full life span with imperfect health. At that point, the duration in perfect health is divided by the duration in imperfect health and a percentage obtained; this percentage is used as the number for utility for the imperfect health state. For example, if a man has a life expectancy of seventy-eight years, and he is currently fifty-four years old, he can expect to live twenty-four more years. If he is diabetic, he is asked to imagine twenty-four years with diabetes in his current health state and then given the choice between twenty-four years with diabetes or twelve years in perfect health followed by death. He prefers twenty-four years with diabetes, so he is then offered a choice between twenty-four years with diabetes and twenty-three years in perfect health, and he prefers twenty-three years in perfect health. He is then offered a choice between twenty-four years with diabetes and twenty years in perfect health, and he prefers twenty-four years with diabetes. When he is offered twenty-four years with diabetes and twenty-two years in perfect health, he is indifferent between the two choices, finding it very difficult to say which he would prefer. His utility for diabetes is calculated as 22 divided by 24, meaning the twenty-two years in perfect health divided by his life expectancy of twenty-four years with diabetes. The utility of diabetes is 91.7. This proportion is life in the better health state divided by life expectancy in the worse health state. The time trade-off method breaks down when a person states that he or she is not willing to trade off any years of life, even though those years are lived in an imperfect health state. If that was the case, then the imperfect health state has a utility of 100 percent, meaning that it is equivalent to perfect health, which clearly it is not.

This back-and-forth assessment of time traded for perfect health is used  to identify “preferences” of people without the imperfect health condition by asking them to imagine, in the cases of prostate cancer treatment, being impotent or incontinent. A utility number is calculated this way, and the highest utility indicates “preference.” All of the pitfalls in forecasting are amplified in the setting of asking people who have no experience of the health condition to trade off time to regain “perfect health.” Yet the time trade-off method is widely used in guiding clinicians; see Julia H. Hayes et al., “Active surveillance compared with initial treatment for men with low-risk prostate cancer,” JAMA 304 (2010), pp. 2373–2380; Ian M. Thompson, Laurence Klotz, “Active surveillance for prostate cancer,” JAMA 304 (2010), pp. 2411–2412.

To apply the standard gamble calculation for diabetes, researchers would ask a patient if she prefers living with diabetes to a treatment that results in perfect health in 90 percent of patients and death in 10 percent. Say she does not like these odds but ultimately is willing to accept a 94 percent chance of perfect health and a 6 percent chance of death. Her utility then for diabetes is 0.94. Some researchers who favor the standard gamble method point out that it incorporates the patient’s risk attitude, and the odds the patient selects reflect her tolerance for risk. But there are clear difficulties with the standard gamble. A gamble involving death seems to be too “high stakes” to be reasonable for some patients. This indeed proved to be the case in trying to use the standard gamble in the setting of decisions around treatment of prostate cancer. Some patients refused to gamble and therefore would not accept any odds despite living with incontinence and impotence. This would mean that incontinence and impotence are equivalent to perfect health and have utility of 100 percent; see Sara J. Knight et al., “Pilot study of a utilities-based treatment decision intervention for prostate cancer patients,” Clinical Prostate Cancer (September 2002), pp. 105–114.

For more detailed critiques of utility methodology, see Heather P. Lacey et al., “Are they really that happy? Exploring scale recalibration in estimates of well-being,” Health Psychology 27 (2008), pp. 669–675; Peter A. Ubel et al., “What is perfect health to an 85-year-old? Evidence for scale recalibration in subjective health ratings, Medical Care 43 (2005), pp. 1054–1057; Paul Dolan, Daniel Kahneman, “Interpretations of utility and their implications for the valuation of health,” Economic Journal 118 (2008), pp. 215–234.

Bernoulli’s formula could be applied to the other patients we have met. Susan Powell, in assessing the first part of the formula on outcomes of elevated cholesterol, might ask: What kind of heart attack? Some heart attacks are minor, others lead to chronic debility with heart failure. Does the imagined heart attack lead to problems with her heart rhythm, so that she needs to take multiple medications with multiple side effects to keep her heart beating at a steady and safe pace ? Is she left short of breath? Must she enter a cardiac rehabilitation program to regain her endurance ? Can she return to work and spend productive days, or is she left homebound and dependent on others? Then, what kind of stroke? Does the stroke cause her arm or leg to be paralyzed or both? Is the stroke on the dominant side of her brain or the nondominant, so that there are different degrees of impairment with regard to speech and memory? Will she be unable to find and articulate the words to express herself? Does she become so forgetful that she can’t remember the hymns she loves to sing each Sunday at church? How much improvement might occur after the stroke, after months of intensive physical or occupational therapy? According to Bernoulli’s formula of “rational” decision making, Susan would assign a utility to each of these multiple outcomes and then multiply that number by the chance the outcome would occur. Even “simple” choices like taking a statin medication can become complex once a person begins to consider how many different outcomes could occur and their level of severity.

