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Wherever the art of Medicine is loved, there is also a love of Humanity.


—Hippocrates


The function of education is to teach one to think intensively and to think critically.


—Dr. Martin Luther King Jr.














This book will drive you to think intensively and critically about your health and medical decisions. To take a leading role in them. And to make the best choices you can.


Let me tell you something—it’s hard. Oh, and your life depends on it.
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INTRODUCTION



WHY I CARE SO MUCH ABOUT HEALTH AND MEDICAL CHOICES


We all make health and medical choices every single day. We choose to take a vitamin supplement, go for a run despite a sore tendon, forego birth control pills, or have chemotherapy after cancer surgery. The more important these decisions are, the more vulnerable we are, and the tougher choosing becomes. This is why we need to build up skills to deal with these choices.


We need to know how to ask the right questions, distinguish information from misinformation, and make the best health choices for ourselves and our loved ones, at home, with our doctors, and in the hospital. Likewise, if we are the doctors. In fact, also, if we manage a health system.


I will show you how.


I am a decision scientist, with a PhD in psychology. I trained at Princeton University, taught at Wharton, and am a visiting researcher at the University of Cambridge. My research focuses on medical decision-making: looking at how doctors and laymen, in hospitals, online, and at home, make these choices. I also know the ins and outs of health and medical choices as a consultant for health advertisers and for medical device, pharmaceutical, and digital health companies. Few share my broad perspective, which I now share with you. 


I did not start my journey with medical decision-making as an expert—I started it as a sixth-grader, when the school nurse examined me and mumbled something I did not understand. In the following months, my father and I spent many mornings driving down a desolate street to get to the Child and Adolescent Orthopedic Center on the outskirts of town. There, the technicians would take x-rays of my back. The doctor would then go over the x-rays and measure the curvature of my back with a ruler, tracing the progress.


She told me that I had scoliosis—my back was crooked. Then she told me I would have to wear a plastic brace around my waist, ending just below my chest, for years.


Nobody gave me a choice in my treatment options. My doctor never explained whether the brace was likely to work, how long I would have to use it, whether my back would end up perfectly straight, and whether the scoliosis might prevent me from having children someday. These questions swirled inside my thirteen-year-old head, but I never voiced them.


No doctor or technician ever x-rayed my well-being or measured it with a ruler. I never told anyone that I was certain my back looked like a giant lizard’s, or that I could not bring myself to look at it in the mirror. Under the brace, I wore a long tank top that kept the cold contraption from my skin but did nothing to prevent the harsh material from rubbing against my pelvic bones, leaving bruises that would linger long after I stopped wearing it altogether.


My loving, doting father was a bank teller with a high school diploma who had the utmost deference for physicians. It never occurred to him to question the authority of a doctor. My father couldn’t be my advocate or my voice. And my mother, too upset by my suffering to address it, delegated the treatment to him entirely.


This was before the internet. To find medical information, I would have had to go to the university library, a place I only discovered later in life. There I would have had to look for a book or journal article on “alternatives to back brace in adolescent idiopathic scoliosis,” as if I knew these terms.


After a few x-rays and ruler sessions, I asked my doctor if I should swim. I had heard it was good for the back. She insisted that the brace was all I needed. Regardless, I wanted to play an active role in my care and to befriend my second-rate body. My parents, forever eager to help, bought me a swimming pool membership. After months of regular swimming, I ventured a peek in the locker-room mirror. My back took me by surprise: it looked kind of okay.


I had a happy ending. By the time I turned sixteen the brace was gone. I swam regularly and stayed away from orthopedic specialists’ offices. I had left that episode behind me—or so I thought.


Twenty years later, I was still swimming. I was still looking at people’s backs, admiring how straight and symmetrical they were. I was now an organizational psychologist and a married mother of three. I had recently lost my loving, doting father to prostate cancer, Parkinson’s disease, and pneumonia. Yearning for change, I went back to graduate school, studying for a PhD in social psychology and researching what is called the confirmation bias, where you embrace the first idea you hear and tend to stick with it even in the face of opposing evidence. I studied it in expert and lay judgment; Jerome Groopman described it perfectly in his book How Doctors Think.1


Then medical decision-making snuck up on me: my department chair told me that the director of the genetic-counseling program was looking for someone to teach a course on the psychological aspects of medical decision-making to genetic-counseling students, and he thought I was the right person for the task. The gig was an honor, but the task was daunting. I read everything I could on the subject, but I felt as if I was taking swimming lessons online. I had to get my feet wet. I asked to sit in on a few genetic-counseling sessions.


The first couple I observed arrived at the genetic counselor’s office just minutes before I did. They, too, were out of breath from rushing through the hospital’s corridors in search of the counselor’s office. Both were deaf, and the woman was pregnant. They had come to ask whether their deafness might be passed on to their baby, and if so, whether it would be through the husband or the wife. The couple didn’t mind either way which parent was the source, but the husband’s family wanted to know. They brought along a sign-language interpreter and their hearing two-year-old son.


The counselor had charts of their paternal and maternal genetic heritages, complete with little icons for male and female, arrows, boxes, and markings. She explained the genetic bases for their deafness, walking them through the facts of genetics. I dug into memories from my ninth-grade biology class and recalled that humans have twenty-three pairs of chromosomes and who-knows-how-many genes. The interpreter seemed to be doing similar mental digging, which she signed to the couple. The child was getting fidgety, and the room was more crowded now that chromosomes and genes had joined us.


The worried parents looked at the interpreter, then at the counselor, then back at the interpreter.


“So, from the husband’s side or the wife’s?” the interpreter tried.


The counselor tied together the biology and the family history. The bottom line: if the baby was deaf, it would be because of the husband. Perhaps this wasn’t what the husband’s family wanted to hear, but at least now they had an answer.


