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Chapter 1

Medicine Turned Upside Down

   “Every patient is an expert in their own chosen field, namely themselves and their own life.”

—EMMA HILL, EDITOR, The Lancet1



   “Health care will be less frustrating when the power shifts from sellers to buyers, and when the patients are more in charge.”

—DAVID CUTLER, PROFESSOR OF APPLIED ECONOMICS, HARVARD UNIVERSITY2



   “It is no exaggeration to say that billions of people will soon have a printing press, reference library, school, and computer all at their fingertips.”

—ERIK BRYNJOLFSSON AND ANDREW MCAFEE, The Second Machine Age3



   “Every aspect of Western mechanical culture was shaped by print technology, but the modern age is the age of the electric media . . . electronic media constitutes a break boundary between fragmented Gutenberg man and integral man.”

—MARSHALL MCLUHAN, 19664

Way back in 1996, the Seinfeld TV show told the story of the “difficult” patient.5 Elaine Benes, played by Julia Louis-Dreyfus, developed a skin rash, but doctors kept refusing to see her. The problem was that her doctor had called her “difficult” after an appointment four years earlier, when she had not wanted to change into a gown to get a mole examined. She wanted to have her chart delete this discredit, but the doctors wouldn’t cooperate. Instead, they labeled her “very difficult.” So she worked with Kramer, who posed as Dr. Van Nostrand, to try to steal her chart. That backfired. She never got her diagnosis or chart, and even Kramer was written up in a medical record for impersonating a doctor. The segment is hilarious and at the same time sobering, since it’s a slice of medical life (see https://www.youtube.com/watch?v=ZJ2msARQsKU).

Now let’s fast-forward to two decades later. Doctors are still labeling patients as difficult.6,7 Patients are typically unable to see, let alone keep or contribute to their office visit notes about their condition and their body that they paid for. Frequently they have to consult multiple doctors for the same condition. It may take weeks to get an appointment. The time with a doctor is quite limited, typically less than ten minutes, and much of that is without eye contact because the doctor is pecking away at a keyboard.8

But a new model of medicine is taking hold, one that is democratized—not difficult, but easy. If Elaine wanted to have her skin rash assessed today, all she would have to do is take a picture of it with a smartphone and download an app to process it. Within minutes, a validated computer algorithm, which is more accurate than most doctors, would deliver by text a diagnosis of her skin rash. The text would include specific next steps, perhaps treatment with a topical ointment or a visit to dermatologist for further assessment. Elaine could even download apps to see the ratings of nearby dermatologists, how expensive a visit would be, and even if the doctors themselves were difficult to deal with. When seen by a doctor, she could demand a copy of her office visit notes and also request to review and edit them (especially if she is mislabeled).9 Most likely, however, she wouldn’t have to see any doctor. She’d have immediate access at any moment in time, at any location, to a diagnosis of her medical condition. She would not only avoid the delay, inconvenience, and unnecessary expense, but she wouldn’t even have to find someone to steal her chart.

The difference between these two scenarios represents the essence of a new era of medicine. It is powered by unplugged digitization, with the smartphone as the hub. We have seen this model already adopted in retail, travel, dining, entertainment, banking, and virtually every other industry.10 It’s all on demand and instantaneously executed. This has moved far beyond just having a prosthetic brain for a search or a built-in navigation GPS. In almost any endeavor, getting things done in a flash has become the norm, except in medicine. But that is now inevitable.

Getting first-rate health care will always be quite different from ordering something from Amazon. We’re talking about the most precious part of life—one’s health—not buying a book. But the common thread is the power of information and individualization. We are embarking on a time when each individual will have all their own medical data and the computing power to process it in the context of their own world. There will be comprehensive medical information about a person that is eminently accessible, analyzable, and transferable. This will set up a tectonic (or “tech-tonic”) power shift, putting the individual at center stage. No longer will MD stand for medical deity. What have been dubbed the six most powerful words of the English language—“The doctor will see you now”8—will no longer be true. Indeed you will still be seeing doctors, but the relationship will be radically altered.

The doctor will see you now via your smartphone screen without an hour of waiting, at any time, day or night.8 It might not be your primary care doctor, but it will be likely be a reputable physician who is conducting part of his or her practice through secure video consults. And those consults will involve doing parts of the standard physical examination remotely. More importantly, they will incorporate sharing your data—the full gamut from sensors, images, labs, and genomic sequence, well beyond an electronic medical record. We’re talking about lots of terabytes of data about you, which will someday accumulate, from the womb to tomb, in your personal cloud, stored and ready for ferreting out the signals from the noise, even to prevent an illness before it happens.

The Power Shift

More is at play than just your “little” big data. Let’s drill down on the term democratization, meaning “to make something available to all people.” Until now, the flow of medical data has been to the doctor. If a patient was fortunate enough, their data, such as results of lab tests or scans, might arrive in the mail. More likely, but still rare, would be for the bottom line (like “everything is normal”) to be relayed via a phone call, often via a nurse or office assistant. The really lucky patient (with a less than 1 out of 10 chance in the United States) might even get an e-mail with attachments that include all their data.

But the world is changing now. Patients are generating their own data on their own devices. Already any individual can take unlimited blood pressures or blood glucose measurements, or even do an electrocardiogram (ECG) via their smartphone. The data are immediately analyzed, graphed, displayed on the screen, updated with new measurements, stored and, at the discretion of the individual, shared. The first time I had an ECG e-mailed to me by a patient with the subject line “I’m in atrial fib, now what do I do?,” I knew the world had changed. The patient’s phone hadn’t just recorded the data—it had interpreted it! A smart algorithm was now trumping one of my skills as a cardiologist. Putting this power in everyone’s pocket could preempt an emergency room visit or an urgent clinic appointment. In our unplugged world full of mobile devices, a diagnosis could now be made anywhere, anytime, by anybody. Or by a machine.