Jansen et al. studied unstable preferences: Sylvia J. T. Jansen et al., “Unstable preferences: A shift valuation or an effect of the elicitation procedure?” Medical Decision Making 20 (2000), pp. 62–71. Fifty-five breast cancer patients were evaluated before, during, and after post-op therapy. They were initially presented with a hypothetical scenario regarding radiation treatment or chemotherapy. There was a disconnect between the experienced health state and the prediction of life from the hypothetical scenario. The researchers concluded that “utilities,” meaning the value that people place on different health states, are not stable but change with experience.

A similar finding, widely cited in the field of research on forecasting, was made by Peter Ubel et al., “Misimaging the unimaginable: The disability paradox in health care decision making,” Health Psychology 24 (2005), pp. S57–S62. The “disability paradox” is the observation that people mispredict the impact that circumstances will have on their well-being and quality of life. Across a wide range of health conditions, patients typically report greater happiness and quality of life than do healthy people imagining the patients’ circumstance.

Among patients with illness, misreports can be due to (1) scale recalibration, meaning that what 90 out of 100 means to one person can be something different to another; (2) conversational context, meaning patients respond differently when they know they are being surveyed as patients (this  is certainly true with prostate cancer outcomes); (3) theory-driven recall bias: “I must have been less happy back then, because I think I am getting happier over time” (theory-driven recall bias comes in part from the work of Michael Ross, “Relation of implicit theories to the construction of personal histories,” Psychological Review 96 [1989], pp. 341–357; Ross demonstrated this phenomenon in many other contexts, showing that people typically remember being less happy five years ago than they are currently, despite experiencing stable levels of happiness); (4) global judgments versus momentary moods: Despite experiencing moods rated, for example, at 5, 6, 5, 6, 7, out of 10 over the past day, the patient reports experiencing an average mood of 7 out of 10, since “7” was the most recent mood state.

There are several reasons to believe that moment-to-moment measures are more accurate than global measures. For example, when making global assessments, people place disproportionate weight on their recent moods (Daniel Kahneman et al., “When more pain is preferred to less: Adding a better end,” Psychological Science 4 [1993], pp. 401–405). In other research, one study looked at forty-nine dialysis patients with kidney failure versus forty-nine healthy controls matched by age, race, gender, and education. Researchers gave each subject a PalmPilot program to beep at random intervals of the week and then asked them about their mood on a scale of minus 2 (very unpleasant) to 2 (very pleasant). Both groups reported experiencing positive moods significantly more often than negative moods. Despite the similarity in the moods of the kidney failure patient group versus the healthy group, neither group predicted that the other one felt the way it did. For example, when imagining they had kidney failure, healthy people predicted being in a happy mood much less frequently. This misprediction fits a pattern of healthy people underestimating the well-being of people with chronic illness or disability. Moreover, dialysis patients imagining their prior health overinflated how often they felt happy, as reflected in their assessment of their predictions for the control healthy group. We all have stereotypes in our mind of sickness and health, and these stereotypes cause us to mispredict the moods of people whose circumstances differ from our own.

Daniel Kahneman, the Nobel laureate who, with Amos Tversky, identified many cardinal cognitive biases, concluded that the fundamental paradigm of utility assessment in health is flawed. Kahneman compared assigning a single number to a patient’s utility with the flawed concept in the field of physics of an ether surrounding the earth in the nineteenth century: Daniel Kahneman, “A different approach to health state valuation,” special issue, Value in Health 12 (2009), pp. S16–S17.

97 The data given to patients on impact of side effects come from studies like Jim C. Hu et al., “Utilization and outcomes of minimally invasive radical prostatectomy,” JCO 26 (2008), pp. 2278–2284; Wesley M. White et al., “Quality of life in men with locally advanced adenocarcinoma of the prostate: An exploratory analysis using data from the CaPSURE database,” Journal of Urology 180 (2008), pp. 2409–2414.

There is growing literature on cognitive pitfalls in forecasting and in assigning numbers to quality of life. Gretchen Chapman, the psychologist at Rutgers, reviewed scores of studies and concluded, “Biases that affect utility assessment mean that the utilities incorporated in decision analyses often do not reflect patients’ true preferences” (from D. Koehler and N. Harvey (eds.), Blackwell Handbook of Judgment and Decision Making [Oxford, UK: Blackwell Publishing, 2004], chapter 29, “The Psychology of Medical Decision Making,” pp. 585–603). She points out that sick people need to imagine what life would be without their illness—that is, in “perfect health”—so “opening the door for the same sorts of biased predictions that affect utility valuations provided by non-patients.” In that regard, Dr. Peter Ubel, formerly of the University of Michigan and now at Duke University, studied patients with kidney failure and asked them to predict life after a successful transplant, and colostomy patients who later had their colostomies reversed. The utility of better health imagined by these patients when ill did not correspond to the reality of their health state experienced later: Dylan M. Smith, Stephanie L. Brown, Peter A. Ubel, “Are subjective well-being measures any better than decision utility measures?” Health Economics, Policy and Law 3 (2008), pp. 85–91; Dylan M. Smith et al., “Misremembering colostomies? Former patients give lower utility ratings than do current patients,” Health Psychology 25 (2006), pp. 688–695.

