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Introduction

A FEW YEARS AGO, I was diagnosed with rheumatoid arthritis. Illness, like love or grief or any other important aspect of human experience, is difficult to talk about without falling into clichés. One of the truest, in my opinion, is that your health is something you take for granted until you lose it. As someone who was healthy for twenty-seven years before becoming ill, I had come to expect that I could count on my body. It had always provided a comfortable, resilient home, one that, as a lifelong athlete, I felt a great deal of control over. Before, it was often a source of pleasure, and when it was in pain, it was a pain I chose willingly to make it stronger and faster. Most of the time, though, I forgot my body entirely. It was the loss of this luxury that I felt most acutely when my immune system started attacking my joints. Suddenly, I was always aware of my body; no matter what I was doing, some part of my attention was pulled to the constant aching in my knuckles and knees, and I deeply resented the intrusion.

When you get diagnosed with an autoimmune disease, especially if you’re a woman of a certain age, it’s a lot like when you buy a new car and promptly start seeing the same make and model everywhere. It’s estimated that as many as 50 million Americans suffer from autoimmune diseases, a class of diseases of which rheumatoid arthritis (RA) is just one, and rates are on the rise. Yet as I learned more about this epidemic, there seemed to be little awareness of it, both in the public and within the American medical system. Certainly, medicine seemed frustratingly short on answers. It couldn’t tell me why my immune cells had suddenly turned against my own joints. It could offer only intense drugs that suppressed my entire immune system, caused my hair to fall out, and required regular monitoring of my liver. Most perplexingly, despite how common autoimmune diseases are, the medical system appeared to be remarkably bad at recognizing them. While I had been diagnosed with RA relatively quickly, I learned that many others weren’t nearly so lucky. According to a survey by the American Autoimmune Related Diseases Association (AARDA), it takes nearly four years and four doctors, on average, before a patient with an autoimmune disease is properly diagnosed. Nearly half report that before they were diagnosed, they were dismissed as “chronic complainers” who were overly concerned with their health.

As a feminist writer, I was inclined to think that this state of affairs might have something to do with the fact that women make up more than three-quarters of those with autoimmune diseases, while they constitute less than a third of practicing doctors in a medical system that has, until recently, been even more overwhelmingly male dominated. As someone who’d written about reproductive rights for several years, I was hardly a stranger to thinking about women’s health. But while I was well versed in the overt ways the politics of contraception and abortion affect access to reproductive health care, I didn’t feel like I had a comprehensive understanding of how a more insidious gender bias—born of centuries in which biomedical knowledge was produced by men—has left its impact on the care that sick women receive today.

I realized that my relationship to the medical system, like my relationship to my own body, had been very much influenced by my status as a fairly healthy person. Just as I’d had the luxury of not thinking very much about my body until it broke, I’d also given little thought to how well the medical system was equipped to care for me if it did. I’d always known, of course, that there were thousands of ways a body could break, but such theoretical possibilities don’t matter much to an invincible twentysomething. Likewise, I knew, intellectually, that doctors and scientists are just fallible human beings, affected by the biases we all are, and that biomedical knowledge is incomplete. But as long as I didn’t personally have much need of medicine, it was easy to not think about its limitations.

But once I started to think about them, I quickly realized that autoimmune disease isn’t the only women’s health problem that is comparatively neglected. Indeed, it felt like every disease that experts described as an overlooked, and often growing, “epidemic” disproportionately affects women. Women make up about two-thirds of people with Alzheimer’s disease, which experts now consider the third leading cause of death (after heart disease and cancer), though it receives only a fraction of the research dollars. They’re at least twice as likely to have chronic pain conditions that affect 100 million American adults but that are woefully undertreated and under-researched. Then there are conditions like fibromyalgia, chronic fatigue syndrome, chronic Lyme disease, and multiple chemical sensitivities that are 70 to 80 percent female dominated and so poorly understood they have yet to be fully accepted as real diseases by the whole of the profession.

Meanwhile, I was somewhat surprised to realize that, apart from our reproductive health concerns, medicine pays little attention to potential differences between men and women, instead taking a one-size-fits-all approach to clinical research and practice. (Ironic, given that medicine, historically, had often declared women to be fundamentally different from—and inferior to—men.) For decades, that one size was specifically a seventy-kilogram white man; women of childbearing age were largely excluded from clinical research, particularly drug studies, altogether. While their numbers have increased since the early nineties, when federal law began requiring women and racial minorities to be included in research funded by the National Institutes of Health (NIH), we are still feeling the legacy of years of foundational research conducted on men, with the assumption that it could be extrapolated to women. And despite a wealth of evidence that has emerged over the past couple of decades showing that that was not a safe assumption—that there are, in fact, plentiful differences between men and women in everything from drug responses to risk factors for various diseases—researchers still don’t routinely analyze and report such differences.

I also didn’t have to look very far to find that it wasn’t just women with autoimmune diseases who found that their symptoms initially weren’t taken seriously by health care providers. Just a quick survey of my own network revealed that women with a wide range of problems were similarly dismissed. For a month, multiple health care providers insisted that one friend’s stabbing chest pain was likely just anxiety before they realized it was pericarditis, an inflammation of the lining around the heart that causes symptoms similar to those of a heart attack. Two ob-gyns attributed the abdominal pain and incontinence of another’s ureaplasma infection to stress. When another friend complained of dizziness, wooziness, ringing in her ears, and floaters in her eyes, an infectious disease specialist suggested that she see a therapist; it turned out she had West Nile virus. The list went on.

Anecdotes like these abound on the Internet too. Often, women’s symptoms are brushed off as the result of depression, anxiety, or the all-purpose favorite: stress. Sometimes, they are attributed to women’s normal physiological states and cycles: to menstrual cramps, menopause, or even being a new mom. Sometimes, other aspects of their identity seem to take center stage: fat women report that any ailment is blamed on their weight; trans women find that all their symptoms are attributed to hormone therapy; black women are stereotyped as addicts looking for prescription drugs, their reports of pain doubted entirely. Whatever the particular attribution, there is often the same current of distrust: the sense that women are not very accurate judges of when something is really, truly wrong in their bodies.

There is research to back up these anecdotes, though not as much as you might imagine, only because, I came to learn, there’s little research on diagnostic errors in general, which are described by experts as an enormous blind spot within the profession. But where it exists, it paints a fairly consistent picture: women are often not taken as seriously as their male counterparts when they enter the medical system. Women wait sixty-five minutes to men’s forty-nine before getting treatment for abdominal pain in the emergency room. Young women are seven times more likely to be sent home from the hospital in the middle of having a heart attack. Women face long delays, often years long, to get diagnosed even with diseases that are quite common in women. And they experience longer diagnostic delays in comparison to men for nearly everything, from brain tumors to rare genetic disorders.

