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“Lest we forget the lessons of our past, Kari Nixon reminds us—in poignant yet relevant detail—that we’ve been here before, and, more important, we can find our way out.”

—Niki Kapsambelis, author of The Inheritance: A Family on the Front Lines of the Battle Against Alzheimer’s Disease

“A brilliant look at the history of humanity through the lens of disease, this book is a must-read for anyone who has found depths of resilience and determination in this pandemic (and that’s all of us). Smart, accessible, and downright funny, Nixon’s Quarantine Life presents an in-depth archive of our collective past in order to better illuminate who we will be beyond just survivors of a pandemic. Her words make us reflect our own self-prioritization and adaptability, and, most important, have us believing we will come out of this better than when we entered.”

—Aparna Shewakramani, TV personality

“I’ve interviewed over three hundred scientists for my show and read nothing but science books. Never have I met someone whose incredibly distinctive work became so serendipitously relevant and important at such a specific moment in time. Kari packed a wonderful overview of three hundred years’ worth of literary accounts from humans impacted by various pathogens through modern history and mixed it perfectly with modern science to give us much-needed historical perspective on the present while providing balanced views on COVID and other current diseases and, perhaps even more important, a clearer outlook on the inevitable future. Whether you’re into history, literature, or science, or just want to better understand the many frustrating and seemingly counterintuitive responses contemporary humans are having while experiencing their first pandemic… this is a book centuries in the making that is a must-read today.”

—Shane Mauss, host of the podcast Here We Are
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For Flora and Zelda

Taller than the trees, bigger than the sky, and deeper than the ocean
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And because of Mom, Dad, and Gracie

Because you loved me, I could love. Because you fought for me, I found I could fight for others.






INTRODUCTION


Death and taxes. There’s an old saying that these are the only two certainties in life, that they’re the only things we’re guaranteed. To that list should be added “disease.” Because to live a life without disease means having either perfect genetics or a perfect life somehow free from encounters with the disease-causing pathogens that are all around us. Such a superhuman has yet to exist.

There has never even been a time on this planet without bacteria and viruses—at least not while we humans have been around. For the entirety of recorded history, disease has loomed, a haunting shadow waiting to strike and decimate. Disease has always been a given, and the question of the next pandemic has never been “if.” It has always been “when.”

I am many things: a professor, a mother of two young children, an avid rescuer of far too many animals who are dubiously well-behaved. But more than anything, I’m a disease-lover. You heard that right: disease-lover. I mean this theoretically, of course. I hate being sick as much as the next person. Probably more, in fact. Although I’m a pretty basic white woman, I deeply believe it was I who first invented the “man cold.” And yet if you met me on the street or in the store, before I tell you about my kids, my husband, or the books I’ve written, I’d be more likely to chat with you about my undying love of disease. Seriously—ask any of my family, friends, or students. I’m the disease girl. Because of some of my recent publications, I’m often jokingly referred to as the “syphilis professor” at my university, a title I accept reluctantly only because Group A streptococcus and tuberculosis are actually my favorite illnesses, not syphilis. I could fill a whole book with how I got here—how I became “the syphilis (ahem) streptococcus professor.” There are lots of reasons I became the type of person I am, the type who wants to think about bodies when they’re out of our control, when they’re not behaving the way we’d like to think they “should.” But that is a book for another day. For now, it makes more sense for me to explain not the how but the why of my disease fascination. This whole book, after all, is about how humanity’s history of surviving plague after plague can help us, not just as society grapples with the COVID-19 pandemic but also for the next plague, and the one after that. Because remember, it’s always a matter of when, not if.



The short answer about why I love disease: disease is people.

Here’s the long answer: We care about disease only when it affects people (or sometimes when it affects the animals we love or rely on for sustenance). We can chart mortality statistics and map epidemiological spread. We can explain protein structures and methods of replication. We do all this, though, because a disease affects us and our loved ones. Even a plant virus will matter to us if it affects our food supply. But the random bacteria living on some algae in a nearby pond? Who cares? Until or unless it affects humans, that is. Perhaps you’ve never thought about it this way, but “disease” is literally simply a way of marking something happening to our bodies (or the bodies of plants or animals around us) that concerns or distresses us. With ever-advancing scientific and medical technology, it’s easy to lose sight of this fact, or to assume that any given disease is some stable entity that exists out there, outside of us. You could say this is true of pathogens themselves—viruses and bacteria certainly do exist without us (although viruses must have some sort of host). But the diseases they cause—the things we name and treat as having some sort of independent existence—only in fact exist as defined against the idea of a sound human body that they invade and sicken. Thus, to name disease is to name ourselves, or at least some version of ourselves and our communities as we think they ought to exist (and no longer do). Cholera only exists as a concept because it destabilizes the idea we have of bodies without cholera—“well” bodies that define our norms. And quite often, this imagined “well” body or group is something we notice only when it’s taken away from us through disease. Contagious disease is especially good at demonstrating this, because unlike cancers or heart disease, we can much more easily perceive that contagious illnesses come from external threats. Contagious disease in particular reveals the ways we have come to think of ourselves (I’m healthy, I’m active) and our communities (I’m connected with this group, not that one) as anything but stable factors of our identities. They are in fact fantasies, or desires at best, that disease—perhaps the most human thing aside from humans themselves—exposes as such. And when disease exposes these fantasies, we shiver in our vulnerability, certainly. But we’re also motivated to adapt ourselves—to grow and change, and become a new, better version of who we’ve been. So for me, disease is only as horrifying as it is beautiful in its capacity to force us to reckon with who we really are, individually and collectively. In 2021, we stand at a historical advantage, too. If we confront this reckoning proactively, by learning from what previous generations of humans have had to face, our own reckoning might be a little less painful. We might just feel a little less naked and vulnerable when (not if) our time comes to face disease.