98 Daniel Gilbert, the professor of psychology at Harvard University who has extensively studied forecasting and its biases, considers Bernoulli’s formula and concludes that such calculations drawn from economic decision making are “beautiful useless abstractions” since no one can reliably assign a numerical value and predict his or her level of contentment and pleasure as life changes (Daniel Gilbert, Stumbling on Happiness [New York: Vintage Books, 2005]). For research studies or biases in forecasting, see Daniel T. Gilbert, Timothy D. Wilson, “Prospection: Experiencing the future,” Science 317 (2007), pp. 1351–1354; Yoav Bar-Anan, Timothy D. Wilson, “The feeling of uncertainty intensifies affective reactions,” Emotion 9 (2009), pp. 123–127; Sarit A. Golub, Daniel T. Gilbert, “Anticipating one’s troubles: The costs and  benefits of negative expectations,” Emotion 9 (2009), pp. 277–281; Carey K. Morewedge, Daniel T. Gilbert, Timothy D. Wilson, “The least likely of times: How remembering the past biases forecasts of the future,” Psychological Science 16 (2005), pp. 626–630; Daniel T. Gilbert, Timothy D. Wilson, “Why the brain talks to itself: Sources of error in emotional prediction,” Philosophical Transactions of the Royal Society 364 (2009), pp. 1335–1341.

Despite these significant limitations, many treatment guidelines rely on preference calculations using time trade-off and standard gamble. And the severe flaws in the methods do not stop different therapies from being prioritized as superior or inferior or, in some settings, paid for or denied coverage: Paul Dolan, “Developing methods that really do value the ‘Q’ in the QALY,” Health Economics, Policy and Law 3 (2008), pp. 69–77; Paul Dolan, “In defense of subjective well-being,” Health Economics, Policy and Law 3 (2008), pp. 93–95. A defense of QALYs that we find unconvincing: Peter J. Neumann, “What next for QALYs?” JAMA (commentary) 305 (2011), pp. 1806–1807.

Some researchers are trying to develop metrics for the quality of physician decision making rather than relying on the current metrics for quality care: Karen R. Sepucha et al., “Developing instruments to measure the quality of decisions: Early results for a set of symptom-driven decisions,” Patient Education and Counseling 73 (2008), pp. 504–510.

100 To learn more about the differences in how patients and physicians assess side effects, see Arthur S. Elstein et al., “Agreement between prostate cancer patients and their clinicians about utilities and attribute importance,” Health Expectations 7 (2004), pp. 115–125; and Gretchen B. Chapman et al., “Prostate cancer patients’ utilities for health states: How it looks depends on where you stand,” Med Decis Making 18 (1998), pp. 278–286.

106 See note for page 91 above.

107 Barry Schwartz, a professor of psychology at Swarthmore College, noted in his book The Paradox of Choice (New York: Harper Perennial, 2005) that when the choice set is large, people are more likely to regret a decision that does not turn out well. They may, in his words, “stew” about the options not taken and have overinflated their expectations about the chosen option in advance. See also Schwartz, “Tyranny of choice,” Scientific American 290 (April 2004).

109 Daniel Gilbert’s experiment with Harvard undergraduates asked one very interesting question: Will people more reliably forecast their experience of  some future condition by reading a hypothetical scenario or by speaking with individuals who are similar to them and have already experienced it? In a series of such experiments, Gilbert found that reaction to reading the description of the experience did not predict how the students would experience it. But when a student spoke with another student of what it was like to experience the condition, then the prediction was more accurate: Daniel T. Gilbert et al., “The surprising power of neighborly advice,” Science 323 (2009), pp. 1617–1619, and supplemental material online. This research prompts us to seek people who seem similar to ourselves and to listen to their tales of what it was like to undergo a treatment or experience an illness. This is a more refined approach to extracting knowledge than from random anecdotes and testimonials on the Internet.

111 Among healthy people, misprediction of life with a certain clinical condition may occur because of (1) a focusing illusion; for instance, when imagining a colostomy, people focus narrowly on the plastic pouches and the perils of wearing bathing suits at the beach without considering life domains unaffected by a colostomy; and (2) an underestimation of adaptation, in that people fail to consider how and why emotions are likely to change over time following the onset of an illness or disability.