THE RISE OF THE AMERICAN MEDICAL PROFESSION

For much of Western history, caring for the sick and dying has been women’s work. Women were respected healers in ancient times, but their standing declined in Europe during the Middle Ages and early modern period as university-trained male physicians gradually turned medicine into an elite occupation among the wealthy. Since medicine is so closely aligned with the sciences these days, it’s easy to assume that the medical profession naturally followed from the scientific knowledge it claims as its foundation. As Barbara Ehrenreich and Deirdre English write in For Her Own Good: Two Centuries of the Experts’ Advice to Women, the rise of modern scientific medicine “has often been told as an allegory of science versus superstition: on one side, the clear-headed, masculine spirit of science; on the other side, a dark morass of female superstition, old wives’ tales, rumors preserved as fact.” But in fact, the cart came before the horse: medicine became a male-dominated profession long before it came to be rooted in science.

In the United States, this takeover happened relatively late. European physicians didn’t come to America, so women remained the primary healers in the colonial era and beyond. Female “root and herb” doctors often combined the passed-down medical lore of their cultures in the old world—Europe and Africa—with knowledge of local medicinal plants learned from Native American tribes. In women’s hands, healing was not a profession but a “neighborly service.” By the late eighteenth century, though, a new class of professionals, “regular” doctors, were seeking to turn healing into a commodity that could be bought and sold. This was a difficult task, especially at a time when even the university-educated physicians in Europe had little knowledge that lay healers lacked; they had studied ancient philosophy, but their imaginative medical theories weren’t based on any scientific study or even much interaction with patients.

The regular doctors dealt with this dilemma by offering treatments that had the most extreme impact on the patient possible; though they rarely helped, their dramatic (side) effects justified the doctors’ fees. Bloodletting (sometimes by leeches) to the point of fainting, purging (through vomiting, laxatives, and enemas), and poisons (like arsenic and calomel) were offered as cure-alls. To say that the herbal remedies and received wisdom based on centuries of observation that female lay healers offered were superior to the methods of the regular doctors (which became known as “heroic medicine”) is an understatement. One eighteenth-century commenter described heroic medicine’s bleeding and purging as “one of those great discoveries which are made from time to time for the depopulation of the earth.”

In the early nineteenth century, the regular doctors made their first attempt at establishing themselves as a profession with a monopoly on healing, convincing seventeen states to pass laws restricting the practice of medicine to those with a medical license. But this move sparked a mass backlash in the form of the Popular Health Movement. Women, small farmers, shopkeepers, artisans, and factory workers united against this power grab by doctors who had no claim to superior expertise and whose methods many considered barbaric. By 1830, every state with licensing laws had loosened or repealed them. Initially, this populist movement opposed the whole idea of a medical profession, instead calling for the democratization of health knowledge, but eventually it birthed a number of organized “irregular” medical sects (eclectics, botanists, homeopaths, hydropaths) that began establishing their own medical schools.

Women were a key part of the Popular Health Movement and were active in the irregular sects. By the middle of the nineteenth century, they were increasingly pushing to become regular doctors too. When men’s schools refused to let them in, they opened their own. In 1847, Elizabeth Blackwell became the first woman admitted to a regular medical school in the United States. By 1900, the number of female physicians had climbed to more than 7,000—or 5 percent of all the doctors in the country—and there were nineteen women’s medical colleges and nine women’s hospitals.

These pioneering women doctors often argued for their inclusion in the profession on the grounds that it was improper for male doctors to treat female patients, a fairly compelling argument during a time when there were rigid norms of modesty for upper-class ladies and little public trust in the emerging medical profession. The male doctors’ intense resistance to women entering the field speaks to just how threatened they were by the prospect of competition from female doctors. As one irregular woman doctor pointed out in 1861, whenever female doctors “made their appearance, a general uprising of the people to welcome them, and the most vigorous attempt of the regular masculine dignitaries of the ‘profession’ to quell the ‘insurrection’ [were] the result.” A professor at one women’s college told medical students in 1855, “They will raise the cry, ‘She is out of her proper sphere’ because they are afraid they will be pushed out of places they are not fit to fill; ‘A woman can’t practice medicine,’ because they are afraid she can.”

As the twentieth century approached, medicine in Europe was becoming more rooted in science thanks to advances in biology, pathology, and anatomy. But in the United States, there were still few standards to become a doctor. The most elite of the American regular doctors, who aspired to turn the profession into the gentlemanly occupation it was in Europe, sought to eliminate the “low-class” competition from an increasingly crowded field. The American Medical Association (AMA), which had formed as the professional group for the regulars, asked the Carnegie Foundation to conduct a review of the state of the country’s medical schools. In 1910, the resulting Flexner Report concluded that the nation had too many doctors and too many were poorly trained. It recommended sweeping reforms of medical education: stricter acceptance standards, more years of study, training in the basic sciences, and laboratories in every school. In the aftermath of the report, as foundation money flowed to the minority that the report declared to be on the right track, about half of the country’s medical schools closed or merged.

One of the “unintended” consequences of the Flexner Report was the near-total exclusion of women and people of color from medicine for the next several decades. The report had concluded that there wasn’t a need for many women doctors since there lacked “any strong demand for women physicians or any strong ungratified desire on the part of women to enter the profession”—a bald-faced lie on both counts. Meanwhile, the report claimed that the country needed only enough African American doctors to serve black communities. By 1915, the portion of medical school graduates who were women had declined to an all-time low of 2.9 percent. Most of the women’s and black medical schools had closed. By 1930, only one women’s school remained. The new requirement that all applicants have two years of college education ensured that a medical education was accessible only to the upper classes. Meanwhile, state medical licensing laws were changed so that only graduates of the regular, scientific schools could pass them, and most states made practicing medicine without a license a crime.

The regular doctors had finally gained a legal monopoly over the practice of medicine, and in the process created a profession that was overwhelmingly white, male, and wealthy.

THE MORE THINGS CHANGE . . .

For the next half century, thanks to overt discrimination, the percentage of doctors who were women never climbed into the double digits. In 1970, when less than 10 percent of medical school students were women, a survey of admissions officers found that nineteen of twenty-five American medical schools admitted that they gave preference to male applicants unless the female applicant was head and shoulders superior. A class-action gender-discrimination lawsuit was soon filed against every medical school in the nation. In 1972, the landmark legislation Title IX of the Education Amendments prohibited discrimination on the basis of sex in educational programs that receive federal funding, and by the midseventies, the number of female medical students had nearly tripled.

Since the mid-aughts, women have made up just under half of all medical students. For the last several years, about a third of practicing physicians have been women, and their ranks are destined to grow as older, male-majority generations of physicians retire.

As women have entered the profession, they have tended to disproportionately go into the primary care specialties. The proportion of practicing ob-gyns who are women increased dramatically from 12 percent in 1980 to just over half today. Currently, 60 percent of pediatricians are women. And the trend will just continue: In recent years, women have made up about 85 percent of ob-gyn residents and 75 percent of pediatric residents. They also make up a smaller majority of those going into family medicine and psychiatry.