After the development of germ theory in the 1880s, modern Western medicine made huge inroads into the war against disease. Because of proactive warfare in the form of vaccines, and also through the creation of counterterrorism tools such as antibiotics, infectious disease has retreated from the front lines of public fears. In the last fifty years or so, it has been replaced by fears of the noncontagious: heart disease, diabetes, cancers, and dozens more. Contagious disease doesn’t scare us today the way it did even seventy years ago, before the polio vaccine was invented. Ironically, our hard-earned confidence in the face of contagion has made us less prepared than ever to confront the “when” that we now face, which, at the time of writing this, is the COVID-19 crisis. After the pandemic itself ends, its repercussions will ripple outward—in the economy, in families, in product development, in supply chain management—for decades to come. Thus, even after COVID-19 is controlled, our medical privilege could very well be our downfall, because it is the very thing that has allowed us to forget what disease is like, and the damage that it does. And of course, there will always be another pandemic. Our assumption that we’re magically impervious to disease has already allowed us to be caught unaware by the pandemic, as Westerners watched the disease’s spread in Wuhan but generally didn’t seem to believe it would be a threat in their communities. It also delayed many shutdowns and social-distancing efforts, as generational bravado about infection prevented us from really believing that we, too, could die from contagious illness. Yes, even in “the Land of the Free” hospital beds are finite resources, and doctors can be too sick to work.

So, we find ourselves oddly and suddenly (at least in our conscious awareness) connected to our ancestors who lived in terror during the 1347 bubonic plague, to the parents wondering whether to inoculate their children against smallpox in the 1700s, to the young adults who were mysteriously wiped out in the 1918 influenza outbreak. In 2020, we were stripped of the modern hubris that made us overly brave, and we now stand existentially naked and prone to the ravages of tiny, pathogenic particles.

But even now we have tools that bacteria and viruses don’t have: emotional resilience, sheer grit, and single-minded determination. In the face of a deadly virus like Sars-CoV-2, the human body seems delicate—a just barely calibrated machine with its gears always on the brink of slipping, or worse, grinding to a halt. Humankind, however, has evolved to be the preeminent species on the planet not because of brute strength but because we’re stubbornly determined to survive. To individual humans, the protein-spiked ball of the novel coronavirus is indeed formidable, capable of taking any one of us down, given the right circumstances. To the entire human race, however, the viral particles are specks of soulless computer code up against the tenacious spirit that domesticated everything from fire to farm animals. Delicate, frail, and vulnerable we humans may be, but we are damned stubborn, if nothing else. A quick note before we go on: I use COVID-19 intentionally throughout this book to refer to the illness caused in humans and animals by the pathogen, which I will refer to as either the novel coronavirus or Sars-CoV-2. Such a distinction also maintains medical and scientific accuracy.

Nationalism aside (and believe me, we’ll get there—no book on global disease can sidestep the issue), the human race is one of relentless ingenuity and creativity. We are the species that decided jumping into the vastness of the ocean on so many pieces of wood seemed like a good idea (Hello, navies! Hey there, global trade!), who looked at a piece of grass and somehow determined it could be ground and cooked into something delicious (Oh hi, gluten-y goodness!), who needed to go faster and farther and so dug up trillion-year-old dinosaur juice and processed it into a completely different product that would change the world while simultaneously destroying it (Alas, fossil fuels!). As this last example indicates, we humans can be both our own greatest ally and our own worst enemy. No pathogen has succeeded in wiping us out yet, but COVID-19 is certainly giving us a run for our money. To be frank, I think we’ll survive this, but the question we need to also be asking is, who will we be on the other side? Who do we want to be when we get there?

I believe that history holds the answer to these questions. Studying the past will show us not only how we can craft our biological survival as we weather the storm of the COVID-19 pandemic but also how to think ahead and become, if not the best, then at least a better version of ourselves as a whole—and not in spite of the novel coronavirus, but because of it. The novel coronavirus today—and hundreds of diseases from the past—can help us learn how to be and do better for the next plague, and the next, and the next.

The human race has managed to survive epidemic after epidemic, and while these crises left tragedy and trauma in their wake, they also made way for much-needed conversation, debate, and, in the best cases, widespread social reform. As much as we might see them as the enemy, microbial lives are intertwined with ours. Scientists even theorize that viruses developed from rogue pieces of human DNA that somehow gained independence—a sort of microscopic SkyNet event. Bacteria were likely some of the first living organisms to inhabit our planet at all. Of course, no one wants to die from disease, but there is a way to frame humanity’s contest with microbes as a critical part of our strategy in paving a path forward, not just barriers to be bulldozed as we sally forth. In purely physical terms, it’s now widely recognized that having “good” bacteria is essential to living a healthy life. In fact, scientists began to discover this in the 1890s, but scientific insight and broad public acceptance of an idea are often two separate happenings; only in the recent past have the two met, resulting in greater marketing of probiotics and other positive advances. We now recognize that we humans live interconnected lives with bacteria. Similarly, humans themselves developed in tandem with—not in spite of—viruses. As early as 2000, scientists discovered that critical bits of viruses were likely what allowed placentas to form, and the human race to progress. That is, viruses, these humble bits of code possibly derived from human DNA millennia ago, have, in some cases, worked their way back into the human genome, becoming a permanent part of ourselves once more. As one provocative NOVA article puts it, “Humans are, in a very real sense, part virus.”1 With that in mind, I would like to posit something radical here: that we see these pathogens as not just biologically intertwined with our individual and collective lives but as socially and emotionally intertwined with them as well.