During this one-hour session, the couple received more information than I ever did from my doctor. Yet despite the genetic counselor’s considerable knowledge and patience, the couple left the office trailing a cloud of questions. I wondered what they understood out of everything they had been told, what hadn’t been lost in that double translation. The number of chromosomes in a human body? The difference between dominant and recessive? Their baby’s probable chances of hearing? Even if they’d had perfect hearing and hadn’t needed an interpreter, would they have been able to accurately repeat everything the counselor had so diligently explained?


Many, maybe most, patients leave a health expert’s office still confused. Our well-meaning but stressed healthcare systems cannot always serve us the information we need, let alone verify that we understand it and integrate it into our decision processes.


After I taught the course, my students told me that the insights they gained were missing from their other courses—they had learned how to meticulously calculate genetic risk, but no one had taught them how their clients processed the information.


Since then, I have taught this and have put this knowledge to use in many contexts, always hearing how this was the missing link. You had to understand how people made health choices in order to get them to adhere to their medication or figure out what their fitness tracker or glucometers were saying and what to do about it. 


The year after that first genetic-counseling session and the course I taught, I started my postdoctoral research at Princeton University, studying happiness. I worked with Daniel Kahneman, the Nobel laureate who revealed the ways we think, both the fast and the slow, and who created the foundation for behavioral economics.2 I found that low points influence our feelings more than peaks do and that our thoughts about financial security matter to our well-being as much as our income.3 Still, I was increasingly drawn to studying medical decision-making, both then and later while teaching consumer behavior at the Wharton School, University of Pennsylvania.


I remembered how powerless I had once felt. I had a voice now, which I vowed to dedicate to helping people at the moments when they might have lost theirs. I vowed to study health choices, the kinds of choices that have an impact on us, sometimes irreversibly. I’m an optimist, and yet I was gradually realizing how unfair it was to expect us all to speak up and to manage our medical choices on our own. I have learned that even now, when information is so readily available and the digital health industry is booming, it’s still hard to make good choices.


The challenges we face today when making these choices are many: dealing with an imperfect health system, being freaked out and mentally overloaded, getting too much incomplete information from too many unreliable sources, and then having to make sense of it all and choose. I will show you all the insider tips and psychological tricks to do just that, to the degree possible.


After finishing my postdoctoral work at Princeton, and with some overlap with teaching at Wharton, I became a business professor in Israel, and later also a visiting researcher at Cambridge University. I consult for companies, from start-ups to corporations, on behavioral economics and on the psychological drivers of patient and prescriber behavior. I have spoken about these issues internationally, to entrepreneurs, doctors, and health management organization directors. When my mother attended my talk at a medical conference where I spoke about adherence to medication, she complained that I speak too fast. You bet I speak too fast! I have a voice now and so much to say.


Then, when I felt on top of my professional game, my back gave out. I was in excruciating pain. Reluctantly, I consulted an orthopedic specialist. He said I hadn’t ruptured or herniated a disk and sent me home to rest and “drink a cup of tea.” Just like my thirteen-year-old self, I said nothing. I was too sore to speak. I spent several days in anguish before calling him again to beg for help.


The doctor’s advice escalated from tea to a morphine patch, which he assured me had no side effects. In hindsight, I should have known that “no side effects” made no sense. I was now a scientist studying medical decision-making. I knew where the university library was, and I didn’t even need to go there because I could access everything online. Still, I was too sore to look up whether the patch would work, what the risks were, and what the alternatives were; too miserable to think about how odd it was that the doctor had gone from offering me no painkillers whatsoever to offering a heavy-duty opiate; too desperate to read the brochure (in minuscule print) I received with the patch. Just as with the child me, nobody explained anything or asked about my preferences. I was being treated not as a person but as a back to be fixed. In my normal state, I could wrap my head around the medication, then voice my reservations. In my condition, with zero input from my physician, that was mission impossible. 


My husband placed the patch on my shoulder along with a kiss. It was supposed to stay on my shoulder for a week. I didn’t last twenty-four hours.


The next morning, I sat on the couch, intending to get up and drive to work—we were having a New Year’s celebration that day, and my promotion was being announced. A blink of an eye passed, and I was still on the couch, except my watch indicated three hours had gone by. I had never been so listless. No college shindig for me. My mother called, and when she heard the lethargy in my voice, she alerted my husband. Before he got home, my mind recovered for a moment from the daze. I realized this was the morphine’s doing and asked a merciful neighbor to tear the patch from my shoulder. The mental fog subsided, but the pain returned.


I, who did so much research on how to present medical information and was certifiably poised to make informed health choices, failed to exercise any real judgment, to ask the right questions—or even to read the brochure! This was painfully disillusioning. 


In theory, the world had come a long way from the era of doctor-chosen treatment. We can self-diagnose (or misdiagnose) with a quick Google search, we can order an online-touted cure-all with a wave of our credit card, and we can voice our objections in the doctor’s office when something doesn’t feel right. But in reality, we still rely heavily on our doctors and healthcare systems. And they, in turn, require a wake-up call and a serious lesson on truly involving their patients. This book provides both.


Making better health and medical choices is neither intuitive nor easy, especially in the face of a life-threatening decision, medical jargon, and confusing probabilities. Expecting us to handle these flawlessly is unrealistic and ignores issues of cultural background, a whole slew of cognitive barriers, lack of professional training in how to convey medical information, time constraints, and health-system deficiencies.


The good news is that there is still plenty you can do once you understand what you are up against. Reading this book will give you the tools to do so. In the chapters that follow, I offer psychological hacks and nudges that will compensate for some of the flaws in the system. I apply research from behavioral economics, medicine, psychology, sociology, and more to develop a model that guides you toward making better health choices. 