111 For example, Peter Ubel and others studied 195 patients who had received a colostomy at the University of Michigan over the prior ten years. Approximately half of the patients surveyed had had their colostomy reversed. Across a wide range of quality-of-life and mood measures, they found no significant differences between the patients who still had colostomies and those who had their colostomies reversed. The results suggested that the effects of colostomy on overall quality of life were relatively minor. What could explain these very different answers about colostomies? Ubel and co-workers posited that people misremembered what it was like to live with a colostomy. This kind of recall bias can be very powerful; see Laura J. Damschroder, Brian J. Zikmund-Fisher, Peter A. Ubel, “Considering adaptation in preference elicitations,” Health Psychology 27 (2008), pp. 394–399; Dylan M. Smith et al., “Misremembering colostomies? Former patients give lower utility ratings than do current patients,” Health Psychology 25 (2006), pp. 688–695.

111 When imagining unfamiliar circumstances, people focus narrowly on the most obvious difference between those circumstances and their current circumstances and thereby mispredict the emotional impact of the change in circumstances. This is termed a “focusing illusion.” College students living  in the Midwest reported levels of happiness similar to levels of those living in Southern California. Yet students in both locations predict that life would be better in California than in the Midwest. Why? People focus narrowly on the better climate in Southern California, and students downplay all the nonweather-related things that make college life enjoyable or unenjoyable. They seem to forget that happiness in college depends more on the kinds of friends you hang out with than on whether you can hang out with them in consistently sunny weather. See David A. Schkade, Daniel Kahneman, “Does living in California make people happy? A focusing illusion in judgments of life satisfaction,” Psychological Science 9 (1998), pp. 340–346; Daniel Kahneman et al., “Would you be happier if you were richer? A focusing illusion,” Science 312 (2006), pp. 1908–1910. In medicine, focusing illusions could contribute to the disability paradox because healthy people overestimate the emotional impact of a chronic illness or disability by focusing narrowly on those domains of their life that are influenced by illness and disability, imagining being much less happy than they would really be.

111 Insightful books on resilience and adaptation: Richard M. Cohen, Blindsided: Lifting a Life Above Illness (HarperCollins, 2004); Strong at the Broken Places: Voices of Illness, a Chorus of Hope (HarperCollins, 2008).

111 Dana Jennings further reflected: “I’ve trudged through Stage 3 prostate cancer and its treatment in good shape. Nearly two years after learning I had cancer, I’m an active fifty-two-year-old, I exercise regularly, my blood tests are where they need to be, and my oncologist wants to see me only twice a year. “But there is one side effect of my treatment that has proved especially stubborn: erectile dysfunction.

“Prostate cancer and its treatment strike men where they live, often causing impotence and incontinence. (My bladder control gradually returned. But I can still be caught off guard by the stray sneaky sneeze.)

“Where does that leave a man who has erectile dysfunction? . . . True manhood is about love and kindness. It’s about responsibility and honor, about working hard and raising your children the best way you know how, with love, respect, and discipline.”




CHAPTER 6: AUTONOMY AND COPING 

115 Julie’s feelings about the “best of the best” as a factor in her choice: Paul Slovic, Ellen Peters, Melissa L. Finucane, Donald G. MacGregor, “Affect, risk, and decision making,” Health Psychology 24 (2005), pp. S35—S40. This  work focuses on the powerful pull of intuition and emotions that can influence the process of decision making.

115 Patients may, as Julie Brody did, go through their “Rolodex,” contacting people who are “in the know” to identify that one doctor who seems to stand above all the rest. Others may consult published lists centered around their city, like those in New York magazine or Boston magazine. With the advent of Internet rating sites for everything from chefs to housepainters, there has been a proliferation of popular ratings of physicians on the Web. Many of these profiles are derived from testimonials and often have no filter. Some of the vignettes on the Internet may be accurate, while other stories reflect the opinions of particular patients who were delighted with their physicians or became alienated, each for reasons that may not be relevant to you.

115 Mary Frances Luce at Duke University summarized her own work and the work of several other researchers in decision making and coping: Mary Frances Luce, “Decision making as coping,” Health Psychology 24 (2005), pp. S23—S28. There is extensive literature on the psychology of coping with illness. Some of the articles most relevant to Julie Brody’s concerns about finding “the best of the best” and understanding the elements of her relationship with her doctor that foster coping include Susan Folkman, “Personal control and stress and coping processes: A theoretical analysis,” Journal of Personality and Social Psychology 46 (1984), pp. 839–852; and Amy B. Goldring et al., “Impact of health beliefs, quality of life, and the physician-patient relationship on the treatment intentions of inflammatory bowel disease patients,” Health Psychology 21 (2002), pp. 219–228. Research specific to coping with breast cancer includes Vicki S. Helgeson, Pamela Snyder, Howard Seltman, “Psychological and physical adjustment to breast cancer over 4 years: Identifying distinct trajectories of change,” Health Psychology 23 (2004), pp. 3–15; Sharon R. Sears, Annette L. Stanton, Sharon Daoff-Burg, “The yellow brick road and the emerald city: Benefit finding, positive reappraisal coping, and posttraumatic growth in women with early-stage breast cancer,” Health Psychology 22 (2003), pp. 487–497; and Lesley F. Degner et al., “Information needs and decisional preferences in women with breast cancer,” JAMA 277 (1997), pp. 1485–1492.