Each time humanity survives an epidemic, we emerge on the other side of the crisis fundamentally different than we were before. Even in the present chaos of the coronavirus, we are all markedly more aware of the sheer number of things we touch, and the way touch unites us—for better or worse—to other humans. Gone is the mentality that we can exist as islands unto ourselves. The list of how humans have had to reassess our interactions is far-reaching. Parents have been forced to reconsider how highly they value daycare workers and teachers, communities have been asked to reconsider what is truly the “essential” work that society relies upon, and we’ve all been asked to stretch our needs for community and companionship to the utmost as we strive to ensure that such a community still exists. All this human change has come from a virus much, much tinier than a dust mite. If our privilege from Western medicine allowed the novel coronavirus to take us by surprise, the virus has nevertheless taught us a lot already. Priorities have been reevaluated, and huge numbers of people have been forced to examine the choices they’ve made on individual and community levels.

By carefully studying the history of the people who’ve lived through plagues before us, we can avoid being taken by surprise again, while retaining the vital lessons pathogens can teach us. At the time of writing this, numerous studies on antibody creation after a bout of COVID-19 have left many disappointed—it appears that antibody numbers are not terribly robust some months after infection. And yet some scientists have hypothesized that T cells—which are essentially the long-term memory of the immune system—may be the key to COVID-19 immunity. I believe we need to be like T cells in terms of our social thinking: we need to invoke a long-term memory of human society. We need to dig deeply into the archives of human knowledge—knowledge from other eras when society didn’t have pharmaceutical interventions for disease. These eras are going to more closely mirror what we’ll go through when humanity encounters a disease it’s never seen before, in the months or years it takes to develop treatments and vaccines.

The last fifty years of history are but a blip in human development, and one in which all our advancements have ironically given us knowledge of how to avoid pandemics but simultaneously robbed us of generational wisdom about what to do when they occur. We’ve decreased the threat of infectious disease in the developed world, that is, but in doing so have decreased our own ability to cope with rampant epidemics when they happen. The inverse is true, too. As little as a century ago, mortality rates from infectious disease were higher, but so, too, was familiarity with what disease really is and what it’s caused by. People understood much more intimately what diseases looked like and what they did to the body. They also understood what it meant to exist—to simply be—while plague ravaged the world around them, with nothing to do but envision the world on the other side not just as a return to “normal” but as something better. Not only can we learn much, therefore, from the people who lived and died in these worlds but we must, or we have much more to lose than our lives. We risk losing the beautiful and vibrant elements that define humanity itself.



I’ve said I’m a professor, and it’s time to unpack this a bit more. I’m an English professor. Yes, take a moment. Spit out your drink in surprise, or whatever you need to do to take in this statement. Then come back to this paragraph, and I’ll explain. Ready? Okay, then. I specialize in what’s called the medical humanities, which can be described as a sort of “umbrella discipline” including medical ethics, the history of medicine and science, and medical representations in literature. For my part, I do a little of all of these. In fact, many English professors in the twenty-first century combine a healthy dose of philosophy, history, and literary studies to do their work. Most English professors also live by the adage “Everything is a text.” In academic publications, professors routinely analyze newspaper articles and scientific treatises as much as novels and poetry. I have coauthored a book that, among other things, analyzes the language used on infant formula cans, and I’ve had students do projects analyzing the intake forms used in doctor’s offices. “Everything is a text” also applies to our abstract world: our society, our norms, geographic boundaries, clothing, all of these things can be analyzed using the training English professors receive during their doctoral work (which generally includes historical, literary analysis, and philosophical training). So, while I have a PhD in literature and routinely teach in my literary specialty of the Victorian era, replete with all the Brontës and Austens and Eliots and Hardys you please, my research specialty from my graduate days was derived from exploring how authors like these responded to growing and changing scientific information about disease during their lifetimes. Thus, I’m equally as often teaching my medical humanities students to navigate and analyze WebMD pages as I am instructing them to use anthropological approaches to immerse themselves in the Victorians’ medical world. These tools ask students to defamiliarize themselves with the assumptions we all make every day and to think like someone who has never lived in our world before. How would it look to them? What biases might they notice that we take for granted every day? In this book, I hope to impart some of these strategies to readers as well.

But first, it’s important to state early and clearly: I will not be making health recommendations in this book. For one, I’m not, nor do I ever claim to be, a scientist. Yet I absolutely believe a literature professor like me has a lot to offer without needing to claim particular scientific credentials. What I see our world growing frustrated with (which I will address at length in the following chapters) is that even the world’s best epidemiologists and virologists are dealing with something new, novel, and, at times, perplexing. None of us know perfectly what to expect, because we’re in totally uncharted territory. The data about COVID-19 seems to change daily, and I see more and more people around me experiencing “data fatigue.” I think, perhaps, more than data, we all want to know how to feel. And I think a long-term, T cell–like historical memory can help us calibrate our emotional response to COVID-19 as much, if not more, than scientific studies about the virus’s epidemiological flow.

