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This book is dedicated to my grandfather, Tofazzal Hossain Manik Miah, and to the love of my life, Shy Pahlevani, and our daughters, Ava and Layla.






Foreword Jessica Valenti


Ten years ago, I walked into my ob-gyn’s office for what I thought would be a normal exam. I was a little under twenty-eight weeks pregnant and due to get my glucose exam. Sure, I had noticed that my feet and face were quite swollen—but it was August in New York! Who wouldn’t be a bit puffy? I felt okay and thought I was fine.

But when the nurse took my blood pressure, a look of concern came over her face. She called in my doctor, who took it again. They turned the lights off in the room, told me to lie down and relax—to try to calm down—and that they would take my blood pressure one last time after five minutes.

It was after that third blood pressure reading that it became clear I was far from the healthy, glowing pregnant woman I imagined myself to be. My doctor told me I needed to leave her office and check myself into the hospital across the street. “Don’t stop anywhere,” she said. “Go right now.”

Even after I was admitted a mere ten minutes later, my husband and I thought it all must be a fluke—a mistake of some kind. After all, I didn’t feel sick, and we had months to go before our daughter was meant to be due. So when the head of obstetrics told us that I wouldn’t be leaving the hospital until I delivered my baby, we were dumbstruck. I asked if I would really be in the hospital for three whole months. His reply landed like a punch to the gut: “We’ll be happy if you make it a week.”

I was diagnosed with severe preeclampsia, a dangerous condition that causes high blood pressure in pregnant women—if left untreated, it can lead to seizures and death. Soon, we were surrounded by different doctors and specialists, each trying to get more information while letting us know what to expect.

One older male doctor suggested that I might be sick because of a previous abortion, that ending a pregnancy could be a cause of preeclampsia—something I found out later was absolutely untrue. Another man, who I had never been introduced to, came into my room at one point and stuck his fingers inside of me to see if my cervix was dilated. I never found out if he was a doctor, nurse, or why he needed to examine me at that moment.

I understood that things needed to move fast and that my health and pregnancy were in danger—but my personhood soon became secondary to the flurry of people and decisions that were being made around me.

Within two days of being admitted to the hospital, I developed a much more serious pregnancy complication—HELLP syndrome. My liver was in danger of failing, and we had to deliver my daughter immediately in order for me to live. I was rushed into an emergency C-section, and Layla was born weighing just two pounds, two ounces.

The next twenty-four hours were as close to hell as I could imagine. We waited hours to find out if my daughter was going to be okay, and even once we knew she was stable I was too sick to visit her. The medication I was on had me so confused that I kept asking my husband what our daughter’s name was; I could hardly move because of the pain; and I was swollen with almost twenty pounds of water weight. (The swelling was so bad, in fact, that when a nurse tried to take blood her finger left an indent in my arm more than an inch deep.)

I thought I was going to die, and almost twenty-four hours after delivering, when I saw how little Layla was, I thought she was going to die, too.

In the end, miraculously, we were both all right. I slowly recovered, and so did Layla—who had to spend eight weeks in the neonatal intensive care unit. It would be three years before her lungs and immune system recovered, and even longer before I was reasonably over the trauma that came along with watching your child almost die with you close behind. If I’m being honest, I don’t know that I ever truly “got over” it.

This experience, this series of moments that shifted my life forever, is part of the reason I’m so passionate about The Pain Gap and the issues it examines.

It’s incredibly difficult to explain to people who haven’t been sick before—really sick—how vulnerable you feel. How powerless you are. And how, in those minutes or days or weeks in a hospital or doctor’s office, you are at the mercy of the people around you. And while those experts and professionals are generally smart and kind, they are also human—and prone to the same foibles and biases as the rest of us.

Being a woman in America is already fraught; being a sick woman in America is doubly difficult. You aren’t believed, or you’re condescended to. Your pain is treated as hysteria, your physical symptoms as signs of mental duress rather than authentic illness. For women who aren’t white, or straight, or upper middle class, the judgment is that much harsher and the consequences that much more serious.

My experience in the hospital was traumatizing—but I was still believed and taken care of. My illness was caught early enough to save my life and my daughter’s. My outcome would have been a lot different if I wasn’t a white, well-off woman with insurance who was admitted to a prestigious and well-funded hospital.

We’re in the middle of a maternal health crisis for Black women: mothers with the very same disease I had ten years ago are dying and their babies along with them. Their pain is being dismissed and their symptoms ignored. They are being called difficult and aggressive. They are dying of diseases that we know how to stop.

I cannot imagine, in the middle of the most painful and terrifying experience of your life, having to deal with the extra fear and burden of having to convince people that you are, in fact, sick. That you need help.

That’s why The Pain Gap is so important—it shines a light on the disparity of care in this country. And it shows women how they can best advocate for themselves and their loved ones.

We’re living in a moment—post–Me Too and post-Trump—when the issues impacting women are in danger of being brushed aside. But the urgency is far from over. And I can’t think of a more vital and consequential place to start interrogating inequality than the spaces—doctor’s offices, hospitals, clinics—where our literal lives are in other people’s hands.






