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INTRODUCTION



I

I am at a messy table, full of government forms, medical instruments, and diagnostic charts. Across me, Sameera, a young medical resident, has just finished attending to about eighty patients in less than three hours. We are at the cancer ward of one of India’s largest, busiest, and best-regarded public hospitals—the All India Institute of the Medical Sciences (AIIMS). Cancer patients flock here by the thousands from all over the country. Many know that if the long journey here does not push their disease past the possibility of treatment, the months-long wait times once they reach AIIMS will. At this moment, in the early days of my fieldwork, I am confused about how the word “cancer” is never spoken. I have already seen how many patients are not told their diagnosis even until their death, and how families often react with anger upon hearing the word. In India’s largest cancer ward, nobody seems to have cancer.

I know about a reticence in speaking about the disease in many parts of the world, but I am interested in finding out why it is particularly pronounced here. If patients do not know they have cancer, I ask Sameera, what brings them to an oncology ward for treatment? Exhausted, she looks up and says elliptically: shak. The Hindi word shak is translatable as “doubt,” “skepticism,” or “suspicion.” Unsure of what she means, I continue to push her. If shak first brings patients to the clinic, why is it not dealt with, why do you not tell them what they have, how long they will live? Putting her pen down, she elaborates. “You see, shak does not just mean they are unsure about what disease they have. It also means they do not know whether they will be able to afford treatment, whether their family or neighbors will stand by them. Later, shak will stand between us doctors and them, whether they trust us when we advise a lengthy treatment, or when we tell them that there is nothing more to do.”



II

I have just traveled with a Delhi cancer care nongovernmental organization (NGO) during their home visit to a patient who lives in the outskirts of the city. Our car had broken down earlier, and we traveled the last miles in the official NGO van with its logo “Caring for Cancer” printed on the door. The patient—Amarjit—was a man in his seventies. Amarjit seemed visibly discomfited by the logo: he absolutely did not have cancer, he asserted. In his refusal to name his diagnosis, he was exemplary of many others who resisted the enclosure of his disease within an already fixed script. The nurse expertly played along, hoping to transact care on his terms rather than her own. She asked, “Aapke khyala mein aapko kya hua hain?” (What do you think has happened to you?). The Hindi word khyala translates to “thought” as well as “care.” His careful reply was that he had “oncology,” a dexterous negotiation of the word “cancer” and all that the diagnosis entailed.



III

Accompanying a different team from the same NGO a few weeks later, I visited a young couple, Malika and Madanlal. Malika had recently been diagnosed with breast cancer. As I walked in, I was struck by how different their one-room home was from others I had seen in the neighborhood: it was beautifully painted, and ornate new moldings lined the walls and window. Later, the NGO workers told me that Malika had been in pain and depressed after her diagnosis. While she was hospitalized, Madanlal, a construction worker, had borrowed money and materials from his employer and remade their room. He had crafted it with Malika’s favorite designs and colors and covered the walls with framed photos from when they had vacationed as newlyweds. To ameliorate her pain, Madanlal had taken it upon himself to literally rebuild Malika’s collapsing world.



These fragments offer a glimpse into the concern of this book: the efforts of patients, families, physicians, and cancer care workers in Delhi to manage the unsettling force of a cancer diagnosis. With a word, shak, Sameera described the power of the disease and the disrupted social relations it left in its wake. With a word, she synopsized a feeling that recurs in the narratives of cancer patients all over the world—a sense of being unmoored from prior certainties about oneself and one’s place in the world. When cancer appears, it distributes itself across networks of social relations, testing them for strength and vulnerability. In Madanlal and Malika’s case the ties between them proved resilient, helping mitigate the shock and force of the diagnosis. In time Malika would recover, bolstered in part by the efforts of her kin to sustain the world in which she lived. But often, the diagnosis put pressure on already fragile social bonds, pushing capacities of endurance to the point of their exhaustion. Many, like Amarjit, chose to conceal their cancer because they did not trust the worlds in which they lived to welcome them.

To live with cancer in Delhi, then, was to navigate the many doubts, suspicions, and skepticisms that spread through social relations in the wake of a cancer diagnosis. Those who lived with or alongside the disease had to account for which medical institutions and practitioners were affordable and dependable, which neighbors and kin they could trust and who might wish them harm, and whether old histories of violence and resentment within marriages would resurface in this time of vulnerability. In these and many other ways, to live with cancer, my interlocutors had to figure out more than the capacity of bodies to withstand and respond to therapies. They also had to learn the strengths and vulnerabilities of the social worlds within which the disease unfolded, the kinds of speech and action that would be conducive to their well-being, and the infrastructures of care and neglect that would shape the trajectory of their treatments. In this book, I present the efforts of my interlocutors to live within these shifting tensilities of social relations in the wake of cancer. I argue that living with and alongside the disease was to be newly awakened to the fragility of social ties, some already made brittle by past histories, and others that would be retested for their capacity to support.

Such an attunement to the fragility of social relations around cancer helps me explain how the disease is experienced in a specific place and time. While investigating the force and impact of a cancer diagnosis upon social relations, I found older cracks and fault lines: long-standing failures in Indian medical care, prior betrayals in marriages, and personal histories that made some more vulnerable to the consequences of the disease. For example, this ethnography unfolds in Delhi, where for most of the urban poor a cancer diagnosis came too late for curative intervention. That is, long wait times in public health facilities ensured that the disease would have progressed beyond the time of cancer’s traditional treatment modalities: chemotherapy, surgery, and radiation. Often, then, when cancer appeared in conditions of long-standing precarity, the disease articulated with past vulnerabilities, inflecting their points of stress in new and urgent ways. A cancer diagnosis was the latest and most serious in a long series of infrastructural, domestic, and familial episodes of failure and violence. My effort in this book is to present a picture of how cancer settled into these longer histories of vulnerability, and how these forces of the past shaped the contours of life around and after diagnosis.

Thinking about such an accretive impact of a cancer diagnosis—as it articulates past vulnerabilities with new pressures—goes against the grain of how it is often represented: as a cataclysmic breakdown of a person’s social world, inaugurating a new life in the “kingdom of the sick” (to paraphrase Susan Sontag).1 Without discounting the dramatic impact of the disease’s diagnosis, my aim is to supplement such accounts of rupture with one of continuities, tracing how a person’s past reverberated into his or her present and future. To understand the continuities between a pre- and postdiagnosed self is to understand how the disease sedimented into the give-and-take of everyday life, rather than marking a departure from it. It is to understand, for example, how the disease nestled into or tore apart already fragile kinship ties, why my interlocutors spoke indirectly or not at all about the disease to those closest to them, and why some within the same neighborhoods could access treatment while others could not. Thinking of the impact of cancer in such an accretive way helps uncover the long durability of social doubts in everyday life within which the disease took shape, not rupturing prior certainties, but inflecting long-standing vulnerabilities in new and subtle ways.

The chapters that follow build on this underlying insight: when cancer appeared in conditions of precarity, it put further pressure on already frayed social relations; living with cancer entailed living with a pervasive doubt about the viability of such relations. In this space, my interlocutors experimented with strategies to negotiate this doubt, never entirely dispelling it, but keeping its capacity to overwhelm at bay. In such circumstances, the diagnosis of cancer cannot be described as a critical breakdown in an otherwise stable life, because in conditions of precarity, such certainties about one’s health and well-being were never easily at hand. The concern of this book, then, is to describe such experiments to live with or alongside cancer, managing doubts about social relations in already fragile worlds. In the book’s concluding chapter, I understand these experiments in relations as demonstrative of an ethics of endurance. Suspicions and deficits of trust never came to be entirely dispelled or absorbed by the strategies invented to manage them. This was not only because treatments were often scarce or because remission was always a risk, but also because efforts to maintain brittle social ties around a patient required continuous work. The analytic of endurance aims to explain this durability of doubt—in bodies, social relations, and institutions—that remained ever-present, guiding what it meant to live with or alongside cancer.

More specifically, I thematize these experiments with doubt and social relations across three fields: a circumspection of speech about the disease, the problem of cancer pain, and the dangers and possibilities of its aesthetic representation. Across each of these fields, I describe strategies to manage doubts about social relations awakened by cancer diagnoses. For example, concealing diagnoses was often a strategy through which my interlocutors anticipated how their pasts would reverberate into the future: telling some and not others helped them maintain a sense of continuity in their lives, as well as guard against those whom they already mistrusted. The problem of cancer pain similarly required a testing of fragile social ties. In a context where diagnosis often came too late, the physical pain that accompanied cancer became more than a “side effect,” pushing public health workers to take it on as a central concern. In investigating this prominence of pain in Indian cancer care, I show how its meaning (as a research subject) and amelioration (as a therapeutic practice) depended on apprehending the fragility of a patient’s social world. Finally, in exploring aesthetic accounts of cancer in India (primarily in films and memoirs), I examine attempts parallel to my own to investigate the disease’s social reverberations. Many of these aesthetic accounts are pedagogical, offering moral lessons about how to correctly respond to the disease and, in the process, establish a proper national, gendered, and psychological state. Other accounts reject such transformative visions, exploring the durable consequences of the disease that could not be so easily transcended. In describing these contrasting moral visions, I explain the dangers of aesthetic abstractions that erase cancer’s everyday stakes while also exploring the felicity of those that do not. In the process, I sharpen my own ethnographic sense of the fraught socialities that cohere around the disease.



Concealing Cancer

Amarjit’s response—that he really had “oncology” and not cancer—was one way, among others, through which my fieldwork interlocutors evaded directly naming the diagnosis. This tricky relationship between language and cancer continuously haunted my fieldwork, never quite resolving itself. Looking through more than six hundred patient records at AIIMS, I found that more than 80 percent of the patients had been recorded as being “unaware” of their diagnosis when they came to the clinic. But, through the course of my research, I came to understand the limits of the word “unaware.” Patients and families often came to the ward and hid prognoses they had received from other doctors or oncologists. At other times, they colluded to conceal their diagnosis from neighbors and kin. And most frequently, family members colluded with each other to protect patients from the perceived psychic impact of the word. In these cases, patients were almost always more “aware” of their disease than family members imagined them to be. Throughout my fieldwork, I would find their motivations for concealment as varied as the practices through which secrets were sustained.

Yet, despite this variance in motivations and practice, I understand concealment as part of a broader repertoire of strategies to apprehend and mitigate fragile social relations put under pressure by cancer. For example, by hiding prior diagnoses from new doctors, some patients and families evidenced their skepticism about biomedical practitioners and institutions. Many believed that revealing a bleak prognosis to a new physician would hurt their chances of accessing care. In such instances, concealment was indicative not of a hope of recovery but of a deep deficit of trust between poorer patients and medical institutions. However, while I describe a few moments of diagnostic nondisclosure, the forms of concealment I pay most attention to are those that unfolded after diagnosis, in the homes of patients and among kin, neighbors, and NGO caregivers. I do this in keeping with my effort throughout the book to pay attention to the slow reverberations of cancer, shifting attention away from the life-altering moment of diagnosis that preoccupies the sociomedical literature concerned with the disease. In these homes, intimate and neighborly relations were often already undermined by past histories of violence or neglect. When cancer care NGO workers entered these fraught worlds to offer care, they understood that they would need to work on reknitting these frayed relational threads. Often, this meant maintaining fictions of concealment. Working alongside these cancer care workers, who were ethnographers in their own right, I came to understand how negotiating the vulnerabilities around cancer involved deciding whether, when, and how much to reveal about diagnoses. Over time, patients, families, and palliative care workers would experiment with these relations, testing what could be said without incurring harm. For example, for one young cancer patient, concealment became a way of safeguarding his livelihood. He earned his small income by running errands for his neighbors and believed that revealing his diagnosis would isolate him, taking away the money he required for treatment. For many others, concealing became a way to avoid the psychic damage caused by well-meaning kin and neighbors who would often begin mourning living patients as if they were already dead. And for still others, concealing became a way to maintain the hope of a future together, even while knowing full well that such optimism was unwarranted.

More broadly, I argue that such practices of concealment evidence a pervasive subjunctive mood in the experience of cancer in Delhi. As anthropologists understand it, the subjunctive mood is a world ordered through narrative or rituals as if it were real, but separate from lived reality.2 They are illusions that are not intended as lies, but rather as a play with another possible reality, a mutual entry into the worlds of “could be,” when the “is” might have become too difficult to bear. While judgments based on sincerity and authenticity might find such illusory plays difficult to accept, they are crucial to all kinds of social rituals, expressing possibilities rather than actualities.3 Often, the conjuring up of the subjunctive reflects that ordinary life has become so overwhelming that the subjunctive mood allows for another, incongruous world. I present this explanation of the subjunctive because it captures the relation between the lived experience of cancer and the active concealments of its diagnosis. Social rituals of concealment opened the possibility of another world in which cancer did not shape and deform every moment of social life. Thinking about the subjunctive mood in contexts of illness, Byron and Mary-Jo DelVecchio Good and Veena Das separately describe it as allowing for traffic in human possibilities rather than certainties, keeping alive multiple perspectives, emotions, and moods as a way to cope with the harms of disease.4 Developing this insight, I describe concealment as a practice of inhabiting the subjunctive mood, as patients, kin, caregivers, and physicians helped sustain possibilities of relations that disclosures might foreclose.

Importantly, in anthropological description of rituals as worlds of the subjunctive, the “other worlds” that rituals create are not escapist fantasies, but rather a realist assessment that this world cannot always be bent to one’s will.5 In consonance, I stress that in concealing their diagnosis, my interlocutors were not escaping or denying the truth and consequences of cancer. They did not misunderstand its force or believe that by simply not speaking about their disease, it would go away. I argue to the contrary that by concealing, they opened a range of reflections on the actual circumstances of their lives. To not name the disease was often a tacit expression of a knowledge of infrastructural failure: What use was speech when treatments were not easily at hand, or had not been at the appropriate time? At other times, concealment could indicate the presence of untrustworthy kin or neighbors. And in yet other instances, it was often a sign of care and thoughtfulness. Taken together, these practices of concealment shared one feature: they reflected on the intransigent social circumstances within which the disease appeared.

Pointing out that practices of concealment are not escapist is important because, as Cecilia Van Hollen describes in her work, biomedical ethicists and public health researchers have made them out to be so.6 Such bioethical discourses, committed to autonomy and transparency, understand any prevarication about revealing diagnoses as evidence of medical noncompliance or as a contravention of the patient’s right to know. But as Byron and Mary-Jo DelVecchio Good as well as Van Hollen show, even when cancer bioethics seem universal and ahistorical, the norm that diagnoses must always be disclosed is one of fairly recent vintage.7 Further, in practice, such norms are often a red herring, when ethical decision making in the real world has little to do with the abstract principles that are supposed to guide them.8 The practices of concealment I describe reveal biomedical ethics in practice, from the point of view of those who experience their disease and navigate its consequences in their everyday lives.

Further, writing about medical nondisclosure in the context of pregnancy in rural India, Sarah Pinto describes the biomedical imperative of transparency as casting social worlds into distinct domains of compliance and noncompliance, rationality and irrationality.9 Within this context, Pinto explains how the near-silences of pregnant women are often misrecognized by doctors and NGOs as perversely normalizing the pathological fact of infant death, as evidence of a putatively Indian propensity toward fatalism, or as plain rural ignorance about health. Similarly, I describe how the medical literature on cancer in India consistently misreads practices of concealment as evidence of an “Indian” capacity to accept and reconcile with the inevitability of loss. Some describe this acceptance as fatalism, while others call it denial; some encourage its mobilization in the clinical encounter to bolster coping, while others castigate it as ignorance of the truth of cancer. Resisting such readings of acts of concealment as evidence of lack, I show instead that they reveal ethical negotiations with already fraught circumstances. As Pinto too recognized in her work, acts of concealment did not “normalize” difficult circumstances, but rather revealed how encounters with life-threatening suffering haunted already fragile worlds.

As such, my understanding of the stakes of concealment departs from bioethics and comes closest to Anne-Lise François’s description of an ethics of “recessive action.”10 François thinks of concealment as more than just the absence of knowledge and transparency. Instead, she understands concealment as a release from the imperative of actions that knowledge often demands. I share François’s refusal of the equation of action with agency and concealment with passivity. Rather, I argue that concealment reveals an ethical way of being, not circumscribed to the meaning of ethics as acting upon the world to better oneself. It reveals the capacity to not act in the face of knowledge and of the potentially destructive consequences of action. In the following, I show that concealment sometimes evidences an ethics of responsiveness to conditions where revelation holds danger. These are acts of ordinary ethics, grown from within preexisting economies of speech and silence.11 I argue, then, that describing concealment as denial or escapism is exactly the wrong way to understand its practice in the lives of the urban poor in Delhi. Instead, “escapist” better describes the hubris of public health dogma that believes disclosure and transparency are necessary preconditions for better health.



Cancer Becomes Pain

Pain has long been theorized as a condition so ensconced in doubt that it poses a biological limit to sociality. For example, Elaine Scarry’s canonical description of pain stresses its capacity to destroy language, causing a reversion to “the pre-language of cries.”12 Scarry reserves for pain a unique ontological status, thinking it capable of producing a doubt in relations so intense that it creates an unbridgeable chasm between the person who witnesses and the one who suffers. Taking cancer pain as central to my analysis here, I move past such characterizations of pain as so mired in doubt that it disables relations. To the contrary, the ethnographic work of this book is premised for the most part on socialities that have cohered around cancer pain in Delhi.

To elaborate, in beginning to study socialities of cancer in Delhi, I had to make decisions about which of its constituent practices I would focus on: detection, diagnosis, its various treatment modalities of surgery, chemotherapy, and radiation—these were all possibilities. However, the set of practices I found most striking was the emerging specialization of palliative cancer care and its object of intervention—cancer pain. Palliative care is a biomedical specialization founded on the possibility of understanding, intervening in, and easing pain. In Delhi, where wait times in public hospitals for chemotherapy, surgery, and radiation are often months long, doctors in those hospitals and cancer care NGOs have taken it upon themselves to at least ease the pain that accompanies the disease. By examining this work of palliative cancer care, I describe the many ways pain is brought into language, both by those who experience it and those who seek to mitigate it. Explaining the practices that have cohered around pain helps reveal the texture of practices through which cancer is experienced and treated in Delhi.

My focus on cancer pain raises an important conceptual question: Is this a book about cancer or about one of its peripheral symptoms? Is there something missing in an ethnography about cancer that does not focus on the “core” biomedical practices responsive to the disease—screening, chemotherapy, radiotherapy, surgery, and so on? To the contrary, a central concern of this book is to disrupt this distinction between what makes up cancer’s center and periphery. Lochlann Jain describes the pink-ribbonization of cancer in the United States and how private corporations have come to dominate its public representations. Their campaigns ask patients to hope and take responsibility for their disease, without questioning the systems that have consistently failed them.13 Developing Jain’s work, Juliet McMullin wonders about the global limits of hope as an imaginary associated with cancer.14 She hypothesizes that in places where treatments are even more inaccessible than they are in the global north, a concern for pain rather than an embrace of hope might make up the disease’s dominant trope.15 In centering pain, I explore precisely an imaginary and experience of cancer that depart from those associated with cancer in the global north. I center pain because in parts of the world where treatments remain inaccessible, the condition is often an inescapable companion to the disease. Thus, much in the same way that oncologists stress that the category “cancer” suggests a false uniformity when in fact it is a collection of disorders, I argue that taking apart what cancer means unravels the boundaries between the “core” of the disease and its “peripheral” symptoms.16

Writing about dialysis in Belize, Amy Moran-Thomas describes how while in many parts of the world the practice is considered a holding measure until transplant treatment, in Belize, a country where no renal transplant has yet been performed, dialysis was reconfigured as a holding measure against death. She describes her ethnographic work, then, as an effort to “remain with these long-term maintenance projects.”17 Similarly, for many patients I spoke to, cancer pain was not a side effect to be treated while curative treatments were enacted. Because of structural difficulties in accessing therapies, pain treatments were often the only form of cancer care they would receive. My effort here to examine pain thus resembles Moran-Thomas’s focus on the durability of chronic conditions when treatments remain inaccessible, demanding efforts to endure without the promise of recovery.

Such an approach, focusing on the collections of meaning that have cohered around cancer in one part of the global south, pushes us to rethink its tropes in the global north. That is, even as some public health experts foreground an “epidemic” of cancer pain in lower- and middle-income countries, others point to a simultaneous undertreatment of cancer pain in the United States and Europe.18 I argue that the underanalysis of cancer pain in places in the global north is a consequence of the overwhelming discourse of hope and survival that envelops the disease. Thus, I show how centering cancer pain forces an acknowledgment of messy realities otherwise obscured by campaigns that “pink-wash” the many inequalities that contribute to its etiologies, prevalence, and consequences. In this way, centering pain in an analysis of cancer is demonstrative of what Jean and John Comaroff call “theory from the south.”19 Thinking through cancer pain offers an opportunity to clarify the collective stakes of this condition not only in Delhi but also in other parts of the world where, as Jain and others have shown, its realities have been obscured by tendencies to proselytize its eclipse through individual willpower.20

In the same way I do not claim cancer pain is a problem only for the global south, I also do not claim that imaginaries of hope and survivorship are absent in India. The boundaries between the global north and south are hardly ever so clear. The NGO I worked with, Cansupport, organized “Walk for Life” events in the city that resembled similar gatherings of support for survivors elsewhere in the world. However, I found that even such events, oriented toward survival, always highlighted the centrality of cancer pain. For example, in advertising the walks, Cansupport was always careful to emphasize that its primary mandate was “adding life to days, not days to life.” That is, rather than offer patients the false hope of survivorship, Cansupport workers aimed to make patients’ last days meaningful and pain-free. If most cancer patients in Delhi present for treatment past the stage of therapeutic intervention, NGOs orient their work toward helping patients live out their last days without pain. During the time of my fieldwork in 2011, Cansupport’s founder, Harmala Gupta, described this orientation as a realist response to the context of cancer care in India: “Is there any point in investing our limited resources in more and more expensive and futile treatments when the majority of our cancer population is unlikely to benefit from them?”21 Citing studies by the Lancet and the Economist, she critiqued the blinkered search for an elusive cure as “a path strewn with broken promises, dashed hopes, crushed lives and public health systems that can no longer cope.”22

Echoing Gupta, a palliative care professor at another leading regional cancer care center in South India described his mission against cancer as a second “freedom struggle.” If the first freedom struggle secured India’s independence from colonial rule, this second would win freedom from cancer pain.23 The nationalist metaphor of a freedom struggle reveals a pervasive belief among palliative care specialists that India lags behind the rest of the world in cancer pain treatment. They are not alone in this belief; public health experts echo this concern about an untreated pain epidemic in lower- and middle-income countries. A report commissioned by the Lancet and authored by some of the most prominent names in global public health begins with the testimony of an Indian palliative cancer care physician and is followed by this editorial comment: “Poor people in all parts of the world live and die with little or no palliative cancer care or pain relief. Staring into this access abyss, one sees the depth of extreme suffering in the cruel face of poverty and inequity.”24 The same study found that in 2015 alone, about twenty million people in lower- and middle-income countries died with serious pain and most of them without access to pain relief. A similar report commissioned by the American Cancer Society in 2013 put the number of global HIV and cancer deaths with end-of-life pain at 2.3 million.25 Such reports find India at the center of the global pain epidemic. For example, the American Cancer Society report claimed that about 24 percent of these deaths happened in India alone, singling the country out as having the highest incidence of untreated cancer pain. Likewise, journalistic accounts that report on the global pain epidemic focus on cancer in India. Reports in the New Yorker and by the BBC restate a statistic that is ubiquitous in such writings: that while India produces most of the world’s licit opium, restrictive drug laws deny opioid analgesia to all but about 2 to 4 percent of its cancer patients.26

I share this public concern for the undertreatment of cancer pain in India. Much of my work in this book focuses on the experience and treatment of the condition. But I also argue that much like the preoccupation with hope and survival in the United States, there is nothing obvious about the centrality of pain in the biomedical imaginary about cancer in the region. Instead, along with other historians and anthropologists of pain, I show how examining the condition reveals broader assumptions about human vulnerability and social hierarchy.27 For example, while studying the research literature produced by the growing number of palliative cancer care specialists in the country, I found them preoccupied with the heightened capability of the Indian body to withstand pain. This literature presumed that spirituality and religion were particularly salient in Indian cultural life and hypothesized that they could be instrumentalized as coping mechanisms. Further, experts concurred that any biomedical research on pain among cancer patients needed to account for the role of Indian spirituality. To understand this research orientation, I trace its resonance and roots in several directions. These include the interest of doctors at AIIMS in the new age Art of Living movement and a history of research as old as the institute on spiritual practices to transcend pain. In examining this orientation, I was struck by how much this research resonated with British colonial ideas about Indian bodily dispositions. Historians of colonial India describe the obsession of European writers and colonial officials with the ability of mystics, ascetics, and the sati (widows who immolated themselves on their husband’s funeral pyre) to withstand pain.28 These colonial accounts constructed the Indian native as radically different, oriented to a religious transcendence of this world. I do not suggest that there is an unbroken line of continuity from the eighteenth century to the present in social understandings of pain. But I compare these historical and contemporary discourses about pain to explore how cancer research risks depoliticizing the disease. That is, I ask whether this pervasive desire to find ascetic pathways to transcend pain obscures the socioeconomic distributions of the condition in Delhi.

However, despite the limitations of this research paradigm, I found that in practice, palliative cancer care practitioners inquired with sophistication into the biological, psychological, and familial etiologies of pain. The multimodality of pain—its varied etiologies and treatment possibilities—offered pain practitioners a productive site for blurring the line between symptom and disease, the critical and the chronic, and the biological and extrabiological etiologies of suffering. In outpatient clinics, home-care visits, and hospitalized care, pain physicians demonstrated expert knowledge of how neighborhood and kin relations exacerbated or eased cancer’s distress. Take, for example, a condition I describe later in the book—phantom limb pain (pain in amputated limbs). The experience of phantom limb pain has been a critical concern in global biomedical pain research. Its intractability has mystified pain physicians for more than a century. One ascendant biomedical pain theory, the neuromatrix model, stakes its validity on its claim to offering the first solution to the problem. Its proponents argue that pain exists as an image in the brain as a neuronal matrix, thus living on in the body even after the amputation of its prior site in the physical limb. Based on this theory, the model offers the device of the mirror box as a treatment. The mirror box reflects a present limb where the absent one should be, tricking the brain into exercising and releasing the pain through this virtual proxy. Yet, as seductive as the neuromatrix theory is in abstraction, ethnographically following a cancer patient with phantom limb pain led me in a quite different direction. This patient’s pain biography was more than a decade long. Pain specialists across the city were well acquainted with the intractability of his pain and the failure of a range of treatments. Physicians I worked with had tried the mirror box and many other anesthetic interventions. The thing that had provided the patient in question with the most relief, however, had been high doses of morphine. But rather than dismiss his pain as a lie masking the cravings of an addict, the more experienced specialists maintained their relationship with him, treating him while acknowledging the limits of what they could do. In stark contrast to the imagination of the mirror box that promised a miraculous cure by relocating pain in the brain, these pain physicians understood pain as part of a social relation between themselves and their patient.

Across several sites, then, I came to see that to communicate cancer pain required staking a capacity for belief, even in the presence of suspicions and doubt. It was no surprise, therefore, that pain physicians at AIIMS took a keen interest in its “psychosocial” dimensions, hoping to track down its extrabiological etiologies. At the same time, these expert interventions into the social etiologies of cancer pain hardly solved the problem of pain’s unequal distribution. Empathy, in all its forms, could not address the problem that the pain many patients experienced could have been mitigated with timely access to treatment. Further, the small number of trained pain specialists and workers meant that only a small fraction of those needing analgesia received it. Thus, in their capacity for empathy, cancer pain physicians showed both the possibilities and limits of medicine at its most humane.29 Even as they expressed their capacity for empathy for many individual patients, they could do little to fix the collective inequalities that produced more pain in some rather than others, or the structural limits that put analgesia beyond the grasp of most.



A Disease of Civilization

In discussions about the rise of cancer in India, journalists and scholars often conflate the uncontrolled growth of cancer cells with the recent, rapid growth of the Indian economy. Articles in scientific journals such as Nature have claimed that cancer is “a disease of growth” linked to increased affluence.30 Similarly, newspapers have found that “most cancers in India are caused by lifestyles gone awry” and an outcome of the country putting “economic growth above all else.”31 Medical journals also link a new exposure to international markets with an increased exposure to cancer, while reports from the World Health Organization (WHO) find that cancer is now no longer a “Western” disease but has for the first time entered the developing world on an epidemic scale.32 The agenda-setting American Cancer Society urges policy makers to look beyond aging and population growth for an explanation of the exploding cancer epidemic in low- and middle-income countries. Specifically, it asks for research on “behaviors and lifestyles associated with economic development and urbanization.”33 Here, I examine this trope of cancer as a new epidemic in India, brought on by lifestyles and behaviors after rapid socioeconomic change. I discuss this trope to demonstrate how it misrepresents the history of cancer in the region and obscures the disease’s stakes in the present.

The most recent iteration of the narrative of cancer as a Western epidemic spreading to the non-Western world took shape around the end of the twentieth century, when several global health organizations and experts announced a collective mea culpa. Specifically, they regretted that their long- standing focus on infectious diseases had blinded them to the rise of noncommunicable diseases (NCDs) as global health problems. A few scholars took a long view, understanding that NCDs and infectious diseases had always been a simultaneous problem, and that the recurrent panics around infectious epidemics had created a myopia about diseases like cancer.34 In other words, these scholars recognized the mistake of creating an artificial divide between diseases of the rich (NCDs such as cancer and heart disease) and diseases of the poor (infectious diseases such as HIV-AIDS, tuberculosis, and malaria).35 However, most public health experts and organizations did not adopt this more measured response; instead, they described NCDs as another new precipitous epidemic, much like the ones that had come before. Rather than take the lesson that seeing through frames of crises had narrowed their vision, they replaced an old catastrophe narrative with a new one.

David Jones and Jeremy Greene place this contemporary panic about NCDs within a long history of what they call “public health catastrophism.”36 They describe how such catastrophic narratives project messy contemporary data into the past and future, shaping health policies around pronouncements of ever-repeating crises. Similarly, Carlo Caduff’s ethnography of the influenza pandemic shows how such pronouncements concentrate prestige and authority in the hands of experts.37 The contemporary panic about cancer takes its place within this long history of catastrophic pronouncements of health crises. To locate the starting point of this particular catastrophe, experts mark 2010 as a turning point—the year cancer is said to have outstripped heart disease as the leading cause of death worldwide.38 Echoing the discourse around NCDs more broadly, cancer catastrophists project a global asymmetry in disease burden; that is, they find mortality rates for cancer rising in lower- and middle-income countries, while rates are in decline in high-income countries.39 They also find that most cancer cases and deaths have begun to occur in the less-developed world, with Asia accounting for half of the world’s new cancer cases and deaths.40 As Julie Livingston writes in the context of Botswana, these patterns of global visibility and invisibility about cancer frame possibilities of treatment and exposure.41 Several organizations have emerged in the wake of this alarm, with most large cancer institutions working in the United States and Europe expanding their operations to include lower- and middle-income countries. The global cancer epidemic is now a key target of intervention in the UN Sustainable Development Goals, the World Bank’s Disease Control Priorities, and the 2013 WHO Global Non-Communicable Disease Action Plan.

Within India, journalistic and scientific accounts echo this global alarm about a new cancer epidemic in the global south. International epidemiologists estimate that about 1.1 million people in India were diagnosed with cancer in 2018, accounting for about 6.4 percent of the worldwide cases.42 The Indian government’s own disease surveillance data project even more alarming figures. For example, whereas the International Agency for Research on Cancer (IARC) estimates about 1.21 million new cases of cancer in India in 2020, the Indian Council for Medical Research (ICMR) estimates a dramatically higher figure of 1.73 million, which would constitute over 9 percent of worldwide cases.43 Of course, the same statistics can be made to tell different stories. When adjusted for India’s large population, the high numbers of cancer cases in India do not seem as alarming.44 There is also no consensus on whether the rise in numbers is in or out of step with demographic changes and population growth. That is, researchers disagree on whether there is indeed a dramatic rise in incidence that cannot be explained by considering an aging and growing population. In fact, two persuasive studies demonstrate that if these factors are taken into account, there really has not been a dramatic rise in the rate of cancer in the last decades.45 Thus, those wary of the narrative of cancer as a “new” epidemic in India contend that cancer incidence has been relatively steady for decades. This is not to say that they do not believe cancer to be a serious public health problem. They more specifically reject claims of a recent surge in the disease’s incidence. At the same time, despite this counterevidence, the deceptively self-evident assumption—that the rates of cancer in India have accelerated dramatically in recent years—has become an unshakable trope in journalistic and scholarly accounts.

I draw attention to this trope because it demonstrates a long-standing historical paradox in discussions of cancer. Throughout the twentieth century and into the present, experts have consistently demonstrated cancer’s pervasive presence in India.46 But despite all the evidence to the contrary, writings about the disease continue to associate it with an imagined West and its so-called modern lifestyles. To elaborate, as early as the late nineteenth century, physicians and public health experts demonstrated that cancer was not a “Western” disease, and that its lack or presence could not be taken for granted as evidence of a radical difference between the East and West.47 For example, in 1888, the resident British surgeon-major in Jaipur contested claims in British medical journals that cancer was a disease of the meat-eating West that did not affect predominantly vegetarian Indians.48 With his experience of the previous eight years in Jaipur, where he had conducted 102 cancer operations, he claimed not only that cancer was highly prevalent among Indians but also that its presentation in advanced stages was a serious and underappreciated problem in the colonies. In 1904, colonial surgeons presented further evidence of the widespread prevalence of cancer in the British colonies, leading the Prince of Wales to declare that “cancer was not a scourge of civilization” as had been previously thought. Rather, he now understood that the disease was prevalent throughout the empire, even where the “civilizing” colonial mission had not yet succeeded.49 This realization led in 1904 to the addition of the word “Imperial” to the name of the recently founded British Cancer Research Fund (ICRF). For decades after, ICRF researchers continued to reject the framing of cancer as a disease restricted to the colonial metropole. Even as they contended that the disease in India took on particular traits thanks to “barbaric” native customs, they claimed that susceptibility to the disease was not culturally bound.50 The ICRF’s findings were echoed by the British Indian Medical Service, whose epidemiological studies also found that the incidence of cancer in India was similar to that in Western countries.51 Similarly, Indian epidemiologists too produced research pointing out the relative equality of cancer incidence across the “East” and “West.” For example, two Indian doctors at the King Edward Medical College in Lahore published a persuasive study in 1935 showing that the incidence of cancer in India was about the same as elsewhere in the world.52 At the same time, despite such studies, many contemporaneous researchers obstinately held on to the idea that cancer incidences were and had always been low in India. For example, after surveying the extant epidemiological data, the famous American statistician Frederick Hoffman found that despite the evidence, he could not bring himself to “escape the conviction that cancer in its different forms is unquestionably relatively very rare throughout India.”53

At the same time, a few voices insisting on the importance of cancer as a health problem in India proved persuasive enough to lead to the foundation of the Tata Memorial Hospital in Bombay in 1940. Founded by the Tatas (one of India’s first and most successful capitalist families), the sixty-bed facility was one of the earliest anywhere in the world to combine treatment and research. By 1951, V. R. Khanolkar—president of the International Cancer Research Commission from 1950 to 1954 and a senior oncologist at the hospital—would call it the premier cancer institute in the East. Kavita Sivaramakrishnan describes how Khanolkar pushed against the persisting assumption of the relative unimportance of cancer in India.54 Instead, establishing a network of support with colleagues worldwide, he argued for a “sameness” in cancer disease rates across the world.55 India’s first health minister, Rajkumari Amrit Kaur, was a prominent supporter of the India Cancer Society.56 In a 1952 speech inaugurating a session of the International Cancer Research Commission, she claimed that data gathered by Tata Memorial researchers showed that “Indians are as susceptible to cancer as the inhabitants of Western countries and that its incidence is as frequent here as elsewhere.”57 Soon after, she called a press conference to draw attention to the alarming rise in cancer cases in the country.58 In this “emergency” address, she estimated 200,000 annual deaths to the disease, and its incidence as high as one in every six Indians. In her last two years of her decade-long tenure as the national health minister, she convinced the central government to take control of Tata Memorial Hospital, with the aim of extending its capacity.59

The history of cancer in India is thus driven by this curious paradox. On the one hand, studies and reports throughout the postcolonial period continued to raise alarms about the disease’s critical explosion in India. In 1969, for example, the Times of India claimed without evidence that the disease claimed 425,000 lives annually, an estimate that suggested that cancer was more prevalent at that time in India than it is in the present.60 Even after decolonization, international health agencies continued to warn the Indian government that the incidence of cancer in the country was steadily on the rise.61 On the other hand, despite these alarms, the myth of cancer as a disease of the civilized West has been difficult to dislodge.62 Sivaramakrishnan describes the pervasiveness and persistence of the belief among experts and policy makers in the postcolonial period that cancer was a disease of the “West.”63 She also describes how, much to the disappointment of those like Khanolkar who had advocated for a comprehensive cancer program in India, the postcolonial government was instead drawn to developmentalist goals such as population control.64 Thus, despite the many studies and pronouncements of a cancer crisis throughout twentieth-century India, the myth of cancer as a disease of the West proved an unshakable trope. As a result, infrastructural efforts to treat the disease have remained piecemeal and provisional, limited to a few hospitals in the country’s urban centers.
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FIGURE I.1 Health minister Amrit Kaur speaking at a meeting of the International Cancer Research Commission in 1952. Image from the British Library Board Asia, Pacific and Africa SM 77 Times of India (Bombay).


This persisting trope continues to shape contemporary framings of the disease. If cancer is a disease of the West, the story now goes, then its rising incidence must have something to do with the region’s increasing westernization. And if this is indeed the case, the disease must disproportionately concern a newly prosperous, westernizing elite. Take, for example, a leading contemporary public health account of cancer in the developing world. This account takes as self-evident the notion that in India “a new middle class has embraced a ‘Western’ lifestyle characterized by western habits such as high-fat diets, reduced physical activity, increased alcohol consumption and tobacco smoking. Not surprisingly, there has been a surge in the incidence and prevalence of ‘Western’ diseases such as cardiovascular disease, hypertension, cancer.”65 Or take, for example, a journalistic account of the disease in 2015 that began with the headline “In an Ominous Sign, India Transits Speedily from Infectious to Lifestyle Diseases.”66 Reports such as these identify post-1980s economic growth as the chief culprit for the supposed acceleration in cancer rates, assuming that new “modern” lifestyles adopted by a recently prosperous middle class are responsible for the rise in incidence. In identifying a “speedy transition” to lifestyle diseases such as cancer, this journalistic account looked to public health theories to substantiate her claim. Specifically, she turned to American epidemiologist Abdel Omran’s theory of a global “epidemiological transition.”67 In its simplest terms, this theory maps diseases onto progressive civilizational stages. It argues that each society goes through three ages—the age of pestilence and famine, the age of receding pandemics, and the age of degenerative and man-made diseases.68 As it appears in this journalistic account, the idea perfectly explains the rising rates of cancer in India; cancer is part of the third civilizational age, and westernization is its “man-made” catalyst. In other words, the article presents what is now almost public health dogma: that recent socioeconomic change is a key causative agent in an explosion in cancer rates in places like India. Such accounts present a picture of cancer as a disease of a prosperous Indian middle class that cannot absorb the shock of new social transformations. Their bodies, unable to assimilate rapid modernization, become particularly susceptible to chronic diseases such as cancer. This article’s final sentence succinctly captures the troubling implications of such arguments: in the fight against cancer, “there is a lot that is up to one person—you.” That is, if a turn to Western lifestyles among an elite few is at the heart of the cancer epidemic, then it follows that correctible behaviors must be at fault, and that the response to cancer must be one of individuals taking responsibility for their self-harming decisions.

Cancer is not the only disease that is framed in such a way in India. Lawrence Cohen writes about how the supposed abjection of old people in postcolonial India became a sign of the decay of an authentic Indian society and the seductions of a putative Western modernity.69 Cohen describes how experts and policy makers concerned with aging assumed that the traditional Indian joint family had been in decline since the 1980s, and that with the advent of “Westernization, modernization, industrialization and urbanization,” aging had suddenly become an alarming problem threatening the country’s future.70 More recently, Harris Solomon has shown how diabetes is similarly configured in popular Indian and scientific accounts as a disease of economic prosperity and modernity, as obese bodies become signs of a failure to metabolize a fast-changing world.71 I argue here that much in the same way as aging and diabetes, cancer has become a new subject of discussion and intervention, with journalists and experts taking for granted that “westernized” lifestyles are behind the disease’s rise. Much like those other NCDs, cancer appears in journalistic and scientific accounts as a marker of the new and a paradigm of an unassimilable modernity. Framed as such, it generates presumptions about the inability of Indian bodies to adapt to social and relational change.

This book has emerged in response to the consequences of framing cancer through such developmentalist tropes. Specifically, I find that these tropes have two dangerous outcomes. First, framing cancer as a disease of a prosperous urban elite legitimizes the absence of cancer care for India’s rural and urban poor, when in fact the disease does not respect regional or class lines. A comprehensive study of the distribution of cancer based on 2014 data showed that even though there was a higher prevalence of cancer in urban India, it was also widespread in rural areas that had little access to treatment.72 Within urban areas, the disease spanned income groups, affecting the city’s rich and poor. Further, cancer not only affected both the rural and the urban, the rich and the poor, but also had the ability to make poor.73 In my fieldwork primarily (but not only) among the urban poor, I found several patients driven to distressed financing, incurring financial debts and selling assets to afford treatments or hospitalization. In its ability to make poor, cancer outstrips every other disease; a recent study found that 79 percent of Indian cancer patients had been driven to catastrophic health expenditures, a number far higher than for any other disease.74 Thus, framing cancer as collateral damage for postliberalization economic prosperity obscures the prevalence of the disease among the already economically marginalized as well as those driven to poverty after diagnosis.