In the chapters that follow, I ask you to journey through time alongside me, getting to know the amazing personalities that contributed to our (perhaps overly) plague-free life as we know it, and who remarkably did so even as plague threatened to upend the world as they knew it. Along the way, I will offer tips—sometimes practical tips for physically and emotionally navigating these waters, sometimes philosophical or theoretical tips for making sense of the endless debates about ever-changing COVID-19 data and recommendations. As best I can, while never hiding my political leanings, I will attempt to make these tips nonpartisan, or at least to recognize the valid claims made by both sides in a partisan debate. Because I—like every other human on this planet—have my own political views and biases, I may not always be successful in my attempt, but I hope at least to demonstrate the sincerity of my efforts in providing insights into what we’re living through—both the disease and the social turmoil—that can help any reader, not just those who already agree with me.

If I’ve learned one thing in my years of studying the social impacts of disease, it’s that we live in a world where we’re connected, for better or worse, to the people in our human community by the microbes that we share between us. And in times of contagious disease crisis, if we fail to recognize our shared connection, we are most certainly doomed, because our fates hang together, yoked by tiny particles that threaten us all. Scores of historical figures—both famous and obscure—have taught me as much. By learning the stories of those who lived before us, by educating ourselves about the worlds they inhabited and the viruses and bacteria that lived in, with, and through them, we can learn how to emerge from the novel coronavirus pandemic stronger than ever before and well prepared for the next new disease we will inevitably face. If we don’t learn from their examples, however, I foresee a world adrift, damned by alienation from its own history, a victim of self-annihilation cued, rather than caused, by the novel coronavirus.






1 #LISTENTOWOMEN


Smallpox, Vaccines, and the World before Germs
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1721

A walnut shell full of infected pus and women’s intuition changed the world as we know it. In 1721, when Mary Wortley Montagu, an English ambassador’s wife on a voyage to Turkey, saw Greek women saving their families from smallpox by having infected pus purposefully put into open wounds on their children’s arms, she saw her chance to change the world—and she refused to let men ignore her. Her story, and several others like it, presents concise lessons that the history of vaccination can teach us in the time of COVID-19—messages that actually have nothing to do with vaccination itself, and everything to do with


	Lesson 1: Looking for answers where you least expect them (aka Listen. To. Women.).

	Lesson 2: Understanding that public health debates have always been about a tension between individual liberties and the collective good.

	
Lesson 3: Realizing that “choice” is a relative concept.



Montagu’s story—and those of other women trying to protect their children from disease—is a helpful beginning point as we attempt to navigate plague survival, not only because she precedes other stories in this book chronologically but also for another important reason. Her experiences show us that before we can dive into the difficult work of survival and rebuilding, we first need to be sure that we’re asking the right questions and looking for answers in the right places. The lessons derived from Montagu, in other words, help us calibrate our initial approaches to tough questions and even tougher conversations. But before we begin her story of courageous motherhood, I want to share another, more recent one that may seem unrelated but has helped me understand critical aspects of Montagu’s own story from a very different vantage point.

Dublin

March 26, 1842

Ms. McCormick looked sleepily out the window, attempting to gauge, by the amount of light, what time it was. She squinted at the darkness; it was the middle of the night—maybe 2 a.m., if she had to hazard a guess. She could hear little Patrick wheezing in the bed next to her, and her heart hitched midbeat in her chest, hovering between instinctive parental panic—Is he sick again?—and seasoned maternal confidence—a little raspy breathing was nothing; he had just been treated in hospital for a suspicious cough, after all. He was probably still on the mend. Should she rouse him? She sat up, put her feet on the floor, and paused, wavering between these poles of certainty and fear while also weighing her divided physical loyalties—her own twelve months of sleep deprivation since Patrick’s birth and her impulse to check on her baby.

Ultimately, the special cocktail of guilt and duty surging through her in the black darkness won out, and she lifted her baby from where he had been nestled. As her drowsiness melted away, she could now hear just how labored his breathing sounded. His back vibrated jerkily in her palms with every laborious drag of breath. What had begun as dutiful, better-safe-than-sorry wakefulness now crystallized into sheer panic as her eyes adjusted to the darkness and she could see him. As he strove to breathe, Patrick worked his tongue in and out of his mouth with a furious intensity that bespoke fever and delirium—that much was obvious even in a child this young. She’d never seen any baby do this—rolling the tongue up and down along the hard palate, in and out along the teeth, as if the organ were irritated. She’d never, in fact, until that moment considered the tongue to be an organ unto itself, and before she could fully piece together the raw ends of her alarm, she saw her baby boy as he was—a mere sack of organs, vulnerable to some horrible fever that was eating away at him before her very eyes. She put Patrick to her breast, relieved that he nursed readily. That had to be a good sign, she told herself, as she sent for the doctor and the apothecary.