Three other experiences over the past couple of years, attending to airplane passengers in distress, have reinforced my sense that medicine has already transformed. The first passenger turned patient was having chest discomfort and sweating; I was able to confirm with a mobile phone electrocardiogram that he was indeed having a heart attack, which led to an emergency landing. Had the smartphone sensor and app been available, a flight attendant or any other passenger could have done the same thing. Were there any ambiguity, the ECG could have been wirelessly sent from the plane to medical personnel on the ground to help make the call. A young woman having a panic attack with difficulty breathing and a very rapid pulse was the second passenger I met up with. The ECG showed atrial fibrillation, with a heart rate of 140, and upon questioning her it was pretty clear she had an overactive thyroid, which was later confirmed. An amalgam of verbal reassurance and handholding was all that was needed. More recently, a man lost consciousness in his seat soon after takeoff. In this case I performed a smartphone physical exam in the air, with an ECG, blood pressure measurement, a sensor for blood oxygen concentration, and high-resolution ultrasound imaging of the heart, which collectively revealed the passenger was stable, had likely suffered a transient very slow heart rhythm, and that the flight was fine to go on. None of these passengers required a doctor on the plane to make their diagnosis. Although the flight crew had asked if there were doctors on board, all that was needed were the tools to collect the data.
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FIGURE 1.1: When the technology was introduced and the number of years (in parentheses, y-axis) for each to be used by 25 percent of Americans. Source: Adapted from “Happy Birthday World Wide Web,” The Economist (2014): http://www.economist.com/blogs/graphicdetail/2014/03/daily-chart-7.

These tools aren’t just for the heart. The sensors now extend to virtually any physiologic metric (such as brain waves, eye pressure, lung function, and mood). Anyone can do multiple parts of their own physical examination, including all vital signs, skin, eyes, ears, throat, heart, and lungs. And just about any routine lab test will soon be available to be assayed via one’s smartphone.

To truly qualify as democratized this has to be capable of spreading among common people, not just the elite or affluent. This is possible. It turns out that smartphones are the most rapidly adopted technology in the history of man. While it took thirteen years for 1 out of 4 Americans to use cell phones, it took only two years for them to use smartphones (Figure 1.1). Indeed, 1 out of 4 people worldwide now use smartphones.11 But we’ve still got the challenge of more than 7.25 billion people on the planet and only approximately 2 billion with smartphones.11 It’s not just about having phones, of course: they need to connect to broadband Internet. And this is coming, too. Internet.org and other initiatives are working to provide free Internet services to people worldwide.12

Fortunately, we’ve got Moore’s law in play. We can now stuff over 2 billion transistors into a smartphone, which has exponentially dropped the costs of the technology needed to make democratized, digital medicine available to all. Almost all of the innovations that make the smartphone the hub of medicine’s future are amazingly frugal. For example, the cost of manufacturing the ECG sensors is about fifty cents. Beyond the cost of writing code and developing it, software is free. Smartphones are in the midst of becoming remarkably cheap—projected to cost less than $35, perhaps without all the bells and whistles, but with the key features of an expensive phone intact.13–15 So anywhere there is a mobile signal, such as in the remote hinterlands of Timbuktu, there is the ability to do all these medical things: capture real-time biosensor metrics, perform various components of the physical exam, and run a bunch of lab tests. That’s a good start for spreading a new medical model for all people. It may just mean that the best way to cut the ever-increasing costs of health care around the world will be to provide cheap smartphones with Internet service to those who otherwise could not afford to buy them.

The Rise of Smart Patients

Patients are intrinsically remarkably smart—they know their own bodies and the context of their lives—and no one has a bigger interest in their own health. That doesn’t mean, however, that they do all (or any of) the right things to stay healthy, but when things do go wrong, they are pretty darn good at detecting a problem.6,16–18 But we’ve learned that, in general, doctors don’t like smart patients. In fact, a recent study of physician attitudes found that: “patients who have in-depth knowledge of their condition encounter problems when their expertise is seen as inappropriate in standard healthcare interactions.”6

Those attitudes won’t be enough to hold back a whole new generation of even smarter patients and hopefully more supportive and smarter doctors. Indeed, they’re already all around us (Figure 1.2). First, consider Jeanette Erdmann, a research colleague of mine who lives in Germany and published her own very personal case report “Forty-five Years to Diagnosis.”19 At age four she realized she was much slower climbing stairs compared with all the other kids. Her condition precipitously declined when she was working on her PhD thesis, to the point where she was put on a ventilator at night for the rest of her life. But it wasn’t until age forty-five when she “consulted Google” and put in her illness descriptors (muscular dystrophy, hip dislocation, and keloid scarring) that she came up with a rare condition, with less than three hundred cases worldwide, known as Ulrich muscular dystrophy (UMD). A genomic scientist, she had her exome sequenced to confirm that she had the specific mutation that is the known root cause of UMD.

Second, consider Elena Simon, who at age twelve developed a rare type of liver cancer (fibrolamellar hepatocellular carcinoma, FL-HCC).20–24 There are no known drug treatments for FL-HCC, and its biologic basis was, at the time, unknown. FL-HCC affects approximately two hundred young people every year, and not infrequently proves to be fatal. Fortunately for Elena, surgery to remove the carcinoma proved successful. For a high school science project four years after she was diagnosed, Elena worked with her surgeon and researchers at Rockefeller University to sequence her tumor specimen along with those from fourteen other patients. This led to finding a gene mutation that was present in each and every patient, but not in controls with other types of cancer. That is, they found the cancer’s cause, likely the first step in finding an effective treatment. This led Elena not only to publish their findings in the prestigious journal Science in 2014, but also to develop a website to connect all the individuals affected by FL-HCC around the world.

Lastly, consider Grace Wilsey, who had another rare disease manifest when she was a baby. Dubbed “kids who don’t cry,”25,26a the disease is in fact far more complicated and leads to loss of muscle tone, seizures, development delays, and liver damage. Her father, along with another father of a child with the same condition, was able to find via social media eight other families with similarly affected children and, by genetic sequencing, to identify a mutation in the NGLY1 gene that was the root cause of the condition.26b Multiple potential treatments have been identified as a result, and these are currently undergoing testing. Wilsey’s father and one other father published an editorial in a biomedical journal calling attention to the capabilities of parents, social media, and “individuals outside the box” to change medicine, and calling for researchers and physicians not to ignore them.26a The lead author of the NGLY1 report, Gregory Enns, said, “This represents a complete change in the way we’re going about clinical medicine.”27 As David Cutler wrote in MIT Technology Review, “the single most unused person in health care” is the patient.2 That’s a call for democratization.
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FIGURE 1.2: Three individuals with rare diseases and a molecular diagnosis: Jeanette Erdmann (left), Elena Simon (middle), and Grace Wilsey with her father Matt Wilsey (right).

I don’t cite these three individuals just because they deserve recognition. Although they all had rare or undiagnosed conditions that were deciphered via sequencing, yielding a precise molecular diagnosis, there’s another important common thread—connectivity.24 This is seen by Jeanette’s use of an Internet search engine, Elena’s ability to bring a substantial number of individuals with FL-HCC together, and Matt Wilsey’s (along with other parents’) use of social media to nail down the root cause of his kid’s condition. That we are indeed electronically hyperconnected to one another and to machines is yet another critical feature of the new democratic model of medicine.