The second reason that the trope linking cancer to behaviors and lifestyles is troubling is because it places blame on patients rather than on failed health care systems. Khanolkar’s postindependence suspicion that the government would not focus its infrastructural energies on cancer proved well-founded. In 1975, the Indian government inaugurated the National Cancer Control Program (NCCP) to build treatment infrastructures and expand access to care. However, the program was soon plagued by charges of corruption. For example, a significant portion of the funds allocated to the program were diverted; out of a budgetary provision of 142 crores in 1984, only 82 crores were used and accounted for.75 National grants were diverted to other programs, while state governments delayed the release of the funds that were available. In a testament to low expectations, an erudite piece on the state of cancer treatment in 1980 celebrated the fact that there were six major hospitals in the country equipped to provide surgery, radiation, and chemotherapy.76 Soon after, Darab Jussawala (Khanolkar’s colleague and his successor as director of Tata Memorial) pointed out the insufficiency of having just ten cancer treatment centers in the country, criticizing the NCCP for having failed in its mandate to build treatment infrastructure.77 By 1985, only ten years after its founding, the NCCP announced a shift in priorities away from expanding access and toward awareness programs directed at early detection and prevention. While early detection and prevention are laudable aims, they also achieve the effect of diverting attention away from systemic infrastructural lack and toward individual behaviors. As Lochlann Jain suggests, the fetish of early detection obscures the cost and accessibility of treatment, erasing the underlying politics of the disease.78 Rather than scrutinizing the failures of public health, the NCCP’s move distracts from its long-standing failures in bolstering hospital infrastructures.

Further, pinpointing behaviors and lifestyles as causes and promoting early detection as the answer shift the burden of responding to the disease onto already vulnerable patients. For example, the current National Institute of Cancer Prevention and Research guidelines emphasize how new lifestyle choices such as alcohol consumption, overwork, meat eating, and sexual promiscuity are primary risk factors for cancer. In response, this apex governmental body promotes abstinence from such harmful practices to prevent the disease, in the process urging early detection and screening as secondary measures if the first line of defense fails.79 For another example, the most comprehensive government report on cancer care in postcolonial India begins with messages from the prime minister and health minister urging behavioral correction as an answer to this new “lifestyle” epidemic brought about the “plagues of modernity.” The report rehearses old tropes that cancer is a consequence of “Western” practices of drinking alcohol and eating meat.80 This report then approvingly cites the government’s historical shift away from treatment and toward prevention as the correct response to the disease and its thus-identified etiologies. This thrust of governmental cancer policy appears most succinctly in a 2005 Lancet article coauthored by officials at AIIMS, the Indian Council for Medical Research, the WHO, and the contemporaneous national minister of health: “As chronic disease epidemics gather pace in India … [h]ealth systems need to be reoriented to accommodate the needs of chronic disease prevention and control, by enhancing the skills of health-care providers and equipping health-care facilities to provide services related to health promotion, risk detection, and risk reduction.”81

Further, the overwhelming focus on early detection and prevention not only places the burden of responsibility for seeking scarce treatments on already vulnerable patients, but also sets patients up for disappointment. As one prominent cancer researcher put it: “Early detection and awareness initiatives of the NCCP may give rise to a rather piquant situation wherein the demands on cancer departments and hospitals may increase exponentially.… If the cancer diagnosis and treatment facilities are unable to keep pace, the unmet demands may lead to disillusionment among patients, physicians as well as health planners.”82 In sum, the focus on cancer as “a disease of civilization” and behaviors distracts from infrastructural lack, at the same time as it places responsibility and blame on already vulnerable patients. In a chapter on cancer memoirs, I describe how the callousness of this discourse enters patient memoirs, as writers internalize accusations flung at them by physicians, family members, and neighbors about their cancers being their own fault. Many write about being accused of bad lifestyles and negligence right from the moment of diagnosis, regardless of the type of their cancer and whether it was detectable or treatable in the first place. Such accusations recur most frequently in the accounts of women patients who were often told that their “modern lifestyles” and the stress of entering the workforce had brought on their disease.

Further, in the ethnographic chapters of this book, my descriptions of cancer in India aim to counteract this trope that attaches the disease to a newly prosperous elite, picturing it as a problem of lifestyle and behavior and a by-product of modernity.83 Instead, I show the effects of the disease on the urban poor and the lower middle class, focusing particularly on how they found ways to manage the duress it placed upon their lives. I find that the pervasiveness of cancer has little to do with lifestyle and behavioral faults, and everything to do with a health care system that fails to provide adequate treatment and care. Thus, rather than fault patients for their inability to absorb socioeconomic change, I demonstrate their inventive strategies to seek treatments and maintain networks of social support, so that they might endure in circumstances hostile to their survival. I track their efforts to negotiate kin, manage pain, and strategize speech, all the while demonstrating capacities for endurance that directly contradict assumptions about their class, lifestyles, and behavioral inflexibilities. Thus, moving away from a paradigm of representing cancer patients as marked by behavioral failure, I present the many ways my interlocutors strove, with varying degrees of success, to absorb the diagnosis into their everyday lives.



Aesthetic Flights

If in my face-to-face ethnography I found a reticence to speak about cancer, in films and memoirs from the region I found instead a profusion of speech about the disease. These aesthetic accounts took the fragility of social worlds around cancer as their theme, staking their own narrative claims about the effects of the disease on social life. My method in engaging these aesthetic efforts is not exactly ethnographic, in that I do not track people’s engagement in producing and receiving them.84 Instead, I am interested in their narratives as complex texts that themselves externalized, critiqued, and reflected social patterns and processes.85 In exploring films and memoirs, then, I think of them as active attempts alongside my own to imagine and dramatize the ethical stakes of living with cancer.

At the same time, the efforts of many of these aesthetic accounts differ from my ethnographic work in one important respect. If during my ethnography I found no easy answers to the ethical dilemmas provoked by a cancer diagnosis, films and memoirs were much more forthcoming about the lessons that might be learned from an encounter with the disease. For example, in films about cancer, dying patients left behind lessons for other characters and the audience on how to die with dignity, giving their death meaning. For their part, patients in memoirs proselytized the power of individual willpower to transcend the disease’s suffering, promising survival and joy as rewards for personal resilience. Thus, films and memoirs tended to neatly resolve the fragmentation and crises the disease catalyzed, offering lessons and resolutions that did not come so easily in my ethnographic narratives. Juxtaposing these lessons about resolutions against my ethnographic work helps me to clarify, in relief, the many irresolvable breakdowns in the lives of my interlocutors. In exploring these accounts, then, I ask, what is lost in this aesthetic will to pedagogy and resolution? In answering this question, I sharpen my understanding of the fragmentation erased by such aestheticization.
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FIGURE I.2 Film poster for Anand (1971), arguably cancer’s most famous aesthetic account in India. Image from the Osianama Research Centre Archive, Library and Sanctuary, India.


I share this concern about cancer’s aestheticizations with many scholars who study the disease elsewhere in the world. Take, for example, the canonical work of Susan Sontag on the problem of abstracting the messy realities of the disease. As Sontag writes in the opening lines of her own cancer memoir, Illness as Metaphor (1978), “Illness is the night-side of life, a more onerous citizenship. Everyone who is born holds dual citizenship, in the kingdom of the well and in the kingdom of the sick.”86 Illness as Metaphor remains the disease’s most famous literary formulation. In the period since the book’s publication, the metaphor of the “kingdom of the sick” has inspired two generations of doctors, patients, and kin to produce memoirs and films about their experience with cancer. However, Sontag herself expressed displeasure that her words had inspired writings about the disease. She wrote later of this opening as “a brief, hectic flourish of metaphor, in mock exorcism of the seductiveness of metaphorical thinking,” and of the book itself as an attempt “to calm the imagination, not incite it.”87 She summed up her book’s purpose just a few sentences after the opening: illness was not a metaphor, and the most truthful way of regarding illness was one purified of metaphoric thinking.88

For Sontag, damaging cultural tropes associated with cancer—depressive personalities, military warfare, terrorism—had already hurt cancer patients for too long. Her aim in writing her memoir had been to persuade readers to escape such metaphors and confront the biological consequences of the disease. Ironically, however, despite Sontag’s warnings, metaphors and aesthetic productions about cancer have flourished, drawing upon her formulation for inspiration. This flourishing afterlife of Sontag’s metaphor, despite her warning against its use, reveals a fundamental tension in representations of disease. Literary scholars criticize the genre for metaphors that abstract away from the suffering caused by the disease.89 But such critical disapproval has not thwarted the genre’s popular success. In the early twentieth century, illness memoirs had a marginal place in literary production.90 Contemporary memoirs, in contrast, have become one of the most reliably successful commercial genres.91

My work draws upon Sontag’s impulse to remain wary of cancer’s aestheticizations, at the same time as it departs from her normative goal to cleanse representations of illness of all cultural metaphors. Instead, my work here joins other anthropological efforts to delve into such metaphors for what they reveal about the disease’s social and cultural life. For example, in her ethnographic memoir, Lochlann Jain examines contemporary representations of cancer in the United States across a range of media.92 As an anthropologist, she understands her task not as one of “freeing” illness from these cultural metaphors—as Sontag would have it—but of examining them for what they reveal about the worlds in which the disease appears. Similarly, my aim here is to explore the many “cognitive dissonances” (to borrow Jain’s phrase) produced by cultural representations of cancer. That is, I describe the vast fissure between the aesthetic abstractions of the disease and the messy experiences of living with cancer. For example, despite the pedagogy of transcendence proffered by many aesthetic representations, the ethnographic stories I tell show how such escapes were only available to very few. In the simplest terms, diagnosis for most of my interlocutors came too late for treatment, giving the lie to aesthetic accounts that proselytized individual willpower and personal strength as the primary preconditions for survival.

At the same time, I also find that a blanket scholarly suspicion toward illness narratives misses the point.93 Living with the everyday stakes of caring for her ill husband, the literary scholar Ann Jurecic found herself dissatisfied with the all-too-easy critical dismissal of cancer representations. Instead, her experience led her to wonder whether it was possible to define critical practices that were at the same time critical and compassionate.94 In other words, Jurecic argues that a suspicion toward such narratives risks a disengagement with what aesthetic genres might offer to those who live with critical illness. Here, my way of remaining open to the promise of aesthetic accounts of the disease is to foreground those that hesitate in their search for narrative resolution and restitution. Certainly, some cancer representations I describe here reproduce the same, unsatisfying narratives of personal growth and willed transcendence that have drawn justifiable scholarly ire elsewhere in the world. At the same time, some depart from this trope, describing practices of endurance that rarely resolve in easy recovery and restitution. These accounts offer multiple, fragmented, and even contradictory accounts of everyday life with the disease. In remaining partial and incomplete, they offer a picture of the irresolvable contradictions involved in living and dying with the disease. The main felicity of such accounts is that they do not resolve whether the tragedy they describe is cancer, or the fraught social worlds in which the disease appears. That is, they do not separate out life after diagnosis (the kingdom of the sick) from the life lived before (the kingdom of the well). Rather, they entangle already damaged personal biographies and familial histories with the violence of a new life-threatening diagnosis. Because of this entanglement of past, present, and future vulnerabilities, resolutions in these accounts are never easily at hand. I take these specific genre-resistant films and memoirs as intertextual to my own, offering a set of adjacent entry points with which to understand the lived experience of my interlocutors.

Juliet McMullin examines graphic novels about cancer in the United States in a similar way.95 The ubiquity of cancer narratives in popular culture leads her to ask: What can we learn from the narrative work of others about the social relations of cancer? What do these works add to our understandings of stigma, hope, difference, and inequality? Like McMullin and other anthropologists, I find my analysis sharpened in the movement between my own ethnographic text and those aesthetic accounts of disease that stay with the fragmentation in social relations awakened by the disease.



Hesitant Methods

The pervasive reluctance to talk directly and transparently about cancer posed productive challenges to conducting ethnography. These challenges are worth nothing here because they inform the texture and shape of the chapters that follow. In giving me permission to work alongside Cansupport teams, the only condition that the home-care workers put before me was that I be careful about what I said about the disease, to whom, and when. This warning taught me to pay attention to the dexterity with which my informants would both talk and not talk of cancer, describe and deny pain, produce and deny empathy, sometimes all within the same few moments. Guided by the Cansupport teams, I took the methodological tack of witnessing conversations unfold slowly, only rarely intervening with my preformulated questions. While this approach had the limitation of not easily offering systematic answers, it also had the advantage of helping me reframe my attention on subtle practices of care and violence I would have otherwise missed.

To elaborate, in her work on studying performances of mania, Emily Martin draws upon Roman Jakobson’s writing about aphasia.96 Confronted with losing an aspect of linguistic ability, Jakobson saw aphasics as improvising a variety of stylistic maneuvers that were idiosyncratic and yet drew upon the fluidity of language as a social system. In Martin’s work, “style” captures both the patterning of social actions and its many indeterminate idiosyncrasies. Styles are personal and particular at the same time as they are social, drawing upon available repertoires of action and behavior. This analytic of style helps me to understand the work of improvisation around cancer as specific to families and patients while at the same time drawing upon the social and political conditions in which the disease emerged. I had to learn through my ethnography to apprehend these many patterned and performative solutions to the problem of language in living with cancer. Take, for example, the anecdote with which I began this introduction, when our mistake in not hiding the logo “Caring for Cancer” upset a patient. In his naming of his disease as “oncology,” this patient was exemplary of many others who preferred to live within a space of ambiguity, rather than inhabit the strict closures that the naming of the disease put into place. Yet, there was no fixed formula on the metaphoric elision of the word “cancer”; such dexterity and concealments took specific forms in every conversation, revealing varied types of context for each negotiation over language. Each ethnographic encounter demanded my pedagogical immersion in this communicative game.

Paying attention to this elision between what was sayable, what could not be said, and what was understood without saying formed the messy site of my ethnographic work. To describe these transactions of words as styles is not to undermine their stakes. The wrong word or gesture could unravel days and weeks of careful work through which my interlocutors sustained their worlds. Mindful of this, if there was one lesson I took away from my interlocutors, it was a lesson in the importance of recognizing my ethnographic limits.

This was never clearer than when I returned to a house where a Cansupport home-care team had visited many times before. This time, they had been called by the family to sit by the bedside of a father who was minutes from passing away. The doctor turned to the family for some holy water from the sacred river Ganga that he pressed to the lips of the patient in his last moments—a gesture toward ritualizing a good death. The son and his wife took part in this shared act. In these last seconds, however, the patient’s daughter walked in and, in her grief mistaking the water for morphine, accused the doctor of trying to end her father’s life. The team had established a deep rapport with this family, as they had with many others, and they could quickly tap into this reservoir of trust. But while doing so, they quietly sent me away, protecting me as much as protecting the family from the gaze of a relative stranger. The ethnographic lesson I took away from this day was a lesson about witnessing in silence and knowing when to turn away. It is a lesson I hope is reflected in the texture of the work that follows. If I am sometimes reluctant to offer certainty or closure in my analysis, it is because in certain moments, that hesitancy is more faithful to the uncertainties that characterize the experience of critical illness, at a time during which words and gestures sometimes mean more than we know or intend.



Mapping the Book

When I returned home to Delhi in 2011 for fieldwork after spending three years away for graduate school in New York, I noticed signs for several new cancer care NGOs across the city. These included ROKO Cancer, Global Cancer Concern, Indian Cancer Society, CanKids, Cancer Sahyog, Cancer Patient Aid Association, Cancer Aid Society, and the largest and most prominent among them: Cansupport. While some of these NGOs were founded before I had left the city, the number of organizations had multiplied in the years I had been away. Curious about this, I approached the founder-director of Cansupport, exploring the possibility of conducting ethnographic fieldwork alongside the institution’s home-care teams. She agreed to my participation, and I was able to follow about ten of the NGO’s teams as they provided home-based palliative cancer care to patients. Each team comprised a physician, nurse, and counselor and covered a radius of about fifteen to twenty miles. Over my time with Cansupport, I was able to visit the homes of about a hundred patients who lived across the city. More than half of these patients were among the urban poor who lived in formal and informal settlements. Cansupport staff also introduced me to the director of the palliative cancer care program at the All India Institute of Medical Sciences, which then became the second site of my fieldwork.

The cancer hospital at AIIMS has several teams of specialized cancer experts, an innovative nuclear medicine center, and the latest diagnostic machines and technologies. Its annual budget of about $230 million matched the budgets of many of the best-funded hospitals in the world.97 With a two-thousand-bed capacity and treating five million patients every year, it is also one of the world’s largest hospitals.98 Writing about ethnographic research at AIIMS thus posed a challenge. As the country’s leading hospital, it draws immense budgetary resources from the government and for this reason is hardly representative of many other underresourced public hospitals. At the same time, its reputation attracts patients in numbers beyond its capacity to treat. In this, it resembles many other public hospitals in the country whose infrastructural capacities do not come close to meeting the needs of patients. As will become clear in the following chapter, my description of AIIMS negotiates this combination of its specificity and generality within the Indian biomedical landscape. Rather than taking it as exemplary of Indian health care, I think of this hospital as one entryway into understanding public cancer care in the city.

The chapters that follow are divided by the geography of these sites: the first two come out of my work with Cansupport, and the third is situated at AIIMS. But they are also divided by thematic and methodological orientations: the first three chapters are based on ethnographic research, while the fourth and fifth chapters depend on the analysis of cultural texts. Consequently, readers with different expectations might choose to focus on different sections of this book. The anthropologically and sociologically inclined might choose to focus on the next three chapters, while those with an interest in the medical humanities might find chapters 4 and 5 closer to their interests. I would urge all readers to end with the concluding chapter, which extends and completes this introduction.
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FIGURE I.3 The All India Institute of Medical Sciences (AIIMS). Photo by Javed Sultan.
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FIGURE I.4 Relatives of patients sleeping on the pavement outside AIIMS. Photo by Virendra Singh Gosain / Hindustan Times.


Chapter 1, “Concealing Cancer,” focuses on the concealment of cancer diagnoses and its irreducibly multiple textures and implications. For example, concealment for some evidenced care within families. For others, it was a way to safeguard themselves from the harms of revelation, when kin and neighbors hurt rather than aided recovery. I trace the implications of these many motivations and consequences of concealment for palliative care policy, as competing groups of practitioners offered contrasting political models in response to the problems concealment posed for public health work. I also describe an event organized by Cansupport in which family members came together to remember their deceased kin, revealing the importance of concealment in the very moment of overturning its norms. Across these scenes of concealment, I describe it as a strategy to manage the stress that the disease put on social relations. By speaking of cancer only indirectly or not at all, patients and families kept alive a world of an “as-if” in which the disease would not take on the overwhelming force it would gain once named. Through strategic and partial disclosures, they kept alive other ways of relating to family, kin, patients, and neighbors.

Chapter 2, “Cancer Conjugality,” tracks the entanglement of palliative care, conjugality, and cancer. I describe how the disease puts pressure on already fraught marital biographies, revealing durable fissures in household relations. As cancer appeared in already broken worlds, it shifted the capacity of husbands and wives to inflict and absorb violence. The debilitating experience of cancer often confined husbands within their homes, making explicit their dependence on the care of their wives. Often, these shifts in the distribution of conjugal vulnerability opened cracks that allowed for long histories of domestic violence and betrayal to seep through. In subtle ways, women could express pasts they had kept hidden and accrue a delicate agency through their practices of care. But at the same time, they continued to inhabit the vulnerable space of affinal homes. I describe, then, how in these conjugal arrangements, empathy, and misrecognition followed each other closely in their tracks, braiding together care and violence to the point of their indistinguishability. I also describe how cancer NGO workers—aiming to treat the social and physical world of their patients—intervened into these broken social relational worlds. In doing so, they found themselves drawn into difficult decisions about how to manage past histories of violence alongside present vulnerabilities.

Chapter 3, “Researching Pain, Practicing Empathy,” is based in AIIMS and examines how its doctors produce, treat, and research cancer pain. Physicians at AIIMS who treated pain took an interest in its “psychosocial” dimensions, aiming to track down its social and cultural etiologies. Through these speculative models, they revealed their understanding of how the disease and its social world mutually shaped each other. Their conditional hypotheses about these social worlds demonstrated their efforts at offering a response, however partial, to the constant flow of patients they found themselves responsible for treating. In their responsive capacity for empathy, they expressed a desire to practice a form of humane and humanistic medicine. But even as they showed their capacity for empathy for each individual patient, they could do little to address broader structural inequities that conditioned how pain was socially distributed. Cancer pain, I argue, comes into being in the process of doctors, families, and patients reaching an agreement on how the social and biological etiologies of pain intersect. But I also show how such forms of agreement are hard to reach in conditions of long-standing infrastructural duress that breed doubt about the possibility of pain’s amelioration.

Chapters 4 and 5 take cultural representations of cancer in India as their subject. Chapter 4, “Cancer Memoirs,” explores how Hindi and English cancer memoirs offer identification and consolation to a new, growing readership in the region. Yet, I describe how such comfort comes at a cost, as many memoirs ask readers to accept responsibility and blame for the disease. These memoirs make the troubling promise of restitution, asking patients to learn to “love their cancer” and relinquish the pessimism that might have contributed to their bodily failure. I describe how I find these generic conventions troubling for laying blame and responsibility on patients rather than on the structural inadequacies in health care that failed them. I then shift focus to memoirs that go against the grain of these generic conventions. Unlike the promise of transcendence offered by accounts of personal responsibility, these explore the durable, and often irresolvable, doubts about social relations that accompany a cancer diagnosis. In doing so, they refuse to draw lines between the precarity of life before and after cancer, showing how the disease folds into already fragile social arrangements.

In chapter 5, “Cancer Films,” I describe how, unlike in memoirs, in which cancer patients are urged to live happier lives, patients in Hindi films tend to die. If the dominant affect in memoirs is optimism, cancer films are marked by an overwhelming pathos. Yet, I caution against elite criticisms of cancer films that claim that such portrayals of pathos hinder the happiness of real patients. To the contrary, I find pathos an appropriate mode of representation of a context in which, often, a cancer diagnosis portends death. I find in these films an impulse like my own to investigate the breakdown of social worlds in the wake of a cancer diagnosis. At the same time, if my face-to-face ethnography is concerned with the fragility of everyday life, in these films, cancer becomes a narrative shorthand for a range of imaginations of social crisis—the failure of decolonization, the inability of physicians to live up to their vocational calling, the decline of the modern family, the importance of traditional gender roles, and so on. After identifying these narrative crises, these films tend to resolve them through the death of the patient, leaving other protagonists and the audience with a lesson about the duties of citizenship and personal responsibility. I show, then, how these films—in their will to displacement and resolution—contrast with my ethnographic description, at whose scale ethical resolutions often remained an impossible ideal.

Finally, in the concluding section of the book, “Endurance,” I offer some concluding thoughts on the mode of ethics I find characteristic of the practices of my interlocutors. I describe the ethical weight of the effort to carve out a livable life in response to circumstances that do not offer hope. I argue that such a picture of ethical life takes livability rather than flourishing as its potential and horizon. In situations and times that do not readily offer pathways to collectivization and rights, I argue that anthropologists would do well to explore the terrain of everyday ethics committed to enduring in the present. At the same time, in thinking of endurance as ethical, I do not mean that its practices offer a way out of the many impasses of inequality. Instead, I draw attention to the challenging work of maintenance, of folding and absorbing critical illness into everyday life, even in the face of life-threatening duress that continuously invites exhaustion.








 


1

CONCEALING CANCER


Accompanying Dr. Nigam—the head of the palliative care program at the cancer center at the All India Institute of Medical Science (AIIMS)—on one of her ward rounds, I met a twenty-two-year-old man with an advanced malignancy that left him only a few months to live. He had been admitted to the inpatient ward for palliative analgesia. His face revealed little expression, and he remained silent until the end of Dr. Nigam’s examination. As she was about to move to the next patient, he quickly called out a question, as if he had been rehearsing it in his mind, “Doctor, why am I in this hospital?” I took it as an expression of existential anger I had heard many times before: Why was he in the hospital, why not someone else? Dr. Nigam answered, “Why do you think?” This struck me as insensitive until I heard his response: “There must be some misunderstanding [galatphemi].” I had misheard the emphasis of his demand: he had not asked why he was in the hospital but, rather, why he was in this hospital. In other words, why was he in a cancer ward? He looked away, and after a moment’s hesitation and silence, Dr. Nigam turned to the next bed.

Later that day the meaning of this cryptic exchange would become clearer. I was sitting in the doctors’ common space when Dr. Nigam gestured me to her office. She had asked the young man’s mother and sister to come in to talk with her. After telling them about how he was responding to palliative pain treatment, she asked directly: “How long do you expect him to go on like this? I think he really wants and needs to know; he’s asking again and again—why are the doctors not telling me?” His sister’s face clouded as she responded: “We don’t have the courage [himmat nahin hain].” The young patient had been so far shielded from the word “cancer.” From the time of his diagnosis a year ago, his family had hidden his disease and its bleak prognosis from him. Dr. Nigam asked in reply: “Do you want me to tell him?” Visibly distraught, the mother responded: “No, he won’t be able to take it. We cannot let him lose hope, he will just give up if he knows.” Dr. Nigam nodded, but pressed: “I think we should, he will be angry in the future, when the pain gets worse, and he finds out that you knew all along. He is well educated, he will come to understand.” Still hesitant, the mother replied: “But don’t tell him it’s over, that there’s no treatment. Tell him we’ll still be trying.”

In my brief interactions with this family, this was the closest I had found them to speaking the word “cancer.” Yet, even without the patient present, they had refused to say the word aloud. I would later find out that for months they had not come to AIIMS because a sign with the words “Institute Rotary Cancer Hospital” marked the entrance of the cancer ward building. Instead, they had been to two private hospitals where the thicker concentration of departments— often more than one on the same floor—allowed them to avoid ubiquitous signage about the disease. They had, however, been dissatisfied with the pain care at these hospitals and finally came to the palliative ward at AIIMS. Here, the patient could not have missed the large sign that marked the space as a hospital for cancer treatment when he was wheeled in through the door of the cancer ward building. At the same time, it was unlikely that this was the first time he would have encountered his diagnosis. He was literate, had undergone several rounds of chemotherapy, and had been alone with several other patients with the same disease.

In introducing an important volume on practices of medical disclosure, Mike Davis and Lenore Manderson suggest, “There has been surprisingly little critical attention on how and what people disclose, question and expose, for what purposes, and in what ways.”1 They find this lack surprising, since they understand disclosure as fundamental to clinical practice— always entangled with research, diagnosis, discussions of treatment choices, and prognosis. Their volume is foundational in opening practices of biomedical nondisclosure to anthropological analysis.2 In this chapter, I develop this anthropological interest in tracking the complex relation between the revelation and concealment of disease, delving into the lived experience of my interlocutors as they inhabited a dynamically unfolding space between disclosure and nondisclosure.

What one told, how, when, and to whom were crucial ways through which the burden of cancer was distributed across social networks, falling more heavily on some than others. In this distribution of speech and silence, awareness of diagnoses and prognoses was never a matter of all or nothing, but a dynamically negotiated site of social transaction. In what follows, I argue that speech and nonspeech about cancer were experiments in social relations. They were strategies through which my interlocutors tested the strength or vulnerability of ties with neighbors and kin, ties whose edges had frayed over time. Importantly, while cancer was often a proximate force that put pressure on these relations, their brittleness also had to do with prior violence that long preceded diagnosis. Here, I show that speech and concealment around cancer are best understood as growing out of these long prior social histories, embedded in the give-and-take of everyday life within which the disease appeared.

To be clear, I do not argue that concealment was a way of escaping the significance of the disease or a practice of self-harming denial, as some public health specialists claim. A major limitation of public health debates about medical nondisclosure—including that of cancer—takes its lack or presence as indicative of cultural backwardness or advancement. These framings take nondisclosure as evidence of a culture-bound reluctance in “Asian” countries to measure up to biomedical realities.3 To the contrary, medical anthropologists Mary-Jo DelVecchio Good and colleagues explain how the norm of disclosure is of recent vintage in the United States, only institutionalized around 1971 with the passage of the National Cancer Act, which shifted the bioethical and cultural consensus from the question of whether to tell, to how to tell.4 And, as Cecilia Van Hollen shows, medical bioethicists began to posit telling as normative only after this relatively recent institutionalization of the ideal of cancer disclosure.5 Van Hollen goes on to argue that with the rise of professional bioethics in the last few decades, the right to autonomy has come to be pitted against “other” cultures where nondisclosure might be contextually appropriate. Rejecting this dichotomy, through her ethnography of cancer among women in Tamil Nadu, Van Hollen describes how her interlocutors were less interested in what information was conveyed or withheld, and more interested in how the act of nondisclosure revealed the care or neglect of those around them. Similarly, in her ethnography of cancer in Botswana, Julie Livingston explains how nondisclosure did not indicate a failure of prognostication, but rather revealed the ethical practice of patients and relatives who took on the burden of discretion as a sign of care.6 I join this rejection of framing cancer nondisclosure as a sign of cultural lack or medical failure. Rather than take concealment as evidence of biomedical noncompliance, I show that it was a mode through which social relations around cancer were tested, mediated, and reshaped. Specifically, I show that weaving between concealment and speech allowed my interlocutors to inhabit the space of the “as-if,” opening the possibility of living in a subjunctive mood. For some, not speaking of cancer opened possibilities of hope. For others, it opened means of persisting in circumstances in which revelation carried danger. I argue, then, that to inhabit this space of the subjunctive was not to escape biomedical realities but, rather, an attempt to make space for the disease within already tense social worlds that were newly tested by the pressures of a life-threatening diagnosis.

While secrecy was an ever-present concern at AIIMS, I was able to engage the problem more substantially alongside the staff of Delhi’s largest cancer support NGO—Cansupport—with whom I spent time in the homes of about 120 cancer patients. Cansupport was founded in 1996 by Harmala Gupta. She had been successfully treated for Hodgkin’s lymphoma as a graduate student in Canada in 1986. The first person to use the “word” cancer to her was a visitor; her doctor had only told her she had “Hodgkin’s disease.” Gupta remembers not being prepared for the insensitivity with which this visitor named the disease. This incident convinced her of the importance of not “whether you should tell [the diagnosis] but rather how you should tell.”7 From that moment on, the importance of the relation between words and illness remained impressed upon her. She returned to India after her treatment and gathered a small group of women to start her work. As the group grew, they began collaborating with AIIMS to offer support to their patients. This informal project concretized into a collaboration with the pain clinic at AIIMS that continues to the present. By the time of my fieldwork in 2011, Cansupport was operating out of thirteen centers in and around Delhi. Its staff included twenty-four teams—each comprising a physician, nurse, and counselor and covering a radius of about fifteen to twenty miles. Within this radius, every team was responsible for about fifty families and patients. About half of these patients had heard of the organization from friends or family and called its help line, while another fourth were referred to Cansupport by doctors at the AIIMS pain clinic. By the organization’s own estimates, it had provided care to 746 patients over the year before my fieldwork, with roughly equal numbers of men and women.8 According to the same estimates, most of these patients were “lower-class” (54 percent), and most others were “middle-class” (38 percent).


Concealment as Care

On one home-care visit with Cansupport, I accompanied a team to the city’s eastern border. Rohini—the wife of the patient we were visiting—greeted us on the path leading to her home. She then took us inside, where her husband, Shambu, lay in apparent discomfort in a double bed placed in the center of a small room. Their teenage son was away at school. Shambu had been a door-to-door life insurance salesman who now presented with an advanced stage of prostate cancer. He was the family’s sole earner, and two years of treatment had depleted their financial resources. He did still own the plot of land on which his two-room house was constructed. The Cansupport doctor I was with administered to Shambu’s pain and enlisted the help of a nurse he knew who lived a few houses away in the neighborhood.

Here, as in most other cases, who knew what was a sensitive matter. We walked outside the house under the pretext of seeing a new provision store in the neighborhood. The counselor’s tactful conversation in that time with Rohini elicited that she had an accurate picture of Shambu’s diagnosis and prognosis. However, Rohini was certain that while Shambu knew his diagnosis, he was unaware of its prognosis. That is, while he probably knew he had cancer, she believed he did not know how far his malignancy had advanced. She had colluded with the doctor to protect Shambu from the psychic impact of the knowledge of his imminent death. But maintaining this secrecy had been difficult for her, and she was open to the counselor’s suggestion that they talk to Shambu about how much he knew and whether he was prepared for the months ahead. Soon we returned to their house, and Rohini left us alone with Shambu. Talking to Shambu revealed that he was not as much in the dark as Rohini imagined. He had spoken to other patients at AIIMS and had learned to read between the lines of clinical conversations. While we spoke to him, no one said the word “cancer” out aloud. We spoke instead of the side effects of his bimari (illness) and treatment. Talking with him also revealed that the couple had gravitated toward a new “alternative” cancer hospital in a nearby neighborhood. They had been visiting this hospital over the past few weeks, hoping for a better outcome. The staff there had complied and claimed they could completely cure the disease if Shambu and Rohini paid with all their savings and the proceeds from selling their house. The hospital’s promise did not surprise the counselor. She had heard of several such private cancer clinics cropping up around the city, at least some of which crushed steroids and painkillers into small paper pouches and charged high fees. Oncologists at AIIMS knew of these clinics and told me how they often lost patients to the promise of a quick and complete cure. Treatment at AIIMS required long trips across the city and hours, if not days, of queuing on the pathways around the hospital. Encouraged by the rejuvenating effects of the steroid cocktail, many patients would sometimes abandon curative and palliative treatment at the hospital. Cecilia Van Hollen has written of a similar world of “alternative” and “complementary” therapies that emerged in response to the HIV-AIDS crisis at the turn of the century, when promises of complete cures by some alternative practitioners not only discouraged patients from pursuing biomedical treatments but, more dangerously, also led them to believe that they were no longer infectious.9

A few days before visiting Shambu, I had spoken with another family facing a similar conundrum. The aging father of that large joint-residence family had been diagnosed with cancer. Hearing of alternative treatments at new cancer clinics, the man’s two sons had paused his chemotherapy; the alternative clinic the sons found discouraged them from continuing biomedical treatment. After the short-term benefits of the painkiller and steroidal cocktail had worn off, the effects of the disease returned redoubled. With curative or life-extending treatment no longer an option, the two sons now lived with the regret of having switched treatment modalities. In his work on tuberculosis in India and its history of relapse and drug resistance, Bharat Venkat suggests that sometimes the proclamations of biomedical cures are like promises rather than ruptures.10 That is, they do not always announce the onset of a healthy future but, like all promises, can come to be broken. In this instance, the promise of a cure not only was broken but also was made in bad faith. The counselor I was visiting with knew of this, but she did not tear down Shambu and Rohini’s last hopes for treatment. Later, she told me that directly criticizing such clinics might have risked patients’ trust in her; they might read professional jealousy into her effort to discourage them from seeking treatment elsewhere. As the family talked, it became clear that they were considering risking their savings for their son’s education to obtain this therapy and selling their small home. Remaining noncommittal on the viability of a cure, the counselor urged Shambu and Rohini to talk through the potential implications of their decision.

Later in this conversation, Shambu and Rohini complained about the treatment they had received at this alternative clinic. The physician there had refused to come into physical contact with Shambu. Instead, their conversation had revolved around the staff determining where the family lived, whether they rented or owned their home, and how much they had saved over the years. The counselor urged them to think about what kind of trust such an interaction could build. Shambu and Rohini first demurred but then revealed their skepticism about the clinic’s eagerness to dispense medicine without conducting any tests. The counselor took this opening to tell stories of other patients who had lost their life savings, seduced by the promise of cures. Soon afterward, Shambu again changed the course of the conversation and told the story of his life. As an insurance salesman, he had planned his own life insurance policies based on an astrological prediction that he would contract a life-threatening disease. but that prediction had fallen short by two years and derailed his plans. His guilt at leaving his wife and son without financial means weighed heavily on the rest of our talk.

How might we understand the stakes of the secrecy between Shambu and Rohini? Why did it remain so important to not speak directly of cancer, even as both the diagnosis and the prognosis lay in plain sight? Shambu, Rohini, and the nurse from the NGO all knew Shambu had cancer and that his prognosis was not hopeful. But while they knew, they shared the vital knowledge of knowing what not to say. Knowing what not to say allowed for them to continue to live in the present, without compromising all hope of the future. In their work on illness narratives, Byron Good and Mary-Jo DelVecchio Good call our attention to “subjunctivizing tactics”—stories through which patients, families, and physicians maintain multiple perspectives on disease and possibilities of hope and healing, even when healing would be miraculous.11 In Shambu and Rohini’s life, I suggest, secrecy evidenced a similar desire to live in the subjunctive, to not foreclose possibilities of hope and life even in the face of likely death. Living in the subjunctive allowed Shambu and Rohini to continue their life in the present as if the future was not already preordained. They staked their concealments on their judgment of how much speech the other could absorb and how much they should disclose, when they knew such disclosures could put their relations at risk.

A century ago, Georg Simmel suggested that secrecy was fundamental to intimacy and not its enemy.12 This was because the possession of full knowledge of the other took away all possibility of fantasy. Thus, according to Simmel, secrecy was implicit in love precisely because love was the possibility of the gift of future revelations. To an extent, Simmel’s insight holds true here, as Shambu and Rohini sustained their world through partial concealments and slowly unfolding partial disclosures. Yet, contra Simmel, the function of concealment between Shambu and Rohini was not to safeguard parts of the self for the certainty of a future. Rather, they directed their strategies at the present within which they kept alive the possibility of recovery. They lived in the subjunctive not in the sense that they lived in a false, fantasy world, denying the truth of their biomedical quandary. Returning to the description by Good and colleagues, living with illness often “embodies contradictions and multiplicity,” and so its narrative “cannot be represented all at once or from a vantage. It is constituted, rather, as a ‘network of perspectives.’ ”13 For Shambu and Rohini, secrecy was precisely such a subjunctivizing strategy, a grappling with the incoherence and disruption of cancer by maintaining multiple and even somewhat contradictory points of view, simultaneously knowing and keeping at bay their knowledge of what their futures held. To be clear, this space of hope was not the space of denial or an imaginative transcendence of the messy facts of the disease. The “as-if” was always bound tightly to the real. Both knew the bleak prognosis, both experimented with other possible therapeutic options, but at the same time, both understood the limits of such possibilities. The “as-if” of the subjunctive mood as it unfolded here was not an escapist fantasy but a mode of coping with the ever-present stakes of a threatened real.



The Dangers of Revelation

In Shambu’s case, the network of social relations around him afforded support within which Cansupport could work. Despite his difficult financial circumstances, Rohini was a constant presence, they could rely on their son to run errands, and the nurse in their neighborhood would be a consistent resource. For many other patients, however, neighbors and kin often exacerbated their vulnerabilities. In one of my first home visits with Cansupport, I met Rajesh, a twenty-nine-year-old man who had been battling chronic myelogenous leukemia since his teenage years. Rajesh rented a small makeshift room on the roof of the house of his paternal relatives. To reach his room, we had to walk up a narrow, snaking staircase that took us through the lower floors. His family’s greetings to us were perfunctory; they were not keen on Rajesh having visitors. Arriving at Rajesh’s room, I saw how its walls were bare but for two pictures—one of a Hindu deity (Vishnu) and another of his parents, who had died in a road accident when he was a teenager. Rajesh had contracted cancer soon after his parents’ death, while he was working at a chemical factory on the outskirts of the city. The little money they had left him and the wages he had saved were spent in the early months of his treatment. His paternal kin had taken him in but refused to extend any care. In the early days after his diagnosis, his family’s resentments saw to Rajesh’s isolation in a small, barely covered veranda of the house. Yet, his will to live was strong: he would undertake a difficult journey to AIIMS in the early morning and make himself available for consultations and treatment. Hospital policies at AIIMS dictated that, given the debilitating effects of cancer therapies, patients must always be accompanied by a family member or attendant. To circumvent this requirement, Rajesh would sign his patient forms twice—once under his own name and once again, after leaving the ward and returning in disguise to sign as his own attendee.

Rajesh’s family had hidden his diagnosis from their extended kin and neighbors, ensuring their own protection from accusations of neglect. Even if it was not their intent, this arrangement benefited Rajesh. He believed if their neighbors found out about his disease, they would ostracize him, which not only would result in further social isolation but also would exacerbate his financial duress. At the time, Rajesh was earning the supplementary money he needed for his treatment by running errands for many families in his neighborhood. Rajesh was convinced that if they found out about his cancer diagnosis, they would shun him, and he would lose the only income he had. I asked whether it might help if his neighbors found out that his family was neglecting to care for him; would that perhaps shame his kin into extending him some support? Rajesh was not sure that this would be the outcome of his diagnosis becoming public; he suspected that his neighbors might side with the family rather than with him, sympathizing with the family’s misfortune in having to take care of an unwelcome invalid.

One way to understand and examine Rajesh’s insistence on concealment would be to look for its cause, asking about the cultural beliefs that lead to its practice. Indeed, public health writings about cancer nondisclosures in India focus on the stigma associated with the disease, offering up a typology of cultural misunderstandings about the disease that are believed to contribute to this stigma. For example, many physicians and health experts identify beliefs about cancer—that it is contagious, a punishment for a past sin, or a death sentence—as explanations for why patients are stigmatized and feel the need to conceal their diagnosis.14 Yet, while such beliefs might well contribute to stigma, this explanation leaves out an important aspect of concealments that primarily interests me here: the prior social worlds within which concealments and disclosures unfold. That is, while practices of concealment might certainly have something to do with cultural beliefs about the disease’s etiologies, its consequences and distribution take shape in relation to present social vulnerabilities. Put differently, even as public health scholarship is preoccupied with correcting false beliefs about contagion and moral disorder, neither Rajesh nor his family ever offered such causal explanations for their desire to conceal. When I asked him once why he thought cancer evinced such strong and negative reactions, Rajesh shrugged inconclusively. But when we talked about another cancer patient in the same neighborhood who also kept the disease secret, Rajesh remarked that he did not think disclosure would have the same devastating effect for that person that it would for him. The other person he talked about was the head of his household, had a secure source of income, and had access to officials who could help him obtain state financial aid. The consequences of a forced or unintentional disclosure to the wrong person or at the wrong time would be quite different for the two patients. For the other patient, Rajesh suggested, this might mean only unwanted concern. For himself, it would mean the loss of livelihood, or an isolation even more limiting than what he already experienced. Drawing from my experience in talking to Rajesh and others like him who felt it necessary to keep the disease secret, I suggest that the least understood and most important dimensions of disease nondisclosure are not the cultural stigmas associated with the disease but the shifting, local relational worlds within which the disease appears. In other words, the why of cancer stigma (for example, a typology of cultural beliefs) does not help reckon with how nondisclosures gather force within a person’s world and illness experience. How the disease folds into local worlds depends on the singularity of biographies and the social relations through which a person comes to matter.15 For Rajesh, his isolation and abandonment had begun long before his diagnosis. If the fear of contagion or an attribution of the disease to his moral failing mattered at all, it was only in how they joined with his already vulnerable place in his world. Cultural understandings of the disease only sharpened the consequences of these long-existing vulnerabilities, whose roots ran deeper than the fact of his illness. Put differently, whereas public health scholars understand the “context” of nondisclosure in terms of stigma and cultural beliefs, I frame it as the interlocking local social hierarchies within which patients are placed.16

Remaining attentive to these relational stakes of nondisclosure—when and to whom practices of speech and concealment are dynamically directed— helps focus our understanding of its consequences. As the costs of his treatment escalated, Rajesh’s long history of familial isolation and financial vulnerability became increasingly significant. For many patients in the world with financial resources or comprehensive cancer insurance, the first-line treatment for chronic myelogenous leukemia is a pill taken once a day: Gleevec. At the time, the drug was the focus of a legal battle between Novartis— the pharmaceutical corporation behind Gleevec—and the Indian government and was not easily available in Delhi’s public hospitals.17 And, in any case, as Stefan Ecks has explained, the philanthropic patient-access programs developed by Novartis do more to foster a fiction of corporate responsibility than to really expand possibilities of care.18 At AIIMS, unable to prescribe Gleevec, Rajesh’s doctor recommended a bone marrow transplant (BMT). When Gleevec is available, transplants—which often carry a risk of fatality and are associated with far worse outcomes—are now only a last option. Without Gleevec, Rajesh’s only choice was to risk the infections, organ damage, and graft failure associated with BMTs. But even accessing a BMT was no simple matter. Because AIIMS is a public hospital, treatments there cost a fraction of what they would in private hospitals. For example, subsidized surgical tumor excisions range from around 3,000 to 13,000 rupees ($50 – $200). To offset this cost, showing that one’s family income falls under the poverty line makes one eligible for a further fee remission of up to 6,000 rupees ($100). However, the BMT that Rajesh needed fell within a range of interventions (along with others such as cardiac defibrillation, carotid stenting, and hip replacements) that incur prohibitive costs even at AIIMS. While the cost of a BMT in a private clinic can exceed a million rupees ($15,000), AIIMS offered this treatment to Rajesh for about 260,000 rupees ($4,000), a third of the private care price.

