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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 expres-
sion, 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 hospi-
tal?” 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 an-
swered, “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 si-
lence, 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 ges-
tured 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 ask-
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36 CHAPTER ONE

ing 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 under-
gone 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 ex-
pose, for what purposes, and in what ways.”1 They find this lack surpris-
ing, 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 bio-
medical nondisclosure to anthropological analysis.2 In this chapter, I de-
velop 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 be-
tween disclosure and nondisclosure.
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CONCEALING CANCER 37

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 sig-
nificance 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” coun-
tries to measure up to biomedical realities.3 To the contrary, medical anthro-
pologists 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 ethnog-
raphy 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 can-
cer in Botswana, Julie Livingston explains how nondisclosure did not in-
dicate 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 cul-
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38 CHAPTER ONE

tural 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 interlocu-
tors 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 treat-
ment 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 Can-
support by doctors at the aiims pain clinic. By the organization’s own esti-
mates, 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).
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CONCEALING CANCER 39

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 diag-
nosis, 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 ad-
vanced. She had colluded with the doctor to protect Shambu from the psy-
chic 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 sug-
gestion 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 hos-
pital 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 
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40 CHAPTER ONE

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 rejuve-
nating effects of the steroid cocktail, many patients would sometimes aban-
don 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 dan-
gerously, 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 al-
ternative clinic the sons found discouraged them from continuing biomedi-
cal 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 ob-
tain 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 con-
versation 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 
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CONCEALING CANCER 41

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 sto-
ries of other patients who had lost their life savings, seduced by the prom-
ise of cures. Soon afterward, Shambu again changed the course of the con-
versation 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 prog-
nosis 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 fu-
ture. In their work on illness narratives, Byron Good and Mary- Jo DelVec-
chio 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 knowl-
edge of the other took away all possibility of fantasy. Thus, according to Sim-
mel, 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, de-
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nying 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 imagina-
tive 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 under-
stood 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 sup-
port 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 exacer-
bated 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 my-
elogenous 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 treat-
ment. 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 
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CONCEALING CANCER 43

morning and make himself available for consultations and treatment. Hos-
pital policies at aiims dictated that, given the debilitating effects of can-
cer 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 ex-
acerbate his financial duress. At the time, Rajesh was earning the supple-
mentary 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 neigh-
bors 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 typol-
ogy 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 con-
cealment might certainly have something to do with cultural beliefs about 
the disease’s etiologies, its consequences and distribution take shape in re-
lation 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 expla-
nations for their desire to conceal. When I asked him once why he thought 
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cancer evinced such strong and negative reactions, Rajesh shrugged in-
conclusively. 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, lo-
cal 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 per-
son 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 vulner-
abilities, 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 treat-
ment escalated, Rajesh’s long history of familial isolation and financial vulner-
ability became increasingly significant. For many patients in the world with 
financial resources or comprehensive cancer insurance, the first- line treat-
ment 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 govern-
ment and was not easily available in Delhi’s public hospitals.17 And, in any 
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case, as Stefan Ecks has explained, the philanthropic patient- access pro-
grams developed by Novartis do more to foster a fiction of corporate re-
sponsibility 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 op-
tion. 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, sub-
sidized 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 stent-
ing, 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 re-
spite are a few government grants redeemable only at the twenty- seven In-
dian 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 Re-
lief 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 natu-
ral 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 pa-
tient. The second — designated for cancer patients — allocates about 5 mil-
lion rupees to each of the twenty- seven national centers, with a maximum 
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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 depart-
ment at aiims to prove that his disease was immediately life- threatening. 
This would require several visits to the hospital, all while his disease pro-
gressed. 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 insur-
mountable obstacle. Rajesh’s problem was different. If the income of the ex-
tended 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 ap-
proach 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 treat-
ment 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 am-
putations. He had also relied on the advantage of his youth and his ability 
to learn the intricacies of the bureaucratic process. Signing under two dif-
ferent 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 pli-
ant 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 
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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 de-
manded. 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 neigh-
bors, learning to swallow his resentment and strategically disclosing his di-
agnosis 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 sur-
vival. Such an understanding of the stakes of concealment is important be-
cause it pushes against how concealment is often understood by bioethicists, 
biomedical practitioners, and public health experts: as a sign of medical non-
compliance 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 pa-
tients 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 con-
text of aiims, he sought invisibility in his proximal world. Rajesh’s strategic 
doubling — of appearing as himself and as his own attendant — was a power-