115 Decisional conflict is a major area of study in psychology. For a seminal paper, see Amos Tversky, Eldar Shafir, “Choice under conflict: The dynamics of deferred decision,” Psychological Science 3 (1992), pp. 358–361. Some relevant articles on this topic in patient choice include France Legare et al.,  “The effect of decision aids on the agreement between women’s and physicians’ decisional conflict about hormone replacement therapy,” Patient Education and Counseling 50 (2003), pp. 211–221; Annie LeBlanc, David A. Kenny, Annette M. O’Connor, France Legare, “Decisional conflict in patients and their physicians: A dyadic approach to shared decision making,” Medical Decision Making 29 (2009), pp. 61–68; Annette M. O’Connor et al., “Do patient decision aids meet effectiveness criteria of the International Patient Decision Aid Standards Collaboration? A systematic review and meta-analysis,” Medical Decision Making 27 (2007), pp. 554—574; and France Legare et al., “Are you SURE? Assessing patient decisional conflict with a 4-item screening test,” Canadian Family Physician 56 (2010), pp. E308–E314.

117 The paradigm of hot/cold decision making is presented in George Loewenstein, “Hot-cold empathy gaps and medical decision making,” Health Psychology 24 (2005), pp. S49—S56. The potential benefit of anticipatory regret is to be found in Terry Connolly and Jochen Reb, “Regret in cancer-related decisions,” Health Psychology 24 (2005), pp. S29—S34.

118 The 2007 survey of how patients choose their doctors is found in Ha T. Tu, Johanna R. Lauer, “Word of mouth and physician referrals still drive health care provider choice,” HSC Research Brief (Center for Studying Health System Change, Washington, DC) 9 (December 2008). The failure of quality metrics and physician report cards to encompass physician judgment is powerfully presented in Danielle Ofri, “Quality measures and the individual physician,” NEJM 363 (2010), pp. 606–607. An analytical study from the RAND Corporation highlighting the deficiencies of rating systems based on cost efficiency is found in John L. Adams, Ateev Mehrotra, J. William Thomas, Elizabeth A. McGlynn, “Physician cost profiling: Reliability and risk of misclassification,” NEJM 362 (2010), pp. 1014—1021. Also see Janet Colwell, “Should doctors worry about online ratings?” ACP Internist 30 (2010), pp. 1, 16. Despite such caveats, there is considerable effort to make such metrics primary in patient choices: Michelle Andrews, “Insurers and ratings groups post information to help patients choose doctors,” Washington Post, August 3, 2010. In a notable article in the Sunday New York Times titled “Metric Mania,” a mathematician raised the valid concern that society is too often trying to measure dimensions of experience that are not amenable to calculation: John Allen Paulos, “Metric mania,” New York Times Magazine, May 16, 2010. Also see Gary Wolf, “The data-driven life: Technology has made it feasible not only to measure our most basic habits but also to evaluate them: Does measuring what we eat or how much we sleep or how often we do the dishes change how we think about ourselves?” New York Times Magazine, May 2, 2010.

118 Choosing a physician in some ways has similarities to choosing a companion with whom you can share confidences and trust that your interests are paramount. A related example of metrics in online dating and how they fall short of key elements in relationships is wonderfully presented by Dan Ariely, The Upside of Irrationality: The Unexpected Benefits of Defying Logic at Work and at Home (New York: HarperCollins, 2010), and Courtney Humphries, “Data mining the heart: How do we choose a mate? What scientists are learning from online dating,” Boston Sunday Globe, August 22, 2010.