Hyperconnected?

If there’s any question as to whether electronic connectivity between people has taken hold, just consider that Facebook—dating only from 2004—now has 1.3 billion registrants, roughly equal to the population of China, the largest country in the world, and still growing. That represents more than 1 of every 6 people on the planet.

The importance of online health communities, exemplified by Patients-LikeMe, cannot be underestimated. When patients with like conditions can connect with and learn from each other, without the constraints of time or place as they would have with a doctor’s visit, yet another critical dimension of democratized medicine is discernible.
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FIGURE 1.3: The rise in connected devices on the Internet of Things from 2003 to 2020, projected. Source: D. Evans, “The Internet of Things: How the Next Evolution of the Internet is Changing Everything,” Cisco Internet Business Solutions Group, April 2011, http://www.cisco.com/web/about/ac79/docs/innov/IoT_IBSG_0411FINAL.pdf. Courtesy of Cisco Systems, Inc. Unauthorized use not permitted. August 1, 2014.

The marked connectivity is taken further when one considers the Internet of Things (IoT). That is the unbridled growth of not only people but also devices that are wirelessly connected via the Internet. The projections range from twenty-eight to fifty billion connected devices by 2020,28 and the implications are profound. This doesn’t just refer to Nest thermometers or connected cars—the bulk of the growth is actually expected to come from sensors, particularly wearable ones that track medical data. As shown in Figure 1.3, the average person is projected to have between six and seven connected devices by 2020. This represents a quadrupling of connected devices in the span of a decade with only 10 percent of growth of the population during that time. The impressive growth of our connectivity—between both people and machines—represents a formidable technologic force that makes medicine’s democratization more likely and more powerful.

These connected medical devices—I call them the IoMT (Internet of Medical Things)—enable sharing not just with a physician or nurse, but with anyone: family members, such as an elderly individual with her caregiver daughter, or peers, such as a network of friends to set up a managed competition (“coopetition”) for best physiologic metrics. And of course sharing could be with machines and algorithms to provide data processing and automated feedback to the individual.

All of these movements of self-generated data by smart, hyperconnected patients represent a serious challenge to medical paternalism. The traditional power structure is top-down. In the book Doctor in the House, Richard Gordon (a physician) wrote, “doctors consider themselves the most evolved of the human species.”18 The boss has been the doctor, who has long been portrayed, as “doctor knows best.” While the doctor may indeed have the most knowledge, that doesn’t mean he or she knows best. In the new model, the information is no longer flowing from the top. Data and information are not knowledge, of course, and for the latter, the doctor will continue to be its purveyor. Moreover, the intimacy at the heart of the best doctor-patient relationship—where a patient can reveal their secrets and worst fears, or experience the physician’s touch to promote confidence and healing—cannot be compromised and should never be lost.

Still, the relationship is changing and must change. If we liken the new model to the business world, the patient becomes the chief operating officer (COO)—a notable promotion from nobody to senior management. The COO monitors all the operations of the body. He is fully in charge, including of the team in information technology (IT), getting all the relevant data accurately and rapidly analyzed and reported back directly to him. The IT group in this company is really into data visualization and makes graphics for the COO that a small child on the street could understand. The graphic tools make him look brilliant. The COO has periodic and ad hoc reporting to the chief executive officer (CEO), the doctor. The doctor likes being the CEO but is really into delegating responsibility. She’s got many irons in the fire and really doesn’t want to be bothered by the COO unless it’s particularly important. But when that occurs, the CEO is ready to plug in and offer guidance and all her experience, knowledge, and wisdom to deal with a problem. Beyond that, the CEO is a kind and compassionate manager, exceptionally good at both communication and multitasking. The CEO is really into IT, too, realizing that both her performance and the company’s are greatly enhanced when everyone can make full use of computer resources.

How We Get There

In the The Creative Destruction of Medicine,29 I delved into how medicine would become digitized, how we had a new capability of digitizing human beings. But that is a far cry from medicine becoming democratized. As Wael Ghonim wrote in Revolution 2.0, “the power of the people is greater than the people in power.”30 While his book was about the Egypt part of the Arab Spring, enabled by smartphones and social media, the assertion now clearly pertains to medicine, too. When each individual owns and takes part in generating their entire set of medical data and information, including records, notes, labs, images, omics, sensors; when they have complete assurance of privacy and security, such that their identity will not be revealed and their data will not be sold or misused; when individuals become fully respected by their doctors and on an equal footing; when the individual now unabashedly asks the right questions, drives the process, and makes the choices; when individuals have full access to the cloud, supercomputing, and telemedicine, and there is total transparency for data on doctors and hospitals with respect to outcomes, costs, and ratings; when it is for all ordinary people, anywhere in the world. When all that is true, we’re not just talking medical empowerment. We’re talking medical emancipation.

We’ll be taking a deep dive into democratization in this book. It’s divided into three sections. First, we’ll look at medical paternalism parallels from Gutenberg, the historic precedent for change, to explore the new attitudes we all need if, like one leading public figure, we can ever take charge of our medical care. Second, we’ll look at the challenges and opportunities of dealing with our newly acquired data and information. We’ll go through what it will mean to have our own information system, our labs and scans, records and medications, cost and interactions with our doctor. Third, the full impact of these titanic changes will be probed, including the need for hospitals in the future, sharing medical data openly on a massive scale while finding the right balance of privacy and security, and the ability to preempt illness, to flatten the Earth, and to medically emancipate each of us.

In 1450, less than 8 percent of the population in Europe knew how to read, and reading was only for the elite. Johannes Gutenberg liberated the printed word, not to mention the human mind and the common man. No longer was reading only for the elite, such as the high priests. By making books and all forms of printed materials available to ordinary people, the world was democratized in an unprecedented fashion. Knowledge was disseminated widely like never before. Movable type enabled the culture to change far more than at any other time in human history.

Marshall McLuhan, “the metaphysician of media,” was asked in 1969 about Gutenberg and why he thought practically every aspect of modern life is a direct consequence of the printing press.4 He said that, first, the mechanization of book printing was the blueprint of all mechanization to follow. Typography became the first uniformly repeatable commodity, and led to Henry Ford, the first assembly line, and the first mass production. Furthermore, it led to widespread literacy, which shaped not only production and marketing procedures but all other areas of life, from education to city planning, as well as industrialism itself. Now—in 1969—he saw another shift as radically concluding:



           Every aspect of Western mechanical culture was shaped by print technology, but the modern age is the age of the electric media, which forge environments and cultures antithetical to the mechanical consumer society derived from print. Print tore man out of his traditional cultural matrix while showing him how to pile individual upon individual into a massive agglomeration of national and industrial power, and the typographic trance of the West has endured until today, when the electronic media are at last demesmerizing us.4



If Marshall McLuhan were alive today, he might think we are at a similar break boundary in medicine. But instead of the Gutenberg press, it’s the smartphone. The percentage of people who have and understand their own medical data is in the single digits, but there’s the new potential for information parity and equality and, as a result, emerging authority for you to be the decision maker. But the paternalistic tendency in medicine is strong. Let us now turn to where it comes from and what we can do about it.