D
ow

nloaded from
 http://read.dukeupress.edu/books/chapter-pdf/816512/9781478012214-002.pdf by guest on 23 M

ay 2023



48 CHAPTER ONE

ful analytic for the ethical world he inhabited, a world that demanded mul-
tiple 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 medi-
cal 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 disclo-
sures misrecognized practices of concealment as a sign of women’s igno-
rance 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 so-
cial 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 explana-
tions that assume Indian patients are somehow incapable of fully grasping 
the significance of their disease, or that acts of concealment necessarily evi-
dence the absence of health- seeking behavior. Such acts are not “ignorant” 
of reality, nor do they “normalize” or “deny” difficult circumstances.22 In-
stead, 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 func-
tions 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 liv-
ing 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 abil-
ity 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 
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broader concerns of their lives, allowing them to live within social relations 
in which they found varying degrees of abandonment and support. It be-
came 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 knowl-
edge requires circumspect experiments with speech and disclosure. For 
example, anthropologists and other scholars of public health have docu-
mented the concealment of hiv- aids in many parts of the world. For ex-
ample, drawing from his work with an hiv- aids nonprofit organization 
in Indonesia, Tom Boellstorff describes the disease’s association with non-
normative 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 litera-
ture 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 inter-
locutors 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 deter-
minants 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 ne-
gotiating cultural beliefs associated with cancer. In other words, paying at-
tention 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 be-
liefs 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 re-
covery.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 eth-
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nographic 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 re-
spite from broken worlds of experience, producing ways to manage the frac-
tures 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 contra-
dictory narratives and partial hopes, they remained caught in the uncertain 
space between the diagnosis and the disease’s outcome. I think of conceal-
ment 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 re-
spite 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 flag-
ship 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 deliver-
ing 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 in-
sistence on specialization restricted palliative care to only a small minority 
of those that needed it. Instead, they lauded neighborhood care for encour-
aging 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 
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debate were palliative care practitioners from the state of Kerala in south-
ern 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 Ku-
mar 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 ideal-
ization 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 amor-
phous interventions extended by well- meaning people, perhaps even neigh-
bors, or by trained professionals comprising doctors, nurses, and counsel-
ors?”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 

D
ow

nloaded from
 http://read.dukeupress.edu/books/chapter-pdf/816512/9781478012214-002.pdf by guest on 23 M

ay 2023



52 CHAPTER ONE

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, Stjerns-
wärd 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 pa-
tients 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 partici-
pation 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 un-
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evenly 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 com-
munity 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 con-
tinues 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 partner-
ships 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 coun-
try, 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 indistinguish-
able, 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 understand-
ing, presented a symptom of a deeper malaise — that of social inequality — 
 and thus was not the primary object of public health intervention. “Aware-
ness” 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 dis-
closure and concealment. Reflecting on Cansupport’s extensive experience 
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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 conceal-
ment 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. How-
ever, the gathering intended more directly for the beneficiaries of Cansup-
port’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 Remem-
brance 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 fam-
ily 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 pa-
tient 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 af-
ternoon 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 
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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 mem-
ber 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 
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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 fight-
ing 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 sup-
ported 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 mo-
ment. Here, someone has lost a son, someone might have lost their 
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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 re-
member this line: Where there are relations of pain, what is separa-
tion? 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 promi-
nent 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 an-
other 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:
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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 des-
perately 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 business-
people. 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 no-
tice, 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 be-
tween 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 orga-
nization 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 begin-
ning I was scared and asked myself, how do I answer all these ques-
tions? 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 train-
ing. . . . When I began to learn from Cansupport, I’d share with my 
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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 Re-
membrance 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 ex-
plains the affective texture of the day. Take, for example, Suresh and Bhu-
pendra’s surprise, as they were struck by the presence of so many other fami-
lies that Cansupport had assisted. Their interaction with the organization 
had been intensely private until this time; it had been structured by the se-
crecy 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, tes-
timonies 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 
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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 be-
tween 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 daugh-
ter who struggled to speak, again bringing an unscripted onrush of coun-
selors. 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 commemo-
rated the everyday, individuated form of care and support. Even at this mo-
ment 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 inter-
vention 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. 
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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 in-
stitutions. 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 privi-
leged 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 individ-
uals, 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 incor-
porated 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 psychi-
atric 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 inter-
esting about these studies is how they go against the grain of received public 
health understandings that equate the lack of explicit communication about 
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diagnosis with biomedical noncompliance and bioethical wrongdoing. At 
the beginning of this chapter, I described how the entrenchment of bioethi-
cal 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 under-
standing 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 dis-
parate 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 communica-
tion, the “knowledge” of illness was not something that was simply trans-
acted 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 con-
cealment 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 ex-
periments 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 dif-
fused 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 fami-
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lies and neighborhoods, within which each patient grappled with a different 
problematic of the stakes and effects of concealment and revelation. The Re-
membrance 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 af-
forded the possibility of collective testimony, a genre of speech whose stakes 
within homes and neighborhoods were far more variable, requiring a dif-
ferent 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 evi-
denced the variability of how my interlocutors grappled with the fraying and 
reknitting of social relations, enacted in these instances through a circum-
spection about words.
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