118 A number of states, including ours, have begun to post report cards on the Internet on physicians. The validity of these ratings is highly questionable. For example, an experienced pediatrician who works in a poor neighborhood in Boston was given low marks because she did not fulfill several “quality measures” needed to prove her worth. Many of these measures were not meaningful in the context of patient care, and the state agency that ranked her made no effort to assess the clinical outcomes of the children in her practice. The Massachusetts Medical Society featured her plight as an example of the capriciousness of some of the rankings: Tom Walsh, “Physicians cite continuing problems with fourth year of GIC tiering,” Vital Signs 14 (April 2009), http://www.massmed.org/AM/Template.cfm?Section=Home6&TEMPLATE=/CM/ContentDisplay.cfm&CONTENTID=29032; Emily Berry, “Challenging your rating: You don’t have to accept what the health plan says,” American Medical News 52, no. 10 (2009), posted online March 23, 2009, http://www.ama-assn.org/amednews/2009/03/23/bisa0323.htm. Also see failure of quality measures to improve patient health: NICE-SUGAR Study Investigators, “Intensive versus conventional glucose control in critically ill patients,” NEJM 360 (2009), pp. 1283–1297; Silvo E. Inzucchi, Mark D. Siegel, “Glucose control in the ICU: How tight is too tight?” NEJM 360 (2009), pp. 1346–1349; Bengt C. Fellstrom et al., “Rosuvastatin and cardiovascular events in patients undergoing hemodialysis,” NEJM 360 (2009), pp. 1395–1407; Robert G. Dluhy, Graham T. McMahon, “Intensive glycemic control in the ACCORD and ADVANCE trials,” NEJM 358(2008), pp. 2630–2633; William T. Cefalu, “Glycemic targets  and cardiovascular disease,” NEJM 358(2008), pp. 2633–2635; Action to Control Cardiovascular Risk in Diabetes Study Group, “Effects of intensive glucose lowering in type 2 diabetes,” NEJM 358 (2008), pp. 2545–2559; ADVANCE Collaborative Group, “Intensive blood glucose control and vascular outcomes in patients with type 2 diabetes,” NEJM 358 (2008), pp. 2560–2572; Gregg C. Fonarow et al., “Association between performance measures and clinical outcomes for patients hospitalized with heart failure,” JAMA 297 (2007), pp. 61–70; Timothy Bhattacharyya et al., “Measuring the report card: The validity of pay-for-performance metrics in orthopedic surgery,” Health Affairs 28 (2009), pp. 526–532. Also see Jerome Groopman, Pamela Hartzband, “Why ‘quality’ care is dangerous,” Wall Street Journal , April 8, 2009; Jerome Groopman, Pamela Hartzband, “Sorting fact from fiction on health care,” Wall Street Journal, August 31, 2009.

119 Certain quantitative measures are valuable for a patient to consult. The number of cases a surgeon has performed often correlates with his or her expertise. This is because there is a “learning curve” in performing a certain procedure. Similarly, safety data can be very informative, like a hospital’s track record of serious complications; this has been shown accurate in assessing potentially preventable infections that occur when inserting a catheter into a vein. But beyond safety there is great difficulty in assessing “quality care” because of the complexity and severity of many clinical conditions. For example, a cardiologist who chooses to treat only those with mild heart disease will have better outcomes, and a better report card, than another who takes on the difficult, challenging cases. Such complex patients require more of a doctor’s time and incur significantly more costs. Indeed, a study from the Brigham and Women’s Hospital showed that some cardiologists in Boston were avoiding caring for very sick and complicated patients with heart disease because of fear that their report cards would look bad; see Frederick S. Resnic, Frederick G. P. Welt, “The public health hazards of risk avoidance associated with public reporting of risk-adjusted outcomes in coronary intervention,” Journal of the American College of Cardiology 53 (2009), pp. 825–830. And for similar findings in California, see Cheryl L. Damberg et al., “Taking stock of pay-for-performance: A candid assessment from the front lines,” Health Affairs 28 (2009), pp. 517–525. Cost is also a major factor in physician ratings: Cheaper care is often rated more highly. But a study of major California hospitals showed that the more money spent on a patient with heart failure, the more likely he or she was  to survive: Michael K. Ong et al., “Looking forward, looking back: Assessing variations in hospital resource use and outcomes for elderly patients with heart failure,” Circulation Cardiovascular Quality and Outcomes 2 (2009), pp. 548–557.

121 The debate about radiation for Julie centered on issues of both quality of life and long-term survival. Before the advent of modern radiation techniques, radiation was routinely recommended for all women undergoing mastectomy who had cancer that had spread to the lymph nodes. Its use declined sharply following many reports of an adverse impact, both side effects with damage to the heart and unclear benefit with regard to survival. The risk to the heart has greatly reduced with ways to more accurately focus the beam and avoid damaging cardiac tissue. This then shifted the debate to how radiation may or may not help women like Julie Brody. Women at high risk for recurrent breast cancer often have the tumor recur locally, at the site of mastectomy and where the lymph nodes were excised. Women with such “local recurrence” not only suffer from the cancer growing on their chest, but also have a higher rate of metastasis appearing in bone, liver, and lung. A clinical trial in British Columbia of women at high risk for return of the breast cancer in the local area where the breast and lymph nodes were removed showed that there was a significant benefit in overall survival when radiation was given after mastectomy. We have seen how such data can be presented to look more impressive, like using a relative reduction in risk that can appear to be very large while in reality it is very minor. So let’s assess for results in detail, looking not at relative benefit but at absolute benefit. The absolute reduction in mortality was 11 percent in women with one to three positive nodes and 7 percent in those with more than four nodes: Joseph Ragaz et al., “Locoregional radiation therapy in patients with high-risk breast cancer receiving adjuvant chemotherapy: 20-year results of the British Columbia randomized trial,” JNCI 97 (2005), p. 116–126. Furthermore, a so-called meta-analysis from the Early Breast Cancer Trialists’ Collaborative Group looked at forty-six randomized trials involving over twenty-three thousand patients. In the group of more than eighty-five hundred women who had cancer in lymph nodes and received radiation after mastectomy, the improvement in survival was highly significant at sixteen years, with six out of one hundred more women dying from the tumor who had not received radiation compared with those who had: Early Breast Cancer Trialists’ Collaborative Group, “Effects of radiotherapy and of differences in the  extent of surgery for early breast cancer on local recurrence and 15-year survival: An overview of the randomized trials,” Lancet 366 (2005), pp. 2087–2106. In Denmark, the Breast Cancer Cooperative Group studied over seventeen thousand premenopausal women like Julie Brody, who had cancer that had spread to the lymph nodes or other worrisome findings. Radiation therapy after mastectomy and chemotherapy, with a ten-year follow-up, showed that only 9 percent who received radiation had the tumor reappear on the chest wall versus 32 percent who had not received radiation. Furthermore, the disease did not come back (so-called diseasefree survival) in 48 percent of those who received radiation versus 35.4 percent of those who did not. Overall survival also was quite different—54 percent in the radiation group lived versus 45 percent without radiation. See Marie Overgaard et al., “Postoperative radiotherapy in high-risk premenopausal women with breast cancer who received adjuvant chemotherapy,” NEJM 337 (1997), pp. 949–955. These findings were in concert with the studies from British Columbia, where 50 percent of women with cancer in their lymph nodes who had not entered menopause and received radiation therapy after mastectomy were free of cancer and alive at fifteen years, versus 33 percent of women who were free of cancer if they did not receive radiation. There was also a trend toward improved overall survival of 54 percent versus 46 percent in the group not receiving radiation. At twenty years, there was an overall survival benefit of 47 percent versus 37 percent; in those with one to three positive lymph nodes, there was 7 percent absolute survival (57 percent versus 50 percent).