Chapter 2

Eminence-Based Medicine
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THE LONG HISTORY OF PATERNALISM

   “The era of paternalistic medicine, where the doctor knew best and the patient felt lucky to have him, has ended.”

—MICHAEL SPECTER, New Yorker, 20131a



   “This refusal to come to terms with our own decay is, finally, no more realistic than blind faith in fellow mortals ordained as doctors.”

—HOLLY BRUBACH, New York Times, 20141b

Meet Kim Goodsell, one of the most interesting patients I have seen in recent years. High-spirited, athletic, a lover of the outdoors, and remarkably energetic, she competed as a world-ranked Ironman triathlete in her twenties and thirties (Figure 2.1).2–5a But in stark contrast to her physical appearance is her medical history. Sixteen years ago she collapsed from a heart arrhythmia and was resuscitated. She had an extensive workup that suggested she suffered from a very rare heart condition known as arrhythmogenic right ventricular dysplasia (ARVD). The incidence of this condition is 1 in 10,000, and it usually presents in adolescence, not at age forty, which Kim was at the time of her first brush with sudden death. ARVD results from infiltration of fatty, and subsequently fibrous, tissue into the heart muscle, particularly the right ventricle, and it is typically inherited as a so-called autosomal dominant trait, meaning it appears in every generation. Although Kim never had any family history of sudden death or serious heart rhythm abnormalities, her physicians nevertheless treated her according to a diagnosis for ARVD: she had an internal defibrillator implanted in her heart that would sense any further episodes of serious ventricular arrhythmias and would deliver an internal shock to restore her heart rhythm to normal.
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FIGURE 2.1: Kim Goodsell.

Unfortunately, Kim has had many breakthrough, recurrent episodes of ventricular tachycardia, and her defibrillator has shocked her several times over the past decade. This is even more traumatic than you might imagine, as she has been fully alert each time the shock has been delivered. It feels like a two-by-four piece of lumber whacked across her chest—incredibly scary, painful, and emotionally disruptive. Despite that, Kim continued to lead an exceptionally dynamic lifestyle, taking bike trips that could run hundreds of miles.

Then things got worse for Kim, when five years ago she started developing muscle weakness and many new neurologic symptoms. She couldn’t hold a utensil to eat. Her gait became extremely unsteady and walking was difficult. She had severe pins and needles sensations in her legs and atrophy of muscles in her calves. This prompted her to go to the Mayo Clinic, which led to her being diagnosed with a rare disease: Charcot-Marie-Tooth (CMT), Type 2.

The incidence of CMT (of any subtype) in the general population is approximately 1 in 2,500 people, and, like ARVD, it usually presents early in adulthood and is an inherited condition. Just as Kim had no relatives showing signs of ARVD, however, she had no relatives with CMT or other neurologic disorders. This led Kim to wonder why she had developed two rare diseases. If you do the math, and multiply 1/10,000 by 1/2,500, you get 0.00000004. That is not just 1 in a million but considerably lower—a 4 in 10,000,000 chance. This is far less than the chance of being hit by an asteroid. When Kim asked her doctors how she could have both, she was told she just had very bad luck.

Kim didn’t believe in “just bad luck,” so, without any medical background, she began a two-year search to find out the root cause of her conditions. She spent countless hours reading every article she could find on the Internet, including the most technical and esoteric papers. With no formal science background outside of college biology, she taught herself a lot about genetics. She became facile in looking up particular genes and molecular pathways that were showing up in the articles that she reviewed. Ultimately, she found a rare mutation of a gene called LMNA that tied her problems with her heart and nervous system together. She went back to Mayo Clinic and requested to have sequencing of her DNA for this particular gene, and indeed she carried the mutation. Knowing the mutation and the biologic pathway involved led her to change her diet, and that has alleviated some of her neurologic symptoms.

This is a remarkable case of an individual making her own root-cause diagnosis of a very complex combination of rare genetic diseases.5b A few years ago this could not have been accomplished. Only in recent times has there been enough knowledge of the human genome sequence and mutations to be potentially useful for cracking such a case. Although it required access to all the scientific literature and genetic databases, the real driver was Kim. No one could possibly have been more vested in learning about her conditions, or more likely to reject the authoritative word from her doctors that there was no unifying diagnosis. Moreover, it is increasingly common nowadays for patients to question the information or challenge directives from their doctors. In fact, from the beginning of the medical profession there is evidence of extreme paternalism. And in many ways that tradition has carried on to the present. Medicine will be unable to move forward if consumers continue to be suppressed and treated as second-class citizens. Since paternalism is such a critical force that is holding us back, understanding its roots may ultimately help us overturn it.

From Root Cause to the Root of Doctor Knows Best

Going way back to 2600 BC, Imhotep, the most important figure in ancient Egyptian medicine, is considered to be the earliest physician. He was also a high priest.6

The ancient Greek physician Hippocrates, regarded as the “father of medicine,” made lasting contributions to the understanding of many diseases and the critical need for professionalism in medicine.7 He is credited for understanding that diseases were not due to a supernatural force but rather were based on natural circumstances. He originated the word cancer (karkinos, from the Greek word for “crab”) and described many superficial tumor types (there was no going into the body in that era), such as those of the breast, skin, tongue, and jaw. On cancer, he wrote that it is “best left untreated, since patients live longer that way.” Known for keeping his fingernails at a precise length, Hippocrates espoused the need for physicians to be well groomed, kind to their patients, and to maintain the highest integrity. But if he was the father of medicine, he was also the father of medical paternalism:8–11 he made no secret of how he viewed the relationship between doctor and patient, writing that physicians should conceal “most things from the patient” including “the patient’s future or present condition.”12 Hippocrates felt strongly that medical formulas were to be kept secret from patients and that knowledge had to be compartmentalized to physicians.