The apothecary arrived first, but Ms. McCormick was glad to see anyone who could offer help. Although she was anxious for the doctor to show up, Mr. Brown was gentle, putting Patrick into a warm bath to soothe him, and administering emetics. When the doctor finally came, along with a colleague, Ms. McCormick was grateful to see them try everything medical science could recommend. She was a poor woman, and she hadn’t been sure anyone would help her. The doctor disagreed with the emetics. Instead, he injected the baby with turpentine. By 11 a.m., Ms. McCormick was both comforted and despairing at the doctor’s continued presence. She was grateful he was there, of course, tending to her poor baby, but the fact that he had remained so many hours meant this was serious. He wouldn’t have stayed if he’d been woken at this time of morning for nothing. She looked out the window, hoping for a momentary distraction, watching the town go about its midday business while the atmosphere inside her walls was a nauseating mixture of monotony tinged with crisis; no one had moved, changed clothes, or taken a break for almost nine hours now, but everything had changed—everyone knew she might lose her baby. It was the secret no one whispered but everyone harbored. She glanced over her shoulder at the doctors. No one noticed her. How horrific to imagine that she, Patrick’s own mother, was useless to him now! She who had given him life could only stand at the edges of the room wondering if he would die. The doctors were drawing blood from his arm while administering a mix of mercury and something else she couldn’t recognize. Two hours later, there was still the sickening same-not-sameness as they bled her son’s tiny body. (Bleeding was not much en vogue anymore, and perhaps it’s for the best that Ms. McCormick likely didn’t know that this probably meant the doctors were running out of ideas.) By evening, she had her boy back with her, nursing readily. That has to be a good sign, right? her inner voice repeated—this time, however, with a question mark added and an undertone of urgency, of desperation.

Dr. James Duncan, the man who eventually recorded this case, had arrived just after daybreak on March 26, and his case notes reveal the extent to which pre-twentieth-century society was collectively at the mercy of disease. Treatment after treatment was delivered to poor Patrick—everything as touchingly soothing as nursing with his mother and a warm bath to procedures that make the modern reader cringe (turpentine and mercury pumped into him, bleeding and laxatives draining his strength). These exhaustive efforts illustrate the very real desperation of doctors and families in this period to save their loved ones. Duncan’s notes, published in his book Illustrations of Infantile Pathology: Measles, describe little Patrick McCormick as a “fine stout infant,” and his nearly hourly journal of Patrick’s progress, though largely optimistic in tone, ends abruptly with the baby’s death during a series of violent seizures.1

Even 134 years later, one can visualize the “fine stout infant” readily. Duncan’s copious notes make it inevitable that readers find themselves attached to the little boy, rooting for him and his mother, who, while standing across the bounds of two centuries from us, were nevertheless very real people who suffered greatly. While reading this for the first time, the mother in me stopped short when I came to the line announcing no further updates on little Patrick. I had assumed—as it seemed his own mother, the doctor, and the nurses also did—that he was making great progress. My heart caught in my throat when I read that he’d died after twenty-four hours’ struggle with post-measles complications. I first read this mother’s story while living in Washington State, an anti-vaccination stronghold, during a period when measles cases were on the rise. Her story reminded me of another mother who was born more than 160 years before her: Lady Mary Wortley Montagu. The two were separated by huge disparities in wealth and more than a century in time, but reading Ms. McCormick’s experience allowed me to reflect on Montagu’s in the shared light of their motherhood, and in the shared context of mothers’ unique trauma in eras of high infant mortality. Though there were certain diseases associated with overcrowding that were less likely to affect the rich, in general, wealth made no great difference in terms of disease survival at a time when society had no real treatments for these ailments. What I’m about to tell you is the story of when Lady Montagu chose to do something very brave, but Ms. McCormick’s story prompted me to ask: Did Montagu really choose to, or did she have to, to protect her children? And if her different experiences as a mother affected her perspective about the options available to her, did it also impact where she sought answers?

London

April 1721

I envision Lady Montagu on her life-changing day in 1721, standing with the sort of feigned steadfastness that I can recall mustering when breastfeeding my daughters in public. I imagine her standing stiffly, with a kind of “fake it or you’ll never make it and be taken seriously” hitch in her shoulders, mixed with a “come and fight me” set to her lip that I remember summoning up myself, in lieu of real bravery. The London air would have been just losing the last whisper of chilliness. Spring was steadily blooming as Lady Montagu stood alongside her daughter, waiting to begin. Among other witnesses there that day were four medical professionals. One, the surgeon Charles Maitland, would perform the procedure; the other doctors were brought from the College of Physicians as witnesses so that they could spread news of its success or failure. Lady Montagu was hardly the star of the hour—she was not at all what people had come to see—but my mother’s heart zeroes in on her tension, her intense focus on trying to believe she was doing the right thing. Her pulse must have raced even as she kept that stiff upper lip—what if she was killing her daughter?

It was too late for fear now, however, as Charles Maitland approached three-year-old Mary (folks at this time weren’t very creative in their naming practices) with a pus-laden lancet, made an incision on her arm, and spread the organic slime into it—slime that would have been harvested from an actively infected smallpox patient. No turning back now.

This day had been a long time in the making. Lady Montagu had recently returned from her travels abroad to Turkey (then known as the Ottoman Empire) with her husband, a British ambassador. While there, she observed that smallpox, a disease that intermittently devastated communities back home, seemed to be much less of a problem in these areas, places the British ironically viewed as “primitive” and “backward” (the British generally saw anyone who wasn’t British in these terms, and they did even more so with regard to countries outside of Western Europe).2 She inquired of local women in Turkey about this and was told about a strange process of preventive care, which she later witnessed. Her own experience with smallpox in 1715, which left her scarred, also likely made her keenly interested in investigating preventive measures. She explained the process she’d observed in Turkey in a letter home to her sister:


The small-pox, so fatal, and so general amongst us, is here entirely harmless by the invention of ingrafting, which is the term they give it. There is a set of old women who make it their business to perform the operation every autumn, in the month of September, when the great heat is abated.