As a general rule, all women are hysterical. And every woman carries with her the seeds of hysteria.1

—Dr. Auguste Fabre, physician, 1883

We are volcanoes. When we women offer our experience as our truth, as human truth, all the maps change. There are new mountains. That’s what I want—to hear you erupting. You young Mount St. Helenses who don’t know the power in you—I want to hear you.2

—Ursula K. Le Guin, author, 1986








Introduction

When I became pregnant in the United States, I was so relieved. Having grown up in Bangladesh in the 1980s, where the concept of women’s health hardly existed and dying in childbirth was a common occurrence, I knew how lucky I was to be able to access the best healthcare in the world. I trusted the doctors and nurses implicitly with my health and my baby’s life.

I could not have been more mistaken.

Things went awry from the minute I got to the hospital, and after thirty hours of labor, three of which I spent pushing, my epidural slipped. My pain was so severe that I ran a fever of 104 degrees, and as I shook and trembled uncontrollably, the doctors finally performed an emergency C-section.

While all the commotion, fear, and pain took me by surprise, I kept telling myself over and over, “I am in America. I will be fine. I know I am not going to die in childbirth in Washington, DC!”

But it wasn’t until later that I realized how naive I had been. That day, I came dangerously close to losing both my life and my baby’s. The experience was traumatic and left me with severe hyperthyroidism. I developed a condition called Graves’ disease, where my thyroid levels were through the roof and my left eye began to protrude. The struggle women go through every day to give birth safely suddenly became a tangible reality for me.

Despite my years as a feminist policy analyst on Capitol Hill, working on global health legislation, it took almost dying on the delivery room table for me to see that pregnancy-related deaths are not merely casualties of the so-called developing world.

But what plagues me most is why I stayed so uncharacteristically quiet through it all. Why, when I insisted the painkillers weren’t working and everyone was ignoring me, did I not once raise my voice? Why, after I was in surgery, was I so polite to the doctor who demanded I “prove” my pain by walking to the operating table on my own? Where was my voice—the “hysteria” I had used selectively and to my advantage in the past? Having spent my entire career as a women’s rights advocate, why didn’t I stand up for myself?

“Hysteria”—it’s hard to think of a word in the English language with roots more sexist than this ancient Greek word for “uterus.” Not surprisingly, the first person to describe female hysteria was a man. The Greek physician Hippocrates, often called the Father of Medicine, believed that the uterus was a “free-floating, wandering animal” that moved through the female body, causing a host of problems when it bumped into other organs.

Medically, the term “hysteria” is defined gender-neutrally, as a “general state of extreme fear and panic.” But the word remains inextricably linked to women. (Just try to think of the last time you heard a man described as “hysterical.”)

Feminist author Mona Eltahawy compares “hysteria” to other words which shame the victim instead of the abuser.

“Words like ‘riot’ and ‘chaos’ are like ‘hysterical’ when the latter is used to describe a woman’s justified frustration and rage against sexism and misogyny,” Eltahawy said. “Those words shift judgement away from the oppressor to the oppressed.”3

Even though the pseudoscience behind this made-up condition has been largely debunked, the concept of hysteria characterizes women’s medical diagnoses to this day. Doctors still don’t always believe women when they describe their pain, or they dismiss women’s symptoms as being psychosomatic. All in all, healthcare in America carries some serious sexist baggage.

And it has serious consequences. The list of examples of how misogyny in medical practice profoundly impacts women’s health is endless. Heart disease is the leading killer of American women, but because it’s still thought of as a “male disease,” women are less likely to be diagnosed accurately when they have a heart attack.4 Women make up the majority of those suffering from chronic-pain disorders, but doctors are more likely to refer them to a therapist than prescribe adequate pain medication. America’s maternal mortality numbers are the highest in the industrialized world—partly because doctors simply don’t believe women when they say they’re in pain.

And if you’re a woman of color, things are even worse. Heart disease and stroke are the leading causes of death for all American women, but the majority of people dying are Black women, with more than 60 percent living with some form of heart complication.5

The image of motherhood in America is often that of a white woman, but it’s women of color who are two to three times more likely to die from pregnancy-related causes.6 For years, everything from education level to socioeconomic background were blamed for these massive racial disparities, but now experts are finally pointing to racism—not race—as the biggest driving factor.

Giving birth in the richest country on earth, I never imagined I could die in labor. But I almost did. The experience put me on a journey to explore, understand, and share how women—especially women of color—are dismissed to death by systemic sexism in American healthcare.

This book is about the journey of learning to own my hysteria and rebrand it for the twenty-first century. It is the story of growing up in Bangladesh, surrounded by staggering maternal mortality rates, before lobbying for global health legislation on Capitol Hill and nearly becoming a maternal mortality statistic myself—all the while blissfully unaware of how dangerous it can be just to go to the hospital as a woman in America.

This book encourages women to embrace the power of their “hysteria” and redefine it as a positive response—a way to summon their voices instead of staying silent. A way to demand a response, a reaction.

Women should stop letting the legacy of hysteria silence and shame us. Instead, we should repurpose its deeply sexist history as a way to advocate for our own health. After centuries of having our symptoms dismissed and being told we’re crazy, have we not earned the right to speak out—in effect, to get “hysterical”?

When it comes to our health and rights, the truth is women aren’t being hysterical enough. Throughout history, we have been too quiet. We are still staying silent and polite—and it’s literally killing us.