For such expensive cancer treatments, the main sources of financial respite are a few government grants redeemable only at the twenty-seven Indian hospitals accredited by the National Cancer Control Program. AIIMS is the hospital in this network that is responsible for covering much of the national capital region. With Cansupport’s help, Rajesh had sought these government cancer funds but he was eligible to apply for only three of these grants. The first was administered by the Prime Minister’s National Relief Fund, set up in 1948 to aid in the aftermath of the partition of India. Since then, its mandate has grown to include assisting those struck by natural disasters and suffering from noncommunicable diseases. This grant is funded by public contributions and gets no budgetary support. Even though it has the least complicated application procedure, its disbursements are too small to cover the cost of more expensive cancer treatments. The second and third grants—from the State Illness Assistance Fund and the Health Minister’s Cancer Fund under the Rashtriya Arogya Nidhi (National Health Fund)—were administered by the Ministry of Health and Family Welfare and given directly to AIIMS. The first allocates about 50 million rupees for “life-threatening” illness, with a maximum of 150,000 rupees per patient. The second—designated for cancer patients—allocates about 5 million rupees to each of the twenty-seven national centers, with a maximum of 100,000 rupees per patient. These discretionary funds allowed AIIMS to subsidize patient costs. But, like many others, Rajesh’s treatment exceeded the per-patient allocation. To circumvent this, he would have to apply to the Ministry of Health and Welfare for an individual dispensation. To do this, he had to work with both his treating physician and the head of the department at AIIMS to prove that his disease was immediately life-threatening. This would require several visits to the hospital, all while his disease progressed. Then, he had to demonstrate an income below the poverty line for his entire family, proof of which would need to be attested to by two local political authorities responsible for his neighborhood. For those who lived outside Delhi and had traveled for treatment, this itself was an almost insurmountable obstacle. Rajesh’s problem was different. If the income of the extended family he lived with was added on to his own earnings from running errands, he would no longer qualify for government assistance. But since no financial assistance was forthcoming from his family, he would have to approach the district officer and convince him of his situation. To do this, he drew up a document that proved he paid a small rent to his family members. With no income of his own to show, Rajesh visited district offices, seeking assistance from a broker who helped him negotiate the tricky process. At this stage, district clerks and officials could easily hold up his application. This provided opportunities to demand bribes, and Rajesh had to convince them he had no money at hand to give. It took several months before he could submit his application to the Ministry of Health, holding up his treatment because the assistance programs stipulate that they do not reimburse costs incurred before the final receipt of the application. Fortunately, after all this, Rajesh’s transplant surgery and adjuvant therapies proved successful.

That Rajesh could negotiate these transactions and prove his eligibility was almost miraculous. During our conversations, he spoke knowledgeably about the intricacies of every bureaucratic procedure he had encountered and the ways he had devised to circumvent the process. Much of this story was of strategic disclosures, of knowing what to say to whom to remain on track for his treatment. In negotiating this process, Rajesh had been aided by the type of his cancer, one that did not require debilitating surgical amputations. He had also relied on the advantage of his youth and his ability to learn the intricacies of the bureaucratic process. Signing under two different guises to access treatment was only one of the many skills that Rajesh had mastered. He also spoke about which doctor at AIIMS was the most pliant and empathetic, about which clerk at the Ministry of Health had been the least corrupt or most likely to help, and about which forms were most vital and which forms could be filled out with less attention to procedural detail. Through his negotiations of this array of governmental processes, Rajesh himself has become a source of expertise. The team I was visiting with deferred to Rajesh’s experiential knowledge as they asked for his help in guiding another recently diagnosed young cancer patient. Thus, Rajesh’s appearance in the legal and bureaucratic process as an eligible recipient of aid was a hard-earned status. Unsurprisingly, few others could construct their own vulnerability with the proficiency and speed that the disease demanded. At the same time, the long course of Rajesh’s illness had exhausted him. Recently, Cansupport had been urging its philanthropic funders to buy a food-vending cart for him, to help secure the monetary independence he needed. Meanwhile, he continued to run errands for his family and neighbors, learning to swallow his resentment and strategically disclosing his diagnosis to some and not to others. At the end of our last conversation, his usually upbeat demeanor collapsed, and he stated bluntly that if the disease returned, he would not fight it again.



Living in the Subjunctive

In Rajesh’s world, cancer was a different kind of secret than for Shambu and Rohini. It did not evidence care as much as it constituted a premise of his survival. Such an understanding of the stakes of concealment is important because it pushes against how concealment is often understood by bioethicists, biomedical practitioners, and public health experts: as a sign of medical noncompliance and evidence of escapism. For example, in bioethics discourse, any prevarication about telling diagnoses is understood as a contravention of its most sacrosanct norm—the autonomy of the patient and his or her right to know. As Alex Broom and Assa Doron show, many cancer physicians in India too understand nondisclosure as indicative of ignorance and denial, even as they participate and collude in the act.19 Yet, I found nondisclosures to evidence neither ignorance nor denial, but rather a way through which patients reconciled the vulnerabilities of their life before and after the disease. Concealing his disease from some and disclosing to others helped patients like Rajesh distinguish between kin, institutions, and physicians they could trust and those that could inflict further harm. At the same time as he sought institutional attention, Rajesh pushed away from the risky gaze of neighbors and kin. At the same time as he made himself visible in the more distal context of AIIMS, he sought invisibility in his proximal world. Rajesh’s strategic doubling—of appearing as himself and as his own attendant—was a powerful analytic for the ethical world he inhabited, a world that demanded multiple and simultaneous experiments of staking concealment and disclosure to maintain his place within his proximal social world. As Veena Das puts it in writing about illness in Delhi, the relation between concealment and medical care is thus more complicated than a simple equation of nondisclosure with noncompliance; concealments do not indicate the absence of a desire to find and seek treatments.20 Biomedical discourses that vilify concealment as an inability to face up to the reality of the disease miss how it was precisely by navigating between concealments and disclosures that my interlocutors found ways to measure the disease’s consequences.

Resonantly, in her work on birth and death in rural India, Sarah Pinto writes that biomedical doctors and NGO workers committed to full disclosures misrecognized practices of concealment as a sign of women’s ignorance or disinterest in better health.21 Pinto’s ethnography shows instead how acts of disclosure and concealment became crucial to the bodily and moral praxes of her interlocutors, situated as they were within complex social relations of caste and gender. Crucially, Pinto suggests that such acts of concealment were part of a complex push and pull away from and toward authority, a simultaneous evasion of and longing for institutional attention. My approach toward concealment here mirrors Pinto’s in resisting explanations that assume Indian patients are somehow incapable of fully grasping the significance of their disease, or that acts of concealment necessarily evidence the absence of health-seeking behavior. Such acts are not “ignorant” of reality, nor do they “normalize” or “deny” difficult circumstances.22 Instead, nondisclosures reveal how encounters with life-threatening illness are never far away from the experience of everyday life.

The two cases I described here do not exhaust the many forms and functions of concealments in the lives of cancer patients I encountered during my fieldwork. But in each instance, managing illness knowledge played a significant role in shaping the possibilities and trajectories of treatment and care. For Shambu and Rohini, secrecy helped sustain the possibility of living in the subjunctive—in the mode of the “as-if”—performing the hope of survival even with the knowledge of likely death. For Rajesh, too, inhabiting the possibilities of the concealment was a crucial coping strategy: his ability to move between different narrative positions, between disclosure and nondisclosure, aided his survival. Thus, even if practices of concealment varied in motivation, purpose, and consequence, they were always a way for my interlocutors to negotiate proximate others and the textures of support or harm they promised. Concealing helped many to weave the disease into broader concerns of their lives, allowing them to live within social relations in which they found varying degrees of abandonment and support. It became one more way, among others, through which patients, families, and caregivers tested the durability of already frayed social relations put under further pressure by cancer.

It is worth noting here that cancer is not the only disease whose knowledge requires circumspect experiments with speech and disclosure. For example, anthropologists and other scholars of public health have documented the concealment of HIV-AIDS in many parts of the world. For example, drawing from his work with an HIV-AIDS nonprofit organization in Indonesia, Tom Boellstorff describes the disease’s association with nonnormative sexuality as contributing to a reluctance to name it.23 Similarly, Kate Wood and Helen Lambert present the disease’s nondisclosure in South Africa as a response to its stigma, suggesting that concealment evidenced a desire to avoid the disease’s association with sexual promiscuity.24 My work here joins such writings about nondisclosure as a coping strategy but also departs from them in one important respect. That is, the focus of the literature on HIV-AIDS emphasizes how negative cultural beliefs stigmatize the sufferers of this disease, sharpening the consequences of its nondisclosure. For example, Wood and Lambert describe how their ethnographic interlocutors diagnosed with HIV-AIDS preferred to say they have cancer, as a ruse to escape this stigma.25 Here, I argue that bringing cancer (a disease not often associated with nonnormative sexual practice) into discussions of nondisclosure pushes us to look beyond the role of cultural beliefs as determinants of stigma. Speaking with interlocutors such as Rajesh helped me to see that nondisclosure was as much a result of fears that disclosure might exacerbate prior vulnerabilities that preceded the illness as it was about negotiating cultural beliefs associated with cancer. In other words, paying attention to the embeddedness of nondisclosure in everyday life helps reveal how familial dynamics, personal biographies, and situated vulnerabilities shape the distributions of speech about cancer.

At the same time, even as I push against the emphasis on cultural beliefs in the HIV-AIDS literature on nondisclosure, I draw crucial insights from that literature. For instance, Lambert and Wood argue that practices of nondisclosure maintain hope and keep alive imagined possibilities of recovery.26 Closer to the context of my work here, Mathew George and Helen Lambert show how the concealment of HIV-AIDS diagnoses helped patients and families in South India reassert and maintain a sense of normality in their lives.27 Similarly, in the fraught and unsteady arrangements of my ethnographic contexts within which cancer appeared, concealment allowed for the possibility of thinking and living in the subjunctive, in the mode of the “as-if”—performing the hope even with the knowledge of a likely death.

Developing the work of Adam Seligman et al., Vaibhav Saria argues that living in the subjunctive in times of social failure allows for a temporary respite from broken worlds of experience, producing ways to manage the fractures of everyday life.28 But Saria also suggests that this escape is ultimately doomed, as the actual returns to make demands on the “as-if.” Drawing from Saria’s insight, I argue that even as strategic nondisclosures make space for living in the subjunctive, the space of the “as-if” nonetheless remains anchored to the actuality of the disease and the durability of long-standing prior vulnerabilities. Even as Shambu and Rohini made space for contradictory narratives and partial hopes, they remained caught in the uncertain space between the diagnosis and the disease’s outcome. I think of concealment here as a strategy that seeks to multiply possibilities of living with the disease, while at the same time remaining aware of its consequences. Living in the subjunctive made possible brief respite from the real, even as such respite often turned out to be temporary, and the “as-if” never really escaped the grasp of the actual.



Modeling Palliative Care

In 2005, a heated debate broke out on the usually placid pages of India’s flagship pain and palliative care research forum, the Indian Journal of Palliative Care. This debate distilled two different visions of palliative care for India. In the introduction, two palliative care professionals from the International Observatory on End of Life Care at Lancaster University (UK) laid out the terrain of this debate.29 Drawing on palliative care implementation in many regions of the world, they presented a spectrum of possibilities for delivering palliative care in India. On one end of the spectrum were high-quality, small-scale interventions administered by specialized professionals. On the other were participatory, community-led efforts that provided care through a network of nonexpert neighborhood caregivers. The authors criticized the former model for ignoring how, in conditions of infrastructural lack, an insistence on specialization restricted palliative care to only a small minority of those that needed it. Instead, they lauded neighborhood care for encouraging communities to take control of their own well-being.

The debate that followed in the journal took the side of one or the other model and mapped it onto two different states in India. On one side of the debate were palliative care practitioners from the state of Kerala in southern India. On the other were practitioners from Delhi. Palliative cancer care in Kerala has taken a community-oriented form, led by a coalition of four organizations under the rubric of the Neighborhood Network of Palliative Care. An essay by two founding members of this collective—Suresh Kumar and Mathews Numpeli—laid out the Kerala model.30 They argued that pain and palliative care were an integral part of primary health care, not an afterthought to assuage the failures of public health. Further, they argued that “emic volunteers” within neighborhoods were best attuned to the needs of patients. The broader political and pragmatic thrust of their argument hinged on their contention that global political-economic conditions have denied most of the world’s poor access to medical care, and that in such conditions, community ownership of health care has led to better health outcomes.

Others, however, questioned the success and translatability of the Kerala model. In the forum it drew the strongest criticism from Harmala Gupta, the founder of Cansupport. In a sharp riposte that showed her acquaintance with social theory, she singled out for attack Neighborhood Network’s idealization of “communities” and “participation”: “There is a tendency amongst us to mourn the loss of a traditional past with its sense of a closely knit and concerned community. Yet, when we look closely at the requirements of palliative care delivery, can we overlook the specifics of the dying patient’s deepest needs? Are the interests of this sick person best served by amorphous interventions extended by well-meaning people, perhaps even neighbors, or by trained professionals comprising doctors, nurses, and counselors?”31 To answer this question, she drew from her experience of founding Cansupport and its subsequent success in Delhi. Her argument rested on the claim that palliative care must be the responsibility of trained professionals. While Cansupport began as a community of survivor volunteers, their work alongside AIIMS had showed to them the need for professional expertise in delivering palliative care. According to Gupta, “We are constantly asked by a number of our patients to park our vehicle at a safe distance, away from the curious eyes of neighbors. It is a request we abide by, as we are only too aware that not only is it a matter of preserving confidentiality but that in our society cancer carries a stigma that can impact negatively on the patient and on the family. It is the reason why people tend to hide the diagnosis even from those closest to them.”32 As presented in her article, neighbors did not appear as disinterested outsiders or a constituency that could easily be mobilized for support. They were people with whom patients had a shared history and sometimes violent pasts. Gupta made a further argument that depression, anxiety, and other comorbid forms of psychological distress that accompany cancer were not illnesses that volunteers were trained to treat. In concluding, she argued that the multimodality of palliative care distress required an equally multipronged response. As an alternative to the Kerala model, she proposed the Cansupport model—care delivered to homes by teams of professionals that included nurses, counselors, and doctors. For Gupta, anything less than such a specialized commitment disrespected the needs of the dying person.

The final word in this special issue raised the global stakes of the debate. It came from Jan Stjernswärd, a legendary name in global cancer care. After decades of work in Africa, Stjernswärd served as the chief of WHO’s cancer program from 1980 to 1996. Near the end of his tenure at WHO, Stjernswärd had trained oncologists in Kerala in palliative care work, including those who contributed to this journal issue. The Kerala Neighborhood Network model that Kumar and Numpeli defended had been established as a WHO-funded demonstration project, in collaboration with Stjernswärd. In a biting critique of the hospice movement in the United States and Delhi, Stjernswärd argued that all it had done was to secure expert care for the few who could access it. In contrast, he claimed, the Neighborhood Network model was a big step toward securing universal coverage for pain patients. As for the question of “quality,” it was moot if care did not reach most of the patients who needed it. Stjernswärd spoke plainly in his criticism of Gupta’s position: “Our colleague does not accept the number of people covered by a program as a measure of its effectiveness and suggests instead the quality of care as the measure (without a numerator). Really? Instead our colleague has an ethical problem with the community approach stating, ‘Is it right to offer people something just because there is nothing, or are we duty bound to strive for the best even though we may have to limit the numbers we are caring for in the process’? Really!”33

These arguments about the possibilities and limits of community participation are not new to global health. The WHO formalized the framework of community participation as one of its guiding principles in 1978.34 It remains a guiding principle in many global health policy proposals such as the UN Millennium Development Goals and the World Bank’s poverty reduction strategy. T. N. Madan writes of how community participation was taken up in the 1980s in India in the policy recommendations of the Indian Council of Social Science Research, the Indian Council for Medical Research, and the Indian government in its five-year plans.35 But while the model was unevenly implemented elsewhere in the country, it took deep roots in Kerala.36 In 1996, the newly elected Left Democratic Front Government in that state launched an ambitious plan to decentralize planning and promote community participation in government.37 Through this plan, the government handed over direct control of about a third of its planning budget to local councils and municipalities. This devolution of power was a response to years of activism, civil society mobilization, and a slow change in vision within the Communist Party of India. At present, Kerala far surpasses the rest of the country on most indicators of health care quality, even as it continues to struggle with entrenched gender, caste, and class hierarchies.38 The success of the Kerala model and its success with community participation have attracted international attention, leading to many health care partnerships between organizations such as the WHO and the government of Kerala. Palliative care has been no exception to this Kerala health care story. While the state has only 3 percent of the country’s population, a study published in 2008 found that of the 139 points of delivery for palliative care in the country, 83 were based in Kerala.39 In 2008, the Kerala government consulted with the state’s leading palliative care professionals to draft an official state policy regarding the practice. It recognized the NGOs engaged in the work and allocated significant resources to help them extend the model for the entire state. In the practice of palliative care in Kerala, the motives, aims, and aspirations of state and NGO actors have almost become indistinguishable, as the leading NGOs are given broad latitude to define state policy. In stark contrast, the Delhi government took sixteen years to respond to court directives to ease its drug control policies and make oral morphine available to cancer patients. In the meantime, it had taken Cansupport five years to procure its license to distribute morphine.

We see, then, the differential possibilities open to NGOs, vis-à-vis their relation to state governments. Crucially, we also see how the concealment of cancer becomes a matter of policy debate. On the one hand, advocates of the Kerala model argued that state support, education, and capacity building would redress the problem of concealment. Concealment, in this understanding, presented a symptom of a deeper malaise—that of social inequality— and thus was not the primary object of public health intervention. “Awareness” campaigns were proposed as being enough to deal with the problem of an information lack. In contrast, Gupta and Cansupport grappled with the extraeconomic stakes of secrecy, the unpredictable etiologies of stigma, and the centrality of kinship and neighborhood politics in inflecting disclosure and concealment. Reflecting on Cansupport’s extensive experience with stories like the ones presented at the beginning of this chapter, Gupta argued that they could not place the responsibility for intervening in this nexus of social relations and illness on those already caught within these fraught social ties.



The Intimacy of Strangers

If in practice Cansupport’s workers operated within the norms of concealment around cancer, every year they organized events that staged globally recognized tropes of disclosure and survivorship such as a “Walk for Life,” a “Run for the Cure,” and so on. These fund-raising events brought together celebrities, politicians, diplomats, and families of staff with groups from schools, corporations, and a range of other professional organizations. However, the gathering intended more directly for the beneficiaries of Cansupport’s home-based care was Remembrance Day, a smaller and more somber annual event. Because of the structures of concealment that isolated patients and families, this event was often the only time that Cansupport’s clients encountered each other, as well as anyone from the organization apart from the team that visited them. During the month leading up to the Remembrance Day, home-care workers asked family members they had grieved with that year if they were ready for a public voicing of their loss. If the family or a family member expressed interest, the team would then invite them to the event. The year of my fieldwork, the event took place at the India International Center (IIC) in central Delhi. The IIC is one of the country’s most elite cultural institutions, set up by the Rockefeller Foundation and the Indian government in the decade following decolonization. Since then, its membership has been restricted to the highest political, cultural, and social class of the capital. Given the class demographic of Cansupport’s patient base, most families did not even know of the existence of the IIC, which is located in the middle of Lutyens’ Delhi—an area of ten square miles that is named after the colonial architect Edwin Lutyens, who designed it in the early twentieth century. This was a part of the city that Cansupport’s patient base would rarely have occasion to visit. While the exclusivity of the place gave a few some pause, most agreed immediately in a show of genuine gratitude for the organization.

Cansupport’s fourteenth Remembrance Day began on a chilly winter afternoon on the front lawns of the IIC. The ceremony was punctuated by the release of balloons and a Sufi musical performance, leading to the main draw: testimonies of Cansupport caregivers and patients’ families. The first testimony was by a newly recruited home-care doctor who had previously served in the Indian Medical Service wing of the Indian army. He began his testimony with the globally recognizable metaphor of the war against cancer:


The thing that has struck me the most in working with Cansupport is the team’s approach. In the army, we were always told that battles are fought to be won. That perspective might lead us to think that when a patient dies, we lose that battle. But this is a misconception, because as you all have heard, “love conquers all.” Now I know when a patient dies, it is not as if we lost the battle. It is a different kind of victory, a different kind of mental resilience, it is a “spiritual victory” both for us [the caregivers] and for you [bereaved families]. When we arrive at a patient’s house, I saw something I never saw in my work elsewhere, a happiness that lights up the home.… I just want to say that this is not a losing battle, and that victory comes under the maxim—love conquers all. Please pray for me, that I can become a good team member too.



The theme of his speech was to rethink the metaphor of a “war” against cancer: he reframed the war as a striving for resilience in the face of death rather than as an aggressive battle for survival. His call was echoed in almost every testimony that followed, as caregivers reiterated the idea of a shared struggle, of how their personal pain was often resolved through their hope of easing the pain of others. A young man in his thirties articulated this theme from a different point of view:


My name is Suresh, and I have lost my mother to cancer. I have always been a student of science. We are always taught that it is in science and only science that we place our faith. Two multiplied by two is always four, it is never five. My mother was suffering from a rare cancer called pancreatic cancer; maybe it is very common now. When I confronted it, or I should say, when my family confronted it, we were confused. We didn’t know where we were, what was going to happen, there was a dark tunnel in front of us and we were asked to walk through it. And then we landed up in Apollo [a private hospital chain]. [The] rest you can understand what Apollo is, and what goes on there. I saw science lose every day there. That fight continued for three years. For three years, my mother was all right, so I thanked science for extending the years in her life, which meant a lot to my family and me as well. But the day I found out the doctors had given up, and they said that it was better to take her home, that we realized what we were actually fighting for, that day I understood that science, our friends, life, and hope, all left our side. We could not confront this truth. We had no idea how to break this news to her that she is just going away.…

Then a friend called me and told me about “palliative care.” I’d never heard about it, it’s probably for only the most knowledgeable. Then I called Cansupport. The way she listened, she should train all the call center workers in America. I felt like my pain and my pain only was heard, it was the biggest pain in the world. The next day, imagine our surprise when we found a doctor in our house. She was unlike any doctors. For the first time, we actually welcomed a doctor to our house. And she was different. My god what a woman she is. Our house that had been shattered was, for the first time, again a home. We felt for the first time that we were tied together again. Perhaps the pain became common and shared between us.… The nurse touched my mother. For many days nobody had touched her, my sister was scared to wash her parts. My wife was hesitant to go near her. I do not have the words to thank her. They taught me that my mom was going away, and how I could say good-bye to her. Cansupport touched my life, and today I have realized it has touched many lives apart from mine. Thank you for calling me to speak.



Suresh echoed the army doctor’s critique of scientific hubris and of the use of war as a metaphor for treating cancer. Even as both slipped in and out of using the metaphor themselves, they established their distance from its implications of victory and defeat, reformulating the criteria of victory as the capacity to endure in the face of death. Suresh’s testimony also touched on a theme that ran through the day’s speeches: what it means to form relations of pain. A middle-aged man, Bhupendra, tearfully described the affective tenor of such a form of relation. While he spoke, the team member could not help but revert to a role of care, placing his hand on Bhupendra’s back in a gesture that reverberated their year-long relationship:


We are all in a state that leaves us bereft of words. How do we even express our gratitude to Cansupport? We have lived our lives in pain, and I cannot find the words to describe in words how Cansupport supported us.… When they come to our house, we felt like our house, which had been drowned in the darkness of grief, was lit up for a moment. Here, someone has lost a son, someone might have lost their mother, I lost my mother, someone lost a friend, the relation that we have among us, is a relation of pain. And as they say, relations of pain are the strongest relations. No one can tear this relation apart. I remember this line: Where there are relations of pain, what is separation? Those that have faced death are never separated. Our relations are relations of pain, and they will remain for the rest of my life. I had once asked the visiting team about Harmala Gupta. They had told me that she had gone through the same disease, and understood its pain, and had founded this institution to take away this pain. I will always remain tied to Cansupport, and I will never forget you, or the team.



Moments later, Bhupendra’s curiosity about the relations of pain found echoes in another testimony:


I do not know what to say, I only know that I have to say, this is the first time after coming to Delhi that I met people who care. I can only recite a poem, I might not remember it correctly, but I must say: “In this concrete jungle, there are houses as far as the eye can see. But as much as I searched, I could not find a human being.” Then I met a junior doctor in Lok Nayak Jai Prakash Narayan Hospital [a prominent government hospital in Delhi]. He put his hand on my shoulder and he said, whatever you do, commit this number to your heart, they will stay with you to the end. My uncle was sick. “Uncle” is the wrong word to use, he was not my blood relation, but my father, my mentor, my guru. The day I realized he was my guru was back in 1998. In 1998, my brother’s dead body was burning on the pyre and I was crying. He came to me and put his hand on my shoulder and said, this is life, this is the end, which must come to everyone. When I got that number, I thought how does it matter, let me just call it. It was probably just another number. Every medical facility was saying let’s diagnose, let’s do this, nobody was saying to me you are going to lose your father, your uncle. I just suddenly dialed the number from my mobile. All I said was that I’m at the hospital, I might call you again. I was shocked when four days later, they called me, and asked me—how is he? They made the “I” and “you” of this city an “us.”



This possibility of forming relations of pain—relations like, but not the same as, relations of blood—was a consistent theme in the day’s speeches.40 A Muslim man described the uninvited nature of this relation, which even as it was forced, opened new possibilities of joy:


Dear friends and elders, my prayers to you. I do not have the words or vocabulary [alfaz] to testify to what Cansupport did for us. I can only say, recite this couplet I heard when I was child: “The road to the mosque from my house is far; come, let us make a crying child laugh.” Many tried to explain the meaning of this couplet to me, but I only came to realize what it meant when I met Cansupport. We were desperately circling AIIMS for treatment. Everybody here knows what it is like there, the load is so understandably high. We were living our lives downcast and without hope when Cansupport themselves came to us. In a materialistic place like Delhi, where the corrupt propagate their activities, we took it that they were just another of those businesspeople. Without much expectation, we called them on the phone. But what we experienced then, there are no words with which I can give testimony. I didn’t want or seek out this organization, but I am now bound in a relation to them. Just give me a chance, give me a day’s notice, and I too want to go with you to serve somebody. Maybe this will bring joy to my father who died. [Breaking into tears] I could not be made happier, if for just one day, one hour, I could help become related to someone the way you related to me. The work that you do, I don’t think any other kind of work could bring you so much joy. I fold my hands in prayer to you.



Not only patients but also caregivers spoke of the intimacy possible between strangers, at the same time that intimacy was difficult to achieve amid the fraught undertones of kin relations. A counselor who had been with the organization for four years articulated her journey from a professional to a personal relationship with cancer in the following way:


I joined Cansupport four years ago as a counselor. When I started, I did not know that someone in my home would get cancer. In the organization I worked before, people would be cured with medicines. Then I thought, why don’t I help those that are more desperate. I came to know of Cansupport through their foundation course. In the beginning I was scared and asked myself, how do I answer all these questions? For example, someone is about to pass, in their terminal stage, and if they ask me—do I have cancer? How am I supposed to say to them—yes, you have cancer. What answer should I give? Shall I die in pain? I didn’t know how to answer these questions. When I joined Cansupport, they said you can’t answer these questions without training.… When I began to learn from Cansupport, I’d share with my father what I had learned. He said to me amazed, this is wonderful work, don’t you ever leave this organization. A year later we found out that he had prostate cancer that had spread to the urinary tract. He knew that if I evaded the question, something was serious. He asked me, do I have cancer? I folded his hands in mine, and said yes, you do. He asked then, how long do I have? I said let’s go to the doctor and ask. The doctor said you could live for four to five years. He replied, that’s a lot, I can live with that. When we got home, he laughed and said, looks like we should call the Cansupport team now. I didn’t know what to say. I was sad to make that call, but I was also relieved that the things he could not ask me, he could ask them. When I got home from work, he would tell me how much he had joked and laughed with the team and complained about me to them. I asked then, do you want to go live with your son, would you be happier there? He immediately shook his head and said no, this is where the Cansupport team comes.



Even in the close relation between the counselor and her father, there remained questions that could not be asked or answered. The intimacy of strangers—founded on the safety of distance—allowed for conversations that were too difficult to conduct with even the closest kin.

It is possible to think of the sudden proliferation of speech at the Remembrance Day as a rupture from the ordinary rhythms of Cansupport’s work, since with the patient’s death, the previously unsayable had suddenly become sayable. At the same time, such an explanation only partially explains the affective texture of the day. Take, for example, Suresh and Bhupendra’s surprise, as they were struck by the presence of so many other families that Cansupport had assisted. Their interaction with the organization had been intensely private until this time; it had been structured by the secrecy around the disease, dictating that only a few team members entered their homes, without public markers that would signal their house as home to a cancer patient. To them, and for every other family there, the existence of Cansupport as a large NGO had been background noise to the scenes of care transacted through individual team members. In this world, events such as the Remembrance Day were remarkable because they were striking exceptions to the proximal registers through which Cansupport’s practices of care were transacted within homes and families.

But even as they were exceptions to the usual arrangements of care, testimonies folded back into the intimate tableaux of care of the months gone by. The testimony of a young woman in her early twenties best captures this continued knotting of care and grief. After she took the stage to speak about her grief in losing her father, she choked up in heaving sobs within the first few words of her prepared script. She interrupted her tears to say to herself and to the others present, “I have to do this,” trying to begin reading again. A voice from the audience shouted in support: “Be brave, speak, be brave.” Immediately, three counselors from the Cansupport staff rushed to her side, holding her while she struggled through the rest of her words. It was a bodily posture they were all accustomed to, as they had sat silently many times with patients for hours on their beds, holding patients and families. The lines between a public testimony from one to many anonymous others fell away to reveal the intimate engagements at the heart of Cansupport’s affective work. Minutes later, the tableau would be almost replicated, with another daughter who struggled to speak, again bringing an unscripted onrush of counselors. Minutes later, this intimate configuration would reassemble around a mother who had lost her thirteen-year-old child. If the Remembrance Day intended to collectivize grief, these recurring gestures instead commemorated the everyday, individuated form of care and support. Even at this moment of its most public articulation, grief folded back into its most private, intimate form.

Writing about grief in the context of infant deaths in rural India, Sarah Pinto tells a hauntingly beautiful story that bears repeating here: “At a group singing for a birthday, a woman is passed the drum. She hands it back and says, ‘No, since the death of my son I do not sing.’ Women nod. The drum is passed to another singer.”41 Reflecting on this moment, Pinto asks: “What then are the ways that death can—and cannot—be named in the spaces just at the edge of institutional certainty, the ways that stories open up an unsteady normality?” This shifting movement between institutional intervention and its manifest intimacies was at stake in the unsteadiness of the testimonies offered over the day. The naming of grief was the explicit script of the event, but at the same time, the difficulties of its narrativizing always pushed against the script, obscuring any certainty that these profound losses could be cathartically released. The Remembrance Day, then, was certainly a departure from the usual reticence toward speech about cancer. The event brought families closest to the institution that cared for them, allowing for a circumspect and scripted public narrativizing of grief. In all this, the event produced a genre of recognizable speech—the trope of testimony directed at a collective audience bound by shared experiences of suffering. At the same time, the event reflected the more intimate context of Cansupport’s everyday work—within neighborhoods and homes, in small rooms and at bedsides. The moments that scripts fell apart revealed the difficulty in scaling up and translating these intimate and bounded relations of pain to more abstract registers of something like communal bereavement across families and institutions. As I understand it, these unscripted repetitions of intimate scenes of care among a few strangers returned families and teams to the intimate and fraught arrangements of sociality within which the disease appeared and unfolded.



Experiments with Relations

In the introduction, I alluded to how psychologists and anesthesiologists interested in palliative cancer care mobilize a putatively Indian capacity for resilience and transcendence as a method to cope with the distress brought about by the disease. I develop this idea more fully in chapter 3. Here, I want to gesture to how the binary between West and East guides another dominant research problem in the literature on the psychological aspects of cancer—the problem of denial and concealment and how they inflect psychiatric distress. For example, several studies over the last three decades examined whether terminal prognoses were communicated to families and patients.42 Consistently, these studies found that most patients in India were kept in the dark about their prognoses by family members; estimates of this number ranged from 40 to 80 percent. Most such studies hypothesized that the difference might be one of an “individualist” Western culture that privileged patient autonomy, as opposed to a “collectivist” Indian culture where illness knowledge lived with families rather than with individual patients.43 If ethical norms of autonomy demand the communication of diagnoses in the West, in the “collectivist” East words were not the provenance of individuals, but collectively, of families. And if the “West” has learned to speak and prognosticate openly, it was because of its culture of individual autonomy that privileges transparent communication. Analogous research argued that “denial” might be understood as positive coping, one that might be incorporated rather than vilified in the Indian therapeutic setting.44 Such studies often contradict each other. Several studies suggested that denial in India enabled psychological coping, while others argued it contributed to psychiatric morbidity, anxiety, and depression.45 A broad metastudy concluded that denial was best understood as a “dynamic” concept, one that needed to be considered in relation to families and social relations.46 What I find interesting about these studies is how they go against the grain of received public health understandings that equate the lack of explicit communication about diagnosis with biomedical noncompliance and bioethical wrongdoing. At the beginning of this chapter, I described how the entrenchment of bioethical norms of autonomy obscures the realities of biomedical practice, where the patient’s “right to know” is, at best, a distant normative aspiration. As the more nuanced of these psycho-oncology studies recognize, the contexts and effects of denial are far more varied than they first appear, and not always correlational with either a quest for or refusal of well-being.

Yet, if these psycho-oncology studies argue for the importance of understanding denial in a “collectivist Indian” context, my work here rejects such broad cultural explanations of concealment, offering instead more proximal and intimate motivations. Within the same neighborhoods, concealments of diagnoses meant different things for different people and carried vastly disparate consequences. For some, it could evidence transactions of care. For others, it was a strategy to preserve life in response to hostile circumstances. Delving into everyday worlds of the management of illness disclosures and nondisclosures, my work here aims to unravel the binary set up between a knowledge of diagnosis and its absence. In doctor-patient communication, the “knowledge” of illness was not something that was simply transacted from one to another; as in the case of the patient with which I began this chapter, most knew much more than they were explicitly told. Similarly, subsequent concealments and nondisclosures by patients and families were rarely about hiding the “truth” of a diagnosis. Instead, they revealed intricate choreographies of care and danger where certain things were said to some and not others, at certain times, and in certain places. The ecology of concealment was then much more complex than just whether the patient knew or did not know. Even as this binary—knowledge or denial—preoccupies public health and psycho-oncology, I suggest that it is the wrong framing. Shifting the problematic from knowledge to speech opens for analysis the work of speech in managing the social reverberations of a cancer diagnosis. As speech, the dynamic movement between concealments and disclosures evidences careful relational work. Concealment and disclosure evidence experiments in social relations, of how to best live with or alongside a cancer diagnosis. While there might be some truth to prior writings that suggest that nondisclosures show a desire to escape the disease’s stigma, my work here resists framing stigma as a set of easily identifiable cultural beliefs diffused through a cultural environment.

Instead, my aim here has been to understand the dangers and desires around nondisclosure as something far more intimately relational. Speech and nonspeech about cancer evidenced a dynamic negotiation with families and neighborhoods, within which each patient grappled with a different problematic of the stakes and effects of concealment and revelation. The Remembrance Day event was striking precisely because of the power of these intimate and proximal registers. Even as the event sought to collectivize grief, the everyday register of the organization’s work insistently reasserted itself. The circumspect arrangements of speech and nonspeech, enacted within the porous privacy of homes, were a reminder and remainder even in this most public of events. At the same time, acknowledgments of the disease suffused the day’s proceedings. Coming together in a part of Delhi slightly removed from such an immediacy of fraught proximal space afforded the possibility of collective testimony, a genre of speech whose stakes within homes and neighborhoods were far more variable, requiring a different care and caution. In all its variability in these more everyday spaces, speech or nonspeech about cancer resisted reduction. Its motivations were irreducible to typologies of cultural beliefs or stigmas, or to formalization as a “positive” or “negative” coping mechanism. To the contrary, they evidenced the variability of how my interlocutors grappled with the fraying and reknitting of social relations, enacted in these instances through a circumspection about words.
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CANCER CONJUGALITY


I did not intend to pay particular attention to conjugality when I began accompanying the cancer care NGO Cansupport on home-care visits. When I first started fieldwork, my questions were about state neglect and abandonment, and I had expected to find patients focusing on those concerns. However, in many of these home-care visits, I found my attention drawn to dynamics of care, love, and neglect within marriages. This was not accidental: spouses were the first line of support for many of the cancer patients we visited. But even within this relation, I began to focus on instances in which husbands were diagnosed with cancer. Although Cansupport visited equal numbers of men and women, I was drawn to this particular intersection of conjugality and cancer because of a recurring ethnographic pattern.1 As scholars of kinship in India have noted, wives in North Indian family arrangements are often rendered vulnerable because they live in affinal homes, often without recourse to the support of natal kin.2 In the context of this virilocal vulnerability, wives are often subject to abuse from in-laws and husbands. In her ethnography of poor women in Delhi, Claire Natalie Snell-Rood documents how her interlocutors survived these conditions of structured vulnerability by making distinctions between what they could or could not control, accepting that they could shape “what was in their hands.”3 These circumscribed possibilities of well-being also meant that women often swallowed the knowledge of the harms inflicted on them, maintaining and sustaining relations with violent husbands.4 Thus, acceptance and reconciliation become a normative horizon, so strong that even domestic violence counseling interventions and women-led marriage arbitration centers encourage a “politics of livability,” teaching women to live with and through kinship norms.5 And even as public discourse charts the rise of “chosen” marriages or shifting customs, for women across many contexts in North India, marriage remains the durable basis for social legibility and citizenship.6

In this chapter I explore how in such situations of structured vulnerability, the texture of care extended by wives to husbands with cancer grew out of these deep-rooted conjugal asymmetries. For the first time, husbands found themselves confined to their homes, in contrast to the relative freedom they enjoyed previously. This curtailment was sometimes the result of physical debility, but it also often occurred because the disease’s stigma led men to isolate themselves from networks of kin and neighbors. Cancer concentrated the time and space of the conjugal pair, problematizing the relation in new and sharper ways. If maintaining families and the everyday life and health of households was often normatively understood as the responsibility of women, cancer created further responsibilities of care and obligation. At the same time, these deepened responsibilities opened subtle possibilities of inhabiting these norms of care and obligation differently, giving circumspect voice to histories of buried violence—even if for a brief while. Thus, in the dynamics of conjugality after a cancer diagnosis, it often became impossible for me to sift between care and violence: their paths ran through each other, as husbands and wives lived on in sites of prior violence, enacting new kinds of disregard all while sustaining each other’s possibilities of life. In her work on the politics of conjugality, Elizabeth Povinelli asks, “Which forms of intimate dependency count as freedom and which count as undue social constraint?”7 My focus in this chapter is this entanglement of freedom and constraint, of partial speech and secrecy, and of marital disruption and reconciliation in the shadow of cancer.


Love Withheld

On a warm afternoon after the monsoons and before the beginning of winter, I accompanied a doctor, a nurse, and a counselor from Cansupport to an East Delhi neighborhood. The household we visited comprised a married couple in their forties, Shyamlal and Deepa. They lived in a small home they owned with Shyamlal’s parents. Shyamlal had been diagnosed with lung cancer about eight months prior to our visit. As we entered, I noticed the counselor taking in the arrangement of furniture in the room. Through my months of home visits with the team, I had learned to watch for this diagnostic glance. The counselor saw that Shyamlal’s and Deepa’s woven wood beds were both in the same room, but apart and perpendicular to each other. For her, the placement of beds was a reliable clue to the arrangements of intimacy within a home. Shyamlal’s bed was pushed up against the side of the room, and he lay with his face pressed up against the wall, unwilling to turn and greet us. This sign of visible annoyance was rare in my visits with the team, and even rarer where the NGO was the only source of licit morphine as an analgesic. Even though India is the world’s largest producer of licit opium, narcotics laws restrict it to less than 1 percent of the country’s cancer patients. Cansupport was one of the few sources of licit morphine for cancer patients in Delhi. But here, the problem was not of drug access: Shyamlal’s pain had resisted high doses of opioid painkillers. Considering this failure, the counselor shifted her attention to matters more social than physiological— sensing that perhaps marital conflict had become part of the etiology of Shyamlal’s intractable pain.

Shyamlal had increasingly isolated himself from social contact. As discussed in the previous chapter, concealment was a widespread coping practice among cancer patients and families I encountered in Delhi. Upon learning of the diagnosis, neighbors often do more harm than help. Some grieve and lament patients who have not yet died. Others query kin to discover past histories of moral disrepair that might have caused the disease. Still others recount the pain of others they have watched die. Yet Shyamlal was pushing away not only unwelcome neighbors but even his daughter, with whom he had always been close. She called him on the phone every day, but he almost always refused to speak to her. When they last spoke, he told her that Deepa—his wife—was trying to kill him by changing the dosages of his medicines. The immediate cause for our visit this day was an escalation in his pain. Deepa complained that he had cried out through the night, waking the family and antagonizing the neighbors with whom they shared a thin wall.