… The old woman comes with a nut-shell full of the matter of the best sort of small-pox, and asks what vein you please to have opened. She immediately rips open that you offer to her with a large needle (which gives you no more pain than a common scratch), and puts into the vein as much matter as can lye upon the head of her needle, and after that binds up the little wound with a hollow bit of shell.3



If you think the “vaccine wars” are intense now, characterized as they are primarily by groups of affluent white mothers who fear toxic chemicals, then buckle up. In her book Alchemy and Empire: Abject Materials and the Technologies of Colonialism, Rajani Sudan, a scholar of early modern British literature (and my mentor), explains that because Lady Montagu returned home from a nation the British saw to be beneath them, touting a foreign medical procedure—one traditionally presided over by women, no less!—she wasn’t exactly met with open arms (or veins). But Lady Montagu persisted, inoculating her daughter in front of witnesses (the process wouldn’t be called “vaccination” for some time) as proof that the procedure in fact happened, was no hoax, and, later, that it would protect little Mary from the dreaded smallpox.



There’s an important point to make here before we go on, and it’s one I learned from Sudan, whose Alchemy of Empire makes the following case in great detail. In many ways, Montagu’s actions constituted colonization of medicine, or cultural appropriation, if you will. When Montagu brought the practice of “engrafting” or “inoculation” back to Britain, it was indeed met with a great deal of skepticism, largely because the procedure was developed in a foreign land. This Eastern process involved scooping matter from an infected smallpox wound, lancing the arm of a healthy patient, and smearing the matter in. It literally involved accepting a foreign element into one’s body to protect oneself against fatal illness. In fact, Sudan describes Montagu as a woman whose self-avowed “patriotism” made her willing to “seek foreign techne in order to counteract smallpox.”4 Xenophobia (I told you we’d get back to this) had to be put aside if one wanted to live and, much more important, to save the nation as a whole from being overcome by disease. Montagu realized this. But these fears ran deep, as according to Sudan, “many Britons read inoculation as an unpatriotic act, a treasonous introjection of the elements of disease into what they perceived as the healthy corpus” of Britain.5 It wouldn’t be until the 1790s that the process would be more widely embraced, after Edward Jenner used the less virulent cowpox, derived from the wholesome dairy fields of England itself, to confer smallpox immunity.

So, while Montagu’s openness ought to be applauded, it’s also incredibly important to note the ways that this foreign, female technology was met with approval only when it was rebranded as a Western, male technology. Now, as many modern scholars take pains to point out, inoculation practices existed in many different cultures before Montagu’s time—a 1700 letter from a British merchant mentions the practice as having existed in China for at least a century, and as early as 1731, employees of the East India Company noted its existence in India (though the practice itself was ancient). Cotton Mather mentioned learning about it from his African servant.

So, not only did inoculation-style techniques exist long before Montagu learned of them but she was hardly the first person to point it out to the British, either. Nevertheless, it was Montagu who refused to stop until doctors listened to her, and it was she who publicized and popularized the practice in Britain by virtue of sheer determination (and, let’s be real, probably her aristocratic social position). To this day smallpox is one of the very few diseases considered to be truly eradicated from the planet, and even if it didn’t quite start with Mary, her willingness to learn from other cultures played a large part.

And this is the lesson we can learn from Montagu:

LESSON 1:

Listen. To. Women.

Or, more to the point, we should always be looking for innovations from the people we might not be accustomed to listening to. As a medical humanist, I see my job as one that asks scientists and doctors to consider how they’re framing questions, to see what implicit biases might be limiting their data analyses by limiting what they’re even looking for in the first place. In this case, the bias seems simple, possibly preposterous: if a few men in the 1720s hadn’t been willing to listen to a woman promoting foreign technologies, we might have been greatly delayed in widespread use of vaccines. However, this example seems straightforward only because we no longer blatantly ignore women’s intelligence in the brazen way that was socially acceptable three hundred years ago. This doesn’t mean that we are free of our own cultural biases.

One example of what this might look like in the age of COVID-19 is to consider that Western science often locates epidemic origins in non-Western spaces (Asia and Africa) and is quick to cite non-Western practices (eating certain meats, for instance) as their cause. It’s not my place to judge the accuracy of these claims, but as a scholar of medical humanities, it is my job (and the job of many others who have made similar cases) to urge epidemiologists to check and recheck every layer of their quantitative research design—yes, even their statistical algorithms—for evidence of bias or oversight. As moral creatures, we have a responsibility to make absolutely certain that our repeated findings of Asian and African origins for diseases like Ebola, severe acute respiratory syndrome (SARS), Middle East respiratory syndrome (MERS), swine flu, avian flu, and COVID-19 are not a result of some social bias built into our statistics, because prejudice is possible even in math. The tools are only as good as the tools’ users and their creators, and whenever your open-ended research turns up the same answer again and again and again, only the most reckless scientist or mathematician wouldn’t cross-check their work to make sure this consistency is due to validated replicability (aka a “true” scientific finding) rather than to unintentional design bias misdirecting the results. To do this, however, requires assessing the roots of mathematics (the basis of epidemiology) itself, which runs counter to the ingrained adage that “math is universal.” Careful “fact-checking” of our standards of epidemiological study design, then, might just involve looking to sources that we’d never expect—possibly even reconsidering how we’ve built the scientific method (which is another white, Western, male structure) to begin with. Does this mean I advocate an anti-scientific view of disease or that I aim to somehow debunk the findings of epidemiology? Not at all. But it does mean that some of the most groundbreaking medical discoveries of all time—those that foregrounded medical science as we know it today—came from listening to the most marginalized voices in the room, voices whose experiences were not mainstream and whose nontraditional insights may have very well saved the world.