Perhaps a little fury and confrontation is just what the doctor ordered. And that’s exactly what this book is all about.

Following in the footsteps of feminist manifestos such as The Feminine Mystique and Rage Becomes Her, The Pain Gap is an eye-opening call to arms that encourages women to flip our hysteria complex on its head and use it to bring about the women’s health revolution we need.

This book presents a compelling argument for urgent change while arming women—especially women of color—with a guide to their bodies and complaints, so that they have the support, information, and confidence to be their own best health advocates.

Meticulously researched and grounded in in-depth reportage of real women’s tales of healthcare trauma and medical misogyny, The Pain Gap illustrates how America got to this women’s health crisis point—and what women can do about it.






1 The First Feminist I Ever Knew


When I was a little girl growing up in Bangladesh in the 1980s, my mother was very involved with the women’s rights movement, and she used to take me with her everywhere. As the youngest of her four daughters, I was my mom’s constant companion.

When Ammu (Bengali for “mom”) started the country’s first women’s rights magazine, I did my homework sitting at her desk in the back office. When she opened a school for underprivileged Bangladeshi girls, I held her hand at the ribbon-cutting ceremony. Ammu was the first feminist I ever knew, and although I didn’t realize it at the time, she was nurturing my feminist soul along with her own.

Perhaps because I had gotten so used to accompanying my mom to her activist events, it wasn’t until my sophomore year of high school that it clicked for me just how radical it was to fight for women’s rights in a country like Bangladesh.

In 1996, when I was sixteen years old, my father won two seats1 in the Bangladeshi Parliament and was also appointed by the prime minister as a cabinet minister. Abbu (Bengali for “father”) was approaching the zenith of his political career, where he would remain for the next two decades.

In a move both strategic and bold, he nominated my mother for one of his seats, giving her some serious clout of her own, and turning them into a political power couple. Ammu had to beat out two male rivals, but she won the district that year and became a member of Parliament (MP) in the Bangladeshi government.

At the time, in the capital of Dhaka, there was a growing debate over the rights of sex workers. Prostitution in Bangladesh is legal if the brothels are licensed, but most aren’t. In the mid-1990s, brothels in the city were routinely raided by the local police, who would set fire to the slums where they operated.

The majority of sex workers were young women and underage girls who had been trafficked into the city and sold into prostitution. With the brothels ablaze, they had nowhere to go.

When they began pouring onto the main roads and into city centers, they were horrifically beaten and publicly assaulted by the very same law enforcement officers who had raided the brothels in the first place. Police mutilated many of the women’s faces with knives, gouging their flesh to mark, humiliate, and scar them permanently.

But advocating for sex workers in a Muslim country was not a cause that most women’s rights groups wanted to get involved in. So, when it was time for Ammu to give her first speech in Parliament after being sworn in as the representative of the Bangladeshi district of Pirojpur in Barisal, she took the opportunity to spotlight this issue, framing it as a crisis of violence against Bangladeshi women.

As my mom approached the microphone, I watched from a small wooden balcony in a tucked-away private room overlooking the Commons Chamber of Parliament. On the floor of the Bangladeshi government, dominated by manspreading lawmakers, my mom stood up at the podium and beamed under the bright lights. Her head loosely covered with the dupata of her light pink sari, Ammu proposed amending the law in order to protect the rights of sex workers.

Afterward, my mom had a group of the workers over to celebrate at our family home in Dhanmondi, just a stone’s throw from the Houses of Parliament. Ammu was always good about opening up our home to all kinds of people, especially those not as privileged as we were, perhaps because she herself had grown up with so little.

That day, our formal living room was packed with women in their neon-colored saris, matching bright makeup, and shimmering glass bangles. In the center of it all, playing hostess and making sure everyone’s teacups and plates were full, was Ammu. I wandered about the festive and colorful chaos, trying to go unnoticed, when a young woman named Shamoli, clad in a bright yellow sari and matching floral blouse, took me aside.

“Your mother is the first person to treat us like human beings, Apu,” she said, referring to me as “sister” in Bengali. I leaned in to hug her when Shamoli took my hand and placed it over a scar that ran right from the corner of her eye to her mouth.

In many ways, my mom’s work was making us all, including me, aware of our rights (or lack thereof) as Bangladeshi women. Watching Ammu take on the plight of sex workers, run an election campaign, and continue the fight all the way to the government not only showed me what my mom was made of but how dangerous it was to be a woman in an über-patriarchal society like ours.

It made me see how far women had to go to protect our fragile rights, and how difficult those rights were to access in the first place. It also revealed how openly women were allowed to be treated as less than, even subhuman, in our country. But perhaps most strikingly, the experience made me see that in a country where women were overwhelmingly powerless, Ammu was not. Unfortunately, it would not take long to discover the limits of her power.

In South Asian culture, having domestic servants was not a luxury reserved for the wealthy. Bangladesh was no exception. In very lucky cases, the family you work for provides you with medical care. My mom made sure our staff was taken care of—cleaners, cooks, nannies, and general staff. But the needs of my beloved childhood nanny, Wasifa, were anything but ordinary.

Wasifa worked for our family for about fourteen years. Although her main task was to take care of my older sister, Maneeza, and me, she was “my” nanny from the time I was three years old until I turned seventeen. The two of us were so close that my siblings still joke that as a kid I probably thought Wasifa was my mother. And, in so many ways, she was.