Because of this trend, it may be easy for the average patient to underestimate just how male dominated much of medicine remains. For many healthy women, the kinds of physicians you’re most likely to see routinely, for your own health care or your family’s, are precisely those specialties that are the most gender balanced, or even majority women. But they are, in fact, the only specialties where women are well represented. There remain large segments of medicine where women are vastly outnumbered: women make up about a quarter of emergency medicine physicians, neurologists, and anesthesiologists; less than 20 percent of general surgeons; 12 percent of cardiologists; 7 percent of urologists; and less than 5 percent of orthopedic surgeons.

Another reality that’s largely hidden from patients is the stark gender inequalities within the hierarchy of academic medicine. Women now make up 38 percent of full-time medical school faculty. However, they remain concentrated in the lower ranks; the higher up on the leadership ladder you go, the fewer women there are. In 2014, only 21 percent of full professors, 15 percent of department chairs, and 16 percent of deans at American medical schools were women. According to a 2015 analysis of data on over 90,000 physicians, men were nearly two and a half times more likely than women to be full professors, even after accounting for factors that affect promotion, like differences in age, experience, and specialty, and measures of research productivity. The people making the key decisions about where funding and resources go, what gets taught to the next generation of doctors, and who is hired and promoted are still overwhelmingly white men.

Women continue to lag behind men when it comes to getting their biomedical research funded and published. Only about 30 percent of researchers receiving NIH funding are women. A 2016 study published in The BMJ found that growth in the number of biomedical studies authored by women has stalled in recent years. According to their tally of thousands of articles published in six of the most prestigious medical journals, the proportion of studies that list a woman as the first author has increased from 27 percent to 37 percent since 1994. But this progress has plateaued, and at some journals actually declined, since 2009. Interestingly, the journals that had women editors in chief had higher rates of female first authorship. But of course, there is a gender gap among editors too: women make up just 17.5 percent of all editorial-board members of sixty major medical journals.

Women doctors also earn less than their male counterparts. According to a 2016 study published in JAMA: The Journal of the American Medical Association of roughly 10,000 physician faculty members at twenty-four medical schools, the women earned over $50,000 less per year, on average, than their male colleagues. This gender pay gap is often blamed on the fact that the primary care specialties that women often go into tend to be lower paying. But even after adjusting for specialty and several other factors that affect pay—including age and experience—there was still a difference of almost $20,000 that wasn’t explained. In fact, some studies suggest that the gap has actually been increasing in recent years.

Surveys of women in medicine attest to the persistent discrimination they face. A 2000 study of over 3,000 full-time faculty at twenty-four American medical schools found that 47 percent of the youngest female faculty and 70 percent of the oldest female faculty had experienced gender-based discrimination. About half the women had experienced some form of sexual harassment. In 2016, a JAMA study of over a thousand successful midcareer clinician-researchers suggested that little has changed. Though these women had received their medical education during a time when women made up nearly half of all medical students, their experiences were disturbingly similar to those of their pioneering foremothers: 70 percent of the women perceived gender bias, and two-thirds said they had experienced it firsthand. A third reported that they’d been sexually harassed.

We should all care about the sexism that women continue to face within medicine for its own sake, of course. Working women in every profession deserve equal pay for equal work, freedom from sexual harassment and discrimination, and supportive workplaces that allow them to reach their full potential. We would also do well to support gender equality within medicine simply because women tend to be better doctors—to all patients. A 2013 Canadian study of 870 doctors treating patients for diabetes found that the women outperformed the men on every standard of quality care. Women doctors spend about 10 percent more time with their patients than their male counterparts do. They tend to be more “patient-centered,” expressing more empathy and concern, and better eliciting information about their patients’ symptoms, lives, and emotions.

But this book is, ultimately, about how gender bias affects the care patients receive. And while the underrepresentation of women in the medical profession has been a major source of the gender bias in the medical system, simply getting more women into the profession will not automatically fix it. Women doctors do tend to bring new perspectives. As researchers, they are more likely than men to conduct research on women’s health or gender disparities. But, at this point, the gender bias in medicine runs much deeper than the gender of its practitioners. It is largely unconscious and systemic, and women doctors are not immune to it.

A SYSTEMIC PROBLEM: THE KNOWLEDGE GAP AND THE TRUST GAP

What I’ve come to see is that a historically male-dominated medical system has created two interlocking problems that affect the quality of care women receive.

First, there is a knowledge gap: the average doctor does not know as much about women’s bodies and the health problems that afflict them. It starts at the most basic level of biomedical research, where investigators overwhelmingly use male cells and animals in preclinical studies. And it continues throughout the clinical research process, where women remain underrepresented, analysis by gender is rare, and women’s differing hormonal states and cycles are usually ignored entirely. Meanwhile, conditions that disproportionately affect women have often not been deemed worthy of research funding and time. As Dr. Janine Austin Clayton, associate director for women’s health research at the NIH, put it in a 2014 New York Times article, “We literally know less about every aspect of female biology compared to male biology.”

Second, there is a trust gap: women’s accounts of their symptoms are too often not believed. For centuries, Western medicine tended to throw many of women’s inexplicable symptoms into the catchall diagnostic category of hysteria. The explanation offered for this mystery female malady shifted over the centuries, but at the end of the nineteenth century, hysteria came to be seen as a psychological problem. Ever since, a medical profession that increasingly understands the underlying cause of many diseases—and can objectively confirm patients’ reported symptoms with blood tests and high-tech scans—has tended to attribute to “the mind” any that it can’t see and explain. The terminology has morphed—from hysteria to somatization and conversion disorders to “medically unexplained symptoms”—but the idea has remained remarkably unchanged. And the idea that women are especially prone to such psychogenic symptoms has endured too. In other words, a stereotype that women’s symptoms are likely to be “all in their heads” has been hard baked into medical knowledge itself.

These two problems—the knowledge gap and the trust gap—are mutually reinforcing to such a degree that they’ve become stubbornly difficult to correct. Are women’s complaints so often dismissed because doctors simply don’t know enough about women’s bodies, their symptoms, and the diseases that disproportionately affect them? Or are women’s complaints so often dismissed because doctors hold an unconscious stereotype that women are unreliable reporters of their symptoms? Is it a lack of knowledge or a lack of trust? It seems to be both. The knowledge gap and the trust gap are so tightly interwoven at this point that they could be thought of as two sides of the same coin: Women’s symptoms are not taken seriously because medicine doesn’t know as much about their bodies and health problems. And medicine doesn’t know as much about their bodies and health problems because it doesn’t take their symptoms seriously.

This book, then, is not about a few sexist bad apples within the medical profession. It is about how bias is embedded into the system. It is about how all health care providers, like all of us, have unconscious biases by virtue of living in a culture that holds certain stereotypes about women. And it is about how even the very best doctors know relatively less about women’s health compared to men’s, not because of any individual failure on their part but because they are not taught as much about women’s health, often because, quite simply, less is known.

