Chemotherapy Bells and Liminality
in Advanced Cancer Care

Alyson Stone
Shuswap Hospice Society

Abstract: Ringing a bell at the end of chemotherapy treatment has become a
pervasive practice across cancer centres in Canada and the US. The ritual fails
to accommodate the unique position of patients diagnosed with advanced
cancer who may remain on chemotherapy treatment up to the end of life.
Drawing on 17 months of fieldwork in a Canadian cancer hospital and classical
liminality scholarship, I argue that the modern proliferation of cancer
treatments produces a liminal space, an ambiguous territory that exists
between the hope for a cure and the imminence of death. I show how patients’
liminal status becomes concealed by the bell ringing ceremony. While the
ritual is meant to signal transition to reincorporation, it inspires ambivalence
on the part of advanced cancer patients precisely because, for them, the end
of chemotherapy does not translate as aggregation into the cancer-free world.
Witnesses such as nurses, family, and friends should be aware of the bell’s
heavy symbolism attached to patients’ uncertain futures and recognize that a
myriad of conflicting reactions are possible. The focus on treatment keeps
patients in an extended time of illness, preventing them from preparing for the

end of life.
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Résumé: Sonner une cloche a la fin d’un traitement de chimiothérapie est
devenu une pratique courante dans les centres de cancérologie au Canada et
aux Etats-Unis. Ce rituel ne tient pas compte de la situation particuliére des
patients atteints d’'un cancer avancé qui peuvent rester sous chimiothérapie
jusqu’a la fin de leur vie. A partir de 17 mois de travail sur le terrain dans un
hopital canadien spécialisé dans le cancer et sur les études classiques sur la
liminalité, je soutiens que la prolifération moderne des traitements contre le
cancer crée un espace liminal, un territoire ambigu qui existe entre 'espoir
d’une guérison et 'imminence de la mort. Je montre comment le statut liminal
des patients est masqué par la cérémonie de la sonnerie de cloche. Alors que
ce rituel est censé signaler la transition vers la réintégration, il inspire une
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ambivalence chez les patients atteints d'un cancer avancé, précisément parce
que, pour eux, la fin de la chimiothérapie ne se traduit pas par un retour a un
monde sans cancer. Les témoins tels que les infirmiéres, la famille et les amis
doivent étre conscients de la lourde symbolique de la cloche, liée a 'avenir
incertain des patients, et reconnaitre qu'une myriade de réactions
contradictoires sont possibles. 'accent mis sur le traitement maintient les
patients dans une période de maladie prolongée, les empéchant de se préparer
a la fin de leur vie.

Mots clés: cancer; liminalité; rituel; transition; invisibilité ; chimiothérapie;
mort

Chemotherapy Bells and Liminality in Advanced Cancer Care

he first time I heard the bravery bell go off, I was sitting in the
Tchemotherapy waiting room talking with Melody, a woman in her
seventies. A loud, clanging sound rang out, followed immediately by much
clapping and exclamation. I looked up to see three women taking pictures,
smiling, and laughing in the entrance. It was my first month of fieldwork at
the cancer hospital, and Melody, seeing my confusion, offered as explanation,
“It means she has finished her chemo,” followed by the quick statement, “I got
to ring that.” I noted that the three women’s positivity and happiness seemed
to wash over the waiting room, momentarily lifting us out of the purgatory of
tedium and anticipation that characterizes this space. At the time, I did not
think about the implications of Melody’s statement: she had rung the bell, and
yet here we were, waiting for her to be called in for chemotherapy that day.
In fact, as she informed me on another day, Melody had “rung that bell three
times already”—once for breast cancer, 20 years prior, and twice since 2008 for

advanced ovarian cancer.

As an anthropologist studying the culture of advanced cancer, that is,
cancers that are unlikely to be cured (Canadian Cancer Society (CCS) 2024), I
became fascinated with the bell, and with understanding how an object had
become imbued with so much meaning and symbolism. No patient could
escape hearing the bell; while the high-pitched dinging sound of the IV
monitors provided the consistent background noise to the chemotherapy unit,
the brashness of the bell’s sound broke through an otherwise mostly quiet
atmosphere several times a day. Because it stands as a powerful symbol of the

transition between cancer treatment and cancer recovery, the bell signifies
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patients’ hopes and dreams for a cancer-free future. At the moment of ringing,
no person can know whether her disease is gone or will come back. But for the
person diagnosed with advanced disease, who has begun treatment without
the assurance that it would be curative in intent, this precarious position is
amplified. She rings the bell, but returns again and again to treatment. Thus,
the chemotherapy bell as a symbol of transition is fraught with ambivalence
because it conceals within its ceremony the reality that people are on very

different treatment trajectories.