When I had bad dreams, I crawled out of my bed to the floor, where, most nights, Wasifa would be sleeping. If I needed a glass of water in the middle of the night, I would go to Wasifa. When I was six years old, there was a short period when I couldn’t walk. Wasifa carried me on her hip like a baby until I regained mobility.

Wasifa made all my meals growing up. I remember how she would roll her special chicken curry and basmati rice into perfect little balls just for me. I cannot count how many late afternoons we spent on the rooftop, me sitting with my head against Wasifa’s knees, listening to her tell stories while she braided my hair, the loud Dhaka traffic blaring as a burning orange sun set into the monsoon sky.

When Wasifa got married, things quickly went south. From the beginning of their union, her husband put a lot of pressure on her to not only get pregnant but also to produce a boy. Wasifa was diabetic, which complicated her efforts. As soon as she got pregnant for the first time, Wasifa miscarried—the beginning of a series of painful miscarriages that made her weaker and weaker, right before our eyes.

I often came home from school to find Wasifa sleeping or weeping quietly in some corner of the house. One day, I found her hunched over in the kitchen, bleeding through her sari, whimpering in pain. I screamed for my mom, and we rushed her to the nearest hospital.

“Your pregnancies will be the death of you,” Dr. Iqbal Wahab warned Wasifa as we sat with her in the hospital room. “You must stop trying for a baby.”

Dr. Wahab explained that because of her diabetes, Wasifa’s high blood-glucose levels made it more likely that she would miscarry, and that even if she managed to carry a pregnancy to term, the chances of a stillbirth, or worse, were high. Ironically, not long after those dire warnings, Wasifa got pregnant again. But this time, to everyone’s surprise, she carried to term, and finally gave birth to the baby boy she wanted so badly.

I was still at school when I got the news that Wasifa had delivered. I could hardly wait to go to the hospital to meet this baby! I felt as if I had gotten a little brother. Wasifa was finally a mother! I still remember all the plans I was making of how I was going to dress the baby, feed him, and make him my little doll.

Despite a relatively normal delivery, Wasifa had heavy postpartum bleeding and hemorrhaged so much that her blood pressure dropped sharply—a lethal combination for any woman after birth. By the time school ended that day, Wasifa was dead. She had named her son Farooq.

Losing Wasifa was a turning point in my seventeen-year-old life. It changed who I was, and though I didn’t realize it at the time, it transformed me into a women’s rights activist. It humanized the issue of maternal health and rendered me incapable of ever viewing maternal mortality statistics as just numbers on a page.

Wasifa’s death also made it impossible to ignore that for the vast majority of women in Bangladesh, access to healthcare was based on pure luck, and even then, it couldn’t save you. The women who worked in our home got access to whatever medical care they could through my mom, but Ammu had access only because she herself was married to a rich and powerful man—my father.

It wasn’t enough to save Wasifa, and it wasn’t enough to save the hundreds of thousands of women dying in pregnancy-related deaths in a country where the concept of women’s rights was still so controversial.

That said, Wasifa’s death coincided with major changes about to be enacted on behalf of Bangladeshi women, especially on the family-planning and reproductive-rights front. Through most of the 1970s and ’80s, Bangladesh had one of the world’s highest maternal mortality rates, as well as exponential population growth. There were 120 million people in a country the size of the state of Wisconsin, mostly because women couldn’t access family planning and contraceptives.2

But in 1994, the historic International Conference on Population and Development (ICPD) was held in Cairo, Egypt. The Cairo Conference, as it is commonly called, was the largest intergovernmental conference ever held on population and development. A total of eleven thousand participants came together to assemble the “Programme of Action,” which underscored “the integral and mutually reinforcing linkages between population and development.”3 It was at this conference that the international community reached consensus on three key goals: the reduction of infant, child, and maternal mortality; the provision of universal access to education, particularly for girls; and the provision of universal access to a full range of reproductive health services, including family planning.4

This marked a turning point, when population policies stopped focusing on controlling and slowing population growth and explicitly addressed empowering women. The idea was that if women had access to education, contraceptives, and better-paying jobs, they would choose to have smaller families, thus lowering fertility rates.

“Not only did the ICPD consensus delegitimize top-down governmental efforts that ignored or violated women’s human rights, it recognized that policies on development, in fact, could not succeed without ensuring such rights,” a policy review paper from the Guttmacher Institute states. “Accordingly, the Programme of Action enumerated a set of principles related to nondiscrimination and free and informed decision making regarding the right to control one’s own fertility.”5

Between 1996 and 2004, Bangladesh made major progress in reducing the number of women dying in childbirth and pregnancy-related complications by bringing the maternal mortality numbers down from 514 per 100,000 live births between 1986 and 1990 to 322 per 100,000 live births between 1998 and 2000.6

Thanks in large part to now-iconic Bangladeshi nonprofits, such as the Grameen Bank and BRAC (Bangladesh Rural Advancement Committee), the country became a “development star,” and a model for successful implementation of maternal health interventions. Over the next two decades, Bangladesh would go on to slash its maternal mortality rates by a whopping 40 percent.7

But none of this progress would bring Wasifa back. Soon after her death, her husband remarried and started a new life with his young bride. When we got the news from Wasifa’s village, it pierced my heart. How could anyone move on from Wasifa so quickly?