121 The criticism of these results came largely from surgeons, who noted that in studies done in the United States, where more lymph nodes were removed from women at the time of mastectomy, the failure rate in terms of the tumor returning at the site of the surgery was much lower than in either British Columbia or Denmark. This informed the discussion when Julie Brody’s oncologist presented her case at the clinical conference. Surgeons there, including the one who operated on Brody, argued that with a more complete operation, most of the patients with one to three positive lymph nodes would actually have been found to have four more positive nodes, and this accounted for the apparent survival benefit in this group. “Her prognosis is still quite good without the radiation, and I removed every node that needed to be removed,” her surgeon stated.

121 The debate continues. And even among expert committees, there are differences in guidelines. The National Comprehensive Cancer Network published recommendations that radiation should be “strongly considered” in women like Julie Brody with one to three positive nodes (http://www.nccn.org/professionals/physician_gls/f_guidelines.asp). But the American Society of Clinical Oncology, which includes specialists across the field of cancer treatment such as medical oncologists, radiation therapists, and surgeons, recommended radiation only in patients with four or more positive nodes. See Abram Recht et al., “Postmastectomy radiotherapy: Guidelines of the American Society of Clinical Oncology,” JCO 19 (2001), pp. 1539–1569. Similar guidelines were published in Canada: Pauline T. Truong et al., “Clinical practice guidelines for the care and treatment of breast cancer: 16. locoregional post-mastectomy radiotherapy,” CMAJ 170 (2004), pp. 1263–1273. The year that Julie was diagnosed, an editorial about radiation therapy for women like her appeared in the Journal of Clinical Oncology: Lawrence B. Marks et al., “One to three versus four or more positive nodes and postmastectomy radiotherapy: Time to end the debate,” JCO 26 (2008), pp. 2075–2077. These specialists argued that all patients with one to three positive nodes should be referred to a radiation oncologist for a “thoughtful discussion of the benefits and risks of treatment so that they make an informed decision.”

123 The study of Canadian women and how much control they want in decision making: Lesley F. Degner et al., “Information needs and decisional preferences in women with breast cancer,” JAMA 277 (1997), pp. 1485–1492. Also see differences in desire for control among patients with lung or colorectal cancer: Nancy L. Keating et al., “Cancer patients’ roles in treatment decisions: Do characteristics of the decision influence roles?” JCO 28 (2010), pp. 4364–4370.

124 The discovery and biological functions of the BRCA genes: Yoshio Miki et al., “A strong candidate for the breast and ovarian cancer susceptibility gene BRCA1,” Science 266 (1994), pp. 66–71; Richard Wooster et al., “Identification of the breast cancer susceptibility gene BRCA2,” Nature 378 (1995), pp. 789–792; Ashok R. Venkitaraman, “Cancer susceptibility and the functions of BRCA1 and BRCA2,” Cell 108 (2002), pp. 171–182.