In the first part of the book, you will gain a deep understanding of the societal, legal, and commercial forces that require us to play a more active role in our healthcare. You’ll see what happens when health choices go wrong, and what psychological processes—like the tendencies to save cognitive effort or to succumb to the hope-and-fear appeal—prevent us from properly sorting them out on our own.


In the second part, you’ll get a profound sense of the unique barriers to making good health choices. I will offer some practical, science-based advice about what you and your physician can do to overcome these barriers. I will discuss shared decision-making, as well as the emotionally fraught and complicated choices surrounding end-of-life care.


In the third and final part of the book, I will explore the promise of digital health solutions, wellness programs, and innovative means of providing care, especially when this promise is boosted by psychological insights. And I will address the fact that some challenges are burdens to be faced by the medical system itself and are grounded in the financial incentives that inform medicine. I will suggest how health organizations can truly empower patients to make better health choices.


This book can benefit anyone who runs a hospital or is a doctor, anyone who has ever cared for a patient or cared about a patient, anyone who ever was, is, or will be a patient, and anyone who wants to lead with their health choices. This book is for all of us. Read on, because your life depends on it. 




















PART I



HOW DID WE END UP HERE?















CHAPTER 1



OH, THE CHOICE YOU NOW HAVE


In a scene in When Harry Met Sally, the titular characters are eating at a diner. Harry orders a “number 3” and Sally orders the chef salad with the dressing on the side and an apple pie à la mode. Barely pausing for breath, she specifies that she wants the pie heated and the ice cream on the side, that she wants strawberry ice cream or whipped cream if they don’t have strawberry ice cream, and what to do if either the ice cream or real whipped cream is unavailable. The waitress writes down Sally’s order, makes a disgruntled sound, gives Sally a judgmental look, sticks her pencil behind her ear, and leaves. Then Harry stares at Sally in silence for five straight seconds (an eternity on-screen) until she asks, “What?!”


The audience found it hilarious, as did I. But now I see Sally as a tragicomic figure, trying to assert herself to an exasperated professional, surrounded by unsupportive peers. Harry silently pleads with Sally to be quiet, to accept the options on the menu without remark. The uniformed waitress, towering above Sally, wants the same thing from her: that she know her place and not make too many demands.


Not so long ago, it was assumed that medical patients also needed to know their place and say little: accept what was offered without attempting to influence it. We call this the paternalistic model of care. Paternalism involves giving people—employees, citizens, or patients—what the person in charge believes is beneficial for them and allowing them no other choice. In the medical context, this meant that doctors dominated the decision-making process—examining, diagnosing, and determining a course of treatment—without their patients’ active participation. This ancient model relates to medicine’s historical association with the divine: disease was initially considered a divine punishment.1 The first doctor in Greek mythology was Asclepius, son of Apollo, the god of healing and medicine. Who can argue with the son of a god? In the middle ages, sickness remained a punishment from God, and cure came by praying for forgiveness. Doctors were then usually priests or other religious scholars.2 Their authority was derived from their professional knowledge and was backed by powerful religious institutions. “Patient empowerment” would have been utterly meaningless, because the whole point of seeking a cure was to reaffirm the authority of God. More-secular healers, midwives, and nurses sought cures with charms and herbs instead of prayers. Because they threatened the absolute power of the church, they were persecuted and vilified as “witches.”3


By the nineteenth century, the deity had largely been removed from the equation, but not much else had really changed. An 1847 ethical code of the American Medical Association stated, “The obedience of a patient to the prescriptions of his physician should be prompt and implicit. He should never permit his own crude opinions as to their fitness, to influence his attention to them.”4


But the place of the client in medicine is rapidly changing. Patients are now expected to be active participants in their care and are more likely to speak their mind, whether or not they’re invited to do so. Now they have more power and more opportunities to make medical choices. This seems obviously desirable because we consider choice to be highly positive and because our medical conditions, circumstances, and personalities warrant tailored treatments beyond a standard “number 3.” But how good are people at handling all this choice, considering what is at stake—their breasts, prostates, hearts, and lives? For some people, choice is, and always was, highly desirable. Some people feel they have achieved command of these choices. And some, especially in critical times, feel that this choice is thrust upon them.


In either case, the unfortunate truth is that the choices people make about their health can easily go awry. Throughout this book, I’ll discuss the cognitive mechanisms that hamper patients’ judgment and the environmental factors that make it uniquely hard for them to make choices. After decades of research, I’ve found people are not fully capable of making good medical choices in the ways they’re currently offered.


And yet choose we must.


This book is all about the gap between the theory and practice, not just in choice or in informed consent, but in general. It is about the gap between the power we as patients now have to make health choices and our restricted ability to act upon this power. I’ll point to places where the gap exists and suggest ways to narrow it, while acknowledging that we lack the power to close it completely.


In order to understand why the current model of choice-based care doesn’t yet meet the psychological needs of patients, we need to consider how and why it developed at all. Like any paradigm shift, this shift in power did not happen overnight or in a vacuum. Several developments, although not directly related, made patient involvement in decision-making possible and socially acceptable: the burgeoning consumer culture, the legal push for more-active patient involvement, the internet of things, and the financial considerations surrounding decisions regarding health.


But first, let’s talk about coffee.


THE PATIENT’S PLACE… AND STARBUCKS


It would be an overstatement to say that the first driver of change was a coffee chain. The change in the patient role was partly driven by the consumer culture that now assigns power of choice to the people. But a coffee chain can show us something about how the notion of the consumer has changed, illustrating the new consumer role and the larger trend toward choice in everything from baby onesies to caskets.