This book is about both sex and gender bias within medicine. Sex refers to differences in biological traits, like chromosomes, hormones, and reproductive organs. Gender, on the other hand, refers to the social expectations and experiences associated with identifying as a man or woman in a particular culture. Gender identity and sex often, but don’t always, match: Cisgender (cis) people identify with the same gender as their sex; transgender (trans) people identify with the other one. Though sex and gender are often talked about as binaries, in reality, nature is a lot more diverse than the two categories we try to impose on it. A not-insignificant proportion of people are intersex, born with some biological traits we associate with one sex and some that we associate with the other. Some people are gender nonconforming and do not identify strongly as either gender.

When I discuss differences between men and women—whether in relative risks of certain diseases or in how they’re treated by health care providers—I generally mean cis people simply because our knowledge of such differences has been derived largely from research on them. But it should be noted that the problems explored in this book don’t solely affect cis women. All women—cis or trans—are affected by the trust gap. And the knowledge gap affects anyone, regardless of their gender, whose sex is assigned female.

In fact, since relatively few diseases target solely women, the bias within medicine affects everyone. Plenty of cis men have been hurt by the dearth of knowledge about conditions that disproportionately affect women. And putting comparatively less effort into understanding the bodies of one half of the population, and the ailments that happen to especially affect them, has left gaps in our scientific knowledge that have deprived us all.

BARRIERS TO ACCESS

This book focuses on how gender bias affects medical knowledge and the care women receive when they enter the medical system, but it is worth spending some time considering the obstacles that many women have to overcome to access the medical system at all.

The Affordable Care Act provided some key benefits to women especially, which, as of this writing, they still have. Before it went into effect, approximately 20 percent of women ages eighteen to sixty-four were uninsured. By 2015, that figure had dropped to about 11 percent. Health care reform also corrected some long-standing unjust practices of the insurance industry. Insurers are now required to cover basic preventive care that’s critical to women’s health, like contraception, annual well-woman visits, testing for sexually transmitted infections, breastfeeding support and supplies, and domestic violence screenings, without any co-pays or deductibles. They’re no longer allowed to charge women higher premiums than men for the same coverage simply because they’re women, a practice known as “gender rating” common in the pre-Obamacare days. They can’t deny women coverage for “preexisting conditions,” like having had a Cesarean section, being pregnant, or experiencing domestic violence. And they can no longer refuse to offer maternity-care coverage, as the vast majority of plans on the individual market previously did.

Still, 11.2 million women, many of them low-income women of color, particularly immigrant and Latina women, remain uninsured in the United States. Since they make up the majority of poor uninsured adults, women have been especially impacted by the refusal of nineteen states, mostly Republican-controlled states in the South, to expand Medicaid eligibility. Meanwhile, regardless of insurance status, women have more trouble affording health care than do men. According to a 2013 nationally representative survey conducted by the Kaiser Family Foundation, 26 percent of women reported that they have had to delay or forgo medical care in the past year because of the cost, compared to 20 percent of men. Cost is a problem especially for uninsured women, of course, but even insured women often can’t afford to see a doctor: 35 percent of women with Medicaid and 16 percent of women with private insurance also said they delayed or skipped care out of cost concerns.

Furthermore, it’s not only financial barriers that affect women’s access to the medical system. A quarter of women, regardless of income, reported that a reason they went without health care was that they simply didn’t have time to go to the doctor. For low-income women especially, not being able to take time off from work, a lack of transportation, and problems finding childcare are also common barriers. Women make up a majority of workers in low-wage and part-time jobs that often don’t provide sick days. Until we have federally mandated sick days, medical leave, and affordable childcare for all, too many women will remain unable to get the medical care they need. It doesn’t matter whether you have insurance and can afford your co-pays, if you don’t have the kind of job flexibility that allows you to go to an appointment, let alone two or three.

A lack of access to the medical system, of course, can often supersede any of the problems women patients face within it. If you can’t afford to see a doctor at all, whether that doctor would take your symptoms seriously is a moot point. And all the biomedical knowledge in the world is meaningless if the people who need it most can’t benefit from it. On the other hand, for many women, their tenuous connection to the medical system just compounds the problems discussed in this book. With limited access comes higher stakes. Millions of women in this country literally cannot afford for the medical system to be this bad at caring for them. They don’t have the co-pays or sick days to go to specialist after specialist in search of the proper diagnosis. When they are dismissed once or maybe twice, it may not be the start of a long diagnostic delay; it may be the end of the line.

Indeed, for many of the conditions discussed in this book, less privileged women simply go undiagnosed and untreated altogether. The result is that about a fifth of low-income women say their health is poor or fair and even more report that they have a disability or chronic disease that limits their activity, rates that are more than twice that of higher-income women. Yet, at the same time, an equal proportion of poor and affluent women say they receive ongoing medical attention for a medical condition. In other words, lower income women are sicker, but many of them are not receiving the care they need.

REPRODUCTIVE HEALTH CARE

I won’t be discussing routine reproductive health care in this book—that is, contraception, abortion, and care during pregnancy and childbirth. That’s ultimately because I’m interested in exploring how gender bias affects the health care women receive when they are sick. That’s a question that I think has sometimes been overshadowed because even the healthiest among us rely on the medical system to control, manage, and monitor our perfectly normal reproductive functions. “Women’s health” is so routinely conflated with “reproductive health” that it’s easy to forget that the latter is just one aspect of the former. Women’s health is impacted by many conditions besides those that affect the uterus, ovaries, and fallopian tubes.

That isn’t to say that women’s health activism’s focus on reproductive health issues is unjustified. Most American women rely on contraception, usually a form that requires a doctor’s visit, during the thirty-plus years they’re fertile. As many as one-quarter will at some point get an abortion, and 80 percent will eventually have a child. The fact that women have become largely dependent on a male-dominated medical system for the ability to prevent, end, and safely bring to term a pregnancy—a freedom that’s so fundamental to women’s equality—has led to some tensions, to say the least. Undoubtedly, women have benefited in many ways from this medicalization of their reproductive lives; it’s given us more effective birth control, safer abortions, and lifesaving interventions in complicated pregnancies. On the flip side, women have had to constantly fight on a variety of fronts to maintain control: to simultaneously push for greater access, resist overmedicalization, and defend their autonomy in making reproductive decisions.

That fight has often become primarily a political, legal, and cultural one. Indeed, the biggest problem with abortion care in the United States is that it’s treated as if it’s not medical care at all. Thanks to state lawmakers, the provision of the procedure is often dictated by politically motivated regulations, not evidence-based standards of quality patient care. Doctors in some states are required to lie to patients about risks of the procedure that simply do not exist. In others, they’re required to prescribe a medical abortion according to an outdated protocol that is less effective and causes more side effects. They’re forced to perform medically unnecessary ultrasounds on patients who do not want them. In states with mandatory-waiting-period laws, they have to delay providing a time-sensitive procedure that gets more expensive and more risky the further along in the pregnancy, for no medical reason whatsoever. This book is about how gender bias has shaped medical knowledge; when it comes to abortion, politicians have required medical knowledge to simply be ignored.