Debates about inoculation began from the moment little Mary Montagu was publicly inoculated. The process was undeniably gruesome, and it was (understandably) hard to convince a society that believed in maintaining a strict balance in the body that opening up the body and smearing festering pus into it was somehow a safeguard against disease. The process took a somewhat better hold in the public mind when Edward Jenner further developed the inoculation process into what we now call vaccination. Etymologically, the term vaccination is derived from the Latin vacca, for cow, because Jenner theorized that using pus from the less dangerous but similar disease of cowpox might provide immunity to smallpox, but with fewer risks. The former technique of inoculation (which used smallpox pus) could in fact cause smallpox, which was of course often fatal. In a sort of medical colonialism, then, Jenner co-opted what was an Eastern, female-centric medical procedure, rebranded it as associated with wholesome English dairy farms, and then hailed the technique as the foundation of modern Western medical prowess.

Even once Jenner “invented” vaccination by branding it as English, however, many still resisted the idea of compulsory vaccination.6 This was because compulsory vaccination was often mandated on quite young infants, who were exceptionally prone to the secondary infections they risked from incisions made with unclean lancets (antiseptic technology would be invented close to a century later). What’s more, “public vaccinators” were obviously not marching into the homes of dukes and duchesses and snatching their babies for medical procedures against their will. The poor were much more susceptible to such infringements. As Nadja Durbach explains, “Who wielded the needle or lancet and whose body was marked governed how vaccination was experienced.”7 Among the wealthy, “cicatrix,” or vaccination scars, became a sign of fashionable luxury—the rich could, after all, select their doctors, as well as the time of their vaccination. Everything was on their terms. For the poor, vaccination could quite rightly be seen as an infringement on their rights, as they were given no say about how, when, where, or by whom their children were vaccinated. Thus, from the very beginning, the vaccination debates took the shape of another lesson we’d do well to learn from:

LESSON 2:

Public health debates have always been about a tension between individual liberties and the collective good.

From as early as the 1850s, when England was first experimenting with compulsory vaccination, some families lamented that their bodily liberties would be sacrificed to the state by undergoing such an injection. Pro-vaccinators exclaimed that there were some cases in which public rights—such as the right not to be infected where said infection is avoidable by certain means—supersede individual liberties. Other sorts of private concessions to the public good, however, are easier to justify. Something like enforcing a noise violation involves asking someone to cease an unnecessary activity (playing loud music, for instance), whereas enforcing compulsory vaccination involves asking someone to undergo an activity that two parties disagree over the necessity of, and which one party may view as dangerous or harmful.

Although I’ve gone on the record as being pro-vaccination, it is not my intent to argue for or against vaccination here. To do so would easily fill its own book-length treatise. Rather, I hope to present the history of vaccination as a case study in how medical innovations arise when we’re most effectively pairing science, creativity, and crowd-sourcing (Lesson 1). Secondly, as is the topic of this lesson, vaccination history can also show us when, where, and how the things we’re debating are moot points, or givens that we need not spend further time arguing about. There are topics where the stakes are defined at the get-go, and in this case, we’re wasting our efforts if we continue to debate the issue of individual rights versus common good. The definition of public health care during times of crisis, as the Hastings Center and others have affirmed, is simply the substitution of the common need—the benefit of the many—for the rights of the individual. You can argue that you disagree with public health’s right to exist as a field because it replaces your individual rights with collective goals, but you cannot logically argue that public health during an epidemic should do something different—for doing so is the definition of public health crisis management. This is all it is, all it’s ever done, and all it was ever intended to do. To avoid senseless debate about the wrong issues surrounding public health can save us time and energy that are best directed elsewhere, or at least allow us to hash out what we’re really arguing about and embark on some sort of forward progress.



I haven’t forgotten little Patrick. Lady Montagu’s story was a necessary detour from the lesson Patrick’s mother taught me as I read about her grief. To return:

LESSON 3:

“Choice” is a relative concept.

I’ve spent ten years of my life learning about disease in the nineteenth century, and a lot of my work has involved reading accounts—fictional and factual—about what it felt like to lose a loved one to infectious disease. But I’m also a mother of two young children, whom I love with a stereotypical cheesy fierceness. These accounts often come to us from male doctors rather than from bereaved mothers and wives themselves, but through the lines of the doctors’ journalistic accounts I see the crazed grief of these women as vividly as if I were in the room with them. I’ve learned to read between the lines and understand the meanings behind seemingly insignificant notes: which details in a doctor’s journal meant he was dealing with an impoverished mother; where that meant the baby slept (in the same bed with her, versus in a nursery, as would have been the case with a wealthier parent); which diseases themselves arose from living in overcrowded conditions; which were diseases of the wealthy; which interventions were given for the benefit of the mother’s peace of mind; and which the doctor truly thought might help. The people who lived and died 160 years ago are as real to me as the people I see on the streets today, and I often furiously protect the reputations and perceived roles of authors and doctors I’m familiar with if I see them being misappropriated—they still have human dignity to me (this is going to come up in the longest footnote ever, in which I go down an investigative rabbit hole to find the source and motive of the uterus-pocket mystery in Lesson 12, a mystery involving a man I don’t even really like), and I believe they’d want their memories preserved in certain ways, just as we do.