In 1982, Starbucks operated 4 Seattle cafés. By the time Harry met Sally in 1989, it had 55 branches worldwide. In 1994, when Amazon started selling books, Starbucks had 425 branches. And by 2012, when the dating site Tinder began offering an endless array of potential romantic partners, Starbucks had over 18,000 branches. As of this writing, more than 30,000 branches are in operation.


Starbucks was the pioneer of personalized coffee, reinventing the way we consume java. This model compels customers to have preferences about nearly every aspect of the product (size, flavor, steamed or cold milk, whole or skim or almond milk, number of shots of caffeine, and so on). At Starbucks, customers don’t just buy coffee. They are in some sense collaborating with the barista.


This is key. At Starbucks, you are not just tolerated when you speak; you are required to actively state what you want. It’s no coincidence that they ask for your name when you place your order, so they can announce “tall green tea latte for Talya.” Similarly, Nike By You allows you to customize your own sneakers. MAC Cosmetics offers you to customize your makeup palette. And while most of us say we like this level of agency, it can easily lead to choice overload, suboptimal use of information, even paralysis and an inability to choose.5 Most of us stick with our “usual” beverage at Starbucks rather than sample the entire range. Most of us prefer to buy prefabricated shoes and eye-shadow palettes rather than be overwhelmed by choice.


However, as much as we feel overwhelmed by choices, we have come to expect ample choices, not only in our coffee but in almost all our consumer products and services. This extends to our medical care, as well, where the stakes are so much higher and where our experience is so much more limited. We drink endless cups of latte during our lifetime, but we have knee surgery once or twice. To choose well, we need to know what our options are and what they entail. We need to be well versed in the risks and benefits and their probabilities. We need information, and in theory it is available to us.


THE PATIENT’S PLACE… AND INFORMED CONSENT


A second, more direct driver of change in medicine was the legal concept of informed consent, the idea that before a patient could be enrolled in a medical study, the procedure, the aims of the research (or treatment), the anticipated benefits and potential risks of the study, and the discomfort it might entail had to be explained. The patient would then have to explicitly agree to those terms.


The importance of informed consent in medical situations cannot be overstated: without our autonomous consent, nothing separates us from lab animals. “Informed” implies that you have information. Without it, every effort at choice and control is moot. Imagine that Starbucks didn’t have to tell you what is in the drink you ordered or even make what you asked for in the first place. You could only hope you would get what you ordered. Your coffee might come carbonated and with a slice of lemon. Or your wishes might be disregarded altogether, and you might end up with a Japanese seasonal favorite made from cherry petals, condensed milk, and white bean paste. In the medical context, you could wake up from gastrointestinal surgery, surprised to discover you now had screws in your knee.


For most of history, this was the case. The requirement that patients be asked for informed consent arose in response to public outcry over several atrocious medical studies in the late nineteenth and throughout the twentieth centuries. In one study, University of Breslau researcher Dr. Albert Neisser injected an experimental syphilis vaccination into unsuspecting patients, causing some of them to develop the disease. Subsequently, in 1900 the Prussian minister for religious, educational, and medical affairs issued a directive to all hospitals and clinics demanding informed and unambiguous consent.6


The international consensus around informed consent also traces back to the brutal and torturous experiments Nazi doctors conducted on helpless prisoners during World War II. The outcry against war crimes and abuse disguised as research led, in 1947, to the Nuremberg Code outlining permissible medical experimentation.


In 1964, the World Medical Association convened in Finland and crafted the Declaration of Helsinki, an international agreement on the ethical principles guiding medical research involving human subjects. Nowadays “participants” replaces “subjects,” a word banned for being too passive and demeaning.7


The Declaration of Helsinki cited the International Code of Medical Ethics that the World Medical Association adopted in 1949: “A physician shall act in the patient’s best interest when providing medical care.” Then it elaborated on how to conduct research, ultimately mentioning informed consent.8


These guiding principles for medical research were later expanded to include informed consent in medical care at-large, not just in experiments. In 1982 in the United States, Ronald Reagan’s President’s Commission for the Study of Ethical Problems in Medicine and Biomedical and Behavioral Research stated, “Although the informed consent doctrine has substantial foundations in law, it is essentially an ethical imperative.” In one short sentence, the commission intertwined the two distinctly different foundations of informed consent: law and ethics.


Ruth Faden, who founded the Johns Hopkins Berman Institute of Bioethics, and Tom Beauchamp, professor of philosophy at Georgetown University, authoritatively disentangled law and philosophy in A History and Theory of Informed Consent, a work widely known to doctors and bioethicists.9


The law approaches informed consent from a pragmatic perspective: physicians have a duty to obtain consent, and they are liable if they fail to fulfill this duty. The focus is on physicians and on financial compensation should medical outcomes go awry during a procedure or treatment that a patient has not consented to. Philosophy approaches informed consent by focusing on patients or participants. The priority is to respect their autonomy and their right to govern their own choice. This distinction means that patients will receive consent forms and sign them—a pragmatic step that can be easily handled and even enforced. But this does not capture the essence of informed consent. It doesn’t mean very much unless patients understand what they are signing and have time to contemplate before putting pen to paper.


Twenty-four-year-old Stefanie can describe what informed consent looks like in practice.


Stefanie was fasting before a scheduled gynecological procedure. She’d been lying in the hospital bed for a while, wearing a robe and covered with an itchy blanket. At almost six p.m., someone roused her from her restless anticipation and shoved a piece of paper in front of her to sign.