The team’s visits had settled into a predictable pattern over the past month, and today was no exception. After the doctor and nurse went over details about dosage, symptoms, and schedule, Deepa took hold of the conversation. With repetitive compulsion, each week she narrated different threads of a story of three decades of marital abuse. Each time she would say this was the first time she had spoken of this history to strangers. A major element in this narrative was her description of three affairs that Shyamlal had not even really cared to hide. Deepa hinted that partly because of these betrayals, they had stopped sleeping together about fifteen years ago. As she detailed his unfaithfulness, Shyamlal would often draw closer to the wall, sometimes breaking into groans to drown out her voice. At other times, he would speak directly to the team—as if Deepa were not there—and accuse her of lying. And at yet other times, he would address Deepa and demand renewed conjugal intimacy, begging her to consider that he only had a few months left to live. In turn, Deepa would respond to the team and not him: “I can only give him medicine, I cannot even sit on the same bed as him anymore.”

Over time, Deepa’s narrative revealed deeper cracks in their relationship. Her natal kin lived in another city. Early in her marriage she had considered involving her mother to help mitigate the abuse she experienced, but she had kept her family in the dark, not wanting to “burden” them with the knowledge of her husband’s violent behavior. In these vulnerable circumstances, her parents-in-law had tried to force her to accept a bigamous arrangement. They justified it to her as the family’s age-old riwaaz (tradition). Although polygyny is illegal according to the Hindu Marriage Act, scholars have documented the continuance of the practice.8 Deepa had refused Shyamlal taking a second wife, recognizing that she might become even further marginalized within an already hostile household. She told us she might have considered it if she could not deliver male progeny, but she had produced both a son and a daughter and stood firm on the grounds of her reproductive success. Yet, her refusal to give in had earned her violent retribution from her affinal household, whose members had all beaten her in the last decades. She ended one of these visits by reciting a couplet: “Apne se bachke raho, paraye se khatra nahin / vishvasghat ussi se ho sakta hain, jispe vishvas ho” (Beware of your own, there is no danger from others / you can only lose your faith in those you might have once trusted). At another meeting, she had told the counselor that Shyamlal had continued hitting her even after receiving his diagnosis. It was only in the last month or two that he had become too weak to continue.

Their daughter visited from time to time, but their son was a persona non grata in the family. From the counselor, I gathered he was addicted to inhalants and heroin. The counselor had pieced together that Shyamlal had thrown him out of the house a few years earlier. Over the last few years, Shyamlal had turned his attention to his financially unsuccessful younger brother. He had arranged a marriage for him and helped him rent a home in a nearby neighborhood. But after Shyamlal’s diagnosis, his brother had stopped visiting or talking to him. The counselor I was visiting with had tried to mend this relational fracture. After much coaxing, Shyamlal agreed to let them call and talk to his brother. We heard later that, shamed by strangers, the brother and his wife paid a visit to Shyamlal and Deepa, but this did not lead to a lasting reconciliation. Now, partly because Shyamlal was estranged from his male kin and progeny—from both brother and son—and partly because he was so dependent on Deepa for care, her position had shifted subtly within their home. Remarkably, he had agreed to sign over the deed to the house they lived in to her, despite his parents’ objections. In a context where property is most often transacted along patrilineal lines, removing property from the domain of his own male kin was a late gesture toward mending at least one of his several broken relationships.

Concerned with Shyamlal’s recalcitrant pain, the team urged Deepa to swallow some of her anger against him. As described in the previous chapter, the Cansupport workers I was with were committed to treating pain as both a physical and a social concern. They were sure that if the couple could reconcile their differences, Shyamlal’s pain would subside, and he would be able to die a peaceful death. When I later expressed my discomfort about this tack to the counselor, she replied that they had a single mandate: to ease the suffering of the patient’s last days. Deepa’s reactions to this nudge toward reconciliation were shifting and mixed. She had grown close to the team and, by her own account, treasured their visits. They gave her an opportunity to speak and come to terms with her husband’s impending death on her terms. But over time, as Shyamlal’s illness progressed, gestures toward intimacy took the place of cathartic accusations. If in the team’s first visits she would at most hold her husband’s hand while he was in pain, in their later visits they would often find him resting his head on her lap. Yet, she never came around to joining the two beds, nor did she give in to Shyamlal’s demands for intimacy; his protestations on this count continued. But the subtle shifts in tone and gesture had an effect on Shyamlal. As the team had predicted, he found real relief from his pain, and they were able to cut his morphine dose in half.

What might we make of the team’s intervention into kinship and conjugality while treating cancer pain? I do not want to judge Deepa’s experiments with speech and silence as leading to either catharsis or further damage. For decades of her marriage, Deepa had kept silent about Shyamlal’s many betrayals and violations. Her silence had been a way for her to cope with her affinal hostility. But now, ever so slightly, Shyamlal’s diagnosis had allowed for the possibility of speech. At the same time, to say Shyamlal’s cancer had tipped the scales and opened new possibilities of recovery for Deepa would be going too far. Deepa’s response had been a careful and dynamic arrangement of circumspect speech and voluble silence. Her strategies of living alongside Shyamlal’s death are evocative of descriptions in Clara Han’s work in Chile on everyday care and obligations and relations that are lived, embodied, and experimented with.9 Han writes of how even in times of extreme duress, individuals remain caught within webs of social relations and continue to awaken to new dynamics of social connections and disconnections. She writes of these times as not normless, or outside the norm, but as experiments with life. The analysis of these experiments of care that emerges in Han’s work shows the deep intertwining of care and violence in the work of living on in the aftermath of medical crisis. Thinking of Deepa’s strategies as shifting experiments with norms helps me understand how she both achieved and lost a sense of well-being in proximity to her husband’s death.



Words in the Wind

At the beginning of a visit to a home in West Delhi, the team parked our car near a large open sewer and made the rest of the journey on foot. After a short walk, we arrived at a small convenience store. Suresh, the owner of the store, had been diagnosed with laryngeal cancer about two years earlier. As far as the doctor on our team could tell from Suresh’s reports, his cancer was in remission after six months of chemotherapy. When we arrived for this visit, Suresh motioned to us to go to his house above the store—laryngeal cancer had robbed him of speech. He gestured that he would close the store and join us soon. Upstairs, Suresh’s wife, Sunita, broke down in tears before he arrived, telling us, “He beats us all; he isn’t himself after he’s finished his bottle at night.” While she spoke, one of her two sons walked in; he looked to be in his mid-twenties. They took turns telling us that two nights ago, Suresh had picked up a metal pipe and threatened to beat them all with it. The two sons had managed to restrain Suresh and tie him down to the bed. The son looked upset as he said that he never imagined he would raise his arms against his own father. The counselor intervened, aiming to tackle Suresh’s alcohol addiction. “What do you think is leading him to drink? What is it that seems to be making him angry? Do you think it might be the stress of the illness?” Mother and son replied almost in unison: no, it is not the illness, he has always been like this, it is just habit [aadat], there is no cause. The counselor asked, “Why not talk to the treating oncologist at Guru Tegh Bahadur [the public hospital where Suresh was getting treatment] and get him admitted for de-addiction during his next visit?” Mother and son were incredulous at this suggestion. Sunita explained, “The doctor is moody. If he finds out about the addiction, he’ll stop treating him. He’ll cut the phone if we even say the word ‘addiction.’ ” For most families, effective cancer treatment is scarce. To negotiate the many forms of triage in public oncology facilities, patients must make themselves out to be ideal candidates. This involves trying to hide anything—including alcoholism—that might signal future noncompliance.

After spending two hours talking to Sunita and their son, we walked down again through the store, making our way out onto the street. Suresh had come upstairs during that time, but sensing the tone of the conversation, he made a sound of disapproval and returned to the store. When we finally left the house, Suresh waved to us that he would follow us to the car. We waited for him to join us, and he arrived in a few minutes. Seeing my fieldwork notebook in my hand, he gestured to ask if he could borrow it. He turned the pages to the end and started writing. After every few sentences, he tore the page, handed it to us, took it back after we read it, crumpled it up in a ball, and threw it into the wind, in the direction of the sewer.

Suresh’s story contradicted his wife’s version of events. He wanted to convince us he had been sober for years and that his daughter’s death a few months earlier had forced him back to drink. The counselor told me later that Suresh’s daughter had been married about a year ago and had indeed died a few months later in her affinal home. The family suspected dowry murder but were hesitant to initiate a long police and judicial process. Suresh then wrote that his daughter’s death had opened his eyes to the plight of his new daughter-in-law. He explained that his wife had found their son his bride, and that she was both five years older and five inches taller than their son. Their son had agreed to this marriage, but he begrudged his bride both her years and her height and hardly ever allowed her out of the home. Then, Suresh wrote that Sunita and their sons resented him not because he drank but because he advocated for his daughter-in-law. He rejected his wife and son’s story that he assaulted them; in fact, he said, it was the other way around. The violence the neighbors heard was from when he tried to protect his daughter-in-law when Sunita and their son attacked her. Later, the counselor and nurse talked about how they had seen the daughter-in-law looking distressed in previous visits. Suresh then gathered the crumpled words that the wind had not carried into the sewer and stuffed them in his pockets.

It is not for me to adjudicate the truth of either Suresh’s or Sunita’s narrative. Rather, I want to locate how this speech and silence folded into broken kinship worlds. When asked whether cancer had contributed to Suresh’s addiction and violence, Sunita had contested that framing, suggesting instead that it was aadat. The word aadat translates to both “habit” and “addiction,” and its double valence is telling. When asked by the counselor, Sunita refused to identify cancer as the rationale for Suresh’s addiction and violence. At another visit, she confirmed Suresh’s claim that he had been sober for about two years before his diagnosis. Importantly, then, while Suresh and Sunita disagreed on the what and why of the violence between them, neither placed its weight on cancer. Recall that Suresh had offered his daughter’s death, not his own disease, as the proximate cause for his return to addiction. Both Suresh and Sunita folded the disease within the everyday give-and-take of violence and addiction.

In thinking about the unstable relation between disease and habit (aadat), I am reminded of Zoë Wool’s and Veena Das’s delineations of the critical and the normal.10 Both warn against drawing clean, self-evident lines between the ordinary and the catastrophic, focusing our attention instead on their dynamic entanglement. The diagnosis of cancer did not wrench Suresh out of the everyday. Instead, prior and new failures of social relations— between son and father, wife and husband, affinal and natal kin—haunted his life with the disease. The form of this haunting was not that of an inversion of the ordinary. It was not as if the patriarch’s cancer overturned ordinary arrangements of silence, speech, and gendered violence. If Deepa’s experimentations with life blurred the lines between harm and well-being, a similar incoherence was at stake here. Threatened with cancer, Suresh had been brought close to death and robbed of speech. But while norms and ordinary arrangements of violence and speech bent under the pressure of disease, they did not break. As much as Suresh and Sunita disagreed on its form, they agreed on the fact of the enduring vulnerability of women to affinal violence. As for who occupied the position of the witness, that too was not a settled question. Neither was it self-evident whom the intersection of violence and disease had silenced, and whom it had rendered voluble. We saw how as Suresh threw his words to the wind, the wind carried some to the water but returned others to his feet. I can find no better image to describe the weaving together of critical illness and the fragile norms within which they appear and retreat.



The Promise of Self-Harm

The Cansupport team and I were struggling to find a house we were visiting for the first time. Walking through the narrow lanes of a housing settlement in the southern edge of the city, we asked for directions and were guided toward a plot of land littered with construction materials and equipment. “Construction” is often a precarious time in Delhi; thefts of material and illegal land grabs are always an imminent threat before built structures are occupied. Charandas, the sixty-year-old patient we were visiting, had come into some money through the sale of his agricultural land in Kishangarh, a nearby newly developing area. He bought this plot with that money and, with his wife, Lalita, moved into a room that was part of the ongoing construction. Together, they kept vigil over the construction site. However, right from the beginning of our conversation, I saw how this promise of a stable future in brick and mortar was haunted by the instability of an embittered marital past. Charandas had been diagnosed with pharyngeal cancer about three years earlier. He had stopped visiting his oncologist after a year of treatment. He had not kept his medical records, and his prognosis remained unclear to us. His first words of greeting to our team were: “I stay awake from one to four o’clock at night, every night. All I think of is suicide, the only thing that is left is the action [in English] itself.” The table in front of him was littered with beedis (local cigarettes), but this was not his only addiction. He was a heavy drinker, and after his diagnosis he developed a dependence on narcotics and, most recently, a generic form of Spasmolin—a drug that slows the activities of the brain and nervous system. Charandas and Lalita sat on two different beds, at perpendicular angles as far from each other as possible within the space of the room.

In her conversation with the Cansupport counselor with whom I was visiting, Lalita confessed a narrative of thirty-five years of marital conflict. Willing at first to speak only to the counselor, Lalita called her aside, and they talked for almost an hour in whispers on Lalita’s bed. The doctor and I continued to talk to Charandas. Later, the counselor told me in broad strokes the themes that recurred in many of the families I visited: addiction, domestic violence, and hints of long histories of the husbands’ extramarital affairs. Later visits would reveal that this couple’s history of marital discord had been exacerbated by a string of recent familial events. Their young, unmarried daughter had worked part-time at a Hindi-language call center in the nearby township of Gurgaon. A few months ago, she had not returned from work. They later found out that she had eloped with a Muslim man from her workplace. This contravention of intrareligious kinship norms had brought shame to their Hindu family. Charandas complained, “This happens in upper- and lower-class families. For a middle-class family like ours, this means ruin.” Lalita elaborated further, “She has more or less killed us. But how could she have done otherwise? All she saw between me and my husband [was] his mistreatment of me. We failed to raise her the right way.” After a prolonged period of silence, two days before our visit, the daughter had called and informed them that she and her lover had run away to Pune. Her two brothers had sworn violent revenge on both sister and brother-in-law if they ever returned to Delhi.11 Lalita said, “They hate her for what she has done to us and want nothing to do with her ever again.” Lalita wanted nothing to do with her husband, blaming him for their present troubles, including losing a daughter and losing their ability to give her away in a marriage of their choosing. The counselor tried to reiterate a familiar theme in the affinal politics of Indian kinship, saying, “Girl children are anyway never your own. They always belong to someone else [affinal kin].” Lalita countered, “But not in this way, we were never able to give her away.” Charandas’s response was equally accusatory: “Why do you only think of the past? You’re killing me now and our future. Let this cancer take me, I don’t care about living, if living is like this, with her.” The doctor continued to speak to Charandas, asking, “Do you get out and get fresh air in the day?” Charandas countered, “How can I show my face in this neighborhood? I used to pass the time by standing out in the street. Now I cannot look at how the neighbors look at me.” The anxiety about respect and shame in the neighborhood continued to poison the marriage in the present, bringing the ongoing difficulties of a thirty-five-year marital history to the surface. Yet, unable to share intimacy, they continued to build a dwelling.

The course of the disease and the course of the decaying kinship biography ran together. The breaks in kinship ties had slowly chipped away at Charandas’s will to live. He had stopped treatment, and developed and exacerbated his addictions to nicotine, narcotics, and painkillers. The team would say later that it was miraculous that while so many others fought desperately for the last months of their lives, Charandas’s willful acts of self-harm had not visibly debilitated him. As Lalita would tell the counselor, the illness had placed a burden of care and responsibility on her. Her response took the form of a constant vigil; she had nursed her husband through the most difficult periods of his illness. Yet, like Deepa, she had found herself unable to mingle care with love. Charandas’s will to live depended on the mingling of the two. He said simply in response: “I can’t live without you.” His cancer certainly lent weight to his utterance. Yet, a history of domestic violence, addiction, and extramarital affairs haunted his words, undermining this late gesture toward reconciliation. In this case too, the experience of critical illness disturbed social mechanisms through which gender and intimate power hierarchies were muted, allowing histories of violence to rise to the surface. But it was not just cancer that had disrupted their everyday negotiations of living together; it was also their daughter’s elopement. The co-incidence of both kinship and disease opened the possibility of public expressions of the past to cancer care workers. The possibility of Charandas and Lalita’s future was staked on this house, but the past made living on difficult.

It was in this context that Charandas enacted and threatened self-harm. As he told it, his increasing dependence on substances resulted from the betrayals he had suffered: first by his daughter’s elopement, and then by his wife’s inability to reconcile with their past for the sake of their present. By his account, he had lost his will to live because of them, and not because of the onslaught of cancer. Because we did not know his prognosis, it was difficult for us to sift through his narrative claims. The team remarked on his apparent good health, comparing him to other patients under their care. Yet, they also knew the appearance of health could be deceptive. But, if I move past the desire for certainty about his etiology, something other than the relation between cause and effect becomes clearer. As a performative gesture of self-sacrifice, Charandas was trying to recover a position of authority within the household, a position that had come into question after his diagnosis. In the presence of strangers, Lalita had laid bare his failings as a husband and father. Bearing in mind Deepa and Shyamlal’s story from earlier in this chapter, I understand Charandas’s suicidal discourse as having more to do with the gendered asymmetries of power than as revealing of how the disease had exhausted his will to live. Bearing witness near death is not an ethical act of achieving narrative closure to a life, but a battle for recognition. These testimonies to strangers reveal much about the shifting dynamics of who can bear witness, how (through speech or silence), and to what (past or present betrayals). Thus, bearing witness to death is not only a gendered act but also revelatory of the shifting grounds of gender asymmetries in the shadow of critical illness.

The stories so far of conjugal violence and intimacies have described couples in which both members were alive at the time of my fieldwork. The next story describes how past betrayals continue to poison the future even after a spouse’s death, inflecting accusations and threats of self-harm. One of the more affluent patients I visited with Cansupport lived in a two-story home. The family we visited had prospered in the neighborhood as the provisions store they owned had benefited from the area’s rising prices and incomes. In the last few years, they had bought two more stores close to the first. The patient we were visiting was an elderly woman, Mohinibi, who had been diagnosed with ovarian cancer more than a year earlier. She smiled at us as we entered; the team had been visiting the family for several months now and had become fond of Mohinibi. Her high morphine dosage left her sedated and groggy. After the usual greetings, Mohinibi declared that the next time we would visit, she would no longer be around. I took this to mean that she had accepted her advanced cancer, but quickly realized that she meant something different. Mohinibi’s husband had died a few years earlier and had bequeathed this property to the four sons in the household but left nothing for Mohinibi or their daughter. She described both her loneliness after losing her husband and her anger at how he had left her with nothing. (We never had occasion to meet her daughter because she worked during the days we visited, but we knew she was unmarried.) A claim for recognition was implicit in Mohinibi’s anger. She suggested that she had suffered much in her marriage, and that this elision from her husband’s will—even though it was conventional—was the last slight, and more than she could bear. A few months before this visit, she had threatened to immolate herself in front of her family. The threat had alarmed her sons and was the reason they had first called the Cansupport team to their home.

To our visiting eyes, her sons seemed devoted to her care, and their neighbors told us they were the pictures of filial piety. During our visits, Mohinibi would engage the team in cheerful conversation, at the same time as she would describe new ways she had thought of to bring about her own death. The newest method she wanted to tell the team about was to drown herself in the nearby Yamuna river. To dissuade her, the counselor expressed concern that given how the Delhi police responded to such suicides, the real brunt of these injuries would fall on her sons. She suggested to Mohinibi that they would be taken into custody for alleged complicity or force, and in jail, they would languish for years under the slow judicial system. The counselor then asked Mohinibi if she loved her sons. Her answer was an emphatic yes. The counselor countered with why, then, did she want to see them in jail after her death? This conversation had played out earlier in a similar vein, but this time Mohinibi was prepared with a response: she declared that she would explain it all in a suicide note. The counselor countered that the police would assume that she had written the note under duress.

The tenor of these negotiations is hard to describe. The reciprocal affectionate humor and care in these exchanges belied their seriousness. While the counselor was worried about repercussions for the family, she was also invested in protecting Mohinibi from self-harm. In other visits, Mohinibi’s repeated suicidal threats elicited the team’s stories about the troubles of other families. A few months prior, the team’s counselor had visited an aging husband and wife. The husband had been diagnosed with cancer, and the wife had taken the diagnosis as an opportunity to take revenge for years of marital abuse. Years before the diagnosis, her husband had abandoned her after she gave birth to their son. He had returned five years later, and she had reluctantly taken him back. Now, after his diagnosis, he was completely dependent on his wife for his daily care and hospital visits. Echoing a theme that runs through this chapter, she declared that she would care for him, but could not mingle that care with love. The idiom of her dissatisfaction took shape through the modalities of care. For example, she would boil his glucose water to an uncomfortable temperature before giving it to him to drink. He would reciprocate by putting her cutlery into the blender, or by mixing jaggery (unrefined sugar) in her dough, making it impossible for her to knead it into bread. After months of such minor aggressions, he threatened to commit suicide and leave a note that would blame his wife for his death. His wife had put an end to these threats by warning him of the implications this would have for their son. She had asked: Did he want to see their only child give up his education and spend his life trying to get his mother out of jail? The counselor’s experience with this couple had given her clues on how to prevent Mohinibi from inflicting further harm on herself. She understood Mohinibi’s threats of suicide for what they were: claims of recognition for herself and for her daughter to those around her—her sons and their families. Instead of denying those claims, she sought to counterpose them with Mohinibi’s enduring obligation and affection toward her sons.



Failures of Recognition

Several scholars of Indian medicine and social life have borrowed an emic category—sevā—finding in it conceptual tools to parse the violence and care that run through Indian familial life.12 For example, Lawrence Cohen and Sarah Lamb use the term to understand the work of intergenerational care.13 When focusing on the care from sons to parents, both Cohen and Lamb describe sevā as a marker of power, overtly of the elder being served, but covertly of the increasing power of sons as their father’s strength declines. Yet, both describe how the promise of sevā as a transfer point of power remains provisional; old age continues to have a voice and to demand authority, while children’s sevā is always partial and falls short of its ideal. In this subtle balancing act of familial authority, excessive demands of recognition risk being labeled as deviance. Particularly clear in Cohen’s description, an excess of voice sometimes masquerades as psychiatric madness, a failure of “adjustment” in old age that threatens the stability of intergenerational power.

I think of sevā here not in relation to intergenerational care but as a transfer point of voice through which conjugality is negotiated in times of illness. As a relational action enacting a shift of authority from the receiver to the giver, sevā helps parse some scenes I have described. To understand sevā requires sensitivity to the complex and shifting conjugation of speech and silence in marriages. In conjugal care as it appears here, the wife’s sevā is both a form of intimate care and a subtle enactment of partial critique. Withholding love from care—or at least making certain to distinguish the two— motivated the narratives of several of my interlocutors, including Deepa. Yet, the insistence of Cansupport workers on mingling care with love, especially at the end of a patriarch’s life, entailed a new form of adjustment, reconciliation, and acceptance. In her work on domestic violence interventions, Julia Kowalski writes of how counselors operationalized sevā as a framework and context within which they offered women advice.14 Kowalski argues that instead of emphasizing a liberal conception of autonomy and independence as a solution, they emphasized interdependent relations of sevā, working within ideologies of patriarchal kinship to offer a subtle reordering, rather than escape, from household violence. In the absence of robust frameworks for the assertion of legal rights, this compromise—in which they substituted “women’s rights” for more secure kin-based dependence—was the best solution at hand. Much in the way Kowalski describes, the counselors I worked with also encouraged conciliation over rupture. For example, in emphasizing the reintroduction of love in the work of sevā, they too sought to work within and through kinship norms.

At the same time, the crisis of cancer focused the time and space of the conjugal pair in ways that are subtly different from other contexts of conciliatory interventions. Kowalski describes how counselors intervened in kinship by shifting the focus of disagreements away from the conjugal pair to disorder in other kin relationships, such as those between the wives of elder and younger brothers, that were more amenable to change. But in the shadow of cancer, kin both within and outside the household sometimes became distant and reluctant to take part in the daily work of care. In other cases, even when wider kin networks were available as a source of support, wives were expected to take on the daily and demanding work of caring for weakened husbands. At the same time, prior asymmetries in mobility came to be limited by the debility brought on by disease. Condensing past violence, present disagreements, and impossible futures, the time of cancer focused attention on conjugality in ways from which there was no escape. Importantly, this is not to say that conjugality came to stand apart from and outside wider kin relations. As in my description of Mohinibi’s case, transactions of neglect, violence, and care often seeped through and across the boundaries between marital and intergenerational relations, while tracking gender lines. While conducting fieldwork, I chanced upon a Hindi play about cancer—Behatar Hain Maut (A desire for death)—that precisely dramatizes this potential juxtaposition of intra- and intergenerational sevā in the time of critical illness.



A Desire for Death

The play takes place in the aftermath of the cancer diagnosis of Narendra Mohan—a sixty-five-year-old man who lives with his wife, Ramadevi, his unmarried daughter, Neelima, and his two sons. Narendra is beset with unbearable cancer pain, which breaks into the play’s script as half-blank pages, incomplete words, and onomatopoeic syllables. As Narendra’s pain heightens, he describes it as his closest kin. Yet, in the play’s action, Narendra’s pain takes a backseat to an unfolding family drama. The characters of the play are taken from a stock of kinship tropes that are the staple of Indian family dramas: two sons (one dutiful and the other profligate), a devoted daughter, and mistreated elders in a time of social change. In the second half of the play, the profligate son marries a wife who is equally uncaring toward his father, and together they lay claim to parts of the house the father had occupied. In this new arrangement, the father is relegated to a corner of the house where he no longer feels able to entertain guests, and he becomes increasingly isolated. While Narendra has few expectations of his profligate son, he is disappointed by how his devoted son also feels exhausted from providing care. Tired of suspending his own life for the sake of his father, the once devoted son marries and moves away to a different house. With both sons absconding from their responsibilities, Neelima is left alone to care for her father. In contravention of the ideal of sevā, but close to its practice, women are left to bear the burden of care without the privilege of a transference of intergenerational authority. Neelima gives up hope of marrying, as her own romantic interest tires of waiting for her and moves to another city.

Toward the end of the play, the mise-en-scène shifts—away from the intimate space of the home to a courtroom where we find Neelima and Narendra begging the judge to allow his assisted suicide and his release from the unbearable pain of his cancer. Neelima has heard that the rich have access to “clinical death,” and she demands that the poor also be given this right to iccha-mrityu (self-willed death). But Neelima’s eruption into public speech is short-lived. After only two pages, she is returned to silence. From then on, she appears only in relief to the volubility of reporters, kin, lawyers, religious leaders, and doctors who decry her plea, ask for her arrest, and point to her as the perfect manifestation of kalyug—the mythic time of social decay. Finally, only on the last page of the script, Neelima breaks both her silence and the fourth wall. She does this to declare that she had spoken not with the expectation of relief but in the certainty of the failure of her speech to be heard. This draws fresh ridicule from the chorus, who see her now as a hysteric, as having lost her sanity. The play ends with her plaintive lamentation to her dead mother: “I cannot bear this responsibility over life and death any longer, mother—please come, please come and take this responsibility back. Please take it back.”

What I find remarkable about this play is its return to the theme of women bearing the responsibility of witnessing and lamenting. Neelima laments the pain of her yet alive father, abandoned in a zone between life and death. But, in her lament, she only briefly faces the judge or the journalist—as they stand in for public order. In the closing scene, she directs her lamentation instead to her dead mother. Ramadevi’s death, which occurs halfway through the play, happens off-stage and is only evoked by Narendra’s monologue in the middle of the play. His wife’s death occasions his thoughts on the intimacy between life and death, and how death carries life around like a cat carries its young, with her teeth grasping the nape of the kitten’s neck. We are never told the circumstances of her death; rather, the reader is left to surmise that it had something to do with the exhaustion of care. I understand Neelima’s lament, then, not just as a critique of an unjust social order— personified by the chorus—but also as an invocation of female kinship in shared suffering. In her final scene, she reaches out across the threshold of life to her mother, whose presence and silence haunt the play. She testifies to this silence that she is bound to inherit. But rather than giving speech to the failure of the social order, she testifies to its arrangement of recognition and misrecognition, within which she knows in advance she will never be heard. There is, then, a double structure to her witnessing: she testifies not only to her father’s cancer but also to her inability to fulfill her role as a witness through which his death can be rendered good. As in the stories of the patients presented in this chapter, Neelima’s activity lies somewhere between silence and speech, between representation and expression. In her inability to shift legal and familial norms, she captures how these norms structure the force of recognition, within which the pain of her father, the silence of her mother, and her own disempowerment are fated for the shadows.

As disease enters kinship worlds, it articulates with the past, present, and future in unpredictable ways, folding into preexisting arrangements of betrayal and reconciliation. It does not overturn and rupture social worlds, as much as it comes to be diffused throughout an existing social field, all the while absorbing, augmenting, or hardening prior vulnerabilities. In these instances of North Indian kinship, the disease shifted the capacity of husbands and wives to inflict and absorb violence. The debilitating experience of cancer often confined husbands within their homes and, for the first time, made explicit their dependence on the gendered work of everyday care. Consequently, these subtle shifts opened cracks in the domestic world that allowed for long histories of violence and betrayal to seep through and become speech. At the same time, cancer did not invert existing norms of speech and silence around gender, allowing women the possibility of free expression they did not previously enjoy. They continued to inhabit the vulnerable space of affinal homes where speech always carried with it the possibility of future harm. In such a world, speech and silence often followed the other’s tracks, one taking the place of the other, as time and necessities shaped their possibilities.



A Turn to Myth

In the last two chapters of this book, I shift my method from face-to-face ethnography to readings of aesthetic accounts of cancer. Doing so helps me sharpen my ethnographic descriptions, as I put the neat resolutions of aesthetic accounts in relief against the unresolved ethical dilemmas that pervade my ethnography. Here, I pause for a moment to think about Indian mythology as a bridge between the ethnographic and the aesthetic. I do so because Indian mythology has proved an especially generative ground for scholars of gender and sexuality in South Asia. As Sarah Pinto suggests, myths need not appear in ethnographic accounts only in relation to the interpretive work they do for our “real” subjects. In her work, she asks whether we—as readers and storytellers—can welcome mythological figures into our work as imaginative grounds of our own writing and thinking.15 Similarly, Veena Das writes of how she draws simultaneously from both literature and ethnography as figures of thought to expand what we take as a shared conceptual vocabulary.16 Thus, anthropologists of South Asia move between the mythic and the present in ways that evoke a richness of ethical potentiality, or, as Michael Fischer calls it, their structural plenitude.17 In doing so, they move between their own interpretive frames and those of their subjects. Drawing from this work, I place my ethnographic stories in this chapter adjacent to Indian mythology. Doing so thickens the conceptual vocabulary with which I parse the gendering of witnessing, lamentation, and speech around cancer.

Pinto finds that, broadly, Indian epics allow women two interrelated positions in response to violation: righteous speech or a turning into stone.18 But in certain moments, Pinto suggests that women can do both—deliver an indictment and disappear into silence. Every ethnographic figure who appears in this chapter inhabits this taut dynamic between speech and silence, between indictment and the swallowing of past betrayals. Recall, for instance, how Deepa linked speech and silence to the possibilities of her endurance. At the same time, she found ways of expressing how the world she inhabited had often turned on her. In her experiments with endurance, she was always cognizant of the damage her invocations of past violence could bring to her life in the present. Deepa’s experiments remind me of the mythic figure of Gandhari—a woman who must also negotiate the fraught ethical world in which she finds herself. In the Mahabharata, Gandhari is the mother of two groups of warring cousins. She is married to a blind king and is famous for wearing a lifelong blindfold as a sign of devotion to him. While this gesture might be read as an act of subservience, in the epic Gandhari gained so much power through this self-denial that she developed a second sight. And it was through this second sight that she became the most powerful witness to the carnage of the battlefield at Kurukshetra, in the war between her sons and their cousins. In the Mahabharata, it is Gandhari, and Gandhari only, who can eclipse the corruption of recognition and the fragmentation of grief. Through Gandhari, the myth clarifies that sight is no easy path to unobstructed vision; rather, her blindness is one of the few moments of ethical clarity in the epic. Yet, the form of this clarity is not certainty—in the Mahabharata, there are no easy answers about what constitutes virtue and evil. Those who promise the clearest vision of morality are often the figures who fall the furthest short of their goals. Synthesizing these mythic lessons, Pinto parses Gandhari’s act of witnessing not as clarification of right and wrong but as an observation on the failure of recognition.19 I too find remarkable this structure of Gandhari as a witness, and how her testimony juxtaposes sight and blindness, fragmentation and wholeness, speech and silence. Deepa reminds me of Gandhari, and Gandhari reminds me of Deepa, in their threading together of restraint and indictment.

Gandhari is not alone in exposing ethical uncertainty in the Indian epics. In times when certainties of good and bad deaths come undone, and when women lament not to resolve death but to mourn ethical violations, Veena Das is reminded of Draupadi.20 In the Mahabharata, Draupadi is married to the righteous Pandava brothers, the enemies of Gandhari’s sons at the battle of Kurukshetra. But for all the Pandavas’ claims to morality, they gamble Draupadi away in a rigged game of dice. As a result, Draupadi is brought into the gambling hall, and the winners of the game begin to disrobe her. At the moment of her disrobing, however, she appeals to Krishna, who, impressed by her commitment to dharma, turns her sari into an unending length of cloth. This scene is iconic in India’s cultural imagination and has been rendered in many visual and written forms.

In Das’s description, Draupadi negotiates a difficult line between testimony and silence, expressing the violation of her disrobing by not shedding her soiled robes for fourteen years. And it is not only through her body that Draupadi offers an indictment. Before her disrobing, she throws the hall of men into jeopardy by speaking and calling their adherence to dharma into question. What draws me to Draupadi here is that, like Gandhari, her act of bearing witness to violation is enacted through a conjugation of speech and silence. Gandhari delivers an indictment through her blindness and returns to silence. Similarly, Draupadi offers an indictment through speech, only to find the possibilities of speech again taken away. It is these momentary eruptions into speech that give weight to these women’s subsequent silence. And only when we place their silence and speech next to each other can we can hear the force of their indictment. As Das puts it, Draupadi’s questioning will continue to haunt the rest of the epic, as a reminder of how ethics once became mute in the face of a question asked by a woman. “Even if the war will be won, the self and all forms of relatedness will become frayed, if not lost.”21 I can think of no better way to parse the complex conjugations of Sunita’s, Deepa’s, and Lalita’s speech with their silence, as they negotiated the fraying of their social relations in the shadow of cancer.

If Draupadi and Gandhari are two of the most prominent figures in the Indian mythic imagination of lamentation, Antigone—in her lamentation for her brother—stands in a similar place of witnessing in the European imagination.22 In Sophocles’s play, Antigone breaks the law of the king (Creon) by transgressing his decree that her brother not be buried or mourned. Some scholars read her as a transgressive figure who defies Creon and bears witness to the unjustness of the law of the state. In other readings, in her refusal to bend to Creon, she stands as a witness to the unjustness of the social order within which she is bound. It is enlightening to place that canonical figure in the European imagination against her much humbler counterpart whom I discussed here—Neelima. Both Neelima and Antigone rail against a social order, gendered male, that blocks their kin from achieving a proper death. But if Antigone’s lament is directed at the king, standing in for a just order, Neelima’s is directed at her dead mother, invoking the possibility, already eclipsed, of a shared female kinship. Unlike Antigone, she does not ascend to the status of a fully formed subject through this act of transgressive speech. Instead, she descends back to silence and joins her mother in the shadows of the play.

Finally, then, I find the complexity of these Indian myths a useful conceptual framework because of their essential ambivalence about the redemptive possibilities of speech. The figures of Gandhari and Draupadi open the possibility of the ethical in acts one might otherwise understand as a defeat. These acts include the confrontation of violence with silence, and a desire to retrench the self in one’s own world rather than a desire to escape it. Most powerfully, these myths show how accusatory speech carries with it a double indictment when it folds back into silence: an indictment of a world that is not made for the speaker to thrive, as well as the structures of recognition that do not allow certain kinds of speech to become legible grounds for action.








 


3

RESEARCHING PAIN, PRACTICING EMPATHY


The word “cancer” hides more than it reveals. Scientists and doctors often correct its unqualified usage, pointing out that cancer is not just one disease, and that contemporary fears about its ubiquity are based on this misunderstanding. Rather, cancer is really an ensemble of specializations, modes of diagnosis, and kinds of treatments. So, when I naively began fieldwork at the All India Institute of Medical Science (AIIMS) hoping to study cancer, it quickly became clear I would have to focus my inquiries much more narrowly and concretely. What were the specific practices I would examine within this constellation of specialties, practitioners, and patients that constituted cancer care in this specific hospital? For example, studying the medical physics or radiology units would direct me toward practices of imaging and testing. Working in the medical or surgical oncology divisions would focus my attention on diagnostic and therapeutic interventions. Or following the cancer registry would turn my attention to the relation between demographics and health policy. Such units and departments make up most cancer hospitals worldwide, and each would have made for its own research site.

However, my attention was drawn to a corner of the cancer hospital that is not globally ubiquitous—a unit staffed by anesthesiologists specializing in cancer pain and dedicated to palliative care. The presence of this unit surprised me partly because palliative care is globally still quite a nascent biomedical field. The first hospital-based palliative care units emerged in the late 1980s and 1990s in Europe and the United States. But even as the field has continued to grow in the twenty-first century, the specialization remains peripheral to supposedly more urgent oncological modalities—radiation, chemotherapy, and surgery. For example, at the time of my fieldwork, less than a fourth of the major cancer hospitals in the United States reserved beds for palliative care as was done at AIIMS.1 And if palliative care is uneven in places like the United States, it is almost absent in most of the global south. A 234-country survey conducted during the time of my fieldwork found that about a third had no palliative care services of any kind.2

The presence of an advanced palliative care unit at the cancer ward at AIIMS—staffed with experts and allocating beds to palliative care—reflects how, as the country’s leading hospital, AIIMS can claim an exceptional amount of government resources. Its annual budget of about $226 million is around 4 percent of the national health budget.3 At the same time, the cancer hospital was dedicating expertise to palliative care in ways that far surpassed what was being done at many of its peer institutions elsewhere in the world. Even in the most well-resourced hospitals in the global north, the field of palliative care still draws its practitioners from undervalued, low-prestige specializations such as social work, counseling, nursing, and mental health. At AIIMS, the core staff of the palliative care ward were practitioners at the opposite end of the biomedical hierarchy: anesthesiology.4 Further, as Sarah Pinto and Cecilia Van Hollen describe, anesthesiologists are a rare commodity in Indian public health.5 Instead, they remain caught within a conventional ordering of public health priorities—urgent and life-saving treatments first, care and concern for “symptoms” such as cancer pain later. At the cancer hospital, my interest was thus drawn to this puzzling presence of a team of dedicated anesthesiologists, all transacting palliative care in a hospital struggling to provide timely conventional therapies.

In this chapter, then, I track the emergence of cancer pain as a central preoccupation at the cancer hospital at AIIMS. Usually considered by public health and biomedicine as a symptom and not an urgent subject for intervention, how did pain become such a central concern here? I found that palliative care specialists understood that to treat pain, they had to treat the social worlds within which pain takes shape. In conversations, medical journals, and practice, they defined “total” cancer pain—a condition that was simultaneously social, spiritual, psychological, and physical. Here, tracking cancer pain as a subject of research and intervention, I come to understand the pathways through which these specialists translated social, spiritual, and psychological distress into physical pain, and vice versa. Further, I find that the possibilities of treating pain understood in this way were staked on specialists’ understandings of “culturally appropriate” modes of empathy and humane practice. While tracking cancer pain, then, I also trace these responsive visions of empathy. Thus, two questions guide this chapter: What does cancer pain, in its intensifications and obfuscations, teach us about the infrastructures of care within which it ebbs and flows? And what have been the felicities and failures of the modes of empathy that have emerged in response?


Total Cancer Pain

The AIIMS campus sprawls under one of the busiest traffic intersections in New Delhi—a crisscrossing layer of overpasses referred to as the AIIMS flyovers. A few high-profile patients, ministers, and bureaucrats reach the institute by driving along these overpasses; others take buses or autorickshaws or use the subway system. Some have traveled from the edges of the ever-expanding metropolis, while others have made their way from more distant parts of the country on the subsidized national railway system. At the main gate, hawkers sell food and illicit brokers peddle hospital forms to patients and their attendants. Many of their customers have camped outside the walls of the institute for weeks. The well-guarded entrance gate bottlenecks a steady stream of ambulances, cars, pedestrians, and staff. Beyond the entrance, in contrast to this crowded space, the 233-acre hospital campus is lined with trees and dotted with open gardens. This contrast reflects the founding vision of the institute, whose first buildings were constructed in the heady first decade after Indian independence as part of Jawaharlal Nehru’s plan for the new nation-state. Nehru’s dream was that along with the nearby Indian Institute of Technology, AIIMS would produce a class of Indians insulated within elite centers of excellence.6 These scientists and researchers would be free from government interference and the uncertainties of social change. Thus unencumbered, they would work on the native Indian subject as a resource to educate and cultivate. Srirupa Roy describes these spaces as nation-statist heterotopias, imagined as unmarked by identities and interests.7 Others shared Nehru’s vision. Brought to India as a scientific consultant in 1943, the British Nobel laureate Archibald Hill recommended that “a great All India Medical center should be established, an ‘Indian Johns Hopkins’ staffed in all departments by the ablest people everywhere.”8 In 1946, a committee led by the Indian civil servant Sir Joseph Bhore took Hill’s advice and gave AIIMS its name and institutional structure.9
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FIGURE 3.1 The All India Institute of Medical Sciences (AIIMS). Photo by Javed Sultan.
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FIGURE 3.2 Patients queued outside the gates at AIIMS. Photo by Sushil Kumar / Hindustan Times.