Of course, my ability to do this is often limited to relatively famous figures, about whom we know much. But when I read accounts like those of Patrick’s mother, a poor woman living in a workhouse where only the most impoverished and desperate went, I’m struck by one resounding notion that rings over and over in my head with a ferocity: Patrick’s mother wouldn’t have believed a measles vaccine was a choice. I tell my students each semester that no one will ever be able to convince me that a mother who has watched her neighbor hold their baby while it died of polio would consider a vaccine a choice—they would consider it a necessity. Like so many other modern medical advancements, vaccines have partially given us the gift of forgetting: we’ve lost a generational memory of what it physically looks like to watch someone die of a bacterial or viral pathogen in front of our very eyes. This is not the slow hospice death of the modern world. Death from infectious disease is messy. It is ugly. It is horrific. So while vaccine debates date back to the very introduction of inoculation to England, many of these early moments of vaccine hesitancy had to do with the risk of septicemia incurred by needles and lancets in an era before antiseptic technologies. That is to say that mothers who were not willing to vaccinate their children were often worried about secondary infectious diseases resulting from the vaccine process itself, and which were almost guaranteed death sentences if they occurred; I find this fundamentally different from many of the arguments made about vaccines today.

What the relativity of “choice” can teach us in the moment of this pandemic is that our belief that we have options about when, where, and how to socially distance is itself a conviction that might change in an instant if we were to watch somebody we loved die of COVID-19. That “choice” might not feel like much of a choice even in a different society, one that’s more community-oriented than individualistic Western ones. It might not feel like a choice to essential workers, who must continue to do their jobs because they’re required to do so by their employer, and because they may not be able to afford to decline or quit. The relativity of choice is nonpartisan. What seems like a choice to some may not actually be a choice for others. Recognizing this fact means asking everyone to examine the unquestioned assumptions that have led to their perspectives. To do so asks those who are hesitant to shelter in place to consider what might force their “choice” to become a “necessity.” And it asks those who are pro-lockdown to be cautious in sharing memes criticizing those who aren’t staying home. Such broad-stroke digital advocacy can have unintended consequences for those (usually marginalized and exploited labor forces) who don’t in fact have the freedom of choice. Even though such memes are directed at those who actually can choose to lock down but refuse to do so, the message erases the perspective of a third group: those who cannot choose to stay home. These people may see such memes and feel at once scolded and also unseen and further marginalized by armchair public health advocacy that subtly denies their economically necessitated lack of choice. Humanities scholars Jenna Vinson and Clare Daniel put the matter neatly when they say that “the rhetoric of ‘choice’ ” makes it appear as though we all have an “equal ability to make any given choice,” while simultaneously “disguising” (here they quote two other scholars, footnoted below) “the ways that laws, policies, and public officials differently punish and reward… different groups.”8 Choice itself is relative, then, and it is defined by privilege. In the next chapter, we’ll explore some ways of breaking free of this myth and engineering a more equitable society of real choices for all.






2 RISKY BUSINESS


The Question of Keeping Nations Thriving While People Die

[image: ]

1722


	Step 1: Install a sash window that opens upward (rather than the outdated casement windows, which open outward).

	Step 2: Hang a basket on a rope. Lower rope out of window for grocery delivery. Et voilà: Contagion avoided, food procured.



Let’s get right to it. Especially in the aftermath of the novel coronavirus, what we all really want to know is: What can we do to avoid getting sick? Surprisingly enough, one of the earliest novels in English—written by a humble son of a tradesman, no less—provides us with pretty useful answers. The example above comes from the work of Daniel Defoe, who with this description all but invented contactless food delivery. Aside from being a successful merchant, Defoe wrote tirelessly, endlessly. He wrote whatever anyone would read or pay him to write; think Alexander Hamilton in the musical Hamilton. In addition to his work writing pamphlets and other nonfiction, he wrote many novels, including Robinson Crusoe. When a smallpox plague ravaged London in 1721, Defoe did what he did best: he immediately wrote two books about plague, probably to reflect on and share information about the local recent experience with disease. Using both a fiction work, A Journal of the Plague Year, and a nonfiction manual (which contains a fictional play—go figure), Due Preparations for the Plague, Defoe explored what epidemics do to communities and gave his readers tips for surviving, focusing specifically on how to keep economies thriving while maintaining social distancing.1

It’s hard for many of us to imagine now, but the novel as a type of literature didn’t always exist. Scholars argue endlessly about exactly which novel was the very first one in English, but most people generally agree that the media form emerged in Britain and America around 1720, and few could deny that Daniel Defoe, son of a tallow chandler, was at least one of the English language’s first novelists.

Yet although A Journal of the Plague Year is technically a novel, it doesn’t read much like ones we’d recognize today. In fact, Defoe’s “novel” is fairly identical to the nonfiction technical manual Due Preparations for the Plague, and both were published at about the same time. In A Journal, a narrator named H.F. (who is a merchant like Defoe) wanders the city of London and struggles to keep both his business and his body alive while he watches the daily decimation of the city and its populace around him. Due Preparations takes the narrativized “survival tips” featured in A Journal and presents them as more of a straightforward guidebook, with less plot structure, except for a prolonged closet drama at the end of the work in which a family considers how to prepare their souls for the afterlife. But both works more closely resemble a slew of mortality statistics with a smattering of instructive guidelines for survival rather than any kind of story with a plot. In A Journal of the Plague Year, there is admittedly a narrator who wanders about the city making observations, but he functions mostly as a vehicle for communicating the same mortality statistics and guidelines that Defoe presents in his own voice in Due Preparations. What could be so important that Defoe wrote two books with practically identical messages, you ask? The main things he harps on repeatedly in A Journal are:
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