In the famous Hippocratic Oath, the archetype code of professional ethics, he wrote “to give a share of precepts and oral instruction and all the other learning to my sons and to the sons of him who has instructed me and to pupils who have signed the covenant and have taken an oath according to the medical law, but to no one else.”13 As summarized by Kurtz in his essay “The Law of Informed Consent,” “The Hippocratic Oath is deadly silent on communication between doctor and patient relevant to the patient’s treatment.”12 It has been harshly criticized by Robert Veatch in Patient, Heal Thyself as the “paternalistic Hippocratic patient-benefitting principle”8 that, by not supporting honesty toward patients, therefore violates their rights. A review in the New Republic of Veatch’s book took the oath critique a step further: “The words of the Oath, revered and recited to the present day, clearly provide a warrant for paternalism—though such an attitude was already encouraged, as it still is, by the simple fact that the healer has always been possessed of a body of knowledge and skills unavailable to his patient.”14 Medical students still recite a version of this oath today.15

The term “silence” comes up frequently when reviewing the historic physician-patient relationship. The title of Jay Katz’s influential book The Silent World of Doctor and Patient conveys the paternalism reflected by uninformed patients having no involvement in decision-making.9 Katz points out how in Decorum, Hippocrates emphasizes concealment, arguing that: “the silence that has pervaded [the doctor-patient relationship], also bears testimony to physicians’ inattention to their patients’ right and need to make their own decisions,” and that “the emphasis on patients’ incapacities to apprehend the mysteries of medicine, and therefore, to share the burdens of decision with their doctors” is responsible for Hippocrates ignoring any need for disclosure or a patient’s consent.16

Hippocrates, although he taught physicians to patronize their patients, saw clearly the limits of their powers. He even wrote that “the gods are the real physicians.”17 Nevertheless, he believed that a patient would think his physician was the worst doctor in the world “if he does not promise to cure what is curable and to cure what is incurable.”16 Plato likewise thought it was fine to employ “lies for good and noble purposes” when physicians were treating patients.18 Veatch, in Patient, Heal Thyself, addressed a physician’s duty to tell the truth (or not).8 He wrote: “For many centuries of paternalistic medicine, the professional Hippocratic physician ethics commanded the physician to assess whether disclosure would benefit or hurt the patient. If the disclosure was thought not to be helpful, it was the clinician’s duty to withhold—to use a euphemism, to use jargon, or to just plain lie.”19

The model established by Hippocrates was only strengthened in the centuries that followed. Katz summed up the medieval doctor–patient relationship as: patients must honor doctors since they have received their authority from God; patients must have faith in their doctors; and patients must promise obedience.9 To back this up, Katz provides many extraordinary examples from physician writings, such as this from the late eighth century, “Honor the physician of necessity for the Most High created him. And do not hesitate to take what potions he gives you.”17 In the ninth century, an Arab physician wrote: “Then he who blames the art of medicine blames the acts of Allah, the exalted Creator.”17 Also in the ninth century, from a Jewish physician, “Reassure the patient and declare his safety even though you may not be certain of it, for by this you will strengthen his Nature.”20 This same physician, Isaac Israeli, also encouraged his colleagues to refuse to work with difficult patients: “Should the patient not submit to your discipline, and should his servants and members of his household not be diligent in following your command quickly, nor honor you as is proper, do not persevere in the treatment.”20 Sounds too much like today! On medicine in the eleventh century, Daremburg wrote: “On departing the physician promises the patient he shall recover; to those who are about the sickbed, however, he must affirm that the patient is very ill; if the patient recovers the physician’s reputation will be enhanced, should he die the physician can state that the outcome was predicted.”16 A French surgeon in the fourteenth century agreed with his forbearers: “The surgeon . . . should promise that if the patient can endure his illness and will obey the surgeon for a short time he will soon be cured and will escape all of the dangers which have been pointed out to him; thus the cure can be brought about more easily and more quickly. If the patient is defiant, seldom will the result be successful.”21

It seems that only by the sixteenth and seventeenth centuries—some two thousand years after Hippocrates—were there physicians, such as Samuel de Sorbière, John Gregory, and later Thomas Percival, who started to acknowledge patients might or should have a voice in their care. This does not mean the attitude was common, however. Dr. Benjamin Rush, who is regarded as both a founding father of the United States and the father of American psychiatry, wrote that doctors should “avoid sacrificing too much to the taste of (their) patients. . . . Yield to them in matters of little consequence, but maintain an inflexible authority over them in matters essential to life.”12 This was during the so-called “Age of Enlightenment.”22 Interestingly, Rush was known for his extreme use of bloodletting, which is not exactly helpful to patients except in very rare circumstances. Imagine then, as a patient, raising any objections to bloodletting as a treatment for dysentery or cancer and having a paternalist like Rush ignore them.

Cumulatively what has been called the Age of Paternalism lasted for thousands of years.23 The crux of this long era was captured by Mark Siegler in the Archives of Internal Medicine: “This model of medicine—the ‘doctor knows best’ model—was premised on trust in the physician’s technical skills and moral stature, was buttressed by an attribution of magical powers to the healer, and was characterized by patient dependency and physician control.”23 Many will argue we are still hanging on to that era today.

With so much of modern medicine having its roots from the ancient Greeks, it is not surprising that the symbol of the profession had its origin at that time. The caduceus, as the symbol is called, is easily recognizable, but its meaning is elusive and has engendered controversy.24 The original symbol was actually a single snake entwined around the upright staff of Aesculapius, the Greek God of medicine and son of Apollo. In the Age of Faith, God anointed Aesculapian physicians and many have therefore contemplated the caduceus as a representation of the godly nature of medical care. Later, the single snake was given a partner entwined around the staff and wings to represent Hermes, the Olympian god and patron of commerce. In the mid-1800s, this version of the caduceus started to appear in US Army hospitals and eventually was used to create the symbol of the US Military Medical Corps. The American Medical Association (AMA) has adopted the original Rod of Aesculapius as its symbol. That may be especially apropos, given the symbol’s original suggestion of a godlike nature of physicians, and the tradition of paternalism that the AMA, along with many physicians, inherited from the ancient world.
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FIGURE 2.2: Evolution of the caduceus symbol in medicine and its adoption by the American Medical Association. Sources: (left and middle) “Caduceus,” Wikipedia, accessed August 13, 2014, http://en.wikipedia.org/wiki/Caduceus; and (right) “History of AMA Ethics,” American Medical Association, accessed August 13, 2014, http://www.ama-assn.org/ama.

The American Medical Association

The American Medical Asssociation was founded in 1847, and for more than 160 years since, says its website, the AMA’s Code of Medical Ethics has been the “authoritative ethics guide for practicing physicians.”25 Authoritative it has been.