She needed to sign the form, not read or discuss it. So much for deliberation. Asking a question was out of the question. When she ventured a meek “Who are you?” to the person who handed her the form, he responded, “I’m the anesthesiologist,” in a flat tone that implied he’d been up since five in the morning. So much for speaking her concerns. Stefanie was hungry, tired, scared, and understandably reluctant to argue for her ethical right to information with the man about to put her under. Her mother, who had accompanied her to the hospital, was also wary of upsetting the anesthesiologist and possibly getting bumped from the surgery schedule.


Stefanie signed the form and gave her supposedly informed consent to the procedure. Supposedly, the law mandating informed consent had been obeyed, but the spirit of the law had not been met. In Stefanie’s case, we see the abyss between the legal perspective and the philosophical or ethical perspective on informed consent, a gap Stephanie was powerless to cross.


THE PATIENT’S PLACE… AND DOLLARS


Money makes the world go round, and it is the third driver of our increasing role in healthcare. The biggest decisions and biggest spending come from high-deductible medical-insurance plans that turned us all into not just patients but healthcare consumers. High-deductible plans make medical care more of a fee-for-service industry, attaching a dollar sign to our health-related decisions, informed or otherwise. With these plans, you are essentially betting that you won’t need to use your healthcare very much, paying a relatively small constant monthly premium while agreeing to pay handsomely for treatment if you need it. The appeal of such plans is that their monthly premiums are usually lower than with other insurance structures. However, when you incur health expenses, you pay more for them yourself (that’s your deductible) before the insurance coverage kicks in.


This gives being an informed patient a monetary value. In casinos, on average, the house wins; gamblers, on average, lose. In medical insurance we’re betting on our health as well as on our wallet. Yet with high-deductible plans, our betting capabilities can only carry us so far, and the house (aka the insurer) still wants to win. The Commonwealth Fund found that the average per person deductible more than doubled between 2003 and 2013, and employers increasingly offer only high-deductible plans.10


According to NYU historian Beatrix Hoffman, high-deductible plans did not bring down medical costs, nor did they curb spending for the American consumer, who had to pay large sums when battling a health condition or illness. In addition, out-of-network expenses don’t count toward meeting the deductible and reaching the limit after which the insurer picks up the tab.11 So the consumer pays out of pocket.


Behavioral economics can help us understand what this means and how it plays out. Prospect theory, developed by Nobel Prize winner Daniel Kahneman along with Amos Tversky, forms the foundation of behavioral economics.12 The theory posits that our feelings toward and evaluations of what we receive, own, or lose aren’t rational. That is, these feelings and evaluations aren’t based on mathematics. One of the tenets of prospect theory is that losses loom larger than gains. Losing something, or even paying for something so our wealth is diminished, causes us some emotional pain. This pain is greater than the joy we experience when we gain. Every single payment hurts.


There are more financial considerations around health. High-deductible insurance plans have relatively low premiums, because you’re supposed to cover many expenses with a Health Savings Account (HSA). These accounts allow health consumers to set money aside, tax-free, in order to pay for qualified medical expenses, from copayments to contact lenses, over-the-counter medication, compression socks, and condoms. Consumers have to estimate their health consumption ahead of time, betting on it versus anything else on which they would like to spend disposable income. But not every health expense is covered through HSAs, thereby further complicating the health consumer’s life.13


Here is a bigger complication, marred by loss aversion. As the name “Health Savings Account” implies, whatever money isn’t spent is saved for future health expenses. This can lead to hoarding money for unknowable future health needs rather than spending it on real, immediate ones. A guiding principle of prospect theory is that we are prone to favor the status quo. We like to keep things as they are, because any change implies losing something. A health expense is considered a loss: it reduces the amount of money in our savings account. And we are averse to losses. But with an HSA, we need to decide whether to keep our health savings in the event we need it for some big expense later or squander it, painfully, on Advil.


Fear of losing might be why, according to the Centers for Disease Control (CDC), in 2017 only 19 percent of adults with employment-based coverage enrolled in high-deductible health plans with a Health Savings Account.14 Most eligible Americans preferred not to guess how much they would spend on their health each year. Instead, they paid for their physical therapy, contact lenses, and contraceptives from income they had already paid tax on—a decision any accountant would frown on. I’m not sure if the house won, but the consumers certainly lost.


Despite all this, those who get to make decisions over their health insurance at all are among the lucky ones. In 2018, 27.5 million Americans were uninsured.15 Uninsured patients pay for every medical expense out of pocket, and those who don’t have deep pockets can be driven to “consume” healthcare only if it’s cheap or in case of an emergency.


THE PATIENT’S PLACE… AND THE INTERNET


The fourth force that has driven our involvement in our medical care is the internet. Patient involvement and a doctor-patient dialogue require that the patient be informed. But this is only feasible when patients can inform themselves and don’t have to rely on their doctors as their sole source of knowledge. And what handier information source than the internet? The internet isn’t a perfect source of knowledge (more about this in the next chapter), but its success is indisputable. In 1999, twenty-four out of every hundred people in developed countries such as the United States had access to the internet, and in 2017, it was eighty-one out of every hundred. In 2019, the Pew Research Center estimated that 90 percent of Americans use the internet and, at least in theory, have access to updated and valid medical information that can guide their health choices and their conversations with their physicians.16


The rise of personal biometric devices in recent years has given patients even more information to sort through. In January 2020, one in every five Americans had a smartwatch or fitness-tracker watch that could trace their heart rate, along with their sweat rate, brain activity, and other indicators that in the past could not be measured on your own. Home-use glucose trackers have been around since the 1980s. They allow people living with diabetes to monitor their blood sugar levels without having to go to a laboratory and wait for results. In theory, this is an unparalleled treasure trove, uniquely you-focused—but perhaps not in practice, as there is still little evidence that wearable devices provide a benefit for health outcomes.17


Though these drivers of change were distinct from one another, they all propelled us in the same direction. The consumer climate prioritized choice. Informed consent provided the legal impetus for giving us knowledge and choice (and sanctions when we were denied them). High-deductible plans, Health Savings Accounts, and other ways of investing money in our health gave us financial incentives to be involved. The information highway gave us knowledge that could guide our care.