Still, while not the source of this politicization, the medical system deserves some blame for failing to forcefully stand up to it. While medical groups like the AMA have certainly objected to lawmakers masquerading as ob-gyns, mainstream medicine can hardly claim to be a staunch defender of abortion’s important place within women’s health care. In a country in which about a million abortions are performed each year, a 2005 survey of ob-gyn programs found that over half didn’t offer any clinical exposure to the procedure and about a fifth provided no formal education on it at all. While 97 percent of practicing ob-gyns have had a patient seeking an abortion, just 14 percent perform them. Abortion care is usually physically relegated to stand-alone specialty clinics. The doctors who do offer the procedure often face stigma from their colleagues and are left largely on their own to fight against political interference in the doctor-patient relationship, which should provoke mass outcry from the entire profession.

One of the unfortunate consequences of having to constantly safeguard reproductive health care from threats originating outside of the medical system is that problems within it tend to get overshadowed. For example, in recent years, women’s health advocates have found themselves in the ridiculous position of having to defend Obamacare’s requirement that insurers cover contraception—which is used by 99 percent of sexually active women at some point—without a co-pay. Were we not stuck having such 1960s-era debates over our right to birth control, we might spend more time demanding better birth control. More than half a century after the pill was invented, the range of birth control options remains remarkably limited, dominated by varying types of hormonal contraceptives that can cause significant side effects. A medical system that took women’s symptoms more seriously surely would have figured out some more appealing contraceptive options by now.

Many of the problems with reproductive health care come to a head in American women’s experience of childbirth. The United States is the only country in the developed world where the maternal mortality rate is on the rise, more than doubling in the last twenty-five years. At least half of maternal deaths in this country are preventable, and there are stark racial disparities: black women are nearly four times as likely as white women to die in childbirth. Experts believe a number of factors contribute to this shameful record. First, while medical interventions have certainly helped make high-risk births safer, unnecessary interventions in normal births are putting women at increased risk of complications. In the last two decades, the C-section rate has climbed by almost 60 percent to more than three times the rate recommended by the World Health Organization, and they are too often performed not out of medical need but for the convenience and profit of the doctor. Meanwhile, a planned pregnancy is generally a safer pregnancy. But with 4.5 million women lacking access to affordable family-planning services, nearly half of pregnancies in this country are unintended.

Finally, a healthy woman tends to have a healthier pregnancy, and American women’s high rates of chronic, often unmanaged conditions also contribute to our poor maternal health. That fact should serve as a reminder that while I’m leaving routine reproductive health care out of this book, there’s no such option in real life. While reproductive health is not synonymous with women’s health, neither is it separable from it.

A WAKE-UP CALL

Paula Doress-Worters, one of the original members of the Boston Women’s Health Book Collective, has recalled the workshop that would eventually result in the classic women’s health manual Our Bodies, Ourselves: “Everyone had a ‘doctor story’—that is, a tale about male physicians who were sexist, paternalistic, judgmental, or simply unable to provide the information women needed.” In many ways, the medical system—as well as our society at large—has been radically transformed since then. In the late sixties, over 90 percent of physicians were men, and women couldn’t get their own credit cards.

But women still have “doctor stories”—and they have not changed quite as much as we might like to think. There was the friend who, as a black teenager fully informed about her birth control options, told her gynecologist that she would stick to condoms; he passive-aggressively prescribed prenatal vitamins, saying it was obvious she’d be pregnant soon. Or the Latina woman with breast cancer I heard from, who wanted a mastectomy but whose doctor objected, saying, “But you aren’t married.” Or the queer woman whose orthopedist asked if the swelling in her dislocated finger had gone down enough for “Mr. Right to put a ring on it.” Or the mom of a child with physical and intellectual disabilities who noticed that the only item listed in her daughter’s chart under “Developmental Concerns” was “Mother works outside the home.”

These kind of overt microaggressions may be less common these days, or at least easier to brush off in an era when women have more power. But it is the more subtle stories that are more pervasive—and more dangerous, because the gender bias they reflect is harder to pin down if you see each story only in isolation. The doctor who didn’t listen—but perhaps that’s just how he is with everyone? The time your symptoms weren’t taken seriously—but, in retrospect, maybe you could have done more to advocate for yourself? The many misdiagnoses of “stress” that you can’t really imagine a male patient receiving—but then again, how can you know that for sure? I hope that this book helps women who’ve felt dismissed and unheard in these ways see that their experiences aren’t just the result of bad luck or their own failings, but instead that they reflect deeper, systemic problems in the medical system.

And I hope it will be a wake-up call especially for my fellow millennial women. I’m too young to remember the 1990 congressional hearings that drew widespread media attention to the underrepresentation of women in clinical research. My own doctors were mostly women when I was growing up. By the time I started college, roughly equal numbers of women and men were attending medical school. And like many women of my generation with a certain amount of privilege, I’ve always expected be taken seriously. The feminist revival of the last decade or so seems to be what happens when a generation of women who take for granted their equality realizes that our society—its institutions, policies, and norms—has not changed nearly as much as our expectations have. Before I began researching this book, I had no idea just how far behind the medical system lagged. It’s high time that millennial feminism turned its attention to the gender bias remaining in medicine at large and tackled this unfinished revolution.

Now is an especially urgent time to do so. Many women in the United States are sick, and they’re getting sicker. Since the turn of the twentieth century, women have lived longer than men, on average. But the gap has been narrowing since the eighties, when men’s life expectancy began increasing at a faster clip than women’s, largely thanks to a decline in deaths from cardiovascular disease. And the additional 4.8 years of life expectancy that women currently have do not come with better health. Women report poorer health, both physical and mental, and are hospitalized more than men throughout adulthood. In their later years of life too, women are worse off than men. When it comes to “active” life expectancy—the number of years living free from significant limitations that prevent you from doing everyday tasks—men have overtaken women over the past three decades. Women still live longer, but men live better longer.

This difference—women’s lower mortality but higher morbidity—has been known as the “gender paradox.” Tellingly, from the seventies through the nineties, some researchers questioned whether women were really as sick as they claimed, suggesting instead that women are actually healthier than men (after all, they aren’t as likely to die!) and only rate their health as worse because they’re less stoic. Today, it is well accepted that the paradox has a different, straightforward explanation: women have higher rates of debilitating but not life-threatening chronic diseases. Women are not any more likely to report poor health than men with the same medical condition; they’re just more likely to have one. More than half of all American women have at least one chronic health condition, and women are more likely than men to have multiple chronic problems. What’s more, prevalence rates of many of the conditions that disproportionately affect women—from autoimmune disease to Alzheimer’s—are increasing.

These days, my RA is in remission, and I try my best to not take my health for granted. I remind myself occasionally what a gift it is to again be able to forget about my body, and how amazing it is that, when all goes well, immune cells attack only pathogens automatically, without thought or effort. Too often, it doesn’t go well. And though bodies will always break, doctors will always make mistakes, and science isn’t about to know everything there is to know about the mysteries of the human body anytime soon, our gender should not be a factor in the mistakes made and the knowledge left unknown. Above all, we should be able to expect that in medicine’s ongoing quest to understand and ameliorate human suffering, women’s experiences are taken seriously and that our voices are heard.