Little did I know, my own life would soon start moving pretty fast, too. My older sister, Maneeza, was home for the summer from her first year at the University of Virginia. She insisted I attend a summer writing camp there.

Although my interest in journalism and writing was growing, leaving Bangladesh for such a camp did not interest me. I was still in mourning for Wasifa. But my sister was determined, and it didn’t take much to convince my parents.

“You’re going to be a senior in high school, and UVA is one of the best colleges in America.”

I can still hear Maneeza doing her best to sell her younger sister on this grand plan.

“You have a real talent for writing, Anushay. Take it seriously.”

She did not stop there. Maneeza pointed out how, while in Charlottesville, I could interview in person with the dean of admissions, Parke Muth, and if I liked UVA, I could apply for an early decision. My parents, of course, loved the idea of my getting a head start in the college-application process. Before I knew it, I was on a plane going halfway across the world.

It was a late-afternoon British Airways flight from Dhaka Zia International Airport flying direct to London and then to Washington. As the sun dipped below the horizon, I closed my eyes and thought about Wasifa. I thought about her huge Bette Davis eyes, how they took up half her face. She looked so much like the woman in Picasso’s Portrait of Françoise—long, black, loose curls tousling past her waist.

Although I did not know it then, I was embarking on one of the most important journeys of my life—to the richest country in the world, where, almost fifteen years later, I would come close to dying in childbirth myself.






2 A Bangladeshi Girl on Capitol Hill


When I first set foot on Capitol Hill, I had little idea of how the US government worked and even less about how policy was made. My knowledge of Bangladeshi politics, absorbed through my parents, did not prepare me for my first real job—as a lobbyist, right out of college in 2002. The US war in Afghanistan wasn’t even a year old, and there was still an incredible amount of American political will to “liberate” the country from the Taliban, capture bin Laden, set up democracy, and deliver female empowerment to Afghan women and girls (draped in the US flag, of course). Hence my dream gig, as the project organizer for the Nobel Peace Prize–nominated Afghan Women and Girls Campaign, at the Feminist Majority Foundation (FMF). The United States may have invaded Afghanistan and ousted the Taliban from power in 2001 as retaliation for the September 11 attack on the World Trade Center, but it was the plight of Afghan women that the US government exploited to win the public relations and optics battle for the war with the American public.

It was very effective. Headlines everywhere shouted “Lift the Veil,” or promised to give you a peek “Behind the Veil.” All the rhetoric focused on freeing Afghan women from their evil Muslim male captors and blue-burqa prisons, and America—including me—just ate it up.

A Time magazine cover from 2001, which featured a carefully lit close-up of an Afghan woman’s face, suggested how much better off Afghan women would be now that American boots were on the ground, from Kabul to Kandahar.1

“The fight against terrorism is also a fight for the rights and dignity of women,” then First Lady Laura Bush said after the 2001 US invasion. Thanks to US intervention, she said, Afghan women were “no longer imprisoned in their homes.”2

It is hard to imagine an American First Lady making such a statement today, but so soon after 9/11, the country’s pain was palpable. People needed a reason for hope and optimism.

Understandably, the American public’s trust of Muslims was also at an all-time low, and in many ways, Islamophobia had become part and parcel of US national security. This was when migrant detention facilities such as Guantánamo Bay were repurposed to hold detainees from the “war on terror” without due process.

This was also when my Arab American friends quietly dropped the “Abdel” from their names and became Ali Rahman instead of Ali Abdel-Rahman. All the Mohammeds I knew suddenly became “Mikes” or “Moes.” I was regularly asked, when people learned my last name, if I were related to Iraq’s Saddam Hussein.

While most Americans first learned about the Taliban after 9/11, for me it was 1996, as a teenager in Bangladesh. I vividly remember hearing on the news that armed men were forcing Afghan women into the all-enveloping blue burqas. I remember hearing that Afghan women doctors and engineers had suddenly been banned from the workplace. I remember the woman assassinated by Taliban bullets as she lay prostrate at the soccer stadium in Kabul, and how quickly the blood drenched her blue burqa.

I remember watching as the women of Afghanistan brutally vanished in front of the world’s eyes—beaten to death by the butt end of a Talib rifle as bearded men waved shotguns and pistols at them. Men threw acid on the women for daring to show themselves outside their homes, and police officers whipped them for not standing behind their male guardians. I remember worrying that what was happening in Afghanistan could happen in Bangladesh, too.

And then came silence. The world unanimously—and quietly—decided to forget this nation in Central Asia, famously labeled by historians as the “graveyard of empires.”3 I heard nothing more about the Taliban until September 11, 2001.

Watching the Taliban return to the airwaves was like rediscovering an old terror I had not thought about since my schoolgirl days in Bangladesh. But now, degree in hand, I was a budding feminist determined to bring the fight to the real world.

That’s what led me to the Feminist Majority Foundation’s Afghan Women and Girls Campaign. Not only had the foundation been working in Afghanistan long before the US invasion, but they had just been nominated for the Nobel Peace Prize.