The AMA is the largest professional organization of physicians in the United States, with over 215,000 members in 2010, but a third of this membership consists of medical students and residents who are not yet in medical practice. So although the AMA has more than 100,000 practicing physicians in its ranks, it represents only 15 percent of practicing physicians in the country.26 This reflects substantial attrition from the 1950s when the AMA had roughly 75 percent of American physicians as members. Despite representing only a minority of physicians in the United States, the AMA has immense lobbying power with the government and a history of exerting this force on health care policy, such as with the Affordable Care Act, the origins of Medicare, and the influence of health maintenance organizations.

In the interest of full disclosure, back in 2012, I had a bit of a flap with the AMA after the Wall Street Journal published an interview with me on innovation in medicine, which contained the following:



           WSJ: What are roadblocks for moving to this new world?

              DR. TOPOL: But what has really gotten me stirred up is the issue of whether patients should have access to their own health data. The AMA [American Medical Association] was lobbying the government that consumers should not have access directly to their DNA data; that it has to be mediated through a doctor. The AMA did a survey of 10,000 doctors, and 90% said they have no comfort using genomics in their clinical practice. So how could they be the ultimate mediator by which the public gets access to their DNA data? That really speaks to medical paternalism.27



The AMA was upset that I was calling out the organization on its paternalistic efforts to prevent individuals from obtaining their own DNA results without having to go through a physician, and shortly after that interview was published, I received a call from Dr. James Madera, the CEO and executive vice president of the AMA, who wanted to discuss this issue. He started out the phone call with the line, “Eric, we’re not your father’s AMA.” But it was only on researching the history of paternalism in medicine did I realize the deep roots of this problem with the AMA. This wasn’t just your father’s AMA; it was your great-great-grandfather’s AMA.

The original 1847 Code of Ethics is telling.28

Here are some of the salient passages in order of appearance, with a few key words highlighted, from the Introduction and the Code:



      1.  As it is the duty of a physician to advise, so he has a right to be attentively and respectfully listened to.

      2.  It is a delicate and noble task . . . to prevent disease and to prolong life; and thus to increase the productive industry and, without assuming the office of moral and religious teaching, to add to the civilization of an entire people.

      3.  Impressed with the nobleness of their vocation, as trustees of science and almoners of benevolence and charity, physicians should use unceasing vigilance to prevent the introduction into their body of those who have not been prepared by a suitably preparatory moral and intellectual training.

      4.  The most learned men and best judges of human nature.

      5.  A physician should not only be ever ready to obey the calls of the sick, but his mind ought also to be imbued with the greatness of his mission.

      6.  They (physicians) should . . . unite tenderness with firmness, and condescension with authority, as to inspire the minds of their patients with gratitude, respect and confidence.

      7.  A physician should not be forward to make gloomy prognostications, because they savor of empiricism, by magnifying importance of his services in the treatment or cure of the disease.

      8.  The life of a sick person can be shortened not only by the acts, but also the words or the manner of a physician.

      9.  Medicine, confessedly the most difficult and intricate of the sciences, the world ought not to suppose that knowledge is intuitive.

    10.  A patient should never weary his physician with a tedious detail of events or matters not appertaining to his disease.

    11.  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.

    12.  A patient should never send for a consulting physician without the express consent of his own medical attendant.

    13.  Patients should always, when practicable, send for their physicians in the morning, before his usual hour of going out, for, by being early aware of the visits he has to pay during the day, the physician is able to apportion his time in such a manner as to prevent an interference of engagements. Patients should also avoid calling on their medical adviser unnecessarily during the hours devoted to meals or sleep. They should always be in readiness to receive the visits of their physician, as the detention of a few minutes is often serious inconvenience to him.

    14.  A patient should, after his recovery, entertain a just and enduring sense of the value of the services rendered to him by his physician, for these are of such a character, that no mere pecuniary acknowledgment can repay or cancel them.

    15.  There is no profession, from the members of which greater purity of character, and a higher standard of moral excellence are required than the medical; and to attain such eminence, is a duty every physician owes alike to his profession, and to his patients.

    16.  There is no profession, by the members of which eleemosynary services are more liberally dispensed, than the medical.

    17.  The benefits accruing to the public and indirectly from the active and unwearied beneficence of the profession, are so numerous and important, that physicians are justly entitled to the utmost consideration and respect from the community.



Much of the language conveys the sense of a self-congratulatory orgy; nobility, authoritative command, and eminence are pervasive. The AMA has revised this document several times, but the original Code of Ethics has set a lasting tone.

The first revision did not occur until more than fifty years later, in 1903. The Principles of Medical Ethics included only a slight change in the statement on the readiness of physicians for calls of the sick.29 Instead of “imbued with the greatness of his mission” (#5 above) there was a downgrade to “should be mindful of the high character of their mission and of the responsibilities they must incur in the discharge of momentous duties.”30 On gloomy prognostications (#7 above), there was an interesting kicker clause added: “This notice, however, is at times so peculiarly alarming when given by the physician, that its deliverance may often be preferably assigned to another person of good judgment.”29 In the revision, the doctor’s powers were augmented as it was pointed out “life may be lengthened” by the words or manner of the physician (compared with only shortened, #8 above). An important statement about communication to the patient was added: “A solemn duty is to avoid all utterances and actions having a tendency to discourage and depress the patient.”

It is striking that the first mention of informed consent by the AMA did not occur until the 1957 revision,31 where it was stated that “a surgeon is obligated to disclose all facts relevant to the need and the performance of the operation,” and “that an experimenter is obligated, when using new drugs and procedures, to obtain voluntary consent of the person.”31 It is indeed hard to imagine it took from the origin of medicine until 1957 to formalize the concept of informed consent and the right of the patient. Nevertheless, it did.


[image: FIGURE 2.3...]


FIGURE 2.3: My maternal grandparents.

Later AMA revisions and documents on ethical affairs in the 1980s included two statements that give considerable authority to physicians based on their judgment. On informed consent, the AMA contended that physicians should be entitled “to treat without consents when the physician believes the consent would be ‘medically contraindicated,’” and maintained that “disclosure need not be made when risk disclosure poses such a serious psychological threat of detriment to the patient as to be ‘medically contraindicated.’”32 Of note is the progressive shortening of the AMA codes and policies: in 1847, it was 5,600 words; in 1903, 4,000; in 1912, 3,000; in 1957, 500; and by 1980, reduced to 250.28,29,31,32 While the words were markedly reduced overall, there were never any added to raise awareness that patients need a voice.