Part 1

Overlooked and Dismissed: A Systemic Problem





Chapter 1

The Knowledge Gap

WOMEN’S HEALTH ACTIVISM HAS shaped American medicine throughout its history. In the 1830s and 1840s, as the Popular Health Movement resisted the regular doctors’ attempt at gaining a professional monopoly, women formed “Ladies’ Physiological Societies” to learn about their bodies and trade home remedies. In the early twentieth century, women reformers agitated for public health campaigns to combat infant and maternal mortality and fought for the legalization of birth control. The women’s health activists of the 1960s and 1970s successfully transformed many aspects of medicine: they won the legal right to abortion, established women’s health clinics, and secured important patient rights from a condescending medical system that often withheld information about the risks of drugs and procedures. And through self-help groups and popular manuals like Our Bodies, Ourselves, they sought, like their nineteenth-century predecessors, to give women the knowledge to better take care of their health.

It wasn’t until the late eighties, when women finally made up a critical mass of those within the medical community, that they were in a position to successfully call attention to one of the most insidious ways gender bias was embedded in medicine: the medical knowledge that had been accumulating over the course of the twentieth century, and especially in the previous few decades as biomedical research exploded in the United States, was disproportionately benefiting men. Science simply knew less about women’s bodies and the diseases that befell them—and, worse still, the medical community was not attuned to this failure and seeking to correct it. In 1990, a coalition of women’s health advocates, biomedical researchers, and lawmakers came up with a strategy to put this knowledge gap on the public’s radar—and we’ve been playing catch-up to close it ever since.

In 1985, a Public Health Service task force had released a report, spearheaded by Ruth Kirschstein, the first and only woman serving as an institute director at the NIH at the time, warning that “the historical lack of research focus on women’s health concerns has compromised the quality of health information available to women as well as the health care they receive.” In response, the NIH had announced a new policy that “urged” researchers who received federal research grants to include women in their clinical studies unless there was a good reason not to. But women within the NIH—who at the time occupied less than a third of senior policy and research positions—knew the policy hadn’t changed matters much.

So in the late eighties, a group of women scientists, working both within and outside of the NIH, formed the Society for the Advancement of Women’s Health Research—now called the Society for Women’s Health Research (SWHR)—and teamed up with allies in Congress to expose the problem. They decided to demand an audit of the NIH’s efforts by the independent oversight arm of the federal government, the General Accounting Office, now called the U.S. Government Accountability Office (GAO). In 1990, the GAO released its findings: As expected, it turned out that the NIH had done little to implement its policy on women’s inclusion at all. The application guidelines for researchers didn’t mention it, and in fact, many NIH staff weren’t even aware the policy had been adopted. Of the NIH-funded studies reviewed by the GAO, one-fifth didn’t mention the gender of the study subjects, and a third claimed the study would include women but didn’t specify how many. The NIH couldn’t actually say with any certainty how many women were included in the research it funded, with billions of taxpayer dollars, to further the nation’s health.

Just as the members of Congress and advocates had planned, the GAO report garnered widespread public attention. In hearings flooded with reporters, the cochairs of the Congressional Caucus for Women’s Issues lambasted NIH leaders, and the medical research community as a whole, for compromising women’s health. “American women have been put at risk by medical practices that fail to include women in research studies,” said Rep. Patricia Schroeder. “NIH’s attitude has been to consider over half the population as some sort of special case,” Rep. Olympia Snowe charged.

Given the NIH’s lack of record keeping, it was impossible to say exactly how underrepresented women were, but the public learned that women had been left out of many of the largest, most important clinical studies conducted in the last couple of decades. The Baltimore Longitudinal Study of Aging, which began in 1958 and purported to explore “normal human aging,” didn’t enroll any women for the first twenty years it ran. The Physicians’ Health Study, which had recently concluded that taking a daily aspirin may reduce the risk of heart disease? Conducted in 22,071 men and zero women. The 1982 Multiple Risk Factor Intervention Trial—known, aptly enough, as MRFIT—which looked at whether dietary change and exercise could help prevent heart disease: just 13,000 men.

The default to studying men at times veered into absurdity: in the early sixties, observing that women tended to have lower rates of heart disease until their estrogen levels dropped after menopause, researchers conducted the first trial to look at whether supplementation with the hormone was an effective preventive treatment. The study enrolled 8,341 men and no women. (Although doctors began prescribing estrogens to postmenopausal women in droves—by the midseventies, a third would be taking them—it wasn’t until 1991 that the first clinical study of hormone therapy was conducted in women.) An NIH-supported pilot study from Rockefeller University that looked at how obesity affected breast and uterine cancer didn’t enroll a single woman. While men can develop breast cancer—and a small number of them do each year—as Rep. Snowe noted drily at the congressional hearings, “Somehow, I find it hard to believe that the male-dominated medical community would tolerate a study of prostate cancer that used only women as research subjects.”

In 1992, a couple of years after taking the NIH to task, the Congressional Caucus for Women’s Issues asked the GAO to review the state of affairs at the Food and Drug Administration (FDA). While the NIH is the largest public funder of biomedical research, most studies of drug treatments are funded by the private pharmaceutical companies that develop them and are reviewed by the FDA as part of the drug-approval process. Since 1977, the agency had had in place a policy forbidding women of “childbearing potential” from participating in early-phase drug trials. While women were allowed to be included in later studies—after basic safety and dosage had been established—the GAO report found that women were underrepresented in 60 percent of recent clinical drug trials. And while 1988 FDA guidelines urged drug companies to analyze their data by gender when women were included, nearly half the studies reviewed by the GAO failed to do so. Furthermore, despite the fact that millions of American women were on the pill, a mere 12 percent of the recently approved drugs had been studied for potentially dangerous interactions with oral contraceptives.

Advocates had always intended the GAO report on the NIH’s poorly implemented policy to serve as a spotlight that could be shined on other ways women’s health was being shortchanged in the biomedical community. They charged not only that health conditions that affected both men and women equally or were more prevalent among men had been studied primarily in men, with no attention to the possibility that there might be sex/gender differences, but also that conditions that predominantly affected women had been a low priority on the research agenda altogether.

Among the conditions that predominantly affected women was, of course, all of reproductive health. In the wake of the GAO report, other medical-professional organizations, including the Institute of Medicine (IOM) and the American College of Obstetricians and Gynecologists, joined the growing chorus claiming that funding for research on women’s reproductive health was inadequate. The political controversy around abortion was part of the problem, but such research was also marginalized because, with no obstetrics and gynecology program, there was no clear home for it within the NIH. In fact, there were only three gynecologists on staff at the NIH, compared to thirty-nine veterinarians.