Securing Afghan women’s rights was now the principal mission of my life. Maybe this was because I was unable to fight for them as a young girl. Maybe it was just believing with all my heart that if the Taliban were able to erase women from society and get away with it, no women anywhere would ever be truly safe. Maybe it was a bit of both.

The president and cofounder of the organization was American feminist icon Eleanor “Ellie” Smeal. The three-time National Organization of Women president played a key role in the movement to ratify the Equal Rights Amendment, and although I was unfamiliar with her work before I joined FMF, Ellie quickly became a very important person in my life and career.

It is not an overstatement to say that everything I learned about how Washington works, how policy works, activism, organizing, and feminism, I learned by Ellie’s side. She became my mentor, and I loved her fiercely, even idolized her.

Her office was a sort of feminist Hollywood. It was not uncommon to bump into Gloria Steinem in the hallway, or Dolores Huerta at the holiday party. Working for Ellie Smeal and the FMF meant accompanying Angelina Jolie to the US State Department and briefing her on the latest anti–sex trafficking legislation. It meant seeing my boss sitting next to then senator Joe Biden during Barack Obama’s Democratic National Convention speech in 2008, when he officially accepted the party’s nomination. Biden and Ellie were and are very close, having worked together on the 1994 Violence Against Women Act (VAWA).

But it was the Afghan Women and Girls Campaign that put me on the Hill. That was the issue that introduced me to the world of policymaking and taught me how to lobby a bill—from its inception to authoring its language to convincing senators to support it to getting it to the floor for a vote.

Funding Afghan women–led organizations in Afghanistan; expanding the International Security Assistance Forces beyond just the capital, Kabul; and sponsoring dozens of Afghan refugees to attend college in America were all priorities for FMF’s Afghan women campaign. And Ellie Smeal’s strategy was always two-pronged—political action and educational advocacy—when it came to making sure US foreign policy protected and advocated for Afghan women’s rights.

Once I was there, my lobbying portfolio quickly expanded. Before I knew it, I was working on other major legislation, such as the Convention on the Elimination of All Forms of Discrimination Against Women (CEDAW), and the International Violence Against Women Act (IVAWA). I went to briefings in the Russell building on the House side of the Hill, where, after hearing a panel on why America should ratify CEDAW, Senator Biden met with throngs of women’s rights activists and advised us on how we could ensure our legislation got to the floor for a vote. I remember clearly his warning FMF staff that “family planning” had become a “poison pill” on Capitol Hill, synonymous with abortion, and to avoid the term when authoring legislation.

Biden was right. When I started representing the Feminist Majority in the Washington, DC, International Family Planning Coalition (IFPC), it didn’t take long for me to see just how right.

The IFPC consisted of some of the top American reproductive health and rights organizations, who had serious political clout on Capitol Hill: the Guttmacher Institute, Population Action International, the United Nations Foundation, the Center for Reproductive Rights, and International Planned Parenthood Federation, among many others.

This broad coalition authored pro-family-planning language to be included in US funding legislation for international health programs and advocated for the United States to return to the goals laid out at the 1994 United Nations ICPD, which put women’s empowerment at the heart of global population policy.

Why does the United States care about the reproductive health and rights of women around the world? It is estimated that more than 300,000 women and girls die from pregnancy- and childbirth-related complications, the majority of which occur in the so-called developing world. Approximately one-third of these deaths are preventable, especially with access to contraception. Experts estimate that worldwide, 214 million women have an unmet need for modern contraception.4

For more than fifty years, the US government has invested in international family-planning and reproductive health programs and is the funder of these efforts in the world. The United States is also one of the largest distributors and purchasers of contraceptives.5

According to a 2020 Congressional Research Service report, US foreign assistance, also called foreign aid, makes up the largest part of the international affairs budget. The roots of foreign aid go back to the European Recovery Program, also known as the Marshall Plan, that helped rebuild Europe after World War II.6

After the terrorist attacks of September 11, 2001, a large portion of US assistance focused on counterterrorism programs related to US military personnel in Iraq and Afghanistan. At the same time, global health assistance expanded significantly, with George W. Bush’s PEPFAR (President’s Emergency Plan for AIDS Relief) initiative to address the global HIV/AIDS epidemic. The size, composition, and purpose of foreign-assistance programs is decided by Congress, mainly through the appropriations process, and is reviewed annually.

Depending on which political party is in power, America’s role in international family-planning efforts changes, especially on the issue of abortion. US funding for family planning/reproductive health is governed by a few legislative and policy restrictions, including a legal ban on the direct use of US funding overseas for abortion as a method of family planning, something that has been in effect since 1973. Working on the Hill gave me a front-row seat to how America exports its own abortion politics to the rest of the world.

In addition to lobbying with this coalition to increase US assistance to international family-planning programs, one of our major objectives was for the United States to repeal a policy called the Mexico City Policy, or the Global Gag Rule (GGR), an American policy that prohibits foreign nongovernmental organizations (NGOs) from “performing or actively promoting abortion as a method of family planning,”7 the policy states, and using funds from any source (including non-US funds) as a condition of receiving US government global family-planning assistance.

Under the GGR, in order for an organization to remain eligible for US government funds, doctors, midwives, nurses, and civil society advocates cannot even mention the word “abortion”—much less provide abortion services—even in countries where abortion is legal and a woman requests it.