In this article, I use the ritual of ringing the chemotherapy bell to illustrate
how advanced cancer produces a kind of liminal or transitional space, an
ambiguous territory that exists between the curative hopes of oncology and the
threat of approaching death. On that first day I sat with Melody, I saw only the
celebration—the positivity and community potential—of the bell. It took
months in the field to see past the seconds of celebration, and comprehend that
the ritual, while seeming to include all patients, failed to accommodate the
unique positioning of patients with advanced cancer. I draw on the classical
anthropological literature on liminality (Turner 1967, 1969; Van Gennep 1960
[1909]), but also work to demonstrate how advanced cancer produces a liminal
state that is, in essence, more prolonged. I argue that it is the specific context of
a lifetime of treatment—the availability of modern cancer treatment in terms
of what can be done and for how long—that has created the liminal space of
advanced disease. Whereas in the relatively recent past, patients might have
exhausted surgical and radiation options rather quickly, since the advent of
chemotherapy in the 1950s, treatments can continue almost indefinitely
(Baszanger 2012). The proliferation of chemotherapeutic options means that
patients with advanced disease may receive aggressive care right up until the
end-of-life (Earle et al. 2004); these treatments may only improve survival by
days or weeks, and may severely compromise patients’ quality of life in the
meantime (Booth et al. 2023).

Only recently, chemotherapy bells have become the focus of some debate
in the medical literature. The first chemotherapy bell was introduced at MD
Anderson in Texas in 1996, but since then, they have become pervasive in most
cancer treatment centres in Canada (Brown 2014; Waldie 2018) and the US. (Gale
2019). Most often the bell resembles a school bell, and is affixed to a wall plaque
engraved with inspirational text, although it may also be a small, hand-held bell
or sometimes even a large gong. Regardless of shape or size, the bells share an

intention to make noise which draws attention in order to symbolize the end of
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a person’s cancer treatment. Generally, the bell ringing ceremony has been seen
as a positive event, capable of fostering a “sense of shared experience and
fellowship” (Watts 2019), and providing “a visual and auditory symbol of being
able to move forward” (Bridarolli, Spiers and Pituskin 2020, 40) towards cancer
recovery. However, some authors argue that the bell tradition should be
discontinued because it excludes people with advanced disease. For example,
Gale (2019) contacted every cancer treatment centre in the US to find out how
extensive the practice was after he saw how much the “victory bell” ringing
ceremony upset his mother, who was diagnosed with stage IV colon cancer.
Similarly, Jo Taylor (2019), a woman on her 87th treatment for breast cancer, calls
the practice “divisive and cruel,” serving to remind her of her mortality, because

“[she] will never get to ring it because [she] will never finish treatment.”

I draw on the theoretical framework of liminality to position the bell-
ringing ceremony as a contemporary hospital ritual that conceals within its
celebration the lived experiences of patients with advanced disease. I expand
on Turner’s ideas by showing how the prolonged liminality brought on by
advanced cancer has some important differences from the anti-structural
temporary state that he developed. Much of the debate about the bell takes
place in the medical literature in the form of patient or physician editorials; my
aim is to build on a small, but growing body of scholarship on the bell
(Bridarolli, Spiers and Pituskin 2020) by contributing the words and experiences
of people who chose to ring or not ring the bell.

Treatment as a Way of Life at Lady Ann’s

This article draws on 17 months of full-time ethnographic fieldwork in one
cancer hospital in central Canada, here called Lady Ann’s, undertaken as
doctoral research (Stone 2016). The project broadly explored the culture of
advanced cancer, and how incurable disease emerged and materialized in
everyday conversations and interactions between patients and medical staff.
Lady Ann’s is a world-renowned facility for cancer care and research, serving
close to 1,000 patients per day. The oncologists and nurses at Lady Ann’s
are specialists’ specialists; they have a very high degree of knowledge and
experience obtained by seeing hundreds of patients a year with very similar
tumours. Its research culture is exhibited by its spatial design; while many of its
18 floors house inpatient and outpatient clinics, other entire floors are dedicated
to research labs. A senior clinician-researcher in Psychosocial Oncology

co-supervised the research, facilitated site access, and organized meetings of
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introduction to secure letters of support from the Heads of tumour sites. The
study was approved by both the hospital and the university’s Research Ethics
Boards.

The data presented in this paper is drawn primarily from my main research
activity, which was a case study of 11 participants who were followed
longitudinally from the Lung and Gynecology outpatient clinics. These tumour
sites were chosen for participant recruitment because both types of cancers are
commonly diagnosed after the cancer has already metastasized. Participants
with lung cancer (four: three men; one woman) were all diagnosed with stage
IV non-small cell lung cancer. Participants with gynecological cancer (seven:
all women) were all diagnosed with metastatic disease; most had stage III or
stage IV ovarian cancer. Recruitment was greatly facilitated by the oncologist
or her primary nurse, who would review clinic lists, suggest which patients with
metastatic disease to approach, and introduce the study to potential participants.
This step, where a participant was first approached by someone in his circle of
care, was required by Lady Ann’s research guidelines.