And it wasn’t just reproductive health—which is what “women’s health” tended to get reduced to—that was getting short shrift. One of the advocates’ important claims was that, to the extent that medicine paid attention to women’s unique needs at all, it had been myopically focused on the parts of women’s bodies that most obviously differed from men’s. “The medical community has viewed women’s health with a bikini approach, focusing essentially on the breast and reproductive system,” Dr. Nanette Wenger, a leading expert on women’s heart disease, wrote. “The rest of the woman was virtually ignored in considerations of women’s health.” This kind of “bikini medicine” overlooked the fact that women had the same top three causes of death—heart disease, stroke, and cancer of all kinds—as men did, and also suffered disproportionately from many nonreproductive health conditions that had been long neglected.

Indeed, in the late eighties, a Public Health Service task force had crunched the numbers and found that only 13.5 percent of the NIH’s most recent budget had gone toward research on conditions “that are unique to or more prevalent or serious in women, have distinct causes or manifest themselves differently in women, or have different outcomes or interventions.” This was an extensive list that included reproductive health concerns but also extended to an array of other not-at-all-uncommon conditions that are more common in women, including breast and gynecological cancers, Alzheimer’s disease, depression, osteoporosis, and autoimmune diseases. And many of the conditions that will be discussed in this book weren’t yet receiving any federal research funding at all.

In the immediate aftermath of the GAO report, the NIH formed the Office of Research on Women’s Health (ORWH), and the new office summed up the state of affairs in its first research agenda in 1991, noting a “pervasive sense in the research community that many of the health issues of women are of secondary importance, especially those that occur solely in women and those that occur in men and women but have already been studied chiefly in men.”

It went on to say, concerning the three leading killers of all Americans, “The startling realization is that most of the biomedical knowledge about the causes, expression, and treatment of these diseases derives from studies of men and is applied to women with the supposition that there are no differences.”

WHY WERE WOMEN NEGLECTED?

Perhaps the most generous explanation for women’s exclusion from clinical studies is that they had gotten caught up in the protectionist spirit of the era. In the seventies, there’d been a growing recognition—long overdue—of the risks of medical research. And, in part, women had been excluded from clinical research, especially drug studies, for their own good—or at least for the good of their hypothetical fetuses.

This paternalistic concern was quite new, however. Women had not been spared from the rampant, unregulated, and largely uncontrolled experimentation that constituted heroic medicine in the eighteenth and nineteenth centuries. The well-off women who could afford regular doctors’ fees were subjected to bloodletting, purging, all manner of drugs, and, as is discussed more in the next chapter, a smorgasbord of useless or dangerous procedures performed on their reproductive organs. And, as Ehrenreich and English point out, “Though middle-class women suffered most from the doctors’ actual practice, it was poor and black women who had suffered through the brutal period of experimentation.” In the nineteenth century, for example, Dr. J. Marion Sims, known as the “father of modern gynecology,” developed a groundbreaking cure for fistulas by practicing the surgery on enslaved women, whom he purchased specifically for that purpose, and later on poor Irish immigrants.

In the twentieth century, medicine slowly but surely became more rooted in science. The post–World War II period saw the rise of modern clinical research—with its gold standard of the double-blind, randomized, controlled trial—and a huge influx of federal funding turned the United States into a world leader in biomedical research. But this expansion preceded any consensus that the patients involved in clinical research shouldn’t be treated as unwitting guinea pigs. At least through the sixties, it remained socially disadvantaged and/or institutionalized groups—like the poor, prisoners, soldiers, and the mentally ill—who were most likely to be used in medical studies. Finally, a few shameful examples of vulnerable Americans experimented on without their consent—most infamously, the Tuskegee experiment, in which poor black men were left untreated for syphilis—made headlines. In the aftermath, in the late seventies, the United States finally put in place some enforceable ethical standards for research involving human subjects.

Meanwhile, two high-profile disasters had underscored the risks experimental drugs could pose to pregnant patients and their fetuses. In the late fifties, thalidomide was used in dozens of countries as an over-the-counter sedative and antinausea remedy in early pregnancy. Though it was never given FDA approval, some women in the United States nonetheless received it. By the early sixties, it was determined that the drug was to blame for severe limb deformities in over 10,000 children. Then, in the late sixties, many of the daughters of patients who’d taken the synthetic estrogen diethylstilbestrol (DES) while pregnant started developing a rare vaginal cancer. The drug had been widely prescribed to prevent miscarriage, despite large studies suggesting it was ineffective. At a few respected American academic medical institutions, doctors had informed their pregnant patients only that DES was a “vitamin” that would help them grow “bigger and better babies.”

The public outcry over these cases helped spur some much-needed federal drug regulation. Since 1938 drug manufacturers had been required to show the FDA that their medication was safe before marketing it, but the agency’s regulatory power was fairly minimal. In the aftermath of the thalidomide tragedy, however, Congress passed the Kefauver-Harris Amendment, which significantly beefed up the drug-approval process, essentially putting in place most of the regulations we take for granted today. Companies seeking FDA approval for their drugs were now required to demonstrate not just safety but also efficacy in well-controlled studies, they had to secure the fully informed consent of their study subjects, the drug’s advertising had to be up-front about its side effects and potential risks, and the FDA would track reports of any adverse reactions once the drug hit the market.

Along with these welcome reforms to clinical research and drug regulation, however, were some that crossed the line from overdue protection to sexist paternalism. The new federal guidelines on the ethical treatment of clinical subjects identified groups that may be in need of special safeguards because they “are likely to be vulnerable to coercion or undue influence”—a list that included pregnant women alongside children, prisoners, mentally disabled people, and the economically disadvantaged. While the ethical inclusion of pregnant women in research is certainly complicated, as two women’s health advocates mused in the nineties, “one wonders what aspect of pregnancy renders women particularly vulnerable to ‘coercion’ or ‘undue influence.’”

Meanwhile, the 1977 FDA policy didn’t stop at excluding patients who were actually pregnant. It expressly prohibited women of “childbearing potential” from participating in early-phase drug studies, except in the cases of life-threatening diseases. Critics pointed out that this treated every menstruating woman as if she were potentially pregnant—a “walking womb”—an infantilizing position that implied women couldn’t be trusted to know their risk of unintended pregnancy, take steps to prevent it, and make their own decision should they accidentally become pregnant during the trial. Even lesbian women, single women, women using contraception, and women whose partners had had a vasectomy weren’t allowed. In a stark double standard, the policy evinced little concern at all that men of reproductive age could be exposed to drugs that harm the genetic material they contribute to their future offspring. And while the FDA ban was limited to only early-phase studies, it ended up having a broader chilling effect, making drug researchers hesitant to enroll women during their fertile years at all.

Women’s health advocates had certainly been part of the chorus of voices calling for better drug regulation and respect for research subjects’ informed consent. Policies that completely stripped women of their agency to weigh the risks of participating in studies—of treatments that would potentially benefit themselves—because of theoretical harm to their hypothetical fetuses were quite a different matter. Not only was such a stance patronizing to individual patients, it also didn’t help ensure women as a whole got safe treatments. Indeed, the irony is that while the thalidomide and DES debacles are usually credited with spurring the FDA’s 1977 ban and the broader hesitancy about including women of childbearing age in research, neither would actually have been prevented by banning pregnant patients from clinical research, let alone all potentially pregnant women. The problem was that these drugs had been inadequately studied before being released to the public and evidence of their risks ignored. Studying them exclusively in men and then marketing them to women would hardly have been a solution.