My maternal grandparents, Miriam and Herman Lepp, experienced as good examples of this medical paternalism as any. Both healthy into their early sixties, within a six-month period in 1965–1966, they were each diagnosed with a bowel obstruction. They each underwent surgery to decompress the bowel obstruction, but later this recurred along with severe jaundice. That they had the same symptoms, at nearly the same time, the same treatment, and the same rapid deterioration could have made one think this was an infectious disease. It wasn’t, but they never knew: through the entire saga, the doctors never disclosed to either patient that they had widely metastatic colon cancer, nor that this was unequivocally a terminal condition. Shockingly, neither Miriam nor Herman was ever told they had cancer, because in the 1960s doctors rarely, if ever, used the “C” word. In fact, a study published in Journal of the AMA in 1961 reported that 88 percent of physicians had a policy of not telling their patients they had a diagnosis of cancer.33 It was a long-lasting habit; in The Emperor of All Maladies, Siddhartha Mukherjee wrote about a cancer ward at the National Institutes of Health in 1973, where the staff still actively avoided mentioning cancer to their patients.34 Of course, not saying cancer couldn’t hide the dire reality of the situation. In visiting my grandparents on multiple occasions, in the hospital and for the short time they were able to get back to their home (a trailer in a trailer park), it was readily apparent, even to a young boy, that they were terminally ill. But the doctors were only willing to tell them that there was an obstruction, a “mass,” and that the abdominal surgery that each underwent was “successful” for relieving the obstruction and removing the mass. To this day I am in disbelief that this was the ordinary practice for physicians at any point in time.

Signs of Persistent Paternalism

The contrast between the story of Kim Goodsell, making her own complex molecular diagnosis, and the Lepps, who were not even told of their diagnosis, despite it being a common disease and easily identified, is striking. But in the case of Goodsell, the doctors could have made the LMNA mutation diagnosis had they had the interest and time to pursue extensive searching of the medical and genetic literature. In the era when the Lepps presented, cancer was taboo as a term, and there was no easy way for a patient to access medical information. They would have been pressed to even get a doctor to answer a question. We have indeed made progress. Now it would be unacceptable for a doctor to withhold the diagnosis from a patient, so long as it was certain, and no matter whether it was cancer or any other condition. Now anyone can Google search well beyond symptoms, as Kim Goodsell did, and get to extensive databases of publicly available information. Still, however, the majority of biomedical publications are inaccessible without a subscription, and purchase of a single article is ridiculously expensive (often $30–$50). We’ll come back to this issue and the need for open access later, but at least for now an abstract, or summary, of each article is usually available.

There is a common thread about Goodsell and the Lepps that is fundamental—information asymmetry. Doctors have all the data, information, and knowledge. Patients can remain passive or ignorant of their medical information, or, if they choose to be active, they typically have to call repeatedly or beg to get their data, such as the results of laboratory tests or a scan.

Before it can change, we have to deal with some entrenched clinical terms and practices that exemplify the problem. The first is doctor’s orders.35 As a third-year medical student doing my first clinical rotation, I distinctly remember being instructed about writing orders in the hospital chart of a patient I was following. They had to be countersigned by a licensed physician, which usually meant the intern or resident on the team. But the idea that I would write an order for a patient to receive a medication, lab test, scan, transfusion, or undergo some procedure seemed to exude some magical power, like “Open Sesame.” My handwritten lines in the chart (once appropriately countersigned) would be picked up in the chain of command by the nurse or ward clerk, and then get executed. What a sense of authority this conveyed to a medical student seeing patients for the first time, and already ordering what was going to be done to or for them. It was plain to see how a doctor could easily be seduced by this sense of supremacy, and how authoritarian tendencies might be self-perpetuating. With the simple stroke of a pen, a whole staff of people was at my beck and call, not to mention the patient.

The term doctor’s orders has to go. It conveys the problem. Going forward, the doctor should never order anything. Any medications, lab test, scan, procedure, or operation needs to be fully discussed, making the decision to act a shared one. Even though it is every patient’s right to fully participate in any diagnostic or treatment component of his or her care, we don’t practice shared decisions yet. And we won’t so long as patients are subject to doctor’s orders—and even as long as they are patients.36 The term originally meant “one who suffers,” derived from the Greek verb pashkein, “to suffer.” As a noun it is defined as “a person receiving or registered to receive medical treatment,” which implies a particularly passive role. Interestingly, as an adjective, the definition of patient is “able to accept or tolerate delays, problems, or suffering without becoming annoyed or anxious.” How fitting this is, given that the waiting time on average to see a doctor for an office visit in the United States is over sixty minutes. It is not easy to think of what we should call a patient; many other terms, such as consumer, customer, or client do not capture any clinical sense of the interaction but instead seem to signify a business relationship. While it may be difficult to come up with a better term, whatever it is it ought to convey an individual who is an active participant in his or her care, who commands the same level of respect as the doctor, and who is privy to any and all data and medical information that is about that person. One phrase and acronym that comes to mind is individual, active participant (IAP).

In contradistinction to the IAP profile, we still are well aware of a general physician lack of due respect for patients today. That also extends from the doctor to other health care professionals on the team caring for patients. Lucian Leape is a pediatric surgeon who has dedicated his career to promoting patient safety and especially in the past decade to “rooting out disrespect.”37,38 At a major medical meeting in late 2013 of seven thousand critical care nurses, he asked the audience “how many had witnessed or suffered abusive behavior in their workplace during the past three months.” The majority of attendees raised their hands.37 Leape considers disrespect for patients as not just waiting, or having them fill out the same, innumerable clipboard forms each time they have a doctor’s visit, but also not giving them full communication about their condition, or when there is a mistake, not being truthful. As Leape recently wrote, “the time has come for health care organizations to do something about this invidious problem and cultivate a culture of respect.” This brings home the saying and mantra for the future—“Nothing about me without me”—which should and will undeniably apply to individuals when they assume the role of IAPs.38

But, this simply doesn’t happen today. A compelling example is when a doctor orders a medical imaging test for a patient. Many of these scans involve ionizing radiation, such as computerized axial tomography (CAT scans), positron emission tomography (PET scans), nuclear tests (single photon emission computer tomography, SPECT, such as thallium or sestamibi imaging for heart disease), angiograms, and X-rays.39 When such tests are ordered, the amount of radiation that the patient is going to be exposed to is never discussed, despite the fact that the amount of radiation can be readily quantified or certainly estimated using the units of millisieverts (mSv). The dose of radiation for a stress test with nuclear imaging, of which there are more than nine million performed each year in the United States alone, is about 40 mSv, which is the equivalent of two thousand chest X-rays.40 I have not yet met a patient who was told this information before or after undergoing a nuclear heart scan. However, this information is especially important, given the overuse of medical imaging in the United States and the known association that ionized radiation has with the risk of inducing cancer, on a cumulative basis, many years after exposure.41 In 2011, there were over eighty-five million computerized tomography (CT) scans and nineteen million nuclear imaging tests performed in the United States.42 How many of these millions of patients do you think had their radiation dose measured or discussed with them before the scan was performed? The first sign of light came in 2013, when Intermountain Healthcare, a highly regarded health care system in Salt Lake City, introduced a program to systematically inform patients about the radiation exposure they would receive if they choose to undergo a medical scan.43