In the present, the heterotopic fantasy of a space insulated from social chaos falls away as soon as one enters its gate.10 The institute estimates it treats more than 3.5 million outpatients every year. Patients with meager economic resources are drawn here by the promise of the highest quality of medical services at a cost subsidized by the government. The paths to the superspecialty buildings evidence relationships of care under conditions of duress: a child, no older than ten, guiding his father by the hand from the subway to the entrance; a young man carrying another on his back with a practiced effortlessness. The most debilitated lie on makeshift stretchers outside buildings. Before they encounter medical staff, they will have to negotiate the fixers who surround the building. The wait time for tests performed within AIIMS can be a few months; these fixers arrange to have patients’ tests done at nearby diagnostic centers, charging them a higher fee. Some will help patients jump the queue or, for a larger fee, even secure hospital beds. Security guards with whistles patrol the buildings and manage crowds. Mostly, their whistles warn errant visitors away from restricted spaces. Sometimes, they deliver warnings, clearing a space for emergency patients rolled on stretchers along potholed roads. AIIMS is more the debris and ruin of a heterotopic historical vision than its practical realization.11

During my fieldwork in 2012, I found the cancer hospital exemplary of the paradoxical juxtaposition of care and duress at AIIMS. Called the B. R. Ambedkar Institute Rotary Cancer Hospital, it is one of twenty-seven state-accredited regional cancer centers for all of India. Many patients travel here over long distances across North India for treatment. In part, they are drawn to the center by the reputation of the country’s flagship public hospital within which it is situated. To meet with a specialist, patients and their families queued inside and then outside the building in the early hours of the morning. The first queue led to rooms that housed patient records. New patients had a new file recorded, and returning patients registered their arrival; then, both sets of patients joined longer queues that led to three outpatient rooms. The process of queuing took several hours, culminating in a short ten- to fifteen-minute consultation with a specialist. The most debilitated lay on stretchers along the passageways; others stood, to not lose their place. The outpatient meeting rooms were some of the busiest and most chaotic spaces at AIIMS. During prearranged clinic hours, teams of doctors would arrive, jostling past patients to make their way into the rooms. Once past the crowds, they would seat themselves around two or three small tables while a staff member brought them the day’s patient files. During each scheduled four-hour outpatient time, three or four doctors would meet with more than one hundred patients. This included glancing over patient records, recording new data, conducting diagnoses, prescribing medicines, scheduling tests, and communicating prognoses. Here, as Julie Livingston observed in Botswana, the form of triage was multilayered.12 An independent journalistic investigation into AIIMS in 2011 revealed that getting an appointment for an MRI could take anywhere from a month to a year and that a CAT scan has a waiting period of more than four months.13 As for curative interventions, surgeries for malignant tumors could take up to six months, while patients with benign tumors waited nearly two years.
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FIGURE 3.3 The B. R. Ambedkar Institute Rotary Cancer Hospital at AIIMS. Photo by Javed Sultan.
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FIGURE 3.4 Patients waiting on cots outside the emergency ward at AIIMS. Photo by Saumya Khandelwal / Hindustan Times.


Under these conditions of infrastructural pressure, pain often accompanies cancer. To elaborate, for patients diagnosed with certain types of cancer, pain is inescapable. Tumors may compress the spinal cord, damage nerves, press upon organs, or spread to bones. At times, pain is also an outcome of cancer’s highly debilitating treatments—surgery, chemotherapy, and radiation. But for all its variations, one predictor of the presence of cancer pain is the stage to which the disease has progressed: it is twice as likely that a patient will experience moderate to severe pain if their cancer is advanced.14 It is no surprise, then, that in India, where patients are almost always diagnosed at late stages of disease progression, pain is an overwhelming part of cancer. Such a strong association of pain with cancer is inevitable in other parts of the world too, where infrastructural conditions do not support timely diagnosis. For example, global health researchers describe a “pain gap” between the global north and global south, captured succinctly by a Lancet Commission report which indicated that in 2015, 80 percent of the 25.5 million people who died with need of and without access to palliative care were from lower- and middle-income countries.15 It also found that only twenty countries in the world had integrated pain specializations into their public health systems.16

While global health experts have only recently described a global “cancer pain epidemic,” palliative care practitioners in Delhi have been actively responding to the condition for more than two decades. My first clues to the practices that have cohered at AIIMS appeared in a conversation with Dr. Abha, an anesthesiology resident in the palliative care unit: “When I was fresh out of medical school, I used to look at a patient and say if you have lung cancer, you should have pain in the chest, and nowhere else.”17 The complex pathways, etiologies, and somatosensory frameworks of cancer pain require specialized medical training; these concerns were not part of the traditional training of an Indian anesthesiologist. Dr. Abha laughed and added something that every resident told me during my fieldwork: “You know, practicing palliative care, you really shift in your orientation. You begin, or at least try, to think of pain from the patient’s perspective, or even the family’s. You begin to see through the patient’s eyes” (emphasis added). This orientation that Dr. Abha pointed to—of seeing “through the patient’s eyes”—was the mantra of pain therapeutics at AIIMS; I would hear it again and again in conversations with other residents, at training sessions for doctors in different parts of the city, and in weekly staff group meetings. Of course, the encouragement to cultivate an empathetic orientation in medicine extended beyond the specificity of palliative care at AIIMS. I could find similar exhortations— “to adopt the patient’s perspective,” “to share the patient’s pain”—in palliative care textbooks published in North America and Europe. However, hearing it repeatedly, I wondered about the specificity of empathy in this pain clinic, and the distinct orientation that residents were urged and able to cultivate here.

Dr. Abha and I were talking in the room in the anesthesiology unit that housed the old research computers I was working on. The room doubled as the residents’ makeshift office space, where they took breaks for meals, conducted impromptu meetings, and discussed difficult cases. It was just a few feet wide and long and contained a small sofa and dusty piles of old, discarded patient files. While I queried an institute database for a project I was collaborating on with the residents, Dr. Abha described a battle between the head of the palliative care unit—Dr. Nigam—and the hospital bureaucracy. “It took Dr. Nigam ten years to even get us this small room and the six-bed inpatient unit. Earlier, we just had an OPD [an outpatient department], and soon realized that if we were to do any meaningful work, we needed to admit patients! She fought for years, and they finally gave us the six-bed ward. It’s not much, but it is at least a start.” The struggle for space and resources reflected a broader disciplinary struggle to have cancer pain recognized as a syndrome in its own right, and for palliative cancer care to be recognized as a specialty with its own standing. Finishing her lunch, Dr. Abha good-humoredly pointed around and told me, “Imagine, at first we didn’t even have any space to show our families around when they would come to visit us at work.”

The emergence of palliative care both at AIIMS and in Delhi has much to do with the charismatic head of the anesthesiology department. Dr. Nigam began her career in 1991 at a small municipal hospital in Bombay. In 1999, she was hired as an assistant professor at AIIMS, and by the time of my fieldwork in 2011 – 12, she had risen through the ranks to a full professorship. She was also a founding member and editor of the Indian Journal of Palliative Care and served on several governmental committees on regulating pain management. She has been responsible for introducing the specialty to this flagship government institution’s teaching curricula and therapeutic practice. AIIMS remains one of the few medical teaching institutions in the country that recognize palliative care as a specialty. At the time of writing, it offers both a doctoral program that allows students to specialize in palliative medicine and a postdoctoral fellowship leading to a further subspecialization in onco-anesthesia. Dr. Nigam had also campaigned for renaming and upgrading the palliative care unit as the Department of Onco-Anesthesia. “Onco-anesthesia” was a hyphenated neologism I had never heard before I worked at the ward. It was only a year later, while scouring medical publications, that I found the word in the title of an article in an international anesthesiology journal that prospectively called for such a future subspecialty.18 At AIIMS, Dr. Nigam was anticipating this future, and her pioneering work had not gone unnoticed. Her office desk was lined with several international awards, including a prestigious one from the International Association for the Study of Pain. She was involved with World Health Organization (WHO) initiatives to develop shared pain management expertise across developing countries in Africa, South Asia, and Southeast Asia.

But for all her international recognition, the achievements she took the most pride in were the young residents she trained to specialize in the emerging discipline. Given the specialization’s relative lack of prestige, this had been no easy task. At the time she entered the field, government funding for cancer care was already plagued with problems. A senior oncologist recalled how the visit of a foreign dignitary in 1998 occasioned a paint job worth 400,000 rupees, while his request for the sterilization of the unit’s toilets was dismissed as too expensive. At the time, he went on, one of the CAT scanners at the institute had been in need of repair since 1991, the inpatient units lacked air conditioners, and the outpatient waiting rooms did not even have fans for relief from the heat of the Delhi summer. It was within these infrastructural challenges that Dr. Nigam had started a new palliative care ward, secured a space for outpatient meetings, and set up the residents’ office.

Within these infrastructural limits, Dr. Nigam and her teams of residents worked tirelessly to sketch out the contours of cancer pain as a research and therapeutic object. She was an exacting mentor, demanding that the residents not only keep up with an exhausting patient load but also complete a monthly quota of publishable research. During my time there, I would design and execute two collaborative clinical research projects with the residents, one of which was published, and the other used as the starting point for new projects.19 The published article was a clinical audit of the pain ward. The second aimed to redesign the clinic’s pain assessment procedures, paying special attention to factors understood as nonbiological or “psychosocial” indicators of distress. Both projects immersed me in the complex world of clinical research and diagnostic questionnaires concerning pain.

While similar questionnaires used elsewhere in the world have been standardized to ensure quick quantification and comparison, an examination of the institute’s questionnaire revealed a different story. First, I found that given the constraints of time, questions understood as “psychological” and “social” were often left unanswered by examining doctors. Second, even for those that were filled in, the overall design hindered standardized quantification contributing to an overall score. Third, a study conducted at the pain clinic seven years earlier by clinical psychology researchers had discovered high incidences of “depression” and “anxiety” among cancer patients.20 However, in the outpatient questionnaires I surveyed, such conditions were rarely reported. The recommendations we made at the conclusion of the study demanded more attention to depression and anxiety during interviews. I also suggested in the paper that we adopt a research instrument validated in Kerala.21 This instrument—called the Distress Inventory of Cancer—was the only one I found in India that related socioeconomic conditions to psychological distress. Its authors highlighted the importance of socioeconomic standing, educational background, and the quality of medical infrastructure in easing or increasing psychological pain. In our collaborative paper, I wrote that given the vulnerabilities of the institute’s patient population, this diagnostic instrument would be more sensitive to psychosocial distress.

While our collaborative work was well received, I soon realized that research had a more complicated role to play in the institute’s setting. In a meeting about future collaborations, I asked the residents if they knew when our recently completed research would be translated into practice. The residents met my question with equivocation. Finally, one of the more senior residents, Dr. Arjun, demurred by asking me to help him administer the existing pain questionnaire during the next outpatient clinic. As I helped him do so, it quickly became clear that the heavy patient load made the administration of most global instruments exceedingly difficult, if not impossible. We were scheduled to spend four hours in the outpatient clinic. Administering the pain questionnaire to the first patient, I watched the clock run up to fifteen minutes before I finished. Looking at the queue, I saw at least forty patients impatiently waiting in line for Dr. Arjun. Meanwhile, his lesson taught, Dr. Arjun had abandoned the questionnaire for his usual mode of outpatient examination. While I had been administering the questionnaire, he was talking to an elderly woman, who was flanked on either side by her two sons. She had her medical records with her, which showed she had advanced chondrosarcoma—a type of bone cancer. When Dr. Arjun asked for the X-rays, one of her sons replied that they were with another doctor. This response was not uncommon at the pain clinic. It usually meant one of three things—the tests were lost; the tests were indeed held by a private physician who did not want the patient to seek treatment elsewhere; or the patient and/or family mistrusted the tests or else were withholding the results, hoping to get a favorable second opinion. Dr. Arjun asked the woman directly to describe her pain. She said it throbbed like a gas flame and was becoming more constant. A month ago, it was worse at night, keeping her husband and daughter-in-law awake. Now, she could not really tell much of a difference between night and day. Dr. Arjun nodded in response and turned his attention to a lump close to the woman’s left knee. The sons interrupted, never once mentioning the word “cancer,” calling the lump a soojan (swelling). Dr. Arjun quietened them with a look and began to feel his way around the lump. With just two fingers, he pushed and probed, asking at short intervals: “Does it hurt here? And now? And here?” He nodded and gently felt around the edges of the growth. When the woman tensed up, Dr. Arjun reminded her to relax and trust him. While continuing to sense his way, he asked her to stretch her knee and to stop where it was uncomfortable. He also asked which position she found the most restful. He then returned to the focal point of the lump, this time pressing more firmly and judging the woman’s discomfort. Satisfied with his examination, he looked back once again at the sheet of paper they had brought, as if to confirm what he had just felt. Dr. Arjun asked the sons where they lived and worked; I knew from prior exams that this was his way of ascertaining what drugs they could afford. Determining from their responses that they were neither wealthy nor extremely poor, he prescribed a cocktail of generic morphine, an antidepressant, an anti-inflammatory painkiller, and an anticonvulsant. As the woman left, I asked Dr. Arjun why he had not asked for further tests. He replied that asking for further tests would lessen the chances of their returning to the pain clinic, and that his touch examination had helped him confirm that the tumor had metastasized rapidly. He guessed, too, that the oncologist had understood that curative treatment would be futile. Finally, he recognized that the sons had kept the diagnosis from their mother, but that she too knew all about her condition. How Dr. Arjun would gather all this from the conversation and exam remains somewhat of a mystery to me; pressing him further did not yield new insight. Instead, he shrugged and said it was “experience” that had taught him pain diagnosis, not just textbooks. Mercifully, he did not mention the pain questionnaire.

Administering even the shortest versions of global cancer pain questionnaires, let alone finding the time to score and record them, had been a lost cause. Instead, Dr. Arjun’s lesson was an education in tacit knowledge—a familiar anthropological preoccupation I had almost lost sight of. In his canonical work, Michael Polanyi made the simple assertion that we can know more than we can tell.22 He deepened this insight by suggesting that processes of scientific formalization often threatened to destroy tacit knowledge gained through proximal, personal, and bodily encounters. One might think of testing and quantifying as precisely such moments of formalization. The tactility of the knowledge that Dr. Arjun possessed was not easily amenable to quantification—either as a research model or as a questionnaire. In itself, this resistance of the practical to abstraction is not surprising. I want to point out here the particularity of the relation of the tacit and the explicit. Pain practice took place in conditions of infrastructural pressure where even the conduct of research itself is a luxury. It relied on habit, experience, and tactility. It engaged the sensory and experiential in ways that opened therapeutic conversations, relationships, and possibilities. Pain questionnaires, in contrast, engaged the body more distally. Rather than play a significant role in guiding practice, they often helped gather data for research. In what follows, I delve deeper into this tension between practice and research and between the proximal and the distal. On the one hand, practice engaged the somatosensory in ways that allowed for certain modes of empathy to cohere. On the other, pain research helped establish the grounds on which palliative care could grow as a biomedical field. Cancer pain—as both a therapeutic and an epistemological subject—cohered in this push and pull between research and practice.



The Metaphysics of Research

The possibilities and limits of cancer pain research in India first presented themselves to me during the annual conference of the Indian Association for Pain and Palliative Care at Kolkata in 2012. Dr. Nigam and the residents at AIIMS were among the event’s headliners. I had traveled to the conference to present some of my early ethnographic work while also hoping to speak with leading cancer pain specialists from regions outside Delhi. It quickly became clear at the conference that cancer pain research in India was at a stage where some of its most basic vocabularies were still uncertain. Unsatisfied with the applicability of pain research developed in the United States, several participants spoke about the need to develop indigenous cancer pain questionnaires. One presentation included an anecdote that described the difficulty of indigenizing an American pain questionnaire that asked whether the patient ever experienced the sensation of “butterflies in the stomach.” For a while, the discomfort of several patients when asked that question perplexed the doctors who were administering this questionnaire. Only after several weeks did they realize that the phrase “butterflies in the stomach” had elicited concerns about meat eating among vegetarian patients. Interrupting the laughter that followed this anecdote, a senior doctor from South India raised a question about a specific American diagnostic instrument he had been considering for use at his hospital. In responding to this question from the floor, one panelist wondered in passing about how that doctor could afford the high copyright pricing on that instrument. The uncomfortable conversations that followed soon revealed that the doctor had not known that such tools were under copyright in the first place. The murmurs that went around the conference hall revealed that he was not alone. Already, it seemed that there was a gap between the pervasiveness of pain questionnaires as diagnostic tools in the global north and their relatively recent and uneven arrival in Indian pain practice.

Misgivings about copyright aside, a more fundamental concern exercised these participants against global pain diagnostic questionnaires. The point of friction they identified in the translation of such instruments formulated elsewhere was that the instruments were not attuned to the spiritual orientation of Indian patients. At first, I was not surprised by this insistence on the importance of spirituality in Indian emotional life. Through the British colonial period, the region was associated with an otherworldly ascetic ethic. Its inhabitants were imagined by Europeans as predisposed to a transcendental negation of this-worldly sensations and experiences, and death and pain were understood as exemplary of detachment and equanimity.23 Anthropologists and historians working in the region have demonstrated how this characterization of the subcontinent lent itself to the colonial project. If native subjects were understood to be more concerned with otherworldly matters, then it was the task of the colonizer to provide them with a grounded political orientation—that is, the colonial government.24 Similarly, contemporary American medical ethics textbooks, journals, and monographs look to India to teach the “West” to be more accepting of death and to resist Euro-American trends toward overmedicalization.25 Thus, it seemed plausible to me that contemporary Indian research would echo these past constructions of pain. The conference evidenced many such reverberations. In a panel on palliative care ethics, the backgrounds of several slideshows were composed of faded-out tableaux of Hindu gods and goddesses. Ethical guidelines about “dying well” from Hindu scriptural texts were laid over these tableaux, intended to urge doctors to pay attention to particularly Indian spiritual needs. Later, at a training session on how to communicate a terminal prognosis, participants were urged to look for signs of religious orientations and to temper their communication using the vocabularies of resilience and forbearance found in “Hindu” religious belief.

To take a longer view, research into the relation between ascetic transcendence and culturally “Indian” practices at AIIMS is as old as the institute itself. In 1952, a French cardiologist, Therese Brosse, traveled to Delhi to conduct experiments on yogis to explore their ability to control their heart and respiration. She had already visited in 1936 on a French medical mission and had tested the famous yogi Tirumalai Krishnamacharya, with positive results for her claim.26 During her 1952 visit, she could not conduct her experiments because an electroencephalograph that she had sought to import from America did not arrive in time. The machine finally arrived in 1957 and was installed at AIIMS. In 1961, a team of three researchers—from UCLA, the University of Michigan, and AIIMS—sought to confirm Brosse’s finding, even retesting her original subject.27 Their conclusions prevaricated on Brosse’s claim. They suggested that the machine Brosse had used was not sensitive enough to record what they found: that some of the yogis could significantly slow their hearts, but none could stop it. Another example of research with the electroencephalograph at the institute was conducted on Shri Ramanand Yogi, who was studied in an airtight sealed box for ten hours (figure 3.5).28 The study concluded that by controlling basic involuntary biological mechanisms, the yogi could significantly reduce his oxygen intake and carbon dioxide output.

As William Broad describes it, experiments such as these sought to move asceticism from a science of the spectacular and mystical to one that was measurable, biological, and observable.29 Drawing on Projit Mukharji’s analysis of Ayurveda in a different time period, the reconceptualization of asceticism might be described as a shift from a pataphysics to metaphysics: from a science of the singular, the unrepeatable, and the inexplicable, to a science of explicability and representability.30 In other words, if pataphysics acknowledged limits of generalizability and understanding, the new modern postcolonial metaphysics was amenable to representations in machines such as the electroencephalograph. This early work at AIIMS was crucial in opening the domain of the mystical and spiritual to measurable biomedical research. The collaborator on the Brosse confirmation research—Dr. Bal K. Anand—would continue research on yogic practices over the next two decades at AIIMS. By 1969, Dr. Anand’s collaborator, Dr. Chinna, claimed that more than five hundred yogis had been tested in the first two decades of the institute, and that the team at AIIMS were close to putting yoga on a “rational basis.”31 Even as studies such as these continued through the postcolonial decades, the turn of the twenty-first century saw an exponential increase in the scale of such research. Whereas somewhere between 10 and 30 studies were published in five-year periods from 1967 to 2003, the number tripled to 76 for the period between 2004 and 2008, and then tripled again to 243 between 2009 and 2013.32 It was also around the turn of the century that I found the relation between spirituality and cancer pain emerging as a biomedical research concern in India.
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FIGURE 3.5 EEG report from an AIIMS study on Shri Ramanand Yogi’s ability to voluntarily “stop” his metabolism and respiration. From B. K. Anand, G. S. Chinna, and B. Singh, “Studies on Shri Ramanand Yogi during His Stay in an Air-Tight Box,” Indian Journal of Medical Research 49, no. 1 (1961): 88.


One of the first articulations of cancer pain as a problematic appeared in 1998, in a clinical psychology study that sought to understand culture as a factor in how patients dealt with terminal cancer diagnoses (figure 3.6).33 This early study set a precedent for foregrounding spirituality and a theory of karma as strongly determining a patient’s ability to cope with cancer. Positing that metaphysical beliefs strongly influenced psychological well-being, the authors concluded that patients who attributed illness to God’s will and karma (rather than physical etiology) were better equipped to deal with cancer-related psychiatric distress. A study published two years later developed this hypothesis by studying the correlation between spiritual belief and recovery across a range of life-threatening diagnoses, including tuberculosis, heart disease, and cancer (figure 3.7).34 In this second study, the results confounded researchers. It appeared that in some diseases, a Hindu attribution of disease to a transcendent religious will helped in coping and recovery, while in others it hindered psychological well-being. These conflicting results pushed subsequent researchers in opposite directions. Some researchers wondered whether the effect of religious beliefs was too varied for statistical quantification; others hoped that they could resolve these anomalies through an accounting for a broader range of variables. As transcendent Indian spirituality became a central theme, it led to practical suggestions for therapeutic management. Several studies suggested that “spirituality” did indeed offer a powerful coping mechanism and that Indian practitioners should incorporate it into therapy.35 Others suggested that research questionnaires needed to be modified to account for the role of Indian spirituality in psychiatric well-being.36 At present, one of the leading researchers on this theme is Dr. Santosh Chaturvedi, professor of psychiatry at the National Institute of Mental Health and Neurosciences. One of India’s leading psychiatrists, he has published a range of clinical studies suggesting that particular forms of spiritual satisfaction correlate with “Indian” psychiatric well-being.37 The broader implication of his work and the work of others on the theme was that if the “materialistic West” understood happiness materially and functionally, spiritual welfare might be an important dimension of well-being in India.
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FIGURE 3.6 Table from a study that measured the relation between beliefs about illness and psychological recovery. From Neena Kohli and Ajit K. Dalal, “Culture as a Factor in Causal Understanding of Illness: A Study of Cancer Patients,” Psychology and Developing Societies 10, no. 2 (1998): 123.
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FIGURE 3.7 Table from a study that measured the relation between beliefs about illness and psychological adjustment across different illness groups. From Ajit K. Dalal, “Living with a Chronic Disease: Healing and Psychological Adjustment in Indian Society,” Psychology and Developing Societies 12, no. 1 (2000): 76.


In 2016, Dr. Chaturvedi and a team of authors including Dr. Nigam (as well as researchers from the United States and Europe) collaborated on a research project at AIIMS to produce a spiritual questionnaire for Indian cancer patients.38 This study was the most sophisticated attempt yet to coalesce the decades of interest in spirituality and pain into a concrete diagnostic tool. Much like my collaborative attempt to produce an appropriate “psychosocial” questionnaire, it aimed to assess the “spiritual” dimension of cancer pain. In consonance with the literature they drew upon, the researchers found a connection between spirituality and transcendence, understanding spiritual belief to be a belief in a power, force, or entity that transcended human life. Operationalizing this conception of spirituality, they set out to validate their initial questionnaire, enlisting three hundred patients at AIIMS as research subjects. Based on this questionnaire, this prospective study argued that most Indian cancer patients derived support from their relationship with the divine. The researchers also reported that older patients were more likely to bear the burden of an “existential blame”—attributing their disease to their own bad karma, sin, or wrongdoing. As for a correlation between spirituality and the intensity of pain, the study found that higher degrees of pain correlated with patients questioning their religious views and their belief in God. At the same time, the study recognized that earlier work had not found clear correlations between spirituality and the intensity of pain, and that the phenomenon of “spirituality” might be too complex to serve up clear, unambiguous correlations with pain scores. A year later, a follow-up study that included the original authors sought to find out the most common signs of spiritual distress from the same data, and to explore gender differences in these results. In this follow-up, the authors conceded that patients might exaggerate their belief in God in such interviews, conforming to wider Indian societal expectations to express religiosity. Yet, the authors contended, this did not invalidate what they believed to be the patients’ genuine longing for spiritual peace and divine support.

The emphasis on spiritual transcendence in studies such as these bears some traces of historical constructions of Indian spirituality. It is impossible to disentangle two centuries of European and native interest in ascetic resilience from the contemporary biomedical discourse about a particularly “Indian” capacity to invoke spirituality as a response to cancer pain. Yet, these long historical imprints are, at best, just traces; it is difficult to draw direct lines of influence from a colonial past to the contemporary future. The more proximate and explicit referents of such research are “new religious movements” that have become immensely popular among the Indian middle classes. Gurus of such movements seductively blend the languages of self-help, business-speak, and science, claiming to reinvent “old” traditions for the challenges of the contemporary world. Tulasi Srinivas describes the leaders of these movements as “hyper-gurus” who can build a global coalition of devotees and transnational infrastructures of support.39 Further, Joanne Waghorne pinpoints their special popularity among technological professionals in global Asian cities, who are drawn to their guru’s seamless mixing of business, scientific, and putatively “Hindu” vocabularies.40 While working at AIIMS, I saw how in an interdepartmental project between the cancer institute and the department of neurology, one such new religious movement found its way into the research on cancer pain. This project sought to determine the effect of yogic practices on easing cancer-related distress. The practices identified for testing were Sudarshan Kriya, a set of exercises codified by the influential guru Sri Sri Ravi Shankar as the core component of the Art of Living. The goals of the Art of Living movement are seductively simple and nondoctrinal—to relieve stress, resolve conflict, and improve health. According to the movement’s own estimate, it has more than 350 million followers worldwide. Ravi Shankar began his career working with Maharishi Mahesh Yogi in Switzerland, returning to India in 1981 to start the movement in Bangalore. The growth of the movement coincided with the explosion of IT firms in the city; middle-class entrepreneurs and businesses would become its chief followers. Nandini Gooptu argues that the movement articulates well with a middle-class politics of personal growth and responsibility; for example, she quotes Ravi Shankar as stating that those who demand rights from the state are weak.41

Ravi Shankar’s influence has been significant at AIIMS, where some doctors at the cancer institute sign off research papers acknowledging his inspirational teaching. Much like the engineers described by Waghorne, the predominantly middle-class doctors at the cancer hospital were particularly open to his adept blending of scientific, religious, and self-help vocabularies. In part, his influence was routed through Dr. Panikkar, who joined AIIMS in 1975. She became the head of medical oncology in 1986, then rose to the highest position in the cancer institute as its chief director in 1992, a post she held until 2008. Having published more than a hundred research papers, she is one of the most prolific authors at the hospital. Through her time at AIIMS, Dr. Panikkar has been a strong proponent of the Art of Living movement. During her time as department head, she organized several international workshops and conferences on the benefits of Kriya for cancer patients, bringing in psychiatrists and oncologists from all over the world. She also worked alongside the Department of Physiology to set up a yoga space called the Integral Health Clinic. Although she was no longer the chief at the cancer hospital when I conducted my fieldwork, I was able to sit in on a presentation she conducted for the staff on the benefits of Kriya. The talk began with an informal poll that asked, “Are you happy with your life?” When most members of the audience halfheartedly raised their hands, her reveal was that this poll was contrary to studies that show a high prevalence of depression and anxiety in India. She went on to talk about the mind-body connection and about neuropeptides as the “molecules of emotion.” This then led to her describing a perfect match between a map of chakras and of neuropeptides arranged along the spine. Having thus laid the ground for a relation between mind, body, and indigenous systems of knowledge, she introduced the Art of Living movement. Aware of her biomedical audience, she stressed the relation between Kriya, peptides, the frontal cortex, and endorphins. To demonstrate her point, she displayed electroencephalography (EEG) charts that showed a marked difference between those who practiced Kriya and those who did not. Her broader claim was that practicing Kriya increased “natural killer cells” and the body’s “antioxidant defense,” slowing down cancer progression. The presentation ended with a quote from Sri Sri Ravi Shankar: “The systematic understanding of reality is called science and systematic understanding of one who is understanding is called spirituality.”

In consonance with this blending of medicine and Art of Living, a series of recent clinical trials at the cancer hospital have sought to show the positive effects of Kriya and other forms of yoga on immune function, tobacco addictions, antioxidant status, and blood lactose levels. In 2004, Dr. Panikkar assisted an EEG-based study conducted on two groups of policemen. After six months, the experimental group was found to exhibit far lower levels of stress than the control group. A major pilot study between the cancer hospital and the Department of Biochemistry at AIIMS in 2008 identified positive effects of Kriya at the level of gene expression. During my fieldwork, I was able to follow a project that was the newest iteration of the theme of cancer and yogic practice. The team of doctors I worked with at AIIMS included a resident physiotherapist intern, Shilpa. A young woman in her twenties, Shilpa was placed in charge of a clinical research project to study the effects of yogic practice on cancer patients. The study was undertaken and funded in collaboration with the Ministry of Ayurveda, Yoga and Naturopathy, Unani, Siddha and Homoeopathy (AYUSH), a government body set up in 1995 under the National Ministry of Health and Family Welfare to encourage research into alternative health systems. The researchers at the cancer hospital focused on two forms of yogic practice: Kriya and Pranayama (exercises focused on the breath). This 2012 study sought to find out the influence of the combined practices on pain and stress among advanced-stage breast cancer patients. Shilpa would recruit eligible patients from the outpatient and inpatient clinics of the institute and then train them for individual practice. This preliminary training took place over eighteen hours, spanning three days. Acknowledging the inability of poorer patients to repeatedly make their way to AIIMS, Shilpa taught them basic techniques they could practice at home. The team also developed a simple version of a self-monitoring chart that patients would be responsible for over two to three months. At the end of this period, they would report to the institute for tests, including the measurement of their serotonin levels (a neurotransmitter associated with feelings of well-being and happiness).

Shilpa’s task was not an easy one. Human subjects research on vulnerable cancer patients has had a difficult history in India, as in many other parts of the world. For example, in 1997, the British Medical Journal threatened to blacklist all research published by biomedical researchers in India. This was after it was revealed that the Indian Council for Medical Research had sanctioned cervical cancer research that did not inform 1,100 patients about the existence of precancerous lesions, leading to 62 of these women developing cancer. While AIIMS was later absolved of participation in this trial, the cloud never lifted from its inclusion in the accusation.42 As rumors of clinical research malpractice abound, lower-income patients justifiably feel anxious about becoming unwitting research subjects in trials they do not fully understand, and might never benefit from.43 To ensure the compliance of advanced-stage patients, Shilpa had to follow up with nearly every one of her recruits, grapple with high dropout rates, and fight for the resource-constrained testing facilities at the biochemistry department. She managed to enroll 147 patients in the trial and, miraculously, was able to convince them to come back for three-day workshops when large enough groups had been assembled.44

Conducting the trial involved Shilpa spending long hours at work well beyond the normal clinic schedule. She was already vital to the pain and palliative care team, which called on her to help negotiate the large influx of patients in the outpatient wards. The clinical trial made a heavy demand on the time of both the patients and the staff of the cancer institute. Yet, as its current flagship research project, conducting the trial was a priority that neither its administrators nor its participants could ignore. When the study was concluded, its authors reported that 78 percent of the intervention group regularly practiced what they were taught in the workshop.45 The authors admitted that it had been difficult to determine whether subjects were able to follow the strict practice schedule when they were at home. Finally, the authors concluded that they had found a statistically significant difference between the cortisol levels of those who had received standard biomedical treatment and those who received the standard treatment supplemented with Kriya and Pranayama. Celebrating the positive result, the authors suggested that this kind of therapeutic intervention was wonderful, since it could be universally applied: yoga could be “uniformly followed across the countries, irrespective of cast [sic] creed.” Bolstered by two decades of such research across the cancer institute as well as at other departments at AIIMS, a new Center for Integrative Medicine and Research was inaugurated in the hospital in 2016. The four-thousand-square-foot facility houses a massive yoga studio and an Ayurveda and naturopathy center. In inaugurating the facility, the Indian health minister J. P. Nadda identified its cost-effectiveness benefits for the poor and stated that it was another step in the government’s goal of continuing to shift focus away from treatment and toward well-being and prevention.46 Because noncommunicable diseases were primarily caused by lifestyles, he added, they could be “easily cured by practicing yoga,” even in “malignant” cases.47 As I discussed in the introduction, the context of Nadda’s statements is a long shift in government policy away from treatment and toward behavioral modification. They reveal the continuing implications of framing noncommunicable diseases as “lifestyle” problems. In this instance, a proposed “Eastern” practice is operationalized to treat cancer, a disease associated with “Western” lifestyles.

In tracking this orientation in biomedical research on cancer pain in India, and particularly at AIIMS, I thus found sincere efforts to conceptualize cancer pain as more than its physical etiologies and biological damage. Through measurable and evidence-based research, palliative cancer care researchers and physicians sought to expand the definition of pain to encapsulate further dimensions and etiologies, variously understood—the “social,” “psychological,” and “spiritual.” At the same time, in enacting this desire to expand the etiological boundaries of cancer pain, they often took recourse to old and new vocabularies of resilience and transcendence. The “psychosocial” that came into being was a manifestation of these contextual conjunctures, diffusing pain through the capacities of the putative “Indian” mind.

To my mind, even as this research promises novel therapeutic approaches to dealing with the distress of cancer patients, it frames the extrabiological in ways that might need some rethinking. Its explicit focus on “transcendence” reveals in sharp relief the absence of research on the more this-worldly socioeconomic forms of affliction. To think of this in another way, palliative care research frames existential concerns (the waxing and waning of faith, of divine support, of the cause and blame for misfortune) as separate and distinct from the difficulties of everyday life. This, despite Dr. Nigam’s perceptive claim in one published piece that poverty was perhaps the most crucial factor contributing to the suffering of Indian cancer patients. My intention here is not to call into question the growing interest in the spiritual dimensions of pain. More recent work (particularly the collaborative research at AIIMS that involves health care researchers across the United States and Europe) has taken seriously the multidimensionality of what a concept like spirituality might mean and acknowledged the difficulty in finding correspondences between its many dimensions and intensities. However, I suggest that thickening this research, framing the “spiritual” as growing out of everyday life and not emerging as above and apart from it, will reveal new directions for understanding the existential dimensions of cancer pain. As I have described in prior chapters, feelings of anger, blame, hope, and helplessness are rooted in the everyday worlds in which cancer appears, and not primarily dependent on religious and cultural beliefs that stand apart from social life. If palliative cancer care research aims to identify the transcendental and the otherworldly as sites of both distress and support, my aim here is to continue to put the otherworldly in conversation with more immanent concerns.



Acknowledging Limits

In my first few days of working at this palliative care unit, I encountered Hardeep Singh, a patient whose name I had heard mentioned in several conversations. He was the stuff of lore among pain professionals in Delhi. In conferences, talks, and meetings, discussions of his case would bring together practitioners who might never have met before. Hardeep was a sixty-four-year-old man who first came to the hospital in 2001 with a rare, fast-growing malignant mesenchymal tumor lodged in the bones of his right leg. Following the treatment protocol for this cancer, his leg was amputated above the knee. Hardeep returned to the hospital after ten days, showing telltale signs of phantom limb pain. He had already been prescribed oral morphine, and then Dr. Nigam increased the dosage. This was the first of many visits that continued until the time of my research. He would present with only partial pain relief, sometimes resulting in a further escalation of his morphine dosage. At other times, he would be admitted to the inpatient unit for more serious interventions. His relationship with Dr. Nigam had grown over this time. She had tried every available therapeutic option, delving deep into the biomedical literature on phantom limb pain. These had included intravenous opioids, ketamine, electrical nerve stimulations, and a range of semi-invasive surgeries placing spinal cord stimulators, neuromodulators, and nerve blocks within his body. Hardeep’s pain resisted each of these interventions. Through Dr. Nigam, Hardeep availed himself of therapies as advanced as any offered by the best pain clinics anywhere in the world. Yet, the only thing that provided him any measure of relief was oral morphine. And so, over the next decade, Dr. Nigam slowly raised his dose. By the time I met Hardeep, he was prescribed more than 1,200 mg of morphine a day, along with other pain-relieving medications.

Given his decade-long pain biography, only Dr. Nigam and a few other veteran oncologists had been at the cancer hospital as long as Hardeep. New junior residents often worried about the possibility of his addiction to his high morphine dosage and the “truth” of his mysterious pain. One junior resident went as far as to doubt even the existence of a baseline pain and attributed all Hardeep’s actions to drug-seeking behavior, asking, “We’ve titrated his dose for over ten years, we’ve tried every block, every experimental procedure, nothing has worked. His pain is not physical. Should we not try psychiatric de-addiction therapies?” This was a familiar question for Dr. Nigam, one that many cohorts of residents had asked her before. As she had with his predecessors, she urged this new resident to think beyond the “easy” answer of addiction: “It is difficult to call him an addict. Yes, we should try it [de-addiction], and I will recommend an appointment with a psychiatrist. But pay attention to how he talks about his pain, how he always describes it in the same way, and how its intensity matches the dose. They are all classic symptoms of phantom limb. Go do your research, see if there are newer pain therapies we could try.” In fact, they had already sent Hardeep to the hospital’s de-addiction specialists to guard against this line of questioning. I never met the psychiatrist, but I was told that Hardeep had been cleared of the charge of “drug-seeking behavior.”

Dr. Nigam’s haste to clear Hardeep of the charge of addiction was crucial to maintaining their long-standing therapeutic relationship. As Helena Hansen and Mary Skinner have shown in their work on analgesic politics in the United States, long histories of politically stratified assumptions about patients and their psychiatric states lie behind the marketing and prescription of opioid painkillers.48 Medical morphine is heavily controlled by the Indian state. In 1985, the Narcotics Drugs and Psychotropic Substances Act criminalized morphine, with a ten-year minimum mandatory sentence for prescription-related abuse. It also put in place bureaucratic hurdles for hospitals and pharmacies seeking to stock the drug. Thus, while the act might have aimed to curtail addiction, palliative care specialists like Dr. Nigam argue that one consequence of its implementation has been the virtual disappearance of morphine from institutional medical practice in India. It took five years for the cancer care NGO that I describe in chapters 4 and 5 to negotiate a license to prescribe the drug to its terminally ill patients. At the same time, India remained the largest licit producer of raw opium in the world market, accounting for nearly 90 percent of global production. In 1998, two physicians filed a public interest litigation suit in the Delhi High Court, demanding the drug for cancer patients. Their mother had died of the disease a year earlier, and despite their connections with the pharmaceutical industry, they claimed they had been unable to procure any licit morphine. Their litigation led to the relaxation of licensing rules in eight out of India’s twenty-nine states, including Delhi. Cansupport and Dr. Nigam’s lobbying of the Delhi Drug Control Department had particularly eased restrictions in the region in 2007. Yet, through the course of my fieldwork in Delhi in 2011 – 2012, I found that doctors (apart for those at AIIMS) would often prescribe acetaminophen (Tylenol) or ibuprofen (Advil) for many instances of cancer pain.

However, most doctors campaigning for the availability of morphine— including Dr. Nigam—contend that the Narcotics Act did far more damage than just restrict legal sales. They suggest that it produced a climate of fear among pharmacists and doctors, even in places like Delhi that have seen the most legal reform. I encountered this fear of prescription when I sat in on one of Dr. Nigam’s many training sessions in hospitals across the city. I sat in the audience as Dr. Nigam cited several studies that showed the relative absence of opioid addiction among terminally ill cancer patients. She went further to claim there was not a single documented case of opioid addiction among the cancer patients she had treated at AIIMS. While I was unfamiliar with the research she cited, I wondered at the strong concern about addiction among terminally ill patients who had little time to live in the first place. I was sitting in the audience with a general physician I had struck up a conversation with, and I asked him what he thought. He responded that he respected Dr. Nigam’s expertise and thought she perhaps was right about morphine being the most effective therapy. But, he continued, the patients he saw would not understand the strict rules about how, when, and how much of it to take. He had enough on his hands, without the added hassle of dealing with a police case, if something were to go wrong. Throughout my fieldwork, I found echoes of his assumptions among middle-and upper-class doctors about poorer patients’ propensity toward addiction and illicit use.

To be clear, this is not to say that opioid abuse is not a problem in India and that the doctors’ assumptions of a prevalence of addiction were necessarily wrong.49 However, my aim here is not to evaluate the claims of morphine addiction in Delhi; rather, I am interested in how claims about the absence or presence of addiction guided palliative cancer care. In this regard, the difficulty of procuring licit morphine was the most cited concern expressed by the physicians I worked with. They published on, lectured on, and campaigned for public recognition that cancer patients did not abuse prescription analgesics, and they simultaneously produced and drew upon the discourse of an epidemic of untreated cancer pain. A statistic that recurred in their claims was that only 0.4 percent of cancer patients in India who needed morphine had licit access to the drug.50 It is within this discursive context of an epidemic of cancer pain that Dr. Nigam sought to treat and rehabilitate Hardeep. Her aversion toward the quick label of addiction was a careful and strategic act, designed to keep at bay accusations of abuse and unregulated drug use. To call Hardeep an addict would place him in de-addiction interventions and could remove him from Dr. Nigam’s direct care. In the severely controlled world of opiate regulation in India, she believed it could also lead to his decisive, long-term severance from future licit prescription. Further, cases such as these would compromise her continuing efforts to lobby the Delhi government and would dilute her argument that there had not been a documented case of opioid addiction among her cancer patients.

Toward the end of my time at AIIMS, Dr. Nigam threw a party at her home for past and current residents of the pain clinic. The conversation at the party drifted to Hardeep’s condition, with one of the older residents narrating the following story. When the resident had joined the clinic, he had asked Hardeep in a tone of incredulity about his lack of relief from his high morphine dosage. He had even asked Hardeep if he had tried counseling and meditation. Hardeep had shot back, “You’re new here, aren’t you?” The memory of this quip evoked laughter all around. The conversation turned then to the “truth” of Hardeep’s condition. A senior resident said elliptically, “With pain, you never know.” Most nodded in agreement. Thus, while residents would continue to try every possible therapeutic option, Hardeep’s phantom pain would meanwhile serve as a disciplinary reminder of the limits of what the pain specialists could do. While newer residents responded to Hardeep with suspicion, older residents allowed the recalcitrance of Hardeep’s pain to teach them lessons in humility. Both shared an openness to the idea that Hardeep’s pain was “real,” and that, in any case, if morphine helped ease his complaints, then so be it.