More than ever, we are invited to decide—and don’t we have a knack for making the wrong decisions.


OH, THE MESSES YOU’LL MAKE (OF YOUR MEDICAL DECISIONS)


Your health decisions and choices are up to you—they depend on your preferences, experiences, culture, and values. However, you don’t always know what choices will work best for you. And your choices can also hurt others. The push to carry out COVID-19 vaccinations (or any other vaccinations, for that matter) is so strong because vaccinating not only protects the one vaccinated but also helps the community break virus transmission chains, thereby protecting those who cannot vaccinate for medical reasons.18


Some decisions are big, such as whether you enroll in cardiac rehabilitation following your heart attack. But seemingly small health and medical decisions can also accumulate and lead to a big impact overall. When you light a cigarette, you expose yourself to the risks of tobacco smoking: ask sixteen million Americans living with smoking-related diseases. When you stay on the couch or in the gaming chair instead of getting enough exercise, you, like 80 percent of American adults and children, expose yourself to the risks of obesity, heart disease, stroke, type 2 diabetes, and several types of cancer.19 And we all know what can happen when you decide not to use a condom.


Few of us actively choose to have complications of uncontrolled diabetes, to fall deep into the pit of depression, or to become addicted to opiates. Sadly, these are just a few examples of events resulting from common “small” decisions people make with their medications. This is why improving the way we make medical decisions is so important.


Lipids are part of your “bad” cholesterol. They’re fat-like molecules that circulate in the blood, forming triglycerides. As many as 39 percent of the adult population globally suffers from high lipids. Take Frederick, for example. Frederick takes statins, lipid-lowering medications, such as atorvastatin (Lipitor). High lipids can lead to big trouble. But until they do, they don’t cause any noticeable harmful symptoms.20 This leads Frederick to doubt he was sick to begin with or to question whether the medication is helping him. Why, then, should he keep on taking his statins? Based on his intuitive thinking, he is absolutely right. If nothing feels wrong, surely there isn’t a problem. In fact, it’s a miracle Frederick started taking statins in the first place—a quarter of patients don’t fill their initial statin prescriptions.21


Medically, though, Frederick is absolutely wrong.22 Doctors Lisa Rosenbaum and William Shrank encountered so many patients like Frederick throughout the course of their careers that they wrote about it in the New England Journal of Medicine. Medications like statins aren’t intended to heal patients. They are intended to reduce a patient’s chances of becoming sick—in this case, of experiencing a heart attack or a stroke.23 And yet a study involving over eighteen thousand people who were prescribed lipid-lowering medication like Frederick’s, from thirty-nine countries, found that within a year, 14 percent of them had quit their statins, and that after seven years, fewer than half were still taking them.24


Diabetes affects 463 million people globally. In the last twenty years, the number of American adults diagnosed with diabetes has more than doubled.25 And patients’ decision-making around diabetes is not promising. 


One-tenth of people receiving an initial type 2 diabetes diagnosis don’t fill their new prescriptions.26 They schlep to the doctor’s office, pay a co-pay, see their doctor, discuss how a new medication might help them, get a prescription, then go home without stopping at the pharmacy on the way.


They may want to manage their diabetes through exercise and nutrition instead. Still, they could call on their doctor’s expertise to understand whether this is plausible given their current blood sugar levels, how to monitor the blood sugar level during a trial period of lifestyle change, and when to revisit their regimen to avoid the complications—glaucoma, kidney disease, or loss of sensation in limbs—that arise from unmanaged diabetes.27


More than half of those who are prescribed diabetes medication quit taking it after one year. Dolores, Frederick’s wife, is one of them. This explains why she always feels hungry and tired and why her cuts and wounds heal slowly. In the long run, Dolores and others like her face faster progression of disease, greater spending, and higher mortality rates.28


Or consider another ailment, depression. Depression affects 264 million people globally. It is considered the most disabling condition worldwide. It causes people to suffer and to function poorly at work, at school, and at home.


Eileen had been suffering from depression for a long time. Finally, she and her doctor found the right medication and dosage. The antidepressants kicked in! Then Eileen erroneously thought that she no longer needed the medication since she no longer felt depressed, even though that meant the medication was working and that she should keep taking it. What Eileen didn’t know was that because her body was already accustomed to the medication, if she were to go cold turkey, she would probably experience withdrawal symptoms similar to flu symptoms, or much worse—insomnia, anxiety, and suicidal thoughts—everything Eileen took the medication to avoid in the first place. She found this out the hard way, and she is not alone. Unfortunately, half of all patients prescribed antidepressants decide to stop taking them prematurely.29


Frederick, Dolores, and Eileen are characters I created based on many patients’ experiences. Across medical conditions and populations, five out of ten people don’t take their medication as directed.30 Yes, that is half of us. Of course, patients sometimes forget. Once, in Finland on a business trip, I was sitting in a park, admiring the birch trees and writing about nonadherence to medication, when I suddenly realized I had forgotten to take the pill I take each morning. I had left it in my travel toiletries kit. Forgetfulness is common, but while problematic, it doesn’t involve a deliberate decision-making process.


Ditching meds altogether or skipping doses are decisions that need to be made responsibly. Each year, 125,000 Americans die because they do not take their medication as prescribed.31 Adverse drug events—such as lowering blood sugar too far, to the point where a person experiences dizziness, blurry vision, palpitations, and anxiety—cause 770,000 injuries or deaths and cost up to $5.6 billion each year in the United States.32 We need to be able to make good decisions about which medication to take and for how long, and then adhere to what was decided.