127 Choices related to being tested for BRCA mutation and which preventive measures are selected by women: Marc D. Schwartz et al., “Decision making and decision support for hereditary breast-ovarian cancer susceptibility,” Health Psychology (2005), pp. S78—S84; Thomas Goetz, The Decision Tree: Taking Control of Your Health in the New Era of Personalized Medicine (New York: Rodale Books, 2010); David K. Payne et al., “Women’s regrets after  bilateral prophylactic mastectomy,” Annals of Surgical Oncology 7 (2000), pp. 150–154; Susan M. Domchek et al., “Association of risk-reducing surgery in BRCA1 or BRCA2 mutation carriers with cancer risk and mortality,” JAMA 304 (2010), pp. 967–975; Laura Esserman, Virginia Kaklamani, “Lessons learned from genetic testing,” JAMA 304 (2010), pp. 1011–1012; Marc D. Schwartz et al., “Utilization of BRCA1/BRCA2 mutation testing in newly diagnosed breast cancer patients,” Cancer Epidemiology, Biomarkers & Prevention 14 (2005), pp. 1003–1007; Beth N. Peshkin et al., “Utilization of breast cancer screening in a clinically based sample of women after BRCA1/2 testing,” Cancer Epidemiology, Biomarkers & Prevention 11 (2002), pp. 1115–1118; Lisa J. Herrinton et al., “Efficacy of prophylactic mastectomy in women with unilateral breast cancer: A cancer research network project,” JCO 23 (2005), pp. 4275–4286; Jose G. Guillem et al., “ASCO/SSO review of current role of risk-reducing surgery in common hereditary cancer syndromes,” JCO 24 (2006), pp. 4642–4660; Marielle S. van Roosmalen et al., “Randomized trial of a shared decision-making intervention consisting of trade-offs and individualized treatment information for BRCA1/2 mutation carriers,” JCO 22 (2004), pp. 3293–3301; Lauren Scheuer et al., “Outcome of preventive surgery and screening for breast and ovarian cancer in BRCA mutation carriers,” JCO 20 (2002), pp. 1260–1268.

127 The data we cite on different decisions about mastectomy and oophorectomy among BRCA positive women with or without cancer: Jeffrey R. Botkin et al., “Genetic testing for a BRCA1 mutation: Prophylactic surgery and screening behavior in women 2 years post testing,” American Journal of Medical Genetics 118A (2003), pp. 201–209; E. J. Meijers-Heijboer et al., “Presymptomatic DNA testing and prophylactic surgery in families with a BRCA1 or BRCA2 mutation,” Lancet 355 (2000), pp. 2015—2020; Marc D. Schwartz et al., “Bilateral prophylactic oophorectomy and ovarian cancer screening following BRCA1/BRCA2 mutation testing,” JCO 21 (2003), pp. 4034–4041; Marc D. Schwartz et al., “Impact of BRCA1/BRCA2 counseling and testing on newly diagnosed breast cancer patients,” JCO 22 (2004), pp. 1823–1829; Caryn Lerman et al., “Prophylactic surgery decisions and surveillance practices one year following BRCA1/2 testing,” Preventive Medicine 31 (2000), pp. 75–80; Theresa M. Marteau, Caryn Lerman, “Genetic risk and behavioural change,” British Medical Journal 322 (2001), pp. 1056—1059; Caryn Lerman, Robert T. Croyle, “Emotional and behavioral responses to genetic testing for susceptibility to cancer,” Oncology 10 (1996), pp. 191–195; Kelly A. Metcalfe et al., “International variation in rates of  uptake of preventive options in BRCA1 and BRCA2 mutation carriers,” International Journal of Cancer 122 (2008), p. 2017–2022; Elizabeth M. Kaufman et al., “Development of an interactive decision aid for female BRCA1/BRCA2 carriers,” Journal of Genetic Counseling 12 (2003), pp. 109–129.

127 BRCA testing is the leading edge of genetic testing. In 2000, the human genome was deciphered, the DNA sequence of our twenty thousand expressed genes. The media heralded this achievement as unveiling “the code of life,” a detailed blueprint that reveals how each of us is designed. The DNA code was made publicly available, posted on the Internet, by government scientists. At the same time, biotech companies announced that they would offer, for a fee, a personal profile of your genes, providing information on your predisposition for a wide variety of diseases. A heated debated ensued among scientists, ethicists, psychologists, and clinicians. How much do people want to know about the odds of a future malady? What can they do with this information? The question of whether to be tested or not, and the consequences of the knowledge, centers on loss aversion. Recall that we experience loss more profoundly than gain, and this causes many people to focus on the side effects of the choice rather than its potential benefits. The side effects in learning that you have a genetic predisposition to a disease are primarily emotional: anxiety, fear, frustration, and worry, not only about yourself but about your siblings and your children. These negative emotions are compounded when there currently is little to do about lowering the chances of the future malady, as is the case with Alzheimer’s disease. Some other people seek information on risk, believing this will help them set priorities in life or prompt them to enter a research study and contribute to science. See Steven Pinker, “My genome, my self,” New York Times Magazine , January 11, 2009; Francis S. Collin, The Language of Life: DNA and the Revolution in Personalized Medicine (New York: HarperCollins, 2010).
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1 For more detail regarding calculating the time trade-off and standard gamble, see the notes.



2 Acute physiology and chronic health evaluation (APACHE II) score.
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