This theme of Hardeep’s recalcitrant pain as a point of learning continued when I visited him in his home with Cansupport. After a treacherous car ride through the narrow by-lanes of a West Delhi housing community, we abandoned our car some distance from Hardeep’s house. In collaboration with Dr. Nigam, the Cansupport team I was visiting him with had recently tried the well-known mirror box therapy devised by the Indian American neuroscientist V. Ramachandran. The mirror box is designed to trick the mind into seeing the amputated limb in a reflection of the existing physical limb. The phantom limb is thus made to appear real, allowing the patient to work through the virtual pain through physical exercises. The mirror box exercise perfectly illustrates the neuroscientific consensus on locating conditions of pain primarily in the brain. That is, if pain exists only as a virtual neuronal image, the malleability of the brain can be engaged by tricking it into believing a virtual limb exists, and then training it to release the limb’s phantom pain. In Hardeep’s case, however, the therapy had met with repeated failure. Instead, Hardeep continued to describe his pain through his own metaphors. The metaphors he drew upon were those that were most real to him from before his illness, when he had worked as a furniture maker. Pointing to his real limb, he described the pain in his absent limb as being like the hammering of nails and the cutting of a saw. Most of our visits consisted of the home-care team patiently listening to Hardeep narrate the events of his week, followed sometimes by adjustments to his morphine dosage that were punctuated by his descriptions of his recalcitrant pain. Sometime later, I visited Hardeep with a counselor who was new to the profession. This counselor tried to distract Hardeep with conversation about his family and his grandchildren, urging him to think of the time that had passed since his amputation and of the comfort that his familial life must provide. In response, all he received was Hardeep’s famous condescension. The more experienced doctor who had been collaborating with Dr. Nigam for several years winced at the counselor’s intervention. Later, she would privately tell me that perhaps this failure was for the best; it was a way for the counselor to learn the limits of what they could do.

Phantom limb pain is not the only type of cancer-related pain, nor is it even necessarily the most common. Like most kinds of cancer pain, it is related to the type of cancer, its correspondent damage, the nature of treatments, and the stage of the cancer’s progression. I focus on it here primarily because of the particular problem it raises for pain physicians. As a kind of pain, it is without a specifiable location. It epitomizes the inherent and much-discussed difficulty of empathizing with pain: to relate to the pain of another is often to relate to something invisible, to take as fact a feeling one does not feel or cannot even see.51 The repetitive mantra of palliative care—of seeing through the patient’s eyes—was then both a recognition of this problem of empathy and a wager that empathy in such conditions of doubt was still possible. To treat Hardeep’s pain, the pain physicians had to take him at his word, moving past the cloud of his possible addiction. Dr. Nigam’s pedagogical impulse was to introduce this problem of recognition and to communicate the necessity of staking their pain practice on trust. To see through the patient’s eyes was not to directly feel the experience of the patient. Rather, it was to take the pain as real, attuned to the possibility of its intractability.

This orientation at AIIMS becomes clearer when put in relief against other biomedical approaches to phantom limb pain. In almost every work of contemporary pain science, a paper coauthored in 1965 by the neuroscientist Patrick Wall and the psychologist Ronald Melzack is cited as having laid the foundations for pain research.52 As Melzack has written since, in that paper they sought to correct a three-century-old biological model of pain therapeutics inherited from Descartes. For Melzack and Wall, prior pain theories presented an all-too-simple relationship between bodily damage and the nature and extent of pain as the body’s response. They argued that this led to the devaluation of the psychological etiologies of chronic pain, since chronic patients often could not present signs of obvious organic damage. Instead, the “gate-control theory” proposed by Melzack and Wall emphasized the central nervous system and the brain as constituting an active system that filters and modulates sensory stimuli. Thus, the “psychological” factors of chronic pain (previously devalued as not real, since they had no biological basis) could now be understood as dynamically modulating the perception of pain. Through an appeal to the malleability of the central nervous system, pain physicians learned to understand psychological experience as central to pain. Because pain experience was no longer equated with physical damage, psychological factors such as past experience became legitimate therapeutic concerns.

However, in 1990, Melzack revised his earlier position and proposed a new refined hypothesis: the “neuromatrix” theory of pain.53 The explanatory power of the neuromatrix theory lay in its claim of having solved the problem of phantom limb pain. The condition had resisted the gate-control theory, which still rested on the presence of some form of physical damage or sensory input. The new theory proposed that a matrix of neurons produces characteristic nerve impulse patterns for the body and its somatosensory apparatus. The neuromatrix theory purported to explain not only how physiological damage produced unanticipated patterns of dispersed pain (often found in cancer pain) but also, and more ambitiously, how pain could exist in the absence of any sensory input at all (such as with phantom limb pain). Thus, as Melzack writes, “Phantoms become comprehensible once we recognize the brain generates the experience of the body.”54 It is only by considering this neuronal theory of pain that the mirror box intervention to relieve phantom limb pain makes sense. If phantom pain can be found and localized in the brain, it can be alleviated by briefly tricking the brain into believing that the absent limb—evidenced by the mirror—is not absent after all.

The pain physicians at AIIMS were both part of this biomedical tradition and departed from it. In one study, Dr. Nigam described phantom pain thus: “The mechanisms for phantom phenomenon are complex and involve various elements in the somatic pain generators, peripheral nervous system, spinal cord, and brain.” Following the broader biomedical consensus on research into phantom limb pain, she too located it biologically—dispersing it across parts of the body—especially in the nervous system and the brain. Following from this, she attempted several interventionist pain therapies. At the same time, she remained open to the possibility of the ongoing intractability of Hardeep’s pain, even if it could not be precisely located in biological damage. Taking Hardeep as a paradigmatic case, she taught newer specialists to attend to pain while remaining attuned to the possibility of therapeutic failure. At the margins of the heroic interventions of curative oncology, these physicians worked within and through the uncertainties and long temporality of pain that could not easily be localized and removed. Allowing Hardeep’s phantom limb pain to rest somewhere between the possibility of addiction and truth, Dr. Nigam took this pain as a lesson about limits. The virtual excess of phantom limb pain—its unclear etiologies and resistance to imaging and treatment—was the point at which she turned her spade.



A Shared Death

At the palliative care ward, this pedagogy of limits was confined not only to pain but also to the ever-present possibility of death. If witnessing intractable pain taught practitioners to acknowledge the limits of their intervention and to acknowledge and trust the voice of the patient, the reminders of mortality in a cancer ward demanded similar efforts at recognition and empathy. But, as I describe here, if phantom limb pain resisted easy translation from patient to physician, the fact of mortality was something that physicians could claim to share.

At the time of my fieldwork, Dr. Arjun was the most senior resident in the cancer pain and palliative care unit at AIIMS. Many other residents echoed the narrative of his turn to palliative care. Like Dr. Abha, his first serious introduction to palliative care and chronic cancer pain was not through his training as an anesthesiologist but under Dr. Nigam’s tutelage at AIIMS. While many of his friends had left for the lucrative prospects of the United States after medical school, he had instead joined AIIMS. Then, three years ago (he cited the exact date as if it to underline its significance), his chest X-ray had showed the possibility of tumorous growth. He explained his reaction to this discovery in the following way:


I can’t explain to you what that did to me. I spent the entire day thinking, knowing, I was going to die a painful death within the next six months, that’s the prognosis with that kind of carcinoma. I didn’t tell my wife or my parents. The next day I had a CT scan, where I reacted badly to the dye. Anyway, it turned out to be nonmalignant, and not even a cancer-related growth. I could only tell my wife after finding out that it wasn’t malignant, and she’s also a doctor! I couldn’t tell my parents over the phone, I had to wait to physically see them. Every time I look at a patient, and I tend to lose my temper sometimes, but as soon as I think of this, I can’t help but see the world through their eyes [italics added]. Trust me when I say this, anyone can get cancer, anyone. I don’t drink, I don’t smoke, but it nearly happened to me. Every time I have to get an X-ray now— there’s a 20 percent chance of recurrence, so I have to get an X-ray every year—I have to really work up the courage to go.



A few weeks later, Dr. Arjun walked into the residents’ office looking visibly distraught. He sat down at the computer next to me, clicking distractedly. Before long, unable to maintain his usual studied reserve, he sought a conversation. “I’m glad you’re here, I don’t really want to be alone right now.” A patient the residents had all been close to, Kamini, was nearing the end of her life. Kamini was the wife of a member of the department’s cleaning staff, twenty-nine years old and the mother of a four-month-old child. She had been battling the quick progression of her disease for the last year. In that year, Dr. Arjun and Dr. Nigam had been particularly attentive to her care, in part because they were the ones closest to her husband. In the past few days, Kamini’s condition had quickly deteriorated. While talking, Dr. Arjun added, “You’ve never been married. You can’t know what this feels like.” I remembered that his own daughter was just a few months older than the patient’s child. Gathering himself, he returned to the inpatient ward where Kamini was admitted. A few minutes later, he returned and said, fighting through his tears, “She just passed.” A little while later, Dr. Mohit— another senior resident—walked into the office. He had sensed that Dr. Arjun needed consolation. Over the next hour, they talked about how it was not the fact of death that scared patients but the desolation of the family members they left behind. Dr. Arjun and Dr. Mohit filled out the death certificate and paused over whether it was a “natural” or “unnatural” death, mulling over whether those categories really meant anything. There was some indecision about whether the cause of death was to be attributed to coronary failure, to the advanced progression of the malignancy, or to both. Dr. Mohit presented a stoic demeanor, saying, “I have got used to all this.” Moments later, however, he turned to me to rhetorically ask, “How can anyone believe in God at a time like this?”

After a while, Dr. Mohit left the room to attend to the business of the inpatient ward. It was only then that Dr. Arjun told me that Dr. Mohit’s father was in critical care at that moment, having struggled with multiple myeloma (a cancer of the plasma cells) for almost ten years. Dr. Mohit had first come to AIIMS not as a doctor but as a son accompanying his elderly father, queuing at the same outpatient lines he now administered. A few days later, I would find out that over the past ten years, his father had been in and out of critical care, and with each admission attending oncologists had told Dr. Mohit to give up and prepare for the end. Dr. Arjun said, quietly and with admiration, “He has single-handedly brought his father back to life, not once, but four times.” He then described how his own cancer scare had changed his outlook on his work: “I used to have a bad temper before the diagnosis, and like many other oncologists here, I could not help but shout at patients when I thought they did not understand what I was saying. You know, we Indian doctors have a bad reputation for being angry. But after that incident, I have learned to become more of a palliative specialist. I try to wonder what it must feel like for them. You know, cancer is a disease that anyone can get. There’s no difference between them and me [italics added].” When Dr. Mohit came back in, they talked first about a friend’s wife who had been diagnosed with cervical cancer a few months after marriage. I asked both doctors about how they felt about the choice to specialize in palliative care at times like this. Smiling, Dr. Mohit said other kinds of specialists talk about life, but all palliative care specialists think about is death.

The conversation shifted back to Dr. Nigam, as it often did in the pain ward. Dr. Arjun marveled at how she survived death after death among her patients: “She’s a very emotional person, and yet she has been doing this for twelve years now!” Often, they would describe her as a bhavishyavan (a divinator). Kamini (the patient who had just passed away) had come into the outpatient clinic a few days earlier. No other specialist at AIIMS had prognosticated how quickly her condition would decline; others had told her she still had time to live. At the outpatient clinic, I was told, Dr. Nigam had looked at Kamini and, after a brief examination, whispered to the residents that she had about three days to live and that they should immediately admit her to the inpatient ward to manage her pain. I had not been present when Dr. Nigam had prognosticated Kamini’s death in the way that had struck the residents, but I had seen many times before how she and other more experienced palliative care residents quickly took in the condition of patients even in the most fleeting of outpatient clinic encounters.

These prognostic moments resisted formalization and verbalization in much the same way I described Dr. Arjun’s tactile diagnosis of pain. Acutely ill palliative care patients presented with innumerable symptoms such as pain, anorexia, constipation, numbness, anxiety, difficulty swallowing, weakness, labored breathing, nausea, and insomnia. To complicate matters further, their etiologies and prognostic implications were as numerous as the symptoms themselves. The weakened bodies of cancer patients manifested pain and discomfort in unpredictable sites and ways, sometimes unrelated to the original tumors and malignancies and reflecting systemic bodily breakdowns. Dr. Nigam’s ability to separate out the immediately life-threatening from the chronic was a skill she had developed through years of experience. In acute cases like Kamini’s, she looked for subtle shifts in heart rate and pulse, the color and clamminess of the skin, shifts in the quality of breath, the manifestations of fatigue in the eyes and body language, the sites of pain and weakness, sensory amplification and numbness, and, always, the distribution of pain. She also would look for signs of delirium or visible distress. Because psychological distress is an inevitable consequence of a cancer diagnosis, she would have to distinguish the kinds of disturbance (dysphoria, hypomania, hallucinations, somnolence) and determine whether they were the side effects of drugs or instead indications of temporary bodily imbalance or significant organ failure. The expertise of prognostication rested on the reading of such subtle and constantly shifting signs, and a practiced ability to interpret them as a side effect of debilitating treatments or as a sign of permanent bodily breakdown.

On this last day of Kamini’s life, the residents had tried to reach Dr. Nigam on the phone; she had been giving a lecture elsewhere in the city. Soon, Dr. Nigam arrived in visible distress at the residents’ office. She was troubled not only because she had not been present at the time of death but also because the patient had not been sent home to be with her family. The residents apologetically explained that it had all happened quickly, and that the patient did not have an oxygen cylinder at home. Instead, they had brought the family to the ward to be with her in her last moments. I witnessed then how the inpatient ward had been turned into a space of grief, with curtains drawn, doors closed, and the family at the side of the patient. As silence fell upon this conversation, we could hear Kamini’s husband weeping in the corridor between the office and the inpatient ward. Dr. Nigam tidied herself up and walked out to him. Through the doorway, I watched her standing with her arm on his shoulder, letting him cry. In a sight that was rare elsewhere in the hospital, I saw a doctor and patient grieving together in a space that for a moment felt less like a hospital and more like a place of mourning.

If relating to pain produced demands of empathy and recognition, witnessing death produced resonant claims. If pain attuned physicians to the limits of their interventions to ease suffering, witnessing death dramatized a similar helplessness in the face of human mortality. This reminder shook Dr. Arjun, even after his tumor turned out to be benign. The same reminder hung over Dr. Mohit, even as he struggled against all odds to save his father’s life. The possibility of death was an ever-present haunting at the palliative care ward. In a hospital space designed to save or at least maintain life, the palliative care ward marked a zone where life could be allowed to ebb away. In 2013, Dr. Nigam wrote a powerful piece that captures this paradox. The piece began with her consoling a senior resident drained by her repetitive confrontation with death. This encounter pushed Dr. Nigam to ask: “All through as a medical student, we were preparing her to fight death, the enemy. We never prepared her to face the inevitable truth that death is a part of life. I pondered who really is afraid of death, the patient or us?” Growing out of this question, her hope for the medical profession was that it “accept death as an essential friend of all life forms, not a foe.” If confronting pain demanded an acknowledgment of biomedicine’s limits, confronting death demanded similar humility.


[image: ]
FIGURE 3.8 The palliative care unit at AIIMS, with its door closed. Photo by author.




The Bounds of Empathy

The exceptionality of the space of the palliative care ward and the practices of empathy that were produced in its midst cannot be exaggerated. The perception in India that Dr. Arjun referred to—of doctors as uncaring and rude to patients from lower socioeconomic strata—is an enduring accusation, and not without some truth. Toward the end of my fieldwork, an investigative television show dramatically reenacted countless horrors perpetrated on patients by greedy doctors. At the same time, a study was being conducted at a nearby tertiary care hospital in Delhi. The study concluded that about 40 percent of doctors reported experiencing violence in the previous year, because of patients who were furious and frustrated by what they imagined to be medical negligence.55 By the time of my last follow-up visits to AIIMS, I found that the institute had begun to offer self-defense martial arts lessons to its medical staff, to guard against patients who turned against them. The careful practices of empathy I have described here contrast with these accusations of malpractice and neglect and a perception of unfeeling doctors pushing patients to their death.

A few years after my fieldwork, I found such accusations recur in a different register in a piece written by Sumegha Gulati, a journalist for The Caravan magazine. This was her “last dispatch” written for the magazine as she struggled with cancer.56 In these writings, Gulati described the suffocating crowds within the cancer hospital at AIIMS. She recalled how her father would have to join the registration queue before dawn for every chemotherapy session, since only patients who registered by eight o’clock in the morning would receive treatment. While inside, she witnessed several confrontations between guards and the patients’ attendants seeking a word with their doctors. Each day, at least ten patients would be turned away at night, as time ran out for accommodating even those who had been able to register in the morning. When Gulati’s cancer recurred, her experience at AIIMS motivated her to move to Bombay for treatment.

If Gulati—an upper-class journalist with a network of social support in the city—described her experience as “harrowing,” it is no surprise that poorer patients who often travel long distances to reach the hospital might be at an even further end of their tether. Talking to patients queued outside the hospital, I heard endless angry accounts of prior neglect and present duress. One patient I spoke to stated that he was only visiting the cancer pain clinic because he was leaving for his home in Bihar the next day. The oncologist had told him his tumor needed to be surgically excised. He had heard too many stories of unnecessary surgeries in government hospitals, and he had no interest in being experimented on. He hoped that the clinic might give him enough morphine to afford him a couple of pain-free weeks back at his village. When I cautiously suggested this might be the wrong course of action, he shot back that people lost limbs and body parts at hospitals all the time against their will. Accusations of such medical malpractice are pervasive in India, and AIIMS has not been exempt. In 2007, a consumer court found AIIMS liable for the unnecessary mastectomy of a woman wrongly diagnosed with cancer. The next year the hospital was forced to set up an internal committee to review the death of a thirty-five-year-old man who had died when his oxygen mask was removed while he was being wheeled into the cancer institute. Rumors, investigations, and charges such as these have done little to bolster the credibility of public cancer care.

Palliative care unfolds in Delhi in the shadow of these widespread perceptions of medical neglect, corruption, and malpractice. If I found that oncologists in the cancer hospital often withdrew from engaging with patients after terminal prognoses, I saw how it fell upon pain and palliative care specialists to deal with the last weeks of a patient’s life. Thus, the pain clinic came to stand in as the space of hope for dying well, the provisional rubrics of a compassionate response to those who had been denied timely treatment. Yet, this is not to say that the care Kamini and Hardeep received was representative of treatment at the pain clinic. Dr. Arjun was not being overly self-critical when he said he could not help but shout at many patients under his care. Nor were all patients as demanding of their right to care as Hardeep. But while he would sometimes lose his temper, Dr. Arjun worked well over the institute’s mandated forty-hour workweek, as did his colleagues. His eight-hour workday inevitably stretched to twelve, and sometimes longer if there was a patient in particular distress. It was within these conditions of infrastructural pressure that the palliative care team sought to treat and alleviate cancer pain.

How might we best understand the contours and limits of empathy in these conditions of both care and disregard at the cancer hospital? Throughout this chapter, I have described the trajectories and orientations of empathy that came to be improvised in this space that demanded the recognition of pain and the inevitability of death. Palliative care research—in its quest for transcendence—sought to respond and ease the existential distress that was partly an outcome of a debilitating disease, and partly a consequence of these infrastructural pressures and lacks. In so doing, it looked to available vocabularies to formulate pathways through which pain could be dispersed and diffused. An appeal to transcendence offered one way out, a way to look past the dispiriting conditions of everyday failures and toward the resilient capacities of a mind strengthened by the development of its spiritual capacities. In practice, however, palliative care physicians took another tack. The rubrics of empathy that were taught and transacted in the work of recognizing pain emphasized an acknowledgment of limits. If pain remained intractable, empathy involved an attunement to intractability, while maintaining therapeutic relations as far into the illness as possible. Thus, on the one hand, the recognition of suffering entailed transcendence; on the other, it required a grappling with limits.

At the same time, while research and practice diverged on the forms of recognition and practices of empathy, the two forms of palliative care work shared an underlying limit. Both research and practice enlarged what cancer pain encapsulated, mobilizing the biomedical specialty’s imaginations of the “psychosocial.” Both research and practice produced responsive modes of feeling, empathy, and recognition that allowed for interventions into easing and ameliorating this pain. But in these same gestures, biomedical palliative care practitioners stopped short of an even more expansive vision, one that could include the structural preconditions of pain that were a result of long-standing public health failures. For all the provisional possibilities of empathy and recognition, palliative care remained trapped within the institutional failures that characterize public health care in India.

Even after decades of pioneering work, Dr. Nigam too expressed dissatisfaction with the pace at which her field was developing. In a reflective piece on the discipline published in 2015, she wrote that a “lack of acknowledgment of people’s suffering, lack of acceptance of a separate medical specialty and apathy are largely responsible for the unheard agony and preventable suffering thriving even five decades after the big bang origin of the modern hospice and palliative care movement.” She urged “sensitizing” the Indian medical and social worlds to the suffering of cancer patients. But, despite her frustrations, Dr. Nigam’s mission to alleviate cancer pain continues unabated. Both before and after my fieldwork, in 2009 and then in 2018, newspapers covered her declaration that AIIMS would soon be transformed into a “pain-free” zone. In gestures such as these, Dr. Nigam displaced public health failures in treating cancer onto a more manageable project of at least relieving the institute’s cancer patients from pain. The forms of recognition and empathy I have described throughout this chapter remain caught within this bind. The gestures that strive to recognize pain and suffering have little to say about the structural conditions that produce pain and suffering in the first place. Luc Boltanski describes the contemporary politics of empathy as that which “is not put into action in wholly general terms but is inscribed in particular relationships between particular individuals … an unfortunate whose suffering manifests itself locally.”57 The palliative care practice of seeing through the patients’ eyes instantiated precisely such a model of empathy and recognition. In highlighting the immediacy and urgency of pain, practitioners were forced to push aside questions of health care justice and structural failures. These are, then, both the limits and the possibilities of the ethical commitment of palliative cancer care to “see through the patient’s eyes,” and the complexities of its mission to help the poor die free of pain.
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CANCER MEMOIRS


In the first two chapters of this book, cancer seemed to be a disease in search of a language, its everyday practices caught between speech and concealment. However, the aesthetic accounts I now turn to evidence no such reluctance to explicate the disease. In this and the next chapter, I examine memoirs and films about cancer produced in India. I do so because examining these accounts reveals a tension between the lived experience of cancer (that I have described so far) and its aesthetic representations. If in previous chapters I described a striving in everyday life to open spaces of indeterminacy, of inhabiting an irresolute “as-if,” most aesthetic accounts of cancer resolve the ethical crises the disease produces in social life. In other words, many of the memoirs and films I describe offer a way out of cancer’s impasse. Sometimes they magnify the concerns of the disease onto the concerns of the nation, circumventing the problem by changing its scale. At other times, they urge patients to transcend the disease by a sheer force of personal will. And in yet other instances, they encourage patients to aspire toward a joyous postcancer future by expiating past sins that might have contributed to their disease. In these and many other ways, these aesthetic accounts offer ethical restitutions to their protagonists, at the same time offering clear lessons that might be learned from an encounter with the disease. In juxtaposing my fieldwork in previous chapters with these aesthetic accounts, I set up a contrast between the essential irresolution of my ethnographic narratives and its imagined resolvability in the written and filmic imagination. This juxtaposition of resolution with irresolvability, of restitution with skepticism, serves to sharpen my ethnographic description. In this chapter specifically, I focus on cancer memoirs written by patients after the turn of the century; in the next chapter, I examine Hindi films in the Indian postcolonial period that have taken cancer as their theme.


The Joy of Cancer

As a popular and recognizable genre, cancer memoirs came into their own in Europe and the United States around the 1960s. The Indian cancer memoir has a shorter history, gaining prominence in the early 2000s. These works most often are authored by patients who survive the disease, and less frequently by their near kin and caregivers. Most appear in one of four major Indian languages—English, Hindi, Marathi, and Kannada. Along with a corpus of other popular fiction, cancer memoirs, which usually are modestly priced, costing from about 30 to 200 rupees, are part of a vast production of popular literature intended primarily for a literate, indigenous audience. In this, they are far removed from the transnational literary worlds of globally recognized authors such as Salman Rushdie, Amitav Ghosh, Jhumpa Lahiri, and Arundhati Roy. While those more highbrow books are published by a few elite international and national presses, the cancer memoirs I discuss here are often self-published or produced in small runs by small local presses.

Most of these memoirs have the following formulaic structure. If the memoir is authored by a patient, that person is among the first to have received the diagnosis. As it is communicated, the diagnosis carries recrimination and blame. For example, the disclosure of the diagnosis to women in these memoirs is almost always accompanied by an accusation of self-neglect. In one account, the first question that a male doctor asks while revealing the diagnosis is, “How long have you known about the lump?,” followed by an accusation: “Did you not check yourself regularly?” Such accusations are described by memoirists without criticizing or commenting on the doctor’s approach. For example, the writer who received these accusations dedicated the book to the doctor who made them, describing him without irony as a paragon of sensitivity. In another account, a young memoirist in her thirties strikes up a conversation with a female doctor while receiving her mammogram. She tells her doctor she was surprised to discover her lump because she was told that the diagnosis was unlikely before the age of forty. In response, the doctor accuses her of lying to evade blame for her own failure in detecting the lump earlier.1 When the mammogram confirms a cancer diagnosis, the doctor refuses to talk to the patient, since she has already demonstrated herself as incapable of personal responsibility, and asks that her husband be brought in. In another account, a writer recalls that while communicating her diagnosis, her doctors told her that her cancer was a manifestation of her unresolved grief for her husband’s recent death.2 In yet another, the memoirist—a botany professor—is similarly assailed for ignoring her symptoms; her doctor tells her that cancer in India was a recent problem brought on by “modernity” and “urban multitasking women” who ignored their own symptoms were partially responsible for its epidemic outbreak. This linked accusation recurs in many such memoirs: that cancer was a new disease brought on by contemporary unhealthy lifestyles, and that women who had entered the workforce were not entirely undeserving victims. For much of the book, the professor-memoirist grapples with this accusation. Toward the end, she breaks down and admits that she had been “foolish, illiterate and ignorant” in trying to pursue her career and care for her family at the same time.3 Like many others, she expresses gratitude for her physician’s acute insight. However, this internalization of blame is not without cognitive dissonance. The patient oscillates between feeling guilty about her “selfishness” and taking pride in her work as a professional.

While women face the brunt of moral recriminations, men too sometimes look to their past to find clues of moral failings. Men diagnosed with lung cancer were particularly prone to such reevaluations of their pasts. For example, the disease pushes one author to reexamine his karmic credit and debts.4 Anup Kumar seeks a guru who urges him to think about how he might prevent its transmission to his children. Understanding karma as a matter of self-responsibility for the past, he feels an urgent need to remove any hatred for his own cancer, since hatred leads to the accumulation of “evil karma.” He takes for granted a cultural truism—“some say” cancer is self-imposed—assuming one incurs cancer by gathering resentments. The solution to this lies in self-acceptance, without which any kind of treatment is bound to fail. Men’s self-reevaluations differ slightly from women’s in that they are rarely forced by accusations and blame. Their past misdeed is not that they neglected familial care—a domain reserved for women to worry about. Rather, their self-reflections show they retain their penchant for intellectualism, despite the disease.

A period of shock follows this revelation, when the memoir’s main protagonist—either kin or patient—is thrown into despair, disbelief, anger, or delirium and withdraws from social life. But this withdrawal can only be temporary; the demands of treatment and kinship responsibilities require a reentry into interpersonal relations. This raises other questions: Whom should they tell, and from whom should they hide the diagnosis? In memoirs authored by patients, they are often the first to know: doctors tell some, while others find out from kin. But if the memoir is authored by a family member, disclosure is trickier. Even when the patient or kin are doctors, the first impulse is always to keep the diagnosis secret and prevent the psychic harm brought on by its communication.5 This is not the only argument offered in favor of secrecy. Often, neighbors appear not as helpful allies but as vindictive aggravators of a patient’s distress. One memoirist recounts how a neighbor asked her to make charitable contributions to wash away sins from previous lifetimes, leading her to feel like the “biggest sinner on the planet.”6 Two other memoirists remember neighbors arriving at their homes to tell them harrowing stories of the painful deaths of other cancer patients. To make a diagnosis public invites such possibilities of accusation, convincing most to keep their cancer secret.

While adjusting to life after diagnosis, patients and kin are faced with the difficult choice between public and private treatment. If the protagonists are not wealthy, they worry about the decrepit state of public hospitals, where, for the first time, they will rub shoulders with the country’s poorest. For some, these visits lead to reflections about socioeconomic inequality. One account describes the shock thus: “A sudden sense of depression set in me as we saw patients there: many looked emaciated; those who had enlarged lymph glands were seen with their glands projecting downwards … some had fixed blank stares.” For most memoirists, these sights are enough to drive them away from public hospitals and toward expensive private facilities, even at potentially catastrophic financial cost. For others, this encounter with poverty provides an opportunity for a new empathetic orientation toward the poor. One memoirist writes: “Never had I seen so many maimed and bruised specimens of humanity.… There were people who had been cut open, stitched, and were waiting.… Surprisingly, not once did I hear anybody cursing life or fate.… All I saw was the incongruity of dignified acceptance.”7 She is then amazed to find love among these scenes of suffering: “Did I actually see more rural, down-to-earth people, as opposed to the busy professionals of the metros, living out true love?” After much rumination about the nature of love, she recommends: “Whoever you are, whatever age you are, you do deserve to make a trip to this hospital at once. You need to feel first-hand, the heartbreak of patients being abandoned by their own or the sheer joy of a son looking after his widowed mother.… You must experience raw human drama present itself in the corridors here.”8 She returns home not disillusioned or terrified but delighted by such instructive scenes of resilience and love.

For those not inspired by such scenes of suffering, privatized care shows the failure of public care. For example, Kamlesh Tripathi—a self-described “corporate citizen”—tells the story of his son Shravan, who died after fourteen years of living with brain cancer. In the memoir, Shravan asks his father about where the money for his expensive medicine comes from. Tripathi replies that the corporation he works for pays for it. Shravan then asks whether Tripathi has thanked them for their help. The memoir fulfills Shravan’s request and is as much a panegyric to the corporation that employed Tripathi as it is a story of Shravan’s cancer. Always grateful for privatized care, only once does Tripathi wonder about those who do not enjoy corporate philanthropy, asking, what is the “medical business model for the poor?”9

Some memoirs detail the debilitating effects of their author’s cancer treatments, but usually descriptions of such vulnerability are quickly transcended. In a telling phrase, one writer describes her pain as “only the pain of rebirth.”10 Treatment offers an opportunity to find joy, love, and victory. This is the most important lesson of the Indian cancer memoir: that pain is the precondition for transcendence. The centrality of this theme in the memoirs is evidenced by their titles: The Joy of Cancer, Not Out: Winning the Game of Cancer, Cancer Made Me, To Cancer, with Love, My Date with Cancer, and so on. Mimicking the structure of revelation common in self-help books, these memoirs arrive at a climactic conclusion that one might not only survive cancer but also find a more authentic self in recovery. This victory offers a further insight: that good health is a matter of belief and will. For example, in one memoir an author seeks to dispel common myths about cancer in India; the myth that “being positive will cure cancer” occupies a prominent place in the list. However, instead of counteracting this myth, she confirms it. She writes that a positive outlook not only makes the disease more bearable but also “determines the efficacy of medicine,” since “ultimately, it is all in your mind.”11 Thus, the centrality of the theme of positivity is most apparent when even an effort to dispel it compels a contrary admission: “So, in the larger sense of the term, one may say that being positive will help cure your cancer.” Empowered by their new sense of mental fortitude at having faced and escaped death, most writers look forward to a life filled with optimism and positivity.
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FIGURE 4.1 Cover image from The Joy of Cancer, a memoir by Anup Kumar.


The same gesture that promises a joyful future also refigures the past. The patient’s depressive personality at an earlier time in life is understood as having contributed to the disease. While not a memoir, one of the most successful self-help books on cancer focuses on the harmful effects of a patient’s inclination toward depression.12 It is one of the few popular books on cancer that has consistently remained in print in India and found a global audience. Its author, Dr. Nitin Unkule, has spoken to audiences at the World Health Organization and cancer hospitals all over the world. In his book, Unkule takes credit for the discovery of a “cancer personality” as the disease’s etiology. Never mind that the idea of a cancer personality has been a cultural trope in the United States at least since the 1960s, when the first medical studies sought to test the hypothesis that maladaptive personalities contributed to cancer.13 But this does not stop Unkule. He divides cancer patients into two groups—survivors, who have peace of mind, and “diers,” who are full of denial and depression. There is no such thing as incurable cancer, Unkule suggests, only incurable patients. To lend his ideas a veneer of scientific credibility, he describes “cancer phantom” cells that he knows about, but that “the West” has yet to discover. Predictably, if patients are to blame for their cancer, Unkule suggests, they must take responsibility for their own cure. Such a cure is only possible if patients acknowledge their own blame and set out to live a new life full of optimism and cheer. Although not a memoir, Unkule’s book makes clear the troubling telos of the cancer memoir, if its mantras of self-help are taken to their logical end.
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FIGURE 4.2 Cover image from To Cancer, with Love, a memoir by Neelam Kumar.


What might we make of the generic conventions of the Indian cancer memoir? What kinds of affective identifications are promised to readers in these journeys from blame and shock to recovery and recuperation? Certainly, these memoirs summon an intimate public—a space of identification between strangers that Lauren Berlant describes as coemergent with popular print culture.14 Her phrase “intimate public” describes many mass-produced cultural forms that promise consumers they are not alone, that their pain is shared by others. The Indian cancer memoir similarly offers a seductive possibility of identification. In its mode of address to other suffering cancer patients, the form presupposes an intimacy based on the fact of a shared illness. But at the same time, these memoirs bear the paradox at the heart of all intimate publics. They provide possibilities of emotional contact even as such contact presupposes only the thinnest grounds of commonality. Authors and readers of the Indian cancer memoir are united by the fact of their diagnosis, and little else. The movement from “I” to “we,” fundamental to the form of address of the cancer memoir, articulates a common vulnerability to illness, but it rests on an elision of the practical nature of these vulnerabilities. In other words, the promise of intimacy in these memoirs is predicated on obscuring how social differences such as class and gender structure differential access to survival and recovery. There is little proximal support in such promises of cancer publics.

At the same time, such a transcendence of social complexity is more than a precondition for fictive intimacies around cancer; it is also its reward. Join us, the memoirist promises, and learn the truth that cancer is not the curse it appears to be, but a path to a better, optimistic future. Such a promise is suffused with an unmistakable cruelty.15 To arrive at this revelation and its promise of a “good life,” protagonists must look away from the obstacles that hinder their flourishing. Patriarchal accusations of self-neglect must be accepted and internalized, class hierarchies are pushed to the narrative margin, and the fantasy of recovery hides the danger that cancer might recur. Dangerously, then, this unfettered optimism not only promises a disease-free future but also does little to prepare for the possibility that such a future might be interrupted. Accusations of neglect might return, financial distress might again force the difficult choice between public and private care, decisions about disclosure might again have to be made. But for the promise of transcendence to be plausible, cancer—the very object that throws life into jeopardy—becomes a peculiar object of desire and attachment. Again, memoir titles most transparently reveal this paradox: cancer is a “lover,” a “date,” the protagonist’s “maker,” and the source of future “joy.” Thus, the conventional premise of the Indian cancer memoir is that cancer not only allows the opportunity to recover life but also serves as a precondition for having a life. There is no space here for grief, for the paradox that endurance and survival come at difficult social costs, or for the possibility that life might be lived in the irresolute space of its debris.



Against Restitution

So far, I have described the Indian cancer memoir in its most conventional form. As such, the genre offers little reflection on the darker corners of the disease. There is no space here for a statement such as literary theorist Kathlyn Conway’s that, after two decades with the illness, “the experience of cancer is without redeeming value; that I have not been transformed by the experience; that it is, beyond all else, a misery to be endured.”16 Conway is allied with a select group of memoirists—including Arthur Frank and Reynolds Price—who reflect on the limits of the genre and critique its “restitution narrative” from health, to sickness, and back to health.17 The expression “restitution narratives” aptly describes the Indian cancer memoirs I have discussed, and my analysis of them has been informed by Conway and others who express discomfort with how Euro-American cancer memoirs often ally disease with redemption. At the same time, Conway holds on to the hope that the cancer memoir might be rescued from itself. For writers and critics in Conway’s mold, the way out of this generic impasse is to confront the messy fact of death and grapple with what Price calls in his own memoir the “far side of catastrophe.”18 Through writing, Conway hopes to recover the ability to give illness meaning as that most “utterly human process” and death as that most “basic human condition.”19 Through this direct confrontation with the possibility of death and life’s unraveling, the genre’s most reflexive writers hope to rescue it from disrepute.

In what follows I describe similar efforts in India that seek to escape the limitations of this genre. In this, I join critics like Conway who hope to recover cancer narratives from their seemingly self-evident association with the tropes of self-help. Reflecting on her critical literary practice while grappling with her husband’s cancer, Ann Jurecic argues that a suspicion toward such narratives risks a disengagement with what aesthetic genres might offer to those who live with critical illness.20 My way of remaining open to the promise of aesthetic accounts of the disease is to foreground those that hesitate in their search for narrative resolution and restitution. Certainly, some of the cancer memoirs I have described so far reproduce the same unsatisfying narratives of personal growth and willed transcendence that have drawn justifiable scholarly ire elsewhere in the world. At the same time, the ones I will now go on to describe depart from this trope, portraying practices of endurance that rarely resolve in easy recovery and restitution. These accounts offer multiple, fragmented, and even contradictory accounts of everyday life with the disease. In remaining partial and incomplete, they offer a more faithful picture of the irresolvable contradictions that living and dying with the illness produces.

Even though my impulse here might resemble that of scholars like Conway who encourage attentiveness to the “universal” and “basic” fact of life’s unraveling, I depart from their method in one important regard. Conway’s aim, reflected in many excellent accounts of cancer in recent years, is to get past the injunction to hope against all odds and instead to confront the messy, human, and universal fact of death that haunts all human experience.21 Such efforts hope to remind biomedical patients and practitioners increasingly obsessed with extending life that “death, of course, is not a failure. Death is normal … the natural order of things.”22 On the other hand, my effort here is to understand how certain memoirs explore the contingency of death not as a “human” or “universal” question but as an entryway into asking what it means to live and die rooted in a particular time and place. In other words, in confronting the solitude that might accompany a cancer diagnosis, these works articulate an estrangement from living within a world, rather than the world in some universal, abstract sense. Here, the lines between this and the far side of catastrophe are not defined by whether or not the memoirist can confront the fact of human mortality. Rather, the lines dividing the ordinary from the catastrophic can loosen and tighten in relation to specific arrangements of everyday life. The three memoirs I now turn to do not take a sense of the catastrophic as a universal human lesson. Rather, their sense of the catastrophic grows out of experiences of everyday lives rooted in the vicissitudes of specific histories.

Nazeem Beegum’s memoir, My Mother Did Not Go Bald, includes an introduction by the Malayalam writer Maythil Radhakrishnan.23 What commends the book to Radhakrishnan is Beegum’s rejection of a restitutive authorial voice. The book’s chapters are titled “Bystanders 1” through “Bystanders 22,” with each bystander representing a different aspect of Beegum’s self, fragmented into these different pieces after her mother’s cancer diagnosis. In that single stylistic gesture, Beegum allows the sediments of social debris in the wake of a cancer diagnosis to lodge into the book’s form. As a “bystander,” she struggles with a sense of powerlessness as her mother’s cancer grows and metastasizes. She does not learn to “love” her mother’s cancer, nor does she emerge as a victorious survivor after a battle with the disease. Instead, she is a witness, often silent, and almost always helpless. Each bystander— aspects of Beegum’s fragmented self—bears witness, then, to how the disease puts pressure on already tense social ties.
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FIGURE 4.3 Cover image from My Mother Did Not Go Bald, a memoir by Nazeem Beegum.


The first relation that is tested is that between Beegum’s mother—Ithata— and her brother. The book begins with Ithata asking to be sent home for a week from a palliative care ward. Her doctors understand this request as indicative of her desire to spend her last days at home, but Beegum senses a different motive: Ithata wants to go home to prepare her will and, through it, tempt her estranged son to return and see her. Even though Ithata’s affection for her disloyal son upsets Beegum, she swallows her disappointment, acknowledging her mother’s desire to repair her familial ties before her death. Ithata, too, recognizes how her continued loyalty to her son might make Beegum—an unselfish caregiver—feel devalued. To spare Beegum’s feelings, she never explicitly expresses affection toward her son, instead offering practical pretexts for his return. But Ithata’s plan to tempt her son back to her faces an obstacle. Various religious communities in India may legislate matters of marriage, divorce, and inheritance; Beegum and Ithata are Muslim, and their property transactions thus follow the guidelines of Muslim personal law. While Muslim personal laws in India are not strictly codified, they are usually interpreted in favor of male heirs, who get the larger shares of inheritances. Consequently, Ithata’s son is not lured by her promise of an even larger share; he is satisfied with the property that will accrue to him with no performance of filial regard. Hurt by her son’s disregard, Ithata returns to the palliative care ward, which happens to be run by Dr. Rajagopal, the preeminent name in palliative care in South India. In keeping with the palliative care injunction to bring quiescence to the dying patient, Dr. Rajagopal intervenes to resolve the family dispute. But Ithata’s son refuses to come, even at Dr. Rajagopal’s request.

While the familial bond that is most strained in Ithata’s world is with her son, Beegum also describes how the diagnosis seeps into relations with other kin. Before Ithata’s diagnosis, her sister had eloped with a man from another religion; now, she returns to ask for Ithata’s forgiveness. Ithata forgives her, much to Beegum’s dismay. Beegum blames her aunt for having put their family in jeopardy and wants her to continue to suffer the consequences of her actions. Again, Beegum is hurt by Ithata’s gestures toward restituting her social ties. In describing this damage, Beegum allows us to glimpse unintended acts of violence that restitution can bring upon others in the same relational world. At the same time, Ithata’s efforts at reconciliation come up against their own limits. In the last days of her life, Ithata prays in a room where another sister took her own life. She breaks down in this space, unable to understand how her sister could have ended her life, leaving broken social relations in her wake.

In another departure from the cheery optimism of restitution narratives, Beegum details Ithata’s insistence on confronting her own mortality despite the best efforts of her kin to shield her from it. Beegum’s sister is particularly adamant about not revealing Ithata’s diagnosis to her. To this end, the family takes Ithata for treatment at a private hospital, even though this is beyond their financial means. Private hospitals are often enclosed in a single building, without clear signage dividing specialties from each other. The family hopes that this absence of explicit signposting in private hospitals— inescapable in public hospitals—would prevent Ithata from finding out she has cancer. However, their visit to the hospital coincides with World Cancer Day, and the hospital is dotted with banners picturing bald cancer patients. Beegum’s sister is doubly upset when the oncologist at the hospital lets slip the word “biopsy” in Ithata’s presence. They realize afterward that Ithata knew more than she let on; while leaving the hospital, she asks them if they noticed the banners and signs. Still, they keep up the pretense of secrecy and never talk about the diagnosis, even as it haunts many of their conversations. But closer to her death, Ithata again forces an acknowledgment of her cancer and its terminal prognosis. She asks to see her kafan—the ritual cloth and perfumes in which she will be buried. This request troubles Beegum, and she puts it off. Ithata dies the next day, leaving Beegum with the guilt of having denied her mother her last wish.