ON OPIOIDS AND ALTOIDS


Opioids are a specific kind of medication, and we know they are beneficial in dealing with extreme pain. You are probably well aware of the extreme risks they carry.


In 2017, out of every one hundred Americans, seventeen had an opioid prescription filled. In fact, among those seventeen, the average patient received more than three opioid prescriptions, each lasting eighteen days. This is bad news. Opioids become more likely to cause addiction or death with prolonged use. In 2017, 2 million Americans misused prescription opioids for the first time. A similarly large group, 2.1 million, had an opioid use disorder causing them clinical distress or impairment. That year, forty-six people died each day from overdoses involving prescription opioids. In light of this, the US Department of Health and Human Services declared the “opioid epidemic” a public emergency.33 


To help address opioid addiction, the Lancet set a special commission to explore opioid use. The commission estimated that the US population received thirty times more opioid pain relief medication than it required.34 That is a frightening quantity of opioids, and its consequences are equally frightening. In 2019, Oklahoma became the first state to sue a drug manufacturer—Johnson & Johnson—for its share in the opioid crisis that cost the lives of around six thousand Oklahomans.35 The state was awarded $572.1 million to fund addiction treatment and prevention.


I came across an enraged letter to the Journal of the American Pharmacists Association by Kansas City anesthesiologist and critical care professor Brigid C. Flynn. Dr. Flynn cited a conversation she had overheard at a busy airport between a woman who was rummaging through her overstuffed bag and a man who asked what she kept there. The woman triumphantly pulled out a prescription bottle and said, “You never know when you’ll need a Vicodin!” as though it were the occasional Altoid.36 The man said, “Vicodin! And they aren’t even prescribed to you!” at which the fellow travelers shared a laugh. Not Dr. Flynn.


Given how dangerous opioids are, people need to be mindful in deciding when and how to take them and should bring up their concerns to gung ho prescribers. Making sensible opioid-related decisions is crucial, because even small doses of opioids can lead to addiction. One real problem is that many patients are simply unaware of this.


SOMEONE TO WATCH OVER ME


We rely on the notion that medical professionals will watch over their patients. What we often don’t recognize is that doctors, hospitals, and insurers have other interests aside from their patients’. Opioids present a strong example of this. They are medications that can only be purchased (legally) with a doctor’s prescription. In theory, doctors make the best, safest choices for their patients when it comes to opioids. In theory, when they don’t, pharmacists notice and alert patients. We need their help because most of us don’t know medications and doses, and, well, we are in pain.


However, as the Netflix documentary series The Pharmacist demonstrated, pharmacies are businesses, and they will keep selling medication even when they are aware that it jeopardizes their patients’ health. This explains why one pharmacy chain did not question why a branch in a town with a population of 2,831 was ordering 3,271 bottles of oxycodone a month as long as the money was rolling in.37 To be fair, like our doctors, most pharmacists are dedicated to helping their clients. It does not require malice or greed for pharmacy employees to skirt or ignore proper work procedures. They do so because of stress and what they feel are unrealistic expectations for medication delivery time. These feelings lead pharmacy employees to make mistakes while filling prescriptions or to ignore certain safety procedures. Without harboring any ill intent, they unknowingly contribute to the opioid epidemic. But still, they do contribute to it, and the chains and private pharmacy owners don’t make them stop, thereby leaving us powerless.


It takes eleven years to become a doctor and another five to eight years to become a surgeon.38 All so they can work tirelessly to promote their patients’ health and save their lives. The notion that these professionals “work tirelessly” is no exaggeration: on average, doctors work 59.6 hours a week. From residency to retirement, they’ll spend thirty-six years working, almost 1.5 times more than most other Americans.39


However, we cannot always count on our doctors to make the right decisions for us. An extreme example is a physician from the Mount Carmel Health System in Ohio. This physician was prescribing lethal doses of fentanyl. Fentanyl is fifty to one hundred times as potent as morphine. It’s considered to be one of the most powerful opioids available.40 In July 2019, the doctor was charged with murder after twenty-five of his patients died with fentanyl dosage levels of 500 micrograms and above.41 The lawyer who represented seventeen of the victims’ families said that one of the victims, Melissa Penix, an eighty-two-year-old lady with pneumonia, received 2,000 micrograms—enough to kill an elephant. The lawyer could not find a motive for the doctor’s actions. The doctor’s own attorney said he aimed at delivering “compassionate very-end-of-life-care.”42 Indeed, some of his patients, Penix among them, died within minutes of being administered the medication.


But this doctor, vile as the accusations against him are, isn’t the story. An entire medical system failed to safeguard against hazardous prescribing, and as a result people died. That system ignored a pharmacist who declined to fill the 2,000 microgram fentanyl order and was bypassed (not for the first time) by the doctor. When the pharmacist expressed his concerns to his supervisor, he did not receive a response.43 A month after the doctor was charged with twenty-five killings over a four-year period, the CEO of Mount Carmel Health System in Ohio resigned, and twenty-three employees were terminated.


Doctors do enter their profession with a sense of dedication and a commitment to have patients’ best interests at heart and to base their actions on clinical evidence, not dollar signs or fear of a lawsuit. Regrettably, they do not always hit their target. In 2010, the Institute of Medicine (IOM) suggested that “unnecessary services” are the largest contributor to waste in our healthcare system, accounting for approximately $210 billion of the estimated $750 billion in excess spending each year.44 Again, this spending is for services performed or ordered by individual doctors, but such egregious sums cannot go unnoticed by hospital systems and clinic managers. It would be naive to think they were highly motivated to trim the unnecessary services that were bringing in additional profit.