Organizations that choose not to meet these restrictions lose all US government funding, including that for essential supplies of contraceptives as well as technical assistance such as sonogram machines.8

“Organizations are presented with the choice to either give up talking about abortion or lose all of their US funding,” Akila Radhakrishnan, president of the Global Justice Center, a New York City–based nonprofit, explained to Vice. “There are not a lot of organizations that have the ability to refuse US aid.”9

It’s important to note that the GGR is not just denying funding for abortion—it’s a prohibition on talking about abortion as well. It is, quite literally, a gag order. Since 1973, the Helms Amendment has prohibited NGOs that receive federal funds from using those funds “to pay for the performance of abortions as a method of family planning.”

Due to this amendment, the US government has maintained a de facto ban on funding abortion care with foreign-assistance dollars for more than forty years. But this wasn’t restrictive enough for some GOP politicians who want to police language as well.

It’s also important to point out that American NGOs are not required to make the same certifications, because the policy violates the constitutional right to free speech. Foreign NGOs, on the other hand, are considered fair game. It is criminal that in this day and age, US foreign assistance is blatantly weaponized to attack women’s reproductive health and rights globally.

Though the official intention of the GGR is to reduce the number of abortions around the world, the Gag Rule has cruel consequences for the health and lives of poor women and their families.

Implementation of the Global Gag Rule resulted in people in Africa, Asia, and the Middle East losing US government–donated contraceptives, and many organizations and clinics have been forced to lay off staff or shut down altogether.10 The result has been particularly devastating for women in rural areas, where there is often just one clinic providing an array of services, usually one receiving US funding.

The GGR was first formulated under the Reagan administration and has been rescinded and reinstated like clockwork by subsequent administrations along party lines. It was repealed by President Bill Clinton, reestablished by President George W. Bush, and rescinded again by President Barack Obama.

Under President Donald Trump, not only was the GGR reinstated in 2017, but expanded in 2019. The Trump administration’s application of the policy extends to the vast majority of US bilateral global health assistance programs, including funding for HIV under PEPFAR, maternal and child health, malaria, nutrition, and other initiatives.

American women need to know and should be enraged about how US domestic abortion politics have spilled onto the international arena, creating barriers between women and their ability to access safe and legal abortions—even if they are legal in their own countries. There is perhaps no policy that demonstrates better than the GGR how disproportionately US domestic politics can affect everyone else.

But the Global Gag Rule is also not something we have to accept. American women should learn to get “hysterical” about it, because we can use our voices to change it—by organizing, lobbying, and joining the campaigns of hundreds of organizations that are already working on Capitol Hill to permanently repeal the GGR.

To this day, I am haunted by a very young pregnant girl I met in a clinic in Matlab, Bangladesh, during a nonwork-related trip. Moushumi was a domestic worker who had been raped by her employer, and her mother brought her to the clinic because she was complaining of intense stomach pains.

The girl and I sat in a thick, tangible silence in an unlit mud house as everyone around us made decisions on her behalf. She never looked up once. No one had the courage to tell this girl that terminating her pregnancy was an option, even though there was an abortion clinic literally across the street.

No one wanted to lose their American money or computers. They couldn’t afford to. This girl had no choice but to have her baby, and she died soon after from pregnancy-related complications.

Stories like this don’t just happen in Bangladesh. Research shows the consequences are both devastating and far-reaching. And in a perhaps predictable irony, it also suggests the GGR increases the rate of abortion.

A twenty-country study from Stanford University examining the Global Gag Rule in sub-Saharan Africa found that countries with “high exposure” to the policy experienced a relative decline in the use of modern contraceptives and an increase in the induced abortion rate. In Madagascar, health experts point out that the GGR is forcing women to choose between buying food or paying for contraceptives.11

Because so many providers are afraid to lose their funding if they have even a slight connection to an organization associated with abortion in any way, these policies create panic and end up making basic sexual and reproductive healthcare inaccessible in countries where women need fewer barriers to surmount, not more.

In recent years, Nepal and Kenya changed their abortion policy in an effort to reduce high maternal mortality rates because they recognized how unsafe abortions were needlessly killing women and girls.12 Women in Nepal and Kenya experience high rates of sexual- and gender-based violence, but it is an American policy, like the GGR, that is preventing these countries from addressing this crisis.

We must end the Global Gag Rule. As was expected, one of the first actions President Biden took after coming to office was to immediately repeal the GGR, rescinding expansions that were made under the Trump administration. But that is not good enough. We need to permanently eliminate this policy and stop playing politics with women’s health and reproductive rights—at home and abroad.

Although Médecins Sans Frontières (MSF) does not accept US government funding, the medical aid charity issued a statement after Biden repealed the GGR. The group spoke about the harm the policy had on limiting women’s access to healthcare. In 2019, MSF treated more than 25,800 women and girls with abortion-related complications.13

“We’ve seen women who have used pens, broken glass, or sticks to try to induce an abortion,” Dr. Manisha Kumar, head of MSF’s task force on safe abortion care, said in a statement on the organization’s website. “We’ve seen women who drank chlorine or poisons.… We can only guess how many women lost their lives over the last several years because access to this essential health care was cut off. And we know that policies such as the Global Gag Rule disproportionately affect black women and women of colour.”14

As Americans, we have a responsibility to educate ourselves about how US foreign policy impacts women and girls globally because what happens here matters for women’s rights around the world. When we vote in the United States, we are not only voting for ourselves. We are voting for women’s rights globally. That’s how powerful our politics and American policies are.