In its acknowledgment of fragmentation, grief, and mortality, My Mother Did Not Go Bald fulfills the ambitions of many scholarly and literary critics for cancer memoirs. It does so not only by confronting death but also by grappling with what dying means in a particular time and place. That is, the book reverberates with the specific arrangements of kinship, gender, and voice that are not “universal” or “basic,” as Conway would have it, but deeply rooted in social worlds. These twin felicities of the book—its acknowledgment of mortality and the descriptions of its contextual specificity—come together in the final metaphor of the kafan. Anthropologists have long argued that funeral arrangements, both pre- and postmortem, are a way for social actors to resolve the personal and social ruptures resulting from death and grief.24 While gesturing to its possibility, Beegum rejects this resolution. The funeral itself becomes another symbol for unresolved grief, and a site of frustration and helplessness for Beegum.

Mayan, a Hindi memoir, echoes the entanglement of kinship and illness in My Mother Did Not Go Bald, but it reaches a remarkably different conclusion.25 Written by novelist Anand Prakash Maheshwari, it tells the story of his mother’s cancer. Maheshwari seeks to put some distance between his life and writing and takes on the pseudonym Vineet through the course of the memoir. The book is named for the honorific—Mayan—by which Vineet addresses his mother. Mayan is diagnosed with cancer and is treated at the All India Center of Medical Sciences (AIIMS). In Vineet’s account, she is the paragon of a selfless mother, who in times of familial poverty gave up her own food so that her children might eat; when food was especially scarce, she would eat it stale. Vineet traces the etiology of Mayan’s cancer to this eating of stale food and to the overabundance of her piety and filial love. Humbled by her sacrifice, he sets about sacrificing himself to care for her. He regrets his careless life before Mayan’s disease and is now resolved to become the dutiful son she deserves. His first sacrifice is to hide the diagnosis from her. This involves careful subterfuges that unravel as she enters AIIMS for treatment and reads the hospital signs. Through the course of his mother’s illness, Vineet’s desire to sacrifice himself grows, as does his impatience with others who disrupt his duty. He reserves his strongest condemnation for neighbors who, he reports, only exacerbate Mayan’s distress by recounting the painful deaths of other cancer patients. As her disease progresses toward her death, he isolates her from all social contact other than his own.

Mayan is conflicted about Vineet’s relentless need to sacrifice. It appears that a real source of concern for her is Vineet’s growing anger against his father and his need to atone for his father’s sins. Mayan and her husband are estranged, and the novel hints at the possibility of past domestic violence as the cause of this estrangement. To mitigate Vineet’s anger against his father, Mayan reminds him of a story of her early marital life. When Mayan and her husband first lived together after marriage, social codes dictated that they would never directly address each other. Instead, they would always address each other via a third person, even while in each other’s presence: “Please tell him that …” But once, when both were alone in their house for a few days, Mayan fell sick. This raised the problem of how Mayan could communicate with her husband and not break social taboos. To circumvent this problem, her husband would sleep just outside her door with a rope tied to his toe. The other end of the rope was near Mayan, who could tug it without calling his name. This entanglement of care with the violence that would soon overwhelm the marriage gives Vineet some respite from his resentment. It also gives pause to the narrative Vineet constructs about his mother’s lifelong victimhood, which drives his desire to sacrifice himself at the altar of her deification.

But the pause is brief. The second half of the book takes place in a claustrophobic arrangement of Mayan and Vineet sequestered in the room where she will die. In the long hours he spends with her every day, he turns to the world of myth to bring Mayan solace. The book becomes an explicit mirror of an episode and its aftermath in the Mahabharata, specifically the passages now referred to as the Bhagavad Gita. In the myth, these passages appear in a battle between two groups of warring brothers. The Gita comprises a dialogue between the prince, Arjuna, and his divine charioteer, Krishna, during the battle. Seeing the devastation on the battlefield, Arjuna despairs at the consequences of war. In response, Krishna comes to his aid, convincing him to fulfill his duty as a warrior.26 The memoir then takes the form of an ethical dialogue between Vineet and his mother, who talk for hours about theological doctrine and grapple with the ethics of suffering and death. As the book progresses, it shifts its reference point to a later episode in the Mahabharata that is the Gita’s aftermath. The myth is of Bhishma, a warrior so powerful that Arjuna and Krishna can only stop him in battle with deception. After he is brought down, Bhishma lies between life and death on a bed of arrows that Arjuna lays down as a show of respect. Early in his life, Bhishma had been granted a boon that allowed him to determine the precise moment of his death. Invoking his boon, Bhishma lives in pain in the verge between life and death, steadfast in his desire to witness the conclusion of the war. For Vineet, Bhishma is the perfect analogue for Mayan’s suffering. While Bhishma can choose the moment of his death, he cannot choose its cause or trajectory; those are determined by forces outside his control. As for Arjuna, all he can do is witness in despair the consequences of his ethical fulfillment. This episode in the Mahabharata is a fundamental moment of insight for Vineet. Inspired by it, he understands his own book as a minor meditation on the “art of dying.” For weeks, Vineet and Mayan talk day and night about theology, myths, and what it might mean for her to die well. Near the end of her life, they decide to withdraw her morphine so that she may live out her karmic burden. This is Vineet’s practical application of Bhishma’s instructive ethical act to witness his own death despite the intense suffering of his body.

Mayan is a book that resists a straightforward gloss. Its many twists and turns allow for a plurality of insights that are rare in other accounts. In the time of self-help books on the art of living with and surviving cancer with cheery optimism, it is one of the few accounts of cancer that explores the “art of dying.” It takes recourse simultaneously to myth, biomedicine, and the biographical pasts of its protagonists. Bhishma was given the boon of choosing the moment of his death so that he might die well: a self-willed death is fundamental to many theological conceptualizations in Hindu thought. However, this boon turns out to be inadequate to the task within the contexts of a war and the ethical demands of living in times of moral confusion. The invocation of the Bhishma myth in Mayan is thus particularly apt. It reveals the narrative’s acknowledgment of the limitations of arriving at a good death through a preordained set of prescriptions; there is no simple set of rituals, practices, and incantations that can conjure this into being for Mayan. Rather, the weight of the present and past—something Vineet glosses as a “karmic burden”—weighs on his account, blocking the possibility of resolution. The “art of dying” in the book, then, appears in the form of a dialogue that is conducted over days and nights, coaxing together various registers of the biomedical, mythic, and personal.

At the same time, the dialogue between Vineet and Mayan is really his monologue. The book’s turn to the mythic eclipses the voice of the patient in pain. This elision of Mayan’s voice is especially acute toward the end. As the disease’s effects multiply, so does Vineet’s desire to speak for her. We must strain to hear Mayan’s presence in the book as it is increasingly overlaid by Vineet’s ethical musings about her illness. Vineet’s desire to reciprocate his mother’s sacrifices with his own is overwhelming, enveloping both the narrative and the trajectory of Mayan’s death. I find, then, that almost contrary to its author’s intent, the book reveals the deep violence that the ethical single-mindedness of sacrifice metes out to vulnerable recipients, unable or unwilling to withstand its force. As much as Vineet might believe that his own sacrifice helps produce his mother’s “good death,” I read his actions as further silencing his already vulnerable mother, who is disallowed any agency in determining the trajectory of her dying. Nowhere is this more striking than in Vineet’s insistence on taking away her analgesia so she may live out her “karmic burden.” This ethical complexity of the relation between sacrifice, critical illness, and the violence of witnessing is one of the book’s unintended but powerful insights.

So far in my readings of Indian cancer memoirs, I have been arguing that a precondition for a book exceeding generic conventions is its openness to narrative irresolution. While most accounts seek a transcendence of illness through the sheer force of optimism, some—My Mother Did Not Go Bald and Mayan among them—make more space for the possibility of death and the presence of grief. In such memoirs, cancer does not lead to an enumeration of new prescriptions for better living. Rather, they seek a structure of representation proper to the fragmentation of their world. At the same time, they do so in different ways and to different ends. If My Mother Did Not Go Bald leaves the fragmentation of grief unresolved, allowing it to become part of the book’s structure, in Mayan the “art of dying” resolves such fragmentation through new injunctions to self-sacrifice and a mythos of ethical and redemptive suffering. I now turn to a third memoir—Silent Echoes—that opens another possibility of narrativizing the relation between fragmentation, redemption, and recovery. It describes how the experience of cancer reveals the contextually rooted fragilities of life that precede and follow a cancer diagnosis. When the disease enters its narrative, it marks not the beginning or end of a person’s vulnerability but a new point of relational stress in a long biography of suffering.

Like Mayan, Silent Echoes blurs the lines between fiction and biography. Although it is presented as a memoir, the preface reveals that it was ghostwritten and that the subject of the memoir remains anonymous. The reason for this masking is that Silent Echoes tells a story of domestic violence that is still hidden from many of the author’s acquaintances and kin. Its main protagonist, Prerna, grows up in India but is sent to England to be married. She does not know this when she arrives in the country, only finding out when her parents leave her there with her brother and return home. Despite this abandonment, she writes approvingly of “Indian society” and its adherence to the moral institution of the family. Within weeks, her marriage is arranged with a groom in a city close to where her brother lives in England. Prerna’s marital abuse begins immediately after her marriage, motivated by her in-laws’ dissatisfaction with the dowry they received from her family. She is sexually assaulted by her father-in-law, but she does not speak out so that she can live out her childhood dream of being married. She is constantly beaten by each of her in-laws—her husband, as well as his parents and his brother. She is disallowed personal possessions and forbidden from having contact with her natal kin. Even when she talks to her natal kin, she hides her abuse from them, hoping to spare them her suffering and the self-blame it might induce in them. Even after all this abuse, the cruelty of her optimism continues unabated. She becomes pregnant and gives birth, expecting the entry of a child into the family to quell the violence. In this, too, she is disappointed, and the violence continues after her son’s birth. At this difficult biographical moment, Prerna is diagnosed with cancer.

Instead of drawing sympathy from those around her, Prerna’s disease only exacerbates her vulnerability. Her in-laws want her out of their house, hoping she will die quietly with her natal kin. This hope is motivated by their desire for her husband’s remarriage, which would be tainted if prospective families found out about her stigmatized disease. She lives with her brother but never gives up hope that her affinal family will take her back after she recovers. She tells her brother of her abuse, but they decide that divorce would bring shame on their family and that she should seek reconciliation. Prerna continues to blame herself and even considers suicide. She talks about pain as if it lives only in others and not in herself: for example, she worries endlessly about how it would anguish her kin if they found out about her suffering. And to communicate her pain to her husband, she slaps their son, to which her husband responds by beating her. She asks then that if he feels the pain in a baby so acutely, why can he not imagine the pain of her parents? Through the course of her treatments, Prerna’s natal kin offer the support her affinal kin refuse. She is struck by the irony that they will protect her from the violence of cancer, but not of kinship. Slowly, her every certainty about her place in this world comes undone: “I knew that I was homeless. No one’s home or rented place would ever become my home.”27 She realizes not only that her affinal kin will never take her back but also that her natal kin see her as a burden.

Yet, these realizations do not eclipse Prerna’s hopes for marital reconciliation. She wishes, despite herself, that her husband will take her back once her hair grows back. The last fragments of her hope collapse only when she receives divorce papers from him. She writes then of the “fragmentation, isolation and meaningless” of suffering, realizing that her cancer offered her no pathway to a good life.28 Finally, she is able to acknowledge her abandonment: “Even the killer disease did not free me from the shackles of culture. If it had been Sajan [her husband] having cancer, everyone would openly have asked me to look after him and do things in the best possible way to help him through the disease. However, no one really cared, no one looked at it that way for me.”29

About this time, her sister is murdered by her own in-laws following a dowry dispute. Prerna knew her sister had an unhappy marriage. She had been born with a mole that had been surgically removed, but the scar hurt her marriage prospects, and she had been married to the first family that agreed to take her in. The murder of Prerna’s sister proves to be the proverbial last straw. She absolves herself and her sister from blame for their own suffering and isolation. She writes that the history of women has been a history of silence, and that she would now revolt against this silence. But such a revolt turns out to involve something different from public testimony or an excision of her past. Her natal family helps her begin a career as a counselor, and she remains grateful to them. She remains close to her brother and sister, who are troubled that she chooses not to remarry. They see her unmarried state as a stigma that hurts their children’s marriage prospects. Prerna does not bend under their pressure, but at the same time, she remains tied to them in bonds of both debt and affection.

Silent Echoes represents a remarkable exception to the Indian cancer memoir. Most tellingly, as with Ithata and Mayan, cancer enters Prerna’s life through the troubled pathways of the violence in her past. As such, it offers no easy path to a new future freed from the shackles of past limits. The book refuses such an escape or transcendence. Even as she remakes herself during her recovery, Prerna remains entangled within her kinship obligations to her natal family. Instead of casting them off for not coming to her aid when she needed them, she continues to tend to these past ties. Her strategy, then, for living well in relation to destructive kinship norms is not to transcend them but to inhabit them differently. She leaves her violent affinal family but continues to respect their wish that she conceal her abuse. She chooses not to remarry but also lives with the accusation that this choice harms her family. In Silent Echoes, then, the past lives on in the present. Cancer bends but does not break kinship norms. The question of what it might mean to live well in the shadow of cancer thus appears only through an acknowledgment of the limits of recovery. Restitution cannot be understood here as a transcendence of past suffering through the new insights brought on by disease. Rather, understanding the force of cancer’s violence requires Prerna to grapple with her marital past. The diagnosis does not catalyze new insight, marking a clean boundary between the past and present. Rather, it inflects certainties already under duress. And in this complex articulation of the past, present, and future, Silent Echoes allows a glimpse into a circumspect and plausible answer to the question of what it means to “survive” the violence of both gender and cancer, where the duress of one cannot be understood without reference to the other.



Against Optimism

On the surface, the cancer memoirs described in this chapter share the concerns of my face-to-face ethnographic work in prior chapters—how cancer enters and mutates social worlds. However, their explanations of this concern diverge from mine. During my fieldwork, I often found that for my ethnographic interlocutors, clear moral resolutions were never easily at hand. Nor was it possible to simply transcend the pain and duress of the disease by a sheer force of individual will. My ethnographic narratives reflect that indeterminacy, as well as the unfinished quality of my interlocutors’ efforts to endure a cancer diagnosis. In most cancer memoirs, I found an opposite narrative orientation. Most looked past the fragility of social worlds within which the disease often appeared. They fled from the durable difficulties of everyday experience, instead offering stories of the joys of recovery and redemption. In this, a majority of Indian cancer memoirs resemble many of their global counterparts that similarly promise identification and consolation to their readers, without necessarily acknowledging the preconditions of these promises. This global cohort of cancer memoirs elides the structural and collective barriers that hinder survival; for instance, they say very little about the difficulties for those without means to access timely treatments, or about the fact that only a subset of cancers are amenable to therapies that lead to long-term remission.

At the same time as I explained my dissatisfaction with these dominant tendencies of cancer memoirs, in this chapter I have also described three that went against their generic grain. These placed the crisis of the disease within longer histories of vulnerability, connecting the precarity of lives before and after diagnosis. I found that these three memoirs provided an “emic” account of what it meant to live and die with cancer, in a way that was consistent with my ethnographic descriptions. My Mother Did Not Go Bald trafficked in the same complexity of concealment and the possibilities of subjunctive life I found in my work with Cansupport. The choreography of telling and not telling allowed for multiple, even contradictory, modes of living with and alongside cancer—concretized in the memoir’s form as a list of thirty-two bystanders. Formal composition joined narrative storytelling to capture what is a key insight of my book, too: that cancer fragments life into many “as-ifs,” which become crucial modes through which the disease folds into everyday life. Similarly, Mayan was a commentary on possibilities of violence and recognition that are opened in the wake of a cancer diagnosis. Like many physicians and kin who have appeared in my ethnographic accounts, Vineet sought to understand his mother’s pain and suffering, even in the face of the vast gulf that separated their experiences of the disease. But, as well-intentioned as his desires to empathize were, they forced a second violence on Mayan, the violence of his misrecognition as he overwhelmed her experience with his own imagination of what an ethical and good death should look like. In this, his efforts resembled those of some of the cancer pain researchers I described in the previous chapter, who similarly sought to empathize and offer pathways to transcendence through a recourse to mythic figures. But while those physicians never rejected analgesia, Vineet’s desire to transcend his mother’s pain was so complete that he urged her to do so, achieving a more authentic, painful death. In this way, the sevā Vineet offered to Mayan mingled violence and care, even though he did not recognize it as doing so. Finally, the gendered dimensions of misrecognition were similarly replete in Silent Echoes. For Prerna, cancer appeared as a postscript to a long history of domestic and affinal violence. Explicitly, she refused to draw clear lines between the violence of her social world and that of her disease, choosing instead to trace the lines of care and violence that ran through both.

In the next chapter, I turn to film and continue to ask the following questions of aesthetic accounts of cancer: How do they narrativize the doubts and skepticisms about the self and social relations in the shadow of cancer? And how do they imagine recovery in the face of such doubts? In these memoirs, we have seen two contrasting answers to these questions. For some accounts, cancer became a mode of chastisement, a lesson to correct past shortcomings and failures in the search for a better life after the disease. Such a mode of representing cancer presumed its pedagogical capacity to reform social worlds. But in another set of accounts, cancer offered no easy path to redemption. Rather, these accounts presented a patient’s vulnerability to cancer not as a somaticized outcome of past sins or lifestyle choices but as biological duress coupled with a durative fragility in relations that preceded and outlived the disease. For such accounts, restitution and resolution were not easy, even if they were a desired horizon. These accounts come closest to my ethnographic description of the social—as a network of fragile relations whose capacities for strength and support are tested by a cancer diagnosis. They supplement my ethnographic efforts to show how any effort to ameliorate cancer requires working within and through the fragile social ties within which the disease often takes shape.








 


5

CANCER FILMS


Medical practitioners in India often complain that Indian films about cancer present a disheartening picture of the disease to patients. In 2015, a well-known public health specialist—Sanghamitra Pati—took to the Lancet to diagnose the Indian film industry as itself cancerous.1 Pati expressed disappointment that cancer patients in Indian films always died. Instead of depicting cancer “realistically,” she argued, Indian filmmakers were “misleading” people about cancer by concealing the possibility of recovery. Her concern was that this “cancerous” industry was spreading its fear to those “without health literacy in rural and urban areas,” whom she believed to be popular cinema’s primary audience. She then went further to say that filmmakers had fallen out of step with national progress regarding early diagnosis and innovative treatments. Other public health experts have expressed the same concerns about Hindi films about cancer in journals and at conferences.2 And this disapprobation is not confined to specialist discussions; it also appears in patients’ own accounts. For example, in a collection of short accounts collated by an oncologist at a private hospital in Delhi, a patient recalls that his first thought after receiving his diagnosis was about Indian cancer films and how “they install fear in the hearts of thousands of cancer patients and thousands of families of cancer patients.”3

Indian films about cancer are certainly suffused with pathos, and their critics are not wrong in pointing out an absence of narratives in which patients recover and survive the diagnosis. Yet, I caution against the deceptively self-evident claims that pathos misrepresents experiences of the disease and hinders the well-being of patients. Scholars of Indian cinema have long warned against such elite disdain of Indian popular culture and those who consume it. Ravi Vasudevan, for example, describes how the aesthetics of popular cinema are devalued by highbrow filmmakers and critics, while Tejaswini Ganti finds that even contemporary filmmakers are often disdainful of their audiences.4 Moving past elite suspicions, I suggest here that Indian films provide some of the most complex accounts of what it means to live with cancer. Further, I find these cinematic depictions compelling for the same reason they trouble doctors and public health specialists—their embrace of pathos. If the generic cancer memoir described in the previous chapter promises a fantasy of assured recovery and survivorship, Indian films refuse this consolation. Instead, they stay with the trouble cancer produces in social relations.

Films about cancer thus extend my ethnographic work as culturally emic, metasocial commentaries that stand as interpretive texts alongside my own. I think of them not as offering new empirical cases but as offering contrasting conceptual frames that help develop my analysis of the face-to-face ethnographic work. These films share many of the concerns that run through my ethnography—explicitly thematizing sacrifices demanded in the disease’s wake, concealments as forms of care, the violence of misrecognition, and the desire to transcend suffering. At the same time, in their persistent desire to dramatize and resolve these themes on a broad cultural-historical canvas, they depart from the irresolute and proximal registers of my ethnography. In what follows, I trace this tension between my proximal ethnographic work and the more ambitious distal registers of Indian cancer films.


Healing the Nation

Released in 1963, Dil Ek Mandir was the first in a succession of films about cancer that are now canonical in postcolonial Hindi cinema.5 It starred three of the most well-known actors of the time—Rajendra Kumar, Meena Kumari, and Raj Kumar as Ram, Sita, and Dharmesh. The names of the films’ protagonists invoke the Ramayana, an epic that has generated countless retellings across Asia for more than three millennia. The myth centers on the young Prince Ram and his wife, Sita. Early in the epic, the couple are exiled from their kingdom by the machinations of Ram’s stepmother. During their exile, Sita is abducted by the Lankan demon-king Ravana. Ram assembles an army, kills Ravana, and rescues Sita. Ram then demands proof that Sita remained faithful and chaste during her abduction, and so she enters a fire to prove her fidelity. Ram accepts her back after she emerges unharmed, and they both return to their kingdom at the end of their exile. The period of Ram’s rule following his restitution inaugurates Ram Rajya—a mythic kingdom and age of peace and prosperity. Crucially for its narrative, Dil Ek Mandir aligns itself with this mythic story by naming its main protagonists Ram and Sita.
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FIGURE 5.1 Lobby card for Dil Ek Mandir (1963). Photo from Osianama Research Centre Archive, Library and Sanctuary, India.


The film begins with a present-day Ram and Sita coming to Dharmesh for medical care. Ram is a wealthy young man who has been diagnosed with cancer, and Dharmesh is a renowned cancer surgeon. A series of flashbacks reveals that Sita and Dharmesh were lovers before she married Ram. The film unfolds in Dharmesh’s cancer hospital and around this tense relational triangle. Early in the film, Ram discovers Sita and Dharmesh’s past relationship and follows her to see if their love has been rekindled. The invocation here is unmistakably that of Ram testing Sita’s chastity in the Ramayana. If mythic Sita turns out to be beyond reproach, so does filmic Sita. If anything, she is troubled that her past romantic entanglement with Dharmesh might interfere with his present medical duty to save Ram. But Dharmesh is no Ravana. (While his name is not a referent to the Ramayana, it translates as “master of righteousness.”) If the epic pits Ram against Ravana and thus good against evil, the contest in the film is between Ram and Dharmesh—two paragons of ethical virtue. Ram spends the days leading up to his surgery trying to convince Dharmesh to marry Sita in the event of the surgery’s failure. He does this not only hoping to ensure Sita’s future happiness but also expressing his desire to take part in the reformist, postcolonial social project of widow remarriage.6 Dharmesh refuses him this promise. Instead, he responds by redoubling his commitment to his medical vocation and is consumed by his desire to save Ram. A montage shows him refusing food or sleep, while he agonizes over the procedure and pores over the latest research and protocols. He drives himself to exhaustion and dies moments after successfully performing the surgery, but not before he staggers to a waiting Sita to tell her that Ram will live (figure 5.2). The final scene of the film sanctifies Dharmesh’s sacrifice: the couple inaugurate a philanthropic hospital and dedicate it to Dharmesh’s memory (figure 5.3).

As Wendy Doniger writes, many versions of the Ramayana elevate Ram and Sita as exemplars of moral virtue.7 Such versions have proved popular with the contemporary religious right in India, which purports to re-create Ram’s mythic (read Hindu) kingdom in the present. Released in 1963, however, Dil Ek Mandir narrativizes a different political vision. The film invokes the Ramayana not to articulate an exclusionary nativism but to commemorate the hope that science and medicine held for many of the postcolonial Indian elite as a panacea to the nation’s problems. At one level, the film is a straightforward allegory for the sacrifices demanded by the new nation-state, with scientists and doctors as the exemplary figures capable of selflessness. Cancer becomes an opportunity to demonstrate selfless sacrifice for the nation-state, embodied in the figure of the chaste Indian woman.

However, such a straightforward reading obscures filmic Sita’s claims to recognition. She is more than just a mute figure over which male paragons stake their moral contest. Consider her journey through the film’s narrative. Through the first half of the film, Dharmesh’s mother and Ram malign the moral laxity of that unnamed woman in Dharmesh’s past who betrayed him. They do not know that the object of their condemnation is really Sita, who remains silent under the burden of these accusations. In public, Dharmesh defends this woman in his past, elevating her to the status of a goddess equal to his vocation. But while speaking privately to Sita, Dharmesh joins with these accusations, questioning her decision to leave him. Sita breaks her silence at this critical moment. She reveals that her father had been in debt to Ram’s father, who had agreed to forgive the debt if Sita married Ram. At the time, Ram had not been told of his diagnosis. Thus, while the protagonists of the film accuse Sita of betrayal, she reveals instead the more difficult moral choice that had been put before her—the choice between familial dishonor and personal love. In contrast to the moral clarity of Dharmesh’s and Ram’s self-sacrifice, then, we find Sita navigating a much trickier ethical terrain, where neither choice before her allows for virtuous resolution. As the narrative unfolds, Sita comes to embody the weight of her ethical burden, fainting in a hysterical fit as the camera dances at acute angles to capture her derangement (figure 5.5). In moments such as these in the film, Sita’s derangement allows us a glimpse into the elisions and violence in Ram’s and Dharmesh’s quest for martyrdom made possible through their relation to cancer.
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FIGURE 5.2 Still from Dil Ek Mandir (1963). Dharmesh dies at the moment of telling Sita that Ram will be cured.
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FIGURE 5.3 Still from Dil Ek Mandir (1963). Ram and Sita commemorate Dharmesh by building a charitable hospital in his memory.


Dil Ek Mandir set into place a recognizable trope for Indian films about cancer in the 1960s: the disease interrupts the lives of cinematic protagonists and demands from them sacrifices to a national cause. In these films, cancer affords protagonists a chance to seize the disease as an opportunity to transcend their immediate difficulties, giving up their lives for the sake of the newly decolonized nation. But while the explicit sacrifice is often gendered male, the sacrifice of women is more subtly coded. They often bear the durative burden of the consequences of these heroic martyrdoms, living on with the knowledge of the sacrifice made on their behalf, while being disallowed the opportunity or voice to make the same sacrifices. C. V. Sridhar—who directed Dil Ek Mandir—made another cancer film in 1968 that further entrenched this trope.

Saathi begins with Ravi—a brilliant oncologist—returning from the United States to aid the Indian poor. He falls in love with Shanti, a nurse at the hospital where he works. Shanti and Ravi become close when her mother is diagnosed with cancer. When Shanti’s mother dies, Shanti and Ravi commit themselves to marriage, driven not only by love but also by their commitment to serving the nation by finding a cure for cancer together. But while Ravi’s research flourishes, Shanti develops a heart condition she hides from him. In the film’s first sacrifice, Shanti runs away so that she no longer distracts him from his vocation. Soon after, Ravi receives news that Shanti has died. Ravi is distraught and devotes himself to his work. He agrees to remarry out of respect for his stepparents, who have always wanted him to marry their daughter Rajni. Rajni tries to take Shanti’s place in his life, but he insists that she does not show the same ethical high-mindedness. Driven to despair by Ravi’s inattention, Rajni tries to commit suicide by drinking the chemicals in his laboratory. Ravi intervenes to save her but is blinded in the process.


[image: ]
FIGURE 5.4 Still from Dil Ek Mandir (1963). Ram asks Sita to reconcile with his death.
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FIGURE 5.5 Still from Dil Ek Mandir (1963). Sita is about to collapse under the weight of her sacrifice.


In a maneuver typical of the Indian melodrama, an unlikely coincidence leads to an unexpected revelation: we find that Shanti is not only alive but also cured of her heart ailment. She returns to Ravi but, finding him married to Rajni, resolves to conceal her identity. Instead, she enacts another sacrifice— she assumes a different name and nurses Ravi, aiming to return him to cancer research. Ravi, however, is distracted; grieving for Shanti, he refuses surgery. He talks of his love for Shanti (whom he still presumes dead) as a mirror of Ram’s love for Sita in the Ramayana. However, with much effort, Shanti coaxes him to agree to the surgery. Her duty fulfilled, she then seeks to enact a third sacrifice by killing herself for the sake of Ravi’s marriage. But with his sight restored, Ravi saves Shanti just in time, finally recognizing her to be his dead wife come back to life. These exemplary sacrifices are too much for Rajni, who bears witness to Ravi and Shanti’s unerring commitment to cancer research. Inspired by Shanti’s selflessness, she abandons her attachment to Ravi and commits herself to becoming a nurse, allowing Shanti and Ravi to reunite in marriage. If Dil Ek Mandir established the cancer film as a canvas for male self-sacrifice to the vocation of medicine, Saathi allows for female sacrifices for similarly lofty goals. At the same time, the echoes of Dil Ek Mandir are unmistakable; Saathi reiterates its message that conjugal and romantic love must be sacrificed for a greater cause—finding a treatment and cure for cancer, which in turn demonstrates the ideological ambitions of postcolonial India and its newly inspired citizens.

The sanctity of the newly decolonized nation in Dil Ek Mandir and Saathi frames the sacrifices it demands as both necessary and self-evident. But Satyakam, released a year after Saathi in 1968, presents a more cynical view of the postcolonial nation-state. The film’s narrative begins in the year of Indian independence. The protagonists, a cohort of engineering students, feel all the optimism of the promise of decolonization. The film follows two of these students, Satyapriya and his friend Narendra, both of whom look forward to a life of nation-building, service, and social renewal. Soon, however, Satyapriya’s life falls apart. His name translates to “a love of truth,” and it is precisely his uncompromising fidelity that is his downfall. Even as he seeks to build the infrastructure of a new nation with dams and bridges, he is confronted by the persistence of feudal corruption that has seeped into the national bureaucracy. Satyapriya refuses to make the moral concessions demanded of him, and he is fired from one job after another. He is forced to abandon his engineering dreams, resigning himself to working as a poorly paid state regulator. In the meantime, he marries Ranjana—a dancer whose reputation is left in question after she is assaulted by a feudal lord. Even as he partially repairs her social standing through marriage, Satyapriya loses his own and finds himself isolated from his kin.
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FIGURE 5.6 Still mounted on lobby card for Satyakam (1969). Image from Osianama Research Centre Archive, Library and Sanctuary, India.


Finally, Satyapriya is diagnosed with lung cancer, brought about by his one and only vice: the cigarettes he smokes to ameliorate the stress of the poverty brought on by his high moral code. It is as if the failed promise of the Indian nation-state brings about Satyapriya’s disease. After his cancer diagnosis, Satyapriya’s condition quickly deteriorates, and his wife faces a difficult moral choice. Through the course of the film, Ranjana is devoted to him, even as his moral code leaves them in poverty. As Satyapriya lies on his deathbed, Ranjana despairs over how she and their child will survive after his death. At this moment, a man from Satyapriya’s past approaches her with a plan, promising Ranjana money and future security if she can convince Satyapriya to approve a dubious engineering project. By this time, Satyapriya’s cancer has progressed so far that he cannot speak. When Ranjana comes to him with the papers that might ensure her future, he looks disappointed but nevertheless signs them, breaking for the first time in his life from his moral code. While taking the papers from him, Ranjana sees the sadness in Satyapriya’s eyes and rips them up. As his final act of authority in the film, Satyapriya smiles approvingly. At the precise moment he loses his voice, Ranjana becomes a cipher for his moral certitude, while taking on the burden of its unrelenting violence into her future.

Satyakam forms a triad of 1960s cancer films with Dil Ek Mandir and Saathi. In each, the conjuncture of cancer, kinship, and nation compels sacrifices from its protagonists. It is not accidental that all three films share the generic form of the melodrama—a popular aesthetic that runs through Hindi cinema, with especially particular intensity in the 1950s and 1960s. As it happens, the choice of melodrama as a generic mode was a felicitous one in representing cancer. The genre, often castigated by critics for departing from the ideal of realism, offered several opportunities for thematizing the trope of sacrifice that is at the center of these films. Definitionally, melodramas portray virtuous protagonists beset by forces more powerful than they are, enacting a pathos of suffering in response to powerlessness.8 In these films, cancer stands in for the tragedy that has overwhelmed virtuous protagonists, depriving them of control over their lives and actions. But, as is typical with melodramas, these films framed the violence of the disease within a much more encompassing canvas than personal despair. Indeed, the felicity of the form is how it connects vastly disparate scales—the personal, the familial, and the national—allowing them to imagine the reverberations of a cancer diagnosis across the disparate domains. In Peter Brooks’s canonical description of the melodrama, the mode emerges in the wake of modern social and political transformations, focusing narrative attention on the disjointed interior states of its protagonists.9 More specifically, melodramas seize upon the perceived disjunction in these times of how things are and how they should be, and how this disjunction impinges on their protagonists’ quest for fulfillment. In Hindi films of the time, the social disjunction was between the promise of decolonization and a reality of the social inequalities that persisted in its wake. For Dil Ek Mandir and Saathi, still animated by decolonial hope and promise, male protagonists seized upon cancer as a mode through which to enact social reform through personal sacrifice. But if Dharmesh’s death in Dil Ek Mandir still took part in the heady potentiality of national reform, Satyapriya’s death in Satyakam revealed decolonization’s disappointment. Reform through sacrifice was no longer a possibility. Through the melodramatic form, then, these early films achieve a magnification of cancer onto a national scale. The form of the melodrama opened the personal to the national and the private to the public in ways that offered a fascinating commentary on the disease.



The Magical Cancer Patient

Importantly, Ravi Vasudevan qualifies Brooks’s description of the melodrama to show how its Indian iteration privileged not individual interiority but that of the family.10 The sacrifice of men thus takes place not only in relation to the nation but also in relation to the men’s familial roles, alongside the subtler disjunction between the interior and public lives of their wives. That is, while protagonists could often seize control of their fates by enacting a will to martyrdom, the sacrifice of women was far more subtly coded. If Ram, Dharmesh, Ravi, and Satyapriya each dictated the form and orientation of their sacrifice, women in the films bore the consequences of their moral choices, compelled to witness and make sacrifices not always of their choosing. In Dil Ek Mandir, Sita bore the poisonous past of having been sold to Ram for the sake of familial honor. In Saathi, Shanti denied herself happiness to the point of self-destruction, so that Ravi’s sacrifices might be writ large upon the nation. And, most tellingly, in Satyakam, Ranjana and her child were sentenced to a lifetime of poverty, but only after she learned to choose this suffering for herself at Satyapriya’s deathbed. The pathos of women in these melodramas was never a resolved concern (as it was for men who earned salvation through sacrifice) but an essential blockage that could not be transcended. Women’s suffering was durative in a way that condemned them to an enduring abjection.

For feminist film critics studying this kind of representation of women in melodrama, this tendency of the genre to dramatize abject female suffering without resolution posed a problem.11 These critics were uncomfortable with the denial of agency and the passivity in these portrayals while they sought at the same time to recuperate the power of melodramatic pathos. Christine Gledhill presented a way out of this bind by suggesting that the root of melodramatic pathos was not simply the spectacle of suffering but the revelation of the violence of recognition.12 That is, Gledhill argued that the pathos of melodrama was because audiences—made aware of a “true” context— became witnesses to a universe in which the actions of female protagonists were fated to misrecognition. This is a persuasive way to read the representations of Sita, Shanti, and Ranjana. Their suffering testifies not to their passive victimhood but to the structure of recognition in which only certain kinds of martyrdom (gendered male) can find fulfillment. Their sacrifices— to bear the durative burden of male sacrifices on their behalf but not of their choosing—are not allowed to become the central structuring principle of the film. But in certain moments I described, their sacrifices erupt onto the filmic screen. For brief moments, women externalized their previously unexpressed interior selves, partially through words, but also through action.13 Most evocatively, this eruption appeared in Sita’s near-hysterical collapse, as she captured in gesture and movement the structure of misrecognition in which she was consistently denied voice. More subtly, it appeared as Rajni’s will to self-harm, driven to desperation by her violent rejection by Ravi, who is literally blinded by his desire to sacrifice himself to find a cure. And it appeared also in Shanti’s and Sita’s near deaths, as they bore the violence of misrecognition in which their sacrifices could find no words, while those of their husbands turned them into heroic martyrs to the cause of cancer’s cure.

If Indian films about cancer in the 1960s represented the gendered relation between nation, disease, and sacrifice, the next decade witnessed a dramatic change in this cinematic orientation. Even as Satyakam became a critical success in later decades, the film’s contemporaneous commercial failure prompted its director, Hrishikesh Mukherjee, to doubt the pedagogical capacity of cinema to educate and incite social change.14 His next film grew out of this disappointment and resulted in the most well-known cultural representation of cancer in India. Released in 1971, Anand tells the story of a cancer patient living out his last months with the disease. In contrast to Satyakam, the film received immediate critical and commercial acclaim and launched the career of Indian cinema’s most famous actor, Amitabh Bachchan. Anand begins where Satyakam leaves off: Bachchan plays Bhaskar Banerjee, a doctor driven to alcoholism by the failure of the promise of decolonization. The first shots of the film include a montage of destitution in urban slums, as Bhaskar wanders around in frustration, unable to ease the suffering of the urban poor.

Recall that in Satyakam cancer appears as an outcome of Satyapriya’s unwavering moral code, allowing him to demonstrate his incorruptibility even in the face of death. Class is front and center in that film’s narrative. Satyapriya is driven to destitution, while his more corrupt counterparts thrive; the difference between him and the social world he lives in narrativizes the abject failure of the promise of decolonization. In Anand, cancer fulfills a remarkably different narrative function: it helps evade difficult moral choices. Bhaskar is rescued from his despondency about social inequality by Anand’s relentless cheerfulness.15 Anand confounds Bhaskar and compels his undivided attention because he seems magically unaffected by his terminal prognosis; he makes no demands of treatment or sacrifice. If Anand is exemplary, his example demonstrates that by turning away from difficult social questions, happiness remains available to those who are able to seize it through personal will. Thus, Anand sings and laughs his way through the film, while politely recusing himself from company at the first sign of physical symptoms, coughing up blood in privacy. Lawrence Cohen describes this humanism of Anand as perverse: despite Bhaskar’s early anger at state failure, the film suggests that death comes as inexorably even to the middle class, in the shape of cancer.16 It is no longer class that matters in determining disease and death, then, but the ability of patients and kin to bear suffering with resilience and optimism.
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FIGURE 5.7 Song synopsis booklet for Anand (1971). Image from Osianama Research Centre Archive, Library and Sanctuary, India.
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FIGURE 5.8 Still from Anand (1971). Anand lifts Dr. Banerjee’s spirits, moments before his final collapse.


Bolstered by Anand’s success, Hrishikesh Mukherjee made another cancer film soon afterward. Released in 1974, Milli told the story of a female cancer patient whom many critics describe as a female version of Anand. As with Anand, the title of the film is eponymous with its protagonist, who responds to her diagnosis with a frightening degree of cheerfulness and hyperactivity. As with Anand, the role of every supporting character in Milli is to marvel at her spirit. And as with Anand, the despairing character played by Amitabh Bachchan is the foil to Milli’s optimism. Milli unfolds much in the same way as Anand; over the course of the film, Milli transforms Bachchan’s despair into love and optimism. At the end of their respective films, Anand dies and Milli’s death looms. But through their deaths, they offer restitution and recovery to proximate others, rescuing them from anomie and despair. Even as they cannot recover from their own illnesses, Milli and Anand return life to others.

In one respect, then, Anand and Milli resembled the Indian cancer films that preceded them in that the disease is transformative of all those who encounter it. But if transformation in the 1960s meant selfless sacrifices to the nation, the telos of change is much less ambitious in the films of the early 1970s. The orientation of sacrifice is not toward a nation but, more modestly, toward palliating the psychological distress of proximate friends, families, or lovers.



Dramas of Disclosure

Hindi cancer films that followed Anand and Milli continued to focus on the distress suffered by those surrounding the one who is ill, but they did so without the magical cancer patient as their primary narrative agent. Rather, the dramatic events in this next set of films were motivated by crises brought on by the concealment and disclosure of the cancer diagnosis. These films are a fascinating analogue to the cancer concealment described in prior chapters, where I found my fieldwork interlocutors exploring the possibilities of the subjunctive—of living in the space of the “as-if”—offered by partial and strategic concealments. The protagonists of films about concealment resemble my ethnographic interlocutors in that they too traffic in the indeterminacies of partial disclosures. At the same time, the narrative structures of these films force moments of dramatic reckoning and confession that were often deftly avoided by my interlocutors in my face-to-face fieldwork. In this, the films offer up a contrastive mirror to my ethnography, dramatizing the stakes of disclosure.

To elaborate, these films of the late 1970s and 1980s portrayed disclosure as an event as devastating and dramatic as the diagnosis. Released in 1978, Ankhiyon Ke Jharokhon Se (The window of the eyes) provides a good example. The film centers on the love between two undergraduate students, Sachin and Lily. When Lily falls unwell, she is taken by her mother to a doctor for diagnosis. The film then tracks a cascading series of concealments and disclosures. First, the doctor who receives her tests hesitates to tell Lily’s mother. When he finally does, the film cuts to an explosive hiss from a pressure-release valve in the doctor’s laboratory; the sound drowns out the utterance of the word “cancer” and the mother’s subsequent scream and collapse. This filmic metaphor describes the subsequent series of disclosures: each unblocks and releases pent-up narrative tension. Lily’s mother hides the diagnosis from Lily, who only finds out she has cancer after spying on both her mother and the doctor. This is the first time the film allows the word “cancer” to be spoken. Lily then pretends to her mother she does not know, hoping to spare her a difficult conversation, instead presenting a hyperactive cheerfulness to disguise her own shock. But unlike in Milli and Anand, this cheerfulness collapses within minutes; Lily cannot keep up the pretense of optimism and collapses into a deep catatonic shock. At this point, Lily’s mother goes to Sachin’s father to break off the couple’s engagement. Again, she tries to hide the reason behind her decision. She collapses again when Sachin’s father forces the truth out of her, as if felled by the weight of uttering the word. Now all three conspire to hide the diagnosis from Sachin. He is understandably confused and only finds out the truth when he overhears his father talking to Lily’s doctor.
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FIGURE 5.9 Still from Ankhiyon Ke Jharokhon Se (1978). The doctor hesitates to tell the diagnosis.
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FIGURE 5.10 Still from Ankhiyon Ke Jharokhon Se (1978). The film cuts to the hiss of a scientific pressure machine releasing steam and drowning out the word “cancer.”
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FIGURE 5.11 Still from Ankhiyon Ke Jharokhon Se (1978). Lily’s mother is left in catatonic shock after hearing the word “cancer.”