Heather Lyu of Harvard Medical School asked two thousand physicians, “In your specialty, what percentage of overall care do you think is unnecessary?”45 The answer was around 20 percent of overall medical care, including 25 percent of tests, 22 percent of prescription medications, and 11 percent of procedures. All the more reason to probe doctors for the reasons behind their choices. I’ll show you how to do just that later in this book.


For the majority of doctors (85 percent), the most common reason for overtreatment was fear of being sued for malpractice. This ties in with the third most common reason for overtreatment: patient pressure or request, mentioned by 59 percent of the doctors. Doctors dislike conflict, and who can blame them—they are strapped for time and have the threat of being sued hanging over their heads. Then there are patients who regularly press for tests, medications, or procedures that conflict with their physicians’ views.


The second most common reason for overtreatment was profit: 71 percent of physicians estimated that doctors were more likely to perform unnecessary procedures when they profited from them, tainting these encounters a sickly dollar green. “Fee for service” means that doctors are paid per number of tests, procedures, treatments, and so on they administer. Most respondents believed that de-emphasizing fee-for-service physician compensation would reduce healthcare utilization and costs. On the bright side, Lyu also showed that 38 percent of clinicians believed that value-based compensation would significantly improve the quality of care, and 36 percent believed that it would significantly lower costs.


Fee-for-value payment models, on the other hand, pay doctors based on health outcomes: “Providers are rewarded for helping patients improve their health, reduce the effects and incidence of chronic disease, and live healthier lives in an evidence-based way.” The transition from a fee-for-service payment model for hospitals and clinicians is a paradigmatic shift in the health system, and a slow one at that. Fee-for-service models still bring in 75 percent of health organizations’ revenue.46


According to Dr. Daniel Sands of Harvard Medical School, at least some fee for service is here to stay, which is a plus. If healthcare organizations are only paid for patients’ health outcomes, they are motivated to avoid the sickest and most complex patients, as well as patients who do not (or cannot) adhere to care plans. As long as a fee-for-service paradigm exists and as long as doctors view medical affairs through different lenses than patients do, we should take care to invest our own judgment to monitor what is being offered and done to us.


More than ever before, we have wide options, greater power, and an increased capacity to be good stewards of our own health. And yet we see that the trend toward consumer choice in healthcare comes with a caveat. The stakes of medical choices can literally be life and death. It matters that we have all the help we can get in making them. We’re not in Starbucks anymore, Toto.


Even with a new, more desirable payment structure, there’s no real guarantee patients will be able to get the advice they need. Doctors struggle under time constraints, strenuous conditions, financial requirements, lawsuit threats, the desire to do good, and the fear of making mistakes. Clinics and hospital systems, as well as pharmacists, have their bottom lines in mind—not just patients’ best interests.


None of this is to suggest that we shouldn’t seek help from doctors. Of course we should, and of course we should listen very carefully to what they have to say. But now more than ever it is important that we prepare ourselves to make our own medical decisions. Even if our healthcare professionals have our best interests in mind, we are still the only ones who can combine our feelings and preferences with the appropriate medical information in order to reach the decision that is right for us.


All things considered and all obstacles acknowledged, we are incredibly lucky. Our health and medical decisions are intrinsically ours. We are the only ones who know what feels right to us, and we also must live with our choices. We are lucky to be living at a time when we are openly invited to partake in medical decisions. Admittedly, it’s hard, but it’s also unprecedented and empowering. In theory.


In the next chapter we’ll learn why in reality this is so hard.


TAKEAWAYS


The takeaways for this chapter are inspired by Superman and Wonder Woman pajamas: wearing them does not grant you their superpowers, such as the ability to fly. And if you think they do, let’s hope you don’t live on the tenth floor.


As health consumers are given more choice and as more information is readily available, patients need to make sure that their decisions—on their health habits, medication, procedures—are the right ones for them. And this is hard. We all have our own powers, regardless of what pajamas we wear. We should be proud of our powers, use them, and know their limitations.


FOR PATIENTS: 




1. You are a health consumer, and you have a right to be involved in decisions surrounding your health.


2. Make sure that whatever you ask of your doctor is medically sound.


3. Your healthcare providers aim to do good, most of the time.


4. As any superhero would tell us, if you want to win, you can only rely on yourself.





FOR HEALTHCARE PROFESSIONALS:




1. Patients are health consumers, and they have a right to be involved in decisions surrounding their health. This is here to stay.


2. Even when it is obvious to you why a prescription is necessary, explain to the patient why you are writing it, especially if the patient’s condition is asymptomatic. Make sure he or she understands why it’s a bad idea not to adhere to the treatment plan and then experience the consequences.


3. To the degree that it is possible, prescribe medications, tests, and procedures based on your better professional judgment, not on patient pressure, fear of lawsuit, or financial considerations. 


4. You came into medicine in order to heal people and do good in the world. No one should ever make you forget that.





FOR HEALTHCARE SYSTEMS:




1. Patients are health consumers, and they have a right to be involved in decisions surrounding their health. This is here to stay. Create the necessary mechanisms to enable this involvement to occur.


2. Doctors are under tremendous pressure, between work demands and patients’ wishes. Supervise them to make sure their judgment is medically justified. Opioid prescribing is an obvious example.


3. By creating guidelines for prescribing medication, tests, and procedures, you’ll be helping doctors withstand patient pressure for non-evidence-based prescribing.


4. Many health institutions are for-profit enterprises. Regardless, when advertising, provide complete, accurate information that will allow patients to choose well. Don’t be misleading. Otherwise, even if you’re not breaking the law, you are not playing fair.
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