A 2020 study by the Guttmacher Institute, a leading research and policy organization committed to advancing sexual and reproductive health and rights in the United States, finds that 121 million women face an unintended pregnancy every year, meaning almost half of all pregnancies worldwide are unintended.15 More than 60 percent of all unintended pregnancies end in abortion.

A 2016 analysis, also by the Guttmacher Institute, found that the US Agency for International Development budget for family planning gave twenty-seven million women and couples access to contraceptives, prevented more than two million unsafe abortions and six million unintended pregnancies, and helped prevent eleven thousand maternal deaths worldwide.16

These numbers tell us that we can save women’s lives if we want to because we already know how. We already have the solutions, and we know where to intervene. But these numbers also tell us that women are dying needlessly in situations that are largely preventable. We have to remind ourselves that each number is a real woman—someone’s daughter, sister, wife, mother. Every woman’s life counts.

After Barack Obama won the presidency in 2008, one of his first acts was to repeal the GGR. We celebrated in our office conference rooms and toasted with champagne, but deep down we all knew it was just a temporary victory.

“Health care providers, not politicians, know what is best for their patients and families,” Serra Sippel, president of the Center for Health and Gender Equity, wrote in the Advocate. “It is wrong for the United States to force health care providers in other countries to choose between restricting the care they can provide to patients and keeping critical funding.”17

Until the United States permanently repeals this policy, women around the world will pay with their health and lives. The United States can, and must, do better. And American women must lead the way by tapping into the power of their “hysteria” to speak out for women around the world who are impacted by American policies such as the GGR.

The power of Americans, especially American women, to step in and fix the wrongs of their government is not such a radical idea. It is something that I witnessed firsthand in 2002 when the George W. Bush administration announced it was withholding $34 million in congressionally appropriated funds from the United Nations Population Fund (UNFPA), which is the UN agency for sexual and reproductive health.

The decision was made on unfounded rumors and reports that the agency was backing programs in China that included forced abortions, allegations that even the US State Department’s own fact-finding team found to be false.

Enter Jane Roberts, a retired French teacher and tennis coach from Redlands, California. “A brainstorm came to me as I lay awake, anger simmering in my brain,” Roberts wrote in her memoir, 34 Million Friends of the Women of the World. “Why not, I said to myself, ask 34 million of my fellow Americans to chip in $1?”18

Roberts went on to devote two decades of her life to a grass-roots campaign to ensure that Americans could privately support an agency that was created, ironically, at the behest of the United States in the 1960s.

Today, despite being the tireless target of GOP politicians, politics, and presidents since the 1980s, UNFPA is thriving. “We have more money than we have ever had in the history of UNFPA,” said Arthur Erken, director of policy and strategy at the Population Fund.19

If one American woman can help curb the impact of harmful US policies on women’s lives, imagine what American women could collectively do to advocate for women’s health—at home and abroad.






3 A Tale as Old as Time


In researching this book, I spoke with almost one hundred women with various medical issues. All of them had had their pain dismissed by medical professionals. They were told their symptoms were the result of anxiety, depression, or stress, if not simply a figment of their imagination.

Each time, the women’s pain and symptoms were found not only to be real but also indicators of serious illness. In short, no woman was imagining her illness, yet every woman was told she was.

The pattern that quickly emerged was that every woman has a sexist medical story, and every woman of color has a sexist and racist medical story. It was so consistent that I almost couldn’t believe it. But then I realized, that is precisely the problem. Why is it so common for medical professionals not to believe women?

“Our national failure to take women seriously is a public health crisis,” said Jaclyn Friedman in her essay “The Cost of Disbelieving,” included in Believe Me: How Trusting Women Can Change the World, the groundbreaking anthology Friedman edited with Jessica Valenti.

“Take, for example, the medical establishment’s long-documented refusal to take women at our word about the symptoms we’re experiencing,” Friedman wrote. “Whether we’re suffering from acute and chronic pain, mysterious weight loss or gain, neuromuscular conditions, or depression and anxiety, we’re suspected of being melodramatic, or told that all we need is an attitude adjustment and some self-care.”1

And it’s not just women and feminists who are aware of this phenomenon. Medical professionals know it, too.

“I can’t tell you how many women I’ve seen who have gone to see numerous doctors, only to be told their issues were stress-related or all in their heads,” Dr. Fiona Gupta, a neurologist and director of wellness and health in the department of neurosurgery at the Icahn School of Medicine at Mount Sinai in New York City, told the New York Times. “Many of these patients were later diagnosed with serious neurological problems, like multiple sclerosis and Parkinson’s disease. They knew something was wrong, but had been discounted and instructed not to trust their own intuition.”2

Penney Cowan, founder and chief executive of the American Chronic Pain Association, agrees with Dr. Gupta. She says physicians tend to discount women’s pain a lot more than they do men’s. Studies back her. According to a 2014 online survey of more than 2,400 American women with a variety of chronic pain conditions, 91 percent felt that the healthcare system discriminates against female patients, and nearly half were told their pain was all in their heads.3
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