For a brief period in the film, everybody knows Lily has cancer, and they all hope and fight for her treatment. The faith of the 1960s films in the Indian medical vocation is absent in this film; instead, the characters wait desperately for an American cancer doctor to arrive and cure Lily. Lily, however, does not live long enough for this foreign operation.17 The film ends with Sachin becoming a doctor, promising to live on, inspired by Lily’s sacrifice. Sachin’s elegiac commitment to his vocation echoes the centrality of sacrifice in early Indian cancer films. But the echo is faint, and sacrifice is an afterthought to a narrative preoccupation with disclosure. Thus, cancer’s function as a narrative device shifts again. Sacrifice to another— nation, friend, or lover—remains a central preoccupation. At the same time, sacrifice takes the form of concealing the diagnosis. In other words, the burden of sacrifice spreads across kinship relations, demanding that each protagonist show his or her capacity for selflessness by taking turns in swallowing and hiding the poisonous knowledge of cancer.

Released in 1981, Prem Geet (Love song) raises these new narrative stakes of concealment and disclosure. The film follows the love between a poet and a dancer—Akash and Shikha. When Shikha becomes ill, Akash takes her to a doctor, who cryptically tells Akash to break off his engagement with Shikha. When pressed, the doctor reveals to Akash that Shikha has a brain tumor. Both Akash and the doctor conspire to hide the diagnosis from Shikha. Akash goes on to marry Shikha despite knowing her terminal prognosis, hoping to give her a few months of happiness before her death. At first, Akash’s father is opposed to the marriage, but he comes around when told of Shikha’s diagnosis and the high-mindedness of Akash’s sacrifice. Akash and his father now resolve to keep the diagnosis from Akash’s mother. Much of the film unfolds as a drama where the male protagonists bear the poisonous knowledge of Shikha’s cancer, while the female protagonists—Shikha and Akash’s mother—celebrate an imminent marriage. After marriage, as Shikha’s condition deteriorates, Akash allows both women to believe that her physical symptoms are symptoms of a pregnancy. As the family prepares for a fictitious child, Akash’s sacrifice takes on more serious proportions. Eventually, Shikha finds out about her own diagnosis during a visit to a gynecologist. Determined to outdo Akash’s sacrifice and to return his gift of concealment, she convinces her doctor not to let anyone else know that she knows. Her final gesture in the film is to perform a last dance at a benefit for a cancer hospital. Akash finds her and stops her before she begins her performance. It is as if the privilege of sacrifice is the provenance of only the male protagonists in the film. Shikha dies moments after Akash’s rescue, as he carries her dying body back into the threshold of the domestic.
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FIGURE 5.12 Still from Prem Geet (1981). Akash carries Shikha back across the threshold of his house moments before her death.


With Prem Geet, we have come a long way from the early cancer films, even as it shares their trope of sacrifice. Even as women appeared as stereotypes of self-abnegation in those early films, they retained a capacity for knowledge and action. Sita, Shanti, and Ranjana wielded their knowledge and their agentive capability to sacrifice, even as their knowledge and sacrifice were misrecognized and eclipsed by their male counterparts. But Akash denies Shikha even the gesture of a muted self-sacrifice. Not only is she kept from the knowledge of her disease, but the other characters also lead her to believe she is pregnant. Confined to inactivity and domesticity, she is rendered incapable of speech or action to give her own death meaning.

In Peter Brooks’s canonical description of the form, the power of melodrama is its ability to put forward in gesture, music, or pantomime what cannot be put forward in words. As such, the melodramatic form offers powerful possibilities in representing a disease whose experience and representation are replete with elisions and concealments. But here, the enactment of melodrama takes on a different affective telos. In the films of the 1960s and 1970s, the genre afforded women the possibility to testify—through embodied and gestural excess—to the structure of misrecognition in which their voice was fated to never be heard. In these later films, the subject of sacrifice is no longer the nation or a greater social good, but the immediate psychological well-being of the woman herself. Women no longer stand in for projects of social reform but become voiceless, passive sufferers. They can no longer even sacrifice themselves for a greater social good. Rather than opening spaces and possibilities of expression, these films further constrain the range of women’s expressiveness. The performative excess of Shikha’s desire to dance and turn her cancer into a charity benefit is halted because it threatens to eclipse her husband’s sacrifice for her. In these dramas of disclosure, women are no longer active helpers in transforming cancer into a reformist national project.



A Disease for the Affluent

The 1990s were a quieter decade for cinematic representations of cancer in India. However, filmmakers returned to the theme at the turn of the century, developing narrative concerns with disclosure in new ways. At the same time, these newer films, produced after economic liberalization, contrast with those of earlier decades in one important way: cancer seems to appear only in the lives of the wealthy. Vaada Raha (I promise), released in 2009, exemplifies this cinematic orientation. The film’s hero, Dr. Dyanesh Chawla, goes by the transnationally legible name Duke. Duke exemplifies the fantasies of a world after India’s economic liberalization; he moves across an opulent global space of clubs, designer clothes, and sports cars, transcending all regional boundaries. His wealth comes from his work as a brilliant cancer surgeon and researcher. After receiving a grant from the American Medical Association to continue his search for a cure, he proposes marriage to his girlfriend, Pooja, but before they can get married, he is paralyzed in a car accident. In a stark reversal of the conjugal sacrifices characterizing the films of earlier decades, Pooja abandons him over the phone, sending Duke spiraling into suicidal depression. Rehearsing the trope of the magical cancer patient, a child named Roshan (whose name translates as “light”) brings sunshine into Duke’s life: he draws open the curtains in Duke’s hospital room and tells him cheery stories from the world outside. Like Anand and Milli, Roshan infects all around him with his hyperactive optimism. Sure enough, Duke’s spirit is revived, and he returns to surgery and research, even discovering a cure for leukemia. However, his happiness is tempered when he learns that Roshan died moments before his discovery: he had been a leukemia patient all along and had hidden his diagnosis from Duke. The final scene of the film finds Duke reunited with Pooja and playing with his son, whom he has named after Roshan.
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FIGURE 5.13 Still from Vaada Raha (2009). Roshan opens the windows, bringing light into Duke’s life.


While Vaada Raha resembles Anand and Milli in resuscitating the trope of the magical cancer patient, its mise-en-scène of global opulence is a new development in the Indian cancer film. It is in keeping with broader trends at the turn of the century when Hindi cinema mutated into “Bollywood” and oriented itself toward national and transnational elites.18 Critics and audiences alike punished Vaada Raha for having a narrative that seemed implausible, even within the generous allowances of fantasy afforded by the aesthetics of Hindi film. But the runaway success of Waqt : The Race against Time a few months later suggests that Vaada Raha might have fared better if it had cast more commercially reliable stars.

Waqt returned Amitabh Bachchan to the Hindi cancer film after his success in the genre in Anand and Milli. This time, however, Bachchan plays a cancer patient. Waqt is symptomatic of Bachchan’s late career. After his work in Anand and Milli, Bachchan became synonymous with the heroic trope of the “angry young man” in Hindi films in the 1970s: he played violent, antiauthoritarian characters who channeled intense social discontentment. In contrast, in the years following India’s liberalization, Bachchan has almost exclusively played the role of a wealthy patriarch—conformist and conservative in his social attitudes.19 His role in Waqt is no exception. He plays Ishwarchand Thakur, a rich patriarch whose only vice is his excessive love for his profligate son, Aditya. After Aditya’s marriage to his equally wealthy fiancée, Pooja, we find out that Ishwarchand has been hiding his terminal cancer diagnosis from Aditya; he did not want to dull the joy of his son’s marriage. But as his disease progresses, Ishwarchand worries about Aditya’s future. He banishes Aditya from his house to teach him to fend for himself. Remarkably, the banishment only extends to the house’s physical walls, and Aditya continues to live in Ishwarchand’s palatial outhouse. Yet, Ishwarchand is shattered by having to harden his heart against his son. To mend his fortunes, Aditya turns to a televised competitive game show and qualifies for the grand finale, nearing his goal to become a rich and successful actor. Ishwarchand is overjoyed and now has another reason to conceal his diagnosis: he does not want to distract Aditya from achieving success. But Aditya finds out about his father’s diagnosis on the night of his performance. In his own act of self-sacrifice, he does not perform but begs the audience to pray for his father’s health. The stakes of this sacrifice are low; the audience responds to his piety, and he wins the competition without having to perform. The family reunites moments before Ishwarchand’s death, but he lives on as he can name his grandson after himself in his dying breath. The patriarch dies of cancer but, in his death, gifts his son his name and wealth.
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FIGURE 5.14 Film poster for Waqt: The Race against Time (2005). Image from Osianama Research Centre Archive, Library and Sanctuary, India.


With films like Vaada Raha and Waqt, we are far removed from the hints of progressive concerns in the films of the 1960s. In their single-minded focus on the reunification of wealthy families, they also move away from the films of the 1970s. That is, if social difference was the focus of the films in the 1960s, it remained implicit in the 1970s, even as it was pushed to the margins of narrative concern. Recall the opening scene of Anand, where Bachchan wandered around distraught in Bombay’s slums, frustrated by his inability as a doctor to treat cancer among the poor. Also recall the closing scenes of Ankhiyon Ke Jharakon Se, where Lily’s death led to Sachin’s commitment to a philanthropic medical vocation in her memory. The 1970s films pushed social responsibility to the edges of narratives but did not completely dismiss the need for some social reform. After the turn of the century, however, the elision of class and collective suffering reached its apogee, and cancer as a disease seemed only to afflict the country’s wealthy.

Indian cancer films have thus produced many visions of the normative. To summarize: In the 1960s, the first set of cancer films magnified disease onto the space of national sacrifice and reform. Through the 1970s, this outward magnification was inverted, as the genre drew inward to psychological dramas of cheerful resilience. In this second generation of cancer films, the object of sacrifice turned toward a proximal other—a lover or a friend—and their individualized distress. Finally, films about cancer after the turn of the century took flight from concerns about social inequity, narrativizing the importance of familial unity and stability as a response to cancer. Thus, over time, the cinematic imagination of cancer transformed from a concern with the nation and its citizens, to intimate psychological dramas, and finally to a world of affluent patriarchy.



Blurred Realties

If the star persona of Amitabh Bachchan—as it develops through Anand, Milli, and Waqt—is one way to synoptically arrange these shifting orientations of the Indian cancer film, the dynastic Dutt family is another. Sunil Dutt was one of Indian cinema’s most well-known actors from the late 1950s to the 1980s. His breakthrough role was alongside Indian cinema’s most highly regarded actress, Nargis, in the Oscar-nominated Mother India. Nargis and Sunil Dutt married soon after making the film, and their son— Sanjay Dutt—is now one of contemporary Indian cinema’s most successful actors. Cancer intersects the biographical and cinematic lives of the Dutt family. In 1979, Nargis was diagnosed with pancreatic cancer and was flown to Sloan Kettering Memorial Hospital in New York for treatment. After two years of treatment in New York, she returned to India, only for her condition to worsen. Sanjay Dutt flew her team of doctors from New York to India, but she passed away before they could treat her again.20 Through the course of Nargis’s treatment, Sunil Dutt made his first and last foray into film direction with Dard Ka Rishta (A relation of pain).
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FIGURE 5.15 Film poster for Dard Ka Rishta (1982). Image from Osianama Research Centre Archive, Library and Sanctuary, India.


Released in 1982, the film narrativizes Dutt’s distress at his wife’s death the previous year. During Nargis’s treatment, Dutt had resolved to start an Indian cancer foundation in her name: Dard Ka Rishta begins with a title card announcing the foundation and promising to it Dutt’s earnings from the film. In the film Dutt plays Dr. Ravi, who is married to a cancer researcher, Anuradha. They live in New York and work at Sloan Kettering. The film begins with Dutt receiving a job offer from Tata Memorial, the famous public cancer hospital in Bombay. He is resolved to go, but Anuradha refuses to return to India because she does not believe she will have research facilities in Bombay comparable to those in New York. Echoing the films of the 1960s, her commitment to research is motivated by the leukemia diagnosis and death of her young brother. Ravi sees the conundrum, telling Anuradha: “You cannot betray your brother; I cannot betray my country.” This becomes the film’s “relation of pain”: if exegetically the film is motivated by Dutt’s pain in separation from Nargis, diegetically it is transformed into Ravi and Anuradha’s divorce. They are both committed to cancer, but the gap between treatment and research is irreconcilable. Exegesis and diegesis collapse again in the appearance of Dr. Edward Beattie as a character in the film. The famous physician who headed Sloan Kettering from 1966 to 1983 had treated Nargis.

Ravi returns to India to help the Indian poor at Tata Memorial. The film text again blurs diegesis and exegesis. Over a series of montages of suffering among the Indian poor, Dutt proclaims that there can be no answer to cancer unless “our socialism leaves the grasp of our constitution and enters the sunlight of our country; that is the only cure.” Dutt nonetheless struggles against all odds to save as many patients as he can. Here, the film introduces the character of a freedom fighter who had fought for India’s decolonization. He comes to the hospital for Ravi’s care and is diagnosed with treatable cancer. However, he refuses to go abroad for treatment until the poor in the country have the same opportunities for care; even though he has the means to receive treatment, he will die. He threatens the political establishment in a direct address to camera: “I will die, and my death will haunt the parliament houses of this country.”

In watching Dard Ka Rishta, audiences would have known of the real-life subtexts of the film. The film is informed not only by Nargis’s death but also by the controversial decision to send the Indian president Sanjiva Reddy to Edward Beattie at Sloan Kettering for treatment in 1977.21 During a routine checkup, doctors at AIIMS discovered a small lesion in the president’s lungs. A panel of twelve doctors at the institute referred the president’s treatment to Dr. Beattie—the same physician who would later treat Nargis—rather than treating him in India. This decision not only was criticized by India’s leading oncologists but also troubled the new prime minister, Morarji Desai. In somewhat of a panic, Desai sanctioned the quick import of two linear particle accelerators, the most expensive radiotherapy machine at that time, with each machine costing about 2 crore rupees (38 crores postinflation, or about US$5 million). An angry editorial in the Economic and Political Weekly announced that ten cobalt radiotherapy machines could have been imported for the same price.22 Cobalt machines were arguably equally effective in treating cancer and would have been able to treat about three times as many patients as the linear accelerators in the same time. It was shortly after this controversy that the government announced the decision to set up a dedicated cancer hospital at AIIMS, the site of my fieldwork described in the first chapter. In a fascinating postscript to this story, Lawrence Cohen contrasts the consternation around Reddy’s foreign operation with the absence of controversy around Sonia Gandhi’s visit abroad for cancer treatment.23 In 2011, Gandhi, the leader of the Congress Party, traveled to the United States for a procedure to treat her cervical cancer. But this time, unlike with Sanjiva Reddy, Gandhi’s visit caused little dismay in the media. Instead, reporting focused on the fact that her doctor was a nonresident Indian, celebrating his personal triumphant arc as he had transcended the disadvantage of his birth in a small Indian village.
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FIGURE 5.16 Still from Dard Ka Rishta (1982). Dr. Edward Beattie from Sloan Kettering Hospital in New York tells Ravi (Sunil Dutt) of a job offer for Ravi from Tata Memorial Hospital. Behind the desk stands a mounted picture of the Indian president Neelam Sanjiva Reddy, who had recently been treated by Dr. Beattie.
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FIGURE 5.17 Still from Dard Ka Rishta (1982). A freedom fighter tells Ravi that he would rather die than receive cancer treatment that is unavailable to other citizens.


Thus, while Dard Ka Rishta echoes the concerns about national sacrifice pervasive in cancer films before its own time, it also catalyzed a specific, contemporaneous alarm in the 1980s with the perceived failure of Indian hospitals to treat the disease. Two decades later, cancer and disease would return transformed to the forefront of the Dutt family’s cinematic concerns. In the 2003 film Munna Bhai M.B.B.S.—one of the biggest box-office successes of the last two decades—Sanjay Dutt plays the role of a gangster-turned-doctor. Although Sunil Dutt had retired from cinema, he returned to play Sanjay’s on-screen father, who wants his son to become a selfless doctor for the poor. Unwilling to disappoint his father, Munna pretends to be one and creates a fake charitable hospital in his father’s name. However, Munna is found out and is ostracized by his father. Determined to make amends, Munna enrolls in a “real” medical college. He quickly rises to fame as a student because of his almost magical ability to cure patients with a hug, a method of comfort taught to him by his mother. The film becomes a tussle between the unfeeling profession of biomedicine personified by the college’s dean, Dr. Asthana, and Munna’s unconventional method of compassionate healing. The test of the two paradigms appears in the form of a depressed young cancer patient, Zaheer. Munna brings comfort to Zaheer, who comes to believe Munna is endowed with a magical gift. In his dying breath he looks to Munna for a cure, but Munna cannot bring him back to life. Instead, Zaheer dies while encircled by Munna’s magical hug. Munna is devastated by this failure and leaves the college, much to Dr. Asthana’s joy. But another patient in a vegetative state returns to life to vouch for Munna’s goodness, convincing Dr. Asthana of his folly.

The bigenerational Dutt films—Dard Ka Rishta and Munna Bhai M.B.B.S. —capture two broad trajectories of Indian cancer films. On the one hand, Dard Ka Rishta is an example of melodramatic alignment of cancer as simultaneously a public and private ethical crisis. The disease demands sacrifices, and in Indian cinema of an early postcolonial period, the sacrifices to the new nation-state took precedence over the desires of immediate kin. On the other, Munna Bhai M.B.B.S. exemplifies a cinematic turn inward to consider the disease’s effect on individual interiorities. The ethical crisis produced by cancer shifts from concerns with nation and citizenship to a matter of interpersonal compassion. Thus, in its many, varied representations of cancer, Indian film reveals how different historical moments inflect aesthetic concerns. In each of these films, cancer plays the role of a transformative agent. But the object of transformation is an ever-shifting target: from the nation, to a proximate other, to the concerns of postliberalization wealth and the retrenchment of traditional family values in a time of social change.



The Felicity of Melodrama

I was drawn to exploring films about cancer when I found public health experts and physicians demeaning them for presenting a bleak picture of life with the disease. These elite experts and physicians believed that the overwhelming sense of melodramatic pathos in Hindi cinema was detrimental to the psychological well-being of their patients. My reading of these films takes exactly the opposite tack. Rather than castigate pathos and melodrama, I find them to be aesthetic choices felicitous to imagining and magnifying the stakes of ethical crises in social relations around cancer. For example, in the early decades after decolonization, the disease set the stage for protagonists to sacrifice themselves for the greater good of the nation. In the middle postcolonial period, films retreated from this preoccupation with public responsibility into familial psychodramas about hope and despair after diagnosis. And after economic liberalization, films further departed from their prior pedagogical impulses toward social good, and cancer appeared only in the celluloid lives of the elite and as reinforcing “traditional” values.

For each of these films, then, the aesthetic conventions of the melodrama opened several possibilities for imagining the pathos of the disease. Many films narrativized how kin cared for each other by taking on the burden of concealing the diagnosis. To do so, they took recourse to the mode of melodrama to narrativize how this concealed knowledge came to reside in the bodies of protagonists, eventually destroying them or driving them to the point of madness. Others told stories of how men fighting the disease sacrificed themselves while women silently bore the weight and consequences of these heroic sacrifices long after the men’s death. Through the narrative device of cancer, these films took up melodrama’s preoccupation with the long-standing suffering of virtuous female protagonists. Yet other films explored whether patients could transcend their suffering through a heightening of optimism and hope, deploying melodrama’s ability to dramatize excesses of affect. Adopting the conventions of melodrama, they took on the ambitious task of magnifying the stakes of the disease—the failed promise of decolonization, the propriety of gender roles, the decline in family values, the duties of care placed upon kin, and so on. And in their resolutions, often achieved through the death of a protagonist, each film offered moral lessons about how to transcend the trouble cancer introduced into social life. The disease—and the crisis it produces in social relations—became a way to map personal subjectivities onto public imaginaries, connecting the two in surprising yet historically contingent ways. At the same time, this mapping was rarely complete or resolved. The eruptive presence of excess always threatened the surface of the text in filmic melodramas, a reminder to us of the dangers of abstracting the disease for the purposes of didactic, moral pedagogy.

The films about cancer I am most drawn to share one impulse with the cancer memoirs I find most compelling: they “capture something that is fundamental and generally unacknowledged—that the experience of illness and dying lies beyond our ability to describe it fully in language or to impart to it coherence or expressive form.”24 It is precisely these moments of uncertainty and hesitancy that are the felicity of certain aesthetic accounts of cancer, especially those in the early postcolonial representations of the disease. For example, films such as Satyakam, Dil Ek Mandir, and Saathi never fully resolve the ethical contradictions they set up in their narratives. In these early films, cancer offered male protagonists a chance to sacrifice themselves for the sake of the nation. And as the disease aligned with other kinds of social failures—the stigmatization of widows, bureaucratic graft, oppressive feudal customs, limited biomedical infrastructures—curing or transcending cancer similarly aligned neatly with a range of social reformist impulses.

However, this neat alignment could not obscure deeper, unresolved contradictions. As men sacrificed themselves, the costs of their sacrifice fell upon their wives. These sacrifices imposed a durative suffering on women, who were allowed brief moments of melodramatic eruption in which to verbalize this suffering. But mostly, women testified to this erasure through displays of emotive excess and embodied pathos. Caught within a structure of misrecognition in which they were fated to silence, they performed hysteria, self-harm, or self-erasure. Thus, if cancer afforded men opportunities of visibility and magnification, the structure of its filmic narratives disallowed this equal footing to women, whose sacrifice took the form of self-erasure. The easy metaphoric alignments of cancer with social reform always turned out to incur disproportionately gendered costs. Finally, then, I read these films as aesthetic reflections on the vast chasms the disease opens between subjectivity and its fulfillment, between experience and expression.

By narrativizing these deep contradictions and crises without fully resolving them, these early postcolonial films revealed the dangers of deploying cancer to proselytize a univocal message. In these early films, readers and audiences are offered a glimpse, however brief, into the durability and irresolvability of doubts and suspicions that closely haunt the experience of life-threatening illness. And it is precisely this openness to irresolution and contradiction that is lost in films of the last two decades, in which cancer serves to discipline protagonists into proper family values and gender roles, proselytizing cheer and optimism in response to the disease.
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ENDURANCE


Endurance is not the work of overcoming adversity, of moving on or moving else- where, but the practices of making do in a protracted moment of dire and even life-threatening uncertainty that seems so relentless it becomes ordinary.

—Zoë Wool, “In-Durable Sociality”

This book has been an exploration of my interlocutors’ many experiments with social relations through which they found ways to live with or alongside a cancer diagnosis. Cancer awakened doubts and skepticisms about social relations, articulating past vulnerabilities with present duress. To grapple with these doubts, my interlocutors staked models of pain, managed speech about the disease, and experimented with ways to absorb past histories into the present. This is not to say that these experiments were always successful: they took shape under conditions of social and economic constraint that continuously threatened to exhaust capacities for enduring the disease. In what follows, I describe the ethical force of this will to endure, in circumstances where pathways to collectivization and health care rights were not readily at hand.

In recent years, anthropologists have been troubled by a perceived disciplinary obsession with suffering.1 For example, Joel Robbins regrets that in the last three decades, suffering has become anthropology’s central preoccupation and guiding rationale.2 He is critical of this turn because he believes it frames suffering as the fundamental substrate of all human experience, erasing the proper subject of anthropological inquiry—cultural difference. To redress this disciplinary mistake, Robbins asks for a redirection of anthropological attention away from suffering and violence and toward social projects of hope, empathy, and care. I raise Robbins’s criticisms here because this book might well be accused of perpetuating an anthropological fascination with the suffering of others. In its pages, projects of radical social transformation are hard to discern. Indeed, when I write of hope, optimism, empathy, and care, I do so to point to their limits and false promises. Instead, my interest here is with the durable consequences of long-standing precarity and the slow, chronic violence of cancer that leaves few opportunities for survival, recovery, or transformation. Do I then present a picture of my interlocutors’ life as void of the possibility of ethical action, a problem that Robbins finds characteristic of contemporary anthropology? In describing practices oriented to endurance in the present, rather than transformation in the future, do I portray my interlocutors as passive bystanders to their fate? Indeed, as anthropologists partial to Robbins’s critique have asked, “What is the point in yet another description of the capacity of humans to feel pain and suffer?”3 This is a problem well worth discussion because its concerns extend beyond disciplinary anthropology, implicating allied fields (journalism, photography, and humanitarian work) whose practices similarly aim to respond to social marginalization.4

In responding to this critique, I share its concern about anthropology’s possibly voyeuristic attraction to suffering, but I do not agree with the clear lines such a critique draws between suffering and flourishing.5 Recent critiques, including but not limited to those of Robbins, distinguish between an anthropology attentive to suffering, and one that is attuned to well-being, ethical flourishing, and the so-called good life. Such a division misses something I have had occasion to describe many times in my ethnography: the close interlocking of care and violence, of empathy and neglect, and of hope and exhaustion, all of whose paths ran through each other in everyday practices of tending to cancer. More specifically, valorizing hope and optimism misses the pervasive cruelty of urging resilience as a response to cancer, in circumstances where recovery and survival are an ever-receding horizon. I argue, then, that separating descriptions of suffering and violence from those of hope and empathy sets up a false divide between trajectories of human experience that are often inextricably tied. Trying to distinguish the two zones of human experience misses how optimism and hope do not always ease suffering but are often the very conditions of their possibility.6 For example, in tracking palliative cancer care research, I found a recurrent call to operationalize Indian capacities for resilience in order to withstand pain caused by infrastructural neglect. In tracking how cancer entered conjugal relationships, I found practices of care tied to forms of violence in ways that blurred the lines between the two. In tracking the generic tendencies of cancer memoirs, I described their injunction to greet cancer with joy, as an opportunity to find a better life and expiate past sins. These injunctions were suffused with the cruel promise that if patients learned to love their disease, they would easily transcend suffering. And in exploring films about cancer, I found that their resolutions transformed suffering into neat moral lessons about how to find happiness and optimism in the face of death, looking away from their socioeconomic conditions of possibility. In these and many other ways, I was struck by how projects of hope, empathy, and care were often the very preconditions for the presence and continuance of suffering, rather than its redress. Often, promises of a way out—of recovering a “good life” or achieving a “good death”—were premised on fantasies that had little to do with the durability of distress in the everyday lives of my interlocutors.

It is difficult for me, then, to reconcile my ethnography with the anthropological demand to explore projects of hope, separating out such projects from those that are steeped in violence and suffering. Rather, my aim in this book has been to explore how my interlocutors made the present livable, rejecting calls to transcend the disease through the sheer force of optimism and personal will. Without recourse to collective projects that offered radical social transformation and health care rights, without often even the possibility of surviving and recovering from the disease, my interlocutors carved out strategies through which they negotiated care, kin, and bodily damage in the present. I suggest that for anthropology to find its ethical ground, turning away from these modes of endurance would miss an entire terrain of action and inventiveness that has been the focus of this book—projects that do not presuppose hope but that nevertheless strive to imagine a livable life. Such projects ask us to pause a moment in our construction of what ethical action in the face of constrained possibilities might look like. While anthropologists oriented toward hope look for ethical projects seeking to transform the present in search of a better life, my effort here has been to think of ethics not as such a project of becoming different but, rather, as a durative confrontation with circumstances and constraints as they are. Such a picture of ethics reveals the intense effort often required to stay the same, in conditions of slow and steady deterioration. In so doing, they call our attention to what Sandra Laugier calls an ethics of ordinary realism—an ethics attentive to what is right before our eyes—everyday projects of the maintenance of fragile worlds on the verge of collapse.7

I find it important to pay attention to such ethical projects of endurance not only because they reject false promises of hope but also because they are acutely diagnostic of the force and form of the violence they confront. In their response, projects of endurance reveal a particular slow violence, one directed at slowly exhausting capacities for life, rather than dramatically taking life.8 In his Collège de France lectures, Michel Foucault describes the historical relation of life and politics as a movement from an experience of the epidemic to the endemic. If in the Middle Ages, state power focused on the management of mass deaths because of fast-spreading and ever-looming epidemics, from the eighteenth century, it came to be concerned with another kind of threat—illnesses that were endemic. Endemics, in Foucault’s description, are not spectacles of epidemic catastrophe and mass-produced deaths, but rather a permanent threat to life that saps at a population’s strength. Avoiding the framing of cancer as something particularly new and distinct from diseases that have come before, I have developed the idea of cancer as endemic rather than epidemic. Throughout this book, I have suggested that cancer—a disease synonymous with crisis and rupture—is also a matter of slow, chronic, and endemic concern. Rather than distinguish between a catastrophic illness event and an endemic one, I take my cue from my ethnography to think of the two together—of crises that might become endemic, of catastrophes that challenge without entirely eluding everyday strategies of endurance.9

In her analysis of the persistence of colonial violence in the present, Ann Stoler offers an analytic of power in terms of duress.10 Thinking of power as duress draws attention to its elusive presence in everyday life and intimate socialities. Thinking of duress helps suspend an already clear sense of knowing what the relation between power and vulnerability looks like. In my work, thinking of the constrained life chances of my informants as duress helps to explain how a long history of marginalization and failed state policies attenuated capacities of endurance. Throughout my ethnography, there were few moments in which state failures revealed themselves in dramatic gestures. There were few moments in which I could easily identify, for example, how an act of denying care resulted directly in cancer or death. Rather, violence unfolded in the shape of slow-moving queues, as treatments delayed rather than denied, as intimate hostilities masquerading as care, and as circumscribed possibilities of speech demanding strategic concealments. In these and many other ways, forms of violence, inextricably tied to care and empathy, were hardly predictable in advance; they appeared only in their sedimented effects on bodies in pain and the burning out of the will to persevere. In response, endurance unfolded here as an attunement, attachment, and attention to the present: as strategies of speech, as carefully choreographed acts of giving and seeking care, as the work of remaining within fraught kinship ties, and as aesthetic confrontations with the fragmentations of grief.11 The promise of such an ethics of endurance was not one of recovery or transcendence, but rather of a survival and persistence in the present, predicated on grasping how critical illness reverberated through precarious socialities.

The testimony of R. Anuradha, a cancer patient who sought treatment at AIIMS during the time of my fieldwork there, offers a paracommentary on my own description of the ethics of endurance. Anuradha has published two books, one prose and one poetry, that recount her life with cancer. Her description bears re-presentation here, even as it is mediated through my translation from Hindi to English and distorted through my excerpting of passages.


The idioms of the body are strange

Its language is strange, …

When it most needs to speak

It becomes silent

Amid many people

Gathered around to talk

In that gathering, about the body

I became silent

Its volubility wants solitude, silence …

Because for the body to speak

Is to lose language12

Relations break in a few words …

The cup of life

Slips from our hands

Breaks

Shatters into fragments

Becomes wounds

That are later filled

Doctors in hospitals change

Their referrals change

Prescriptions change

Dosages change

Sometimes we

change doctors

But don’t you change,

pain

Be by my side.13



R. Anuradha’s writings capture with stunning precision a curious juxtaposition expressed by many people I spoke to—a juxtaposition of the constancy of pain with the inconstancy of social relations. People, doctors, referrals, and dosages change, while crowds, kin, and neighbors gather and disperse. The world, fragile as glass, fragments. Her description of striving to live in such circumstances offers a glimpse into the deep doubt about social relations in the shadow of cancer and its accompanying pain. But at the same time, there is an unwavering realization in her work that however inadequate, it is through social relations that one might find pain’s amelioration:


To stay silent is wrong

To sit silent is also wrong

Don’t become silent

Don’t be silent

Speak

That we are not just those

Who have been cut by surgery

Burnt by radiation

Poisoned by medicine

Plagued

By loneliness, emptiness

Even when pain brings us to tears

We must be obstinate.14



Thus, even as pain jeopardizes social relations, even as it demands silence, it is also obstinately voluble. It is to this double command—to respect the intractability of pain at the same time as tending to it—that palliative care physicians strove to respond. Cancer pain came into being in Delhi through the process of doctors and patients struggling, often unsuccessfully, to formulate an agreement on its etiologies. To ameliorate it, physicians offered both proximal and distal models for its apprehension. While in practice they were expert at diagnosing and treating the condition through touch and sight, in research, their speculations offered more distal pathways—routed through India’s colonial past and postcolonial present. Each model offered a different vision of empathy—a distinct way of relating to the ubiquity and intransigency of cancer pain. The psychosocial model of pain I found in my fieldwork was an expert hypothesis about the social worlds in which cancer appeared, and how such worlds might contribute to or ease suffering.

Pain, then, is a paradigmatic scene of the practices of endurance that concern me here. Living with it, alongside it, or intervening into it evidences an attunement and attachment to the present, to work and live within social relations at their most brittle and fragile. This is not to say that there was something beautiful or worthwhile in enduring pain for pain’s sake. I do not want to resurrect theories that suffering might be a proper ground for the body’s moral potentiality, as some theological traditions have it.15 Rather, describing pain as a scene of endurance highlights the effort to live within social relations at their most delicate moments, alongside the constant possibility of the denial of recognition, care, and empathy. Enduring pain involved seeking recognition that was sometimes offered, as often as it was withheld. For example, for cancer care NGO workers, responding to pain meant understanding the kinship worlds and neighborhood dynamics of the patients and families under their care. Within families, the seeking and giving of care after a cancer diagnosis often involved grappling with past histories of domestic violence. Locating ethics in efforts to withstand and respond to pain is especially crucial in such contexts where pain persists, despite injunctions to transcend it and despite the best efforts of the physicians I worked with to declare their hospital a “pain-free” zone.

The striving to endure pain, then, involved asking for recognition, risking misrecognition. Pain’s ebbs and flows were often revelatory of the limits and possibilities of recovery and care offered by already fragile social worlds. Let me turn again to Anuradha’s poetry:


I contain

great depths,

And great emptiness,

Loose,

Like hair,

Brittle are my ribs,

Fill them,

With the touch of your sight,

Like heated irons,

Always in freezing storms of pain,

With the fever of your soft hands,

Cool me down.16

Relations are not bricks

that mortar can make solid

put in a mold, dried and fired

stamped with the mark of the maker

to become a wall.17



Anuradha captures here one of my central arguments: that confrontations with cancer’s pain were always confrontations with the fragility of social relations around cancer. At the beginning of this book, I described how a construction worker rebuilt his home to ease his wife’s cancer pain. He had borrowed materials to carve out ornate moldings, framed photographs of their past, and repainted the walls, hoping through these gestures to construct the possibility of a shared future. But relations were not always so dependable. Efforts to endure required a constant negotiation of social relations, testing them for points of strength and vulnerability, determining when they could be depended on and when they might break under the weight of the diagnosis.

If the experience of pain was a paradigmatic scene of endurance, concealment was its mode of practical experimentation. In their many forms, concealments were never a stable or uniform set of practices, but constantly shifted in relation to different people and at different moments in the illness trajectory. But in each instance, strategic concealments (as well as tentative disclosures) revealed how in the wake of a cancer diagnosis, patients, families, and physicians trafficked in the possibilities of “as-ifs,” multiplying the ways in which the disease was expressed in social practices. Sometimes, concealment was a form of care, performing hope in the face of imminent death. At other times, it was a way to safeguard oneself from dangerous relations. In each of these ways, concealment opened a space of the subjunctive, a brief respite from the real, even when such respite never really escaped the grasp of the actual. To think of concealment as experiments in endurance is to recognize the unpredictable ways agency might appear in times of duress and social fragility. By concealing their diagnosis from some, disclosing strategically to others, my interlocutors worked to maintain social relations, safeguarding a present on the verge of coming undone. Concealment, then, was an act directed at surviving in the present, not at flourishing in the future. As Clara Han puts it in the context of her work in Chile, concealing often reveals the moral energy required for endurance.18

Further, to pay attention to an ethics directed at endurance is also to understand the harms that people might do to each other, in precisely the same gestures they invent to survive. In consonance with my work here, Zoë Wool coins the expression “in-durance” to point to a mode of life lived in precisely such a relentless present, whose futures are uncertain and hardly secure.19 Thinking of concealment and strategic disclosures as practices of endurance offers a troubling insight: that efforts to endure sometimes foreclose efforts directed toward social transformation. Indeed, in its negative sense, certain practices of endurance interrupt the formation of “biosocial” collectives that have become of interest to medical anthropologists in recent years. To elaborate, Adriana Petryna and Nikolas Rose and Carlos Novas developed the concept of “biological citizenship” to capture a new relation between disease and the claiming of rights that share biological conditions.20 And as Deborah Heath, Rayna Rapp, and Karen-Sue Taussig’s nuanced formulation of “genetic citizenship” captures, these redefinitions of the social often lead to unanticipated alliances, redefining participatory citizenship in the process.21 In part, Cansupport has sought to join these global forms of biosociality, incorporating many of the forms of cancer collectives elsewhere in the world, adopting global vocabularies of “Walk for Life” and “Survivor Days.” But at the same time as Cansupport made a claim upon the public sphere, the everyday work of the NGO pointed to the difficulties of producing such collectivities, and concealment proved an obdurate obstacle to collectivization in an activist sense. I do not, then, want to claim a sense of political virtue for projects of endurance. Tending to maintain the present, such practices were often difficult grounds on which to build projects of radical social change. At the same time, I think it bears repeating that the play of disclosures and concealments I described were intensely social and relational, demanding a diagnosis and confrontation with the present. Even if their models of sociality do not fit preexisting templates of “biosocial” collectivity or offer a transparent vision of the “good,” they are no less worthy of anthropological attention and understanding. Such practices urge us to assess the limits of our scholarly vocabularies, and of the purchase of an analytics of biosociality across different and uneven social terrains.

If pain was a paradigmatic scene of endurance and concealment exemplary of its enactment, the aesthetic accounts I examined transformed endurance into virtue. That is, in contrast to my ethnographic work, where endurance was an ever-unfinished and often unrewarding struggle, many films and memoirs about cancer sought and found resolutions that filled endurance with positive meaning. By being resilient, they claimed, the social could again be made whole. By the sheer dint of personal will, optimism, or sacrifice, the failing postcolonial nation could be reformed, traditional family values could be restituted, or past moral failures atoned. Memoirs promised restitution if patients learned to live more authentic lives, relinquishing their pessimism. Films resolved social crises through the death of the patient, offering in that gesture an ethical pedagogy of how to transcend suffering. As such, the generic conventions of aesthetic narratives offered a way out of the “in-durability” of endurance. Exploring these ways out offers an analytic counterpoint to the strategies of endurance that run through the rest of the book. These resolved aesthetic accounts put into sharp relief the irresolution of the everyday, and the ethical force and demand of endurance when such pathways to transcendence are not easily at hand.

In sum, by thinking through pain, concealment, and aesthetic resolutions, a guiding aim of this book has been to track the many strategies of endurance that my interlocutors experimented with so that they could live with or alongside the disease. Zoë Wool and Julie Livingston give the name “afterworlds” to places where life comes unhinged from the pervasive hope of a better future.22 Pushed to their brink by long-standing political and economic violence, afterworlds are often defined by the inescapable threat of the exhaustion of life. In such conditions, Wool and Livingston argue that projects directed at survival are often as difficult as projects to transcend the present and become otherwise. In consonance, my description of an ethics of endurance in this book has evidenced the effort of my interlocutors to remain attached to the present in conditions hostile to their survival, without recourse to fantasies of what might have been, or what might come to be.

While such a description of endurance might present its dynamics as an unmoving stillness, my hope is that it appears as a practice of responsive plasticity, where strategies of life are continuously invented to resist the duress of exhaustion. In their recent work, João Biehl and Peter Locke approach the global aftermath of the breakdown of social movements by looking for new projects directed at ethical fulfillment, however indiscernible and muted they might be.23 They urge anthropologists to witness such efforts to live with, subvert, and elude knowledge and power, and to express world-altering desires even when such desires are impossible to fulfill. Doing so, they suggest, expands our conceptualization of ethical “becoming,” revealing “the plastic power of people and the intricate problematics of how to live alongside, through, and despite the profoundly constraining effects of social, structural, and material forces, which are themselves plastic.”24 My impulse here departs from theirs to look for new social collectives, but it joins their effort to show that projects that strive to adapt to ever-shifting dynamics of constraint must in their response also be unfinished and plastic. That is, I have hoped here to describe the plasticity of endurance, its always unfinished work, and the inventiveness required to survive, persist, and retain form under impress of slow and chronic duress. Such an understanding of endurance—as a struggle to remain in the present—takes as its ethical material not an effort to transform the world but the careful and challenging work of maintaining a world under chronic threat. I turn again, and for the final time, to R. Anuradha to capture this effort of endurance to hold on to life as it is, especially in circumstances in which it is inclined to slip away:


This sand

is slipping fast

This fist

clench it hard

Grasped

a little will remain

wet

in sweaty hands

Open

fists hold no sand.25
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Table 2
Correlations of Causal Beliefs with Perceived Controllability and
Measures of Psychological Recovery (N = 132)

Causal Beliefs Perceived Perceived  Reactionsto  Psychological

Controllability  Recovery Crisis

Recovery
(Measnre 1) (Measure2) (Measures1 + 2)
Fate —.22¢ 07 - .06 -.03
God's Will —.22¢ .20* 11 15
Karmaphala -12 - .04 -.12 ~.10
Own Carelessness 04 -.14 -.08 -.10
Bodily Weakness ~.04 -.16 -.25" —.24*
Mental Stress -.05 —.30™ —-.36" - .36
Family Circumstances -.03 —.26* ~.31% - .31
Other’s Negligence 23 -.12 -.13 -.14

Notes: *p<.05. *p<.0lL
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Table 4

Correlation of Healtb Beliefs with Psycbological Recovery/

Adjustment Measures
B Mr Cancer Orthopaedic

Temp Perm

n= 70 70 114 S 20 21

Causal Beliefs

Own Carelessness .22 .30 -.10 .30 01

Other’s Carelessness -.24" 01 -.14 11 .25

Family Conditibns 26" .02 =31 -.06 -.14

Fate/Chance -.15 - -.03 - -

God’s will -.09 -37" .15 -05 .29

Karma -.06 -.19 -.10 .39° .29

Recovery Beliefs

Self .05 .24* .28 -

Family -03 -.06 .16 -

Money .08 - - -

Fate/chance -.28" - 11 -

God -.29" 29" .09 -

Karma .18 20 .02 -

Doctor -.12 -.18 .00 -

Control Beliefs

Self .40 21 .04

Disease .18 S 29"

Notes: °p<.10, "p<.05, "'p<.0l.

Temp = Temporary; Perm = Permanent.
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