That brings us to informed consent. Most physicians seek consent the same way that a software company does when you download an update or a smartphone app: by presenting you with an extremely long legal document and asking you to press “I agree.” There must be someone out there who has read all the terms of the new operating system or app download, but I have yet to meet that person. Have you ever tapped “I decline?” And so it goes for informed consent. For participation in a clinical research protocol or for undergoing a major medical procedure, patients are typically given a document (not infrequently six to eight pages, single-spaced) to read and sign. Although doctors call this “informed consent,” it is at best quasi- or pseudo-informed, since most individuals don’t read the materials, or if they try to they often find they are not understandable. And there’s the compulsory aspect to this story. Let’s say you are scheduled to have an operation with a surgeon, whom you have thoroughly researched, and before going into the operating room you are given a consent form to sign. In the form it stipulates that you waive all rights to sue the doctor for any untoward result of the surgery. Whether or not this form is legally enforceable, do you refrain from signing and have the operation cancelled? This is not informed consent—it should be called “coercive consent,” as the patient is left with little viable or practical alternative. It’s just like the software upgrade download, but regarding a much more serious matter. Today’s patients may be better informed than their ancient Greek counterparts, but there is a ways to go before we have people who are fully informed, engaged, and enthusiastic about moving forward.

Similar problems arise when it is time to leave medical care. If you’ve ever been hospitalized, you are likely familiar with the infamous hospital discharge order. In Patient, Heal Thyself, Veatch, a pharmacist and ethicist, describes the tone of such documents as “language more fitting for the military or a prison.”44 He’s right: the orders have no regard for the autonomy of a person in a hospital’s care. The policy at most hospitals is that a patient cannot leave until the doctor has signed the discharge order. So after many sleepless nights, the day has finally come to get out of the hospital (which has often come to seem like jail), and the family arrives early in the morning ready to go. The intravenous line is taken out and all the belongings of the patient are packed up. A wheelchair is brought to the room, since patients are not allowed to walk out of the hospital. And then you sit and wait and sit and wait. Many times it will take several hours before the doctor gives the discharge order and you get a piece of paper that summarizes the discharge instructions, including medications. This highly frustrating end-of-the-hospital-stay experience reeks of disrespect for the patient, and is yet another flagrant example of not-so-benevolent paternalism.

Of course, a patient is not a prisoner; an interesting choice for the patient in this situation, or at any point during the stay in the hospital or even the emergency room when things are not proceeding in an acceptable manner: signing out against medical advice, which entails signing a sheet of paper acknowledging that one is defying the doctor and health care team and accepting all liability. Since this action is considered absolute insubordination, it is rare that patients and their family members ever elect to sign out on their own. Regarding the hospital discharge order and signing out of a hospital, Veatch aptly points out: “No other professional, to my knowledge, would claim the authority to discharge or release a client. None would require the client to sign a release form to leave against the professional’s advice.”44

A recent experience I had with a patient family member helps bring home the issues. When my ninety-two-year-old mother-in-law was being evaluated for low blood pressure, some lab work indicated she had a very low blood sodium level, so she was hospitalized. I was unfortunately out of town when this occurred, but questioned whether it was a laboratory error since she had no symptoms, and had a long history of very labile blood pressure, at times especially high and difficult to control, and occasionally quite low. Nonetheless, she was checked into the hospital. Her blood sodium level was checked again. It was low, but not at a threshold that would require hospitalization (if she hadn’t already been there) or aggressive treatment with a high sodium intravenous infusion. Nevertheless, she did indeed have an intravenous line put in and got the treatment to boost up her sodium level. That was day 1. On day 2, her doctors had written an order for her to receive a dose of subcutaneous heparin, a blood thinner, because of the concern that an elderly woman lying in bed in the hospital was at risk for developing a blood clot. My wife was visiting her mother in the hospital at that moment and on the phone with me. She told me that the nurses were getting ready to give her the injection. “No, don’t let them give her the heparin injection,” I told her, as I quickly remembered that my mother-in-law had been taking Eliquis, a potent blood thinner, to reduce her risk of stroke because of her underlying chronic atrial fibrillation arrhythmia. Giving her a second blood thinner could have killed her. Fortunately the mistaken procedure was aborted. To lessen the chances of subsequent medical errors, I suggested to my wife that she have her mother sign out of the hospital (against medical advice, of course). But my wife and her parents, acknowledging that they may have just dodged a bullet, were too intimidated by the doctors and staff to take on that act of defiance. Later in the day the resident doctor apologized for the mistake (an apology for a mistake is a highly unusual occurrence in medicine)—for not having realized that Eliquis, a newly released medication, was a blood thinner. On day 3, it was time for hospital discharge. My wife was instructed to come at 8 AM to pick up her mother. But, the doctors wanted to check another sodium level, which was not even drawn until 10 AM. It was just before 2 PM by the time the hospital discharge order was signed and the discharge instructions given. This episode, and so many more like it, reminds me of the comedian Rodney Dangerfield’s classic line, “I don’t get no respect.” Patients still today do not get the respect they deserve.

The last major source of persistent paternalism comes from the guidelines physicians get to guide their actions. In medicine, professional guidelines are particularly important because they define the standard of care, the prevailing practice for assessing cases of malpractice. Guidelines in medicine are issued by professional organizations, and are often couched with the proviso that they are not intended to be dictatorial, and that the individual patient merits consideration. That usually doesn’t matter in the courtroom, however, so physicians seeking to avoid lawsuits often follow the guidelines to the letter.45 Paradoxically, it has been pointed out that “patients can face grave risks when doctors stick to the rules too much.”46

The guidelines on statins issued in November 2013 by the American Heart Association and American College of Cardiology (AHA/ACC) are an excellent example of the problem with guidelines.47–50 Nearly ten years previously there were guidelines on use of statins to achieve specific target goals of the LDL (bad) cholesterol in the blood. For patients with existing heart disease (namely a prior heart attack, stent, bypass operation, or angina), the target was less than 70 mg/dl
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