While the pendulum swing toward protectionism helps account for women’s underrepresentation in drug trials, what about the rest of biomedical research? It doesn’t explain why women weren’t included in the MRFIT study on risk factors for heart disease, even though heart disease was the leading cause of death in women too. Nor why, despite making up two-thirds of the elderly population, they weren’t represented in the study on “normal human aging.” (Actually, we have an explanation for that one: according to the researchers, they enrolled only men because there wasn’t a women’s bathroom at the research site.)

The research community tended to offer two contradictory defenses for their exclusion of women. Sometimes, they claimed that, apart from their reproductive systems, men and women were so alike that any findings derived from studying the former would be perfectly valid for the latter as well. Women’s health advocates countered that such a claim was simply an assumption, one that should be investigated. Since little medical research had actually looked to see if there were sex/gender differences, no one could say for sure that there were any differences, but no one could say for sure that there weren’t either. Besides, this argument was more a post hoc attempt at validating the results from all-male studies, as opposed to an explanation for them. After all, if there really were no significant differences between the sexes, then there were also no grounds for excluding women. It also raised the obvious question: If researchers were so confident that it was fine to extrapolate findings on one sex to the other, why didn’t it ever seem to go the opposite way?

This excuse looked especially suspect since the biomedical community also offered the exact opposite argument. Instead of claiming that the sexes were so similar that women could be properly represented by men in a study, researchers claimed women were so different from men that including women would destroy the homogeneity of the study population and “confuse” the results. A mixed-sex study would require a larger subject population in order to get statistically significant results for both men and women, making it more expensive. Furthermore, they argued, women’s various hormonal cycles and states make them a more biologically heterogeneous bunch than men; not only are women different from men, they’re too different from each other. With hormone levels that vary depending on where they are in their menstrual cycle, whether they are on hormonal contraception or hormone replacement therapy, whether they are pregnant, postpartum, or postmenopausal, women introduce too much “noise” that would make it harder to get “clean” findings. In short, studying only one sex was cheaper and easier, and men were the chosen ones because women’s bodies were thought to be too complicated.

Of course, that suggested that the research community’s blind spot about potential sex/gender differences was somewhat willful and more than a little self-serving. It would have been one thing to plead pure ignorance, insisting that it simply hadn’t occurred to anyone that knowledge gained from studying men might not apply to women. Instead, the very justification offered for not including women in studies underscored exactly why they needed to be included: it might actually matter. As medical journalists Leslie Laurence and Beth Weinhouse wrote in their 1994 book on gender bias in medicine, Outrageous Practices, “It defies logic for researchers to acknowledge gender difference by claiming women’s hormones can affect study results—for instance, by affecting drug metabolism—but then to ignore those differences, study only men, and extrapolate the results to women.”

As for why conditions that disproportionately affected women seemed to have sunk to the bottom of the research agenda, the reason was perhaps more straightforward but no less challenging to fix. Advocates pointed out that most of the people proposing the studies, granting the funding, and publishing the results were men, who inevitably brought their own perspectives and concerns to their work. “I don’t think it was malicious or intentional,” Dr. Florence Haseltine, at the time one of the handful of ob-gyns at the NIH, told Laurence and Weinhouse. “You want doctors to study what they’re interested in, so you have male doctors in their fifties studying other male doctors in their fifties for heart attacks.” More precisely, when it comes to medical research, what you’re “interested in” tends to be what feels most urgent to you. As Rep. Schroeder put it in 1990, “You fund what you fear. When you have a male-dominated group of researchers, they are more worried about prostate cancer than breast cancer.”

“ADD WOMEN AND STIR”: INCLUSION IS NOT ENOUGH

In the early nineties, some swift and important steps were taken to close this knowledge gap. The NIH immediately formed the ORWH to help monitor enforcement of their policy—which now mandated, rather than merely recommended, women’s inclusion as research subjects—and coordinate research on women’s health issues across the agency. Shortly after that, Dr. Bernadine Healy became the first woman to head the NIH and announced the launch of the Women’s Health Initiative, a massive, long-term study into the effects of diet, hormone replacement therapy, and vitamin D supplementation on cardiovascular disease, cancer, and osteoporosis among older women. As if trying to make up for lost time in one fell swoop, it was the largest study ever funded by the NIH, enrolling more than 161,000 women. “Basically, we’re trying to get the type of data that we already have on men,” Healy explained. “We can’t go forward on women’s health research without it.”

Meanwhile, Congress pushed to get these reforms codified into law. In 1993, President Bill Clinton signed the NIH Revitalization Act, which mandated that NIH-funded studies include enough women, as well as racial minorities, that a “valid analysis” of any difference could be determined. It also made the ORWH a permanent part of the NIH and earmarked funding for research on breast and ovarian cancer, osteoporosis, contraception, and infertility. The same year, in the wake of its own GAO report, the FDA dropped the 1977 policy excluding women of childbearing age, admitting that it now seemed “rigid and paternalistic” and “may have led to a more general lack of participation of women in drug development studies, and thus to a paucity of information about the effects of drugs in women.”

Yet a quarter century later, there’s still work to do. In 2015, Carolyn M. Mazure, director of the women’s health research center at Yale School of Medicine, and her colleague reviewed how much progress had been made over the past two decades to “fully represent women in clinical trials and ensure the study of sex and gender in biomedical research.” They concluded that despite some important steps, “progress has been painfully slow—stalling for long periods or sometimes reversing direction—and, consequently, not nearly enough progress has been made.”

In part, that’s because for all the steps taken in the early nineties, a few steps were not taken. During the hearings on the GAO report in 1990, indignant members of Congress railed against the fact that the default subject at every level of biomedical research was male, including preclinical studies using animals, tissue, and cells. Yet the NIH Revitalization Act ultimately mandated the inclusion of women only in studies with human subjects, and only Phase 3 research (the final trials conducted in thousands of patients after earlier, smaller studies have suggested a new treatment is safe and promising) had to include enough women to analyze the results by gender. It was only in 2014 that the NIH announced a policy to address the overwhelming male bias in preclinical research.

Meanwhile, the FDA didn’t do much to ensure women’s inclusion in drug trials apart from dropping the policy that actively excluded them. While the agency encouraged the pharmaceutical industry to consider how the effects of their drugs might be influenced by the menstrual cycle or interactions with hormone therapy and oral contraceptives, it still didn’t actually require drug companies to enroll women or analyze their






















































































OEBPS/images/TItlepage.jpg
DOING
HARM

The Truth About How Bad Medicine and
Lazy Science Leave Women
Dismissed, Misdiagnosed, and Sick

MAYA DUSENBERY

HarperOne

An Imprint of HarperCollinsPublishers





OEBPS/images/9780062470812_Cover.jpg