Research methodologies included participant observation and unstructured
and semi-structured interviews. In aiming to understand their experience and
see the hospital through their eyes, I accompanied patients as they sat in
oncology waiting rooms, had consultations with doctors and nurses, received
chemotherapy treatment, went for specialized tests such as CAT scans or
ultrasounds, and picked up drugs at the patient pharmacy. I observed and
interacted with doctors, nurses, clinical trial nurses, patient flow coordinators,
patients and their families and friends. With the exception of a few recorded
interviews that were conducted in people’s homes, the majority of research
activities took place within Lady Ann’s walls. My use of the subject term
“patients” to refer to persons living with advanced cancer is intended to
highlight that it was largely the everyday hospital life of participants that I was

able to document.

Due to Lady Ann’s’ position as one of the country’s top research and
teaching centres, even patients diagnosed with incurable cancers had many
treatment options available to them: first line (preferred or standard) treatments,
and when those failed, second, then third line treatments, and the possibility
of being enrolled in clinical trials. The hospital thus presents a highly
interventionist oncology culture, contrasting with the “cancer without oncology”
that Julie Livingston’s (2012) ethnography explored in the only cancer ward in

Botswana, where a lack of drugs and technology meant that cancer was often
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left untreated and people languished until they died. Chemotherapy is given in
rounds, and each treatment within a round is referred to as a cycle; for the
patients I followed, one round of chemotherapy normally consisted of six to
eight cycles of treatment given at three- or four-week intervals. For example,
Pam, a 50-year-old woman diagnosed with metastatic ovarian cancer, first
received two rounds of first-line chemotherapy with the addition of a clinical
trial drug. When the trial drug stopped working, she was enrolled in a different
clinical trial, and then a third clinical trial, followed by one cycle of
chemotherapy intended for symptom management only. She then completed
a third round of first-line treatment. Dario, a 57-year-old man with stage IV lung
cancer, had the following treatment trajectory: radiation to the lung; one round
of first-line chemotherapy; one round of second-line chemotherapy; several
doses of radiation to his back; two doses of radiation to his whole head. He had
also tried unsuccessfully to enrol in two clinical trials.

This is how treatment becomes a way of life; preparing for, receiving, and
recovering from treatment takes up much of people’s energy and most of their
time. These never-ending, cyclical treatment trajectories like Pam’s and Dario’s
are not well recognized in public discourses of cancer, where treatment is
associated with cure potential and with a time-limited activity. Chemotherapy
given with a palliative intent can improve quality of life and extend life by
shrinking the cancer and preventing it from further spread, but it is not aimed
at curing (eliminating) the cancer completely (CCS 2024). However, research
has shown that this difference in intent is not well understood by patients and
their families (Weeks et al. 2012). Within this context, treatment for people with
advanced cancer becomes not the means to an end—something to be tolerated
for the time being in the hopes that it will bring about cure—but rather a means

to the end—a way of life that must be endured for the time that remains.

To show how chemotherapy bells are linked to a prolonged state of
liminality, I first provide a brief review of the framework of liminality and
demonstrate how it applies to advanced cancer. I then turn to the bell-ringing

ceremony itself, and describe patients’ variable perceptions and experiences
with the bell.
“Surviving or Dying”: The Liminal Space of Advanced Cancer

I offer the liminal space of advanced cancer as a way of perceiving the prolonged
period after diagnosis where patients with advanced disease are moving

between the world of oncology and its culture of cure and survivorship, and the
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world of palliative care and its culture of death and dying. As one patient told

me, in this space, it is difficult to know whether you are “surviving or dying.”

Liminality is a core concept of anthropology used to recognize changes in
identity and in one’s place or position in a social structure, often denoting a
“zone of socio-cultural non-identity, non-existence” (Rappaport and Overing
2000, 230). Anthropologists have used liminality to examine physical disability
(Murphy et al. 1988), chronic illness (Jackson 2005), refugees’ positionality
(Malkki 1998), persistent coma (Kaufman 2000), and cancer rehabilitation
(Tjornhoj-Thomson and Hansen 2013). The concept originates from the early
1900s, in Van Gennep’s (1960) writings on rites of passage, which he used to
describe rites of birth, social puberty or initiation, marriage and death. He
stated that all rites of passage can be divided into three main stages: 1) separation
(where a person becomes detached from a fixed point in the social structure);
2) margin (or limen, the Latin term for threshold); and 3) aggregation or social
reincorporation. Turner later expanded on Van Gennep’s framework, choosing
to focus on the marginal or what he called the “liminal” stage of initiation rites
(for example, social maturity or cult membership), and described it as the
“interstructural” position between two states (1969, 98). The liminal phase has
particular features: (often physical) seclusion; breaking of taboos; formation of
communitas (group camaraderie) with other members; and deference to guides
or instructors to help the initiates through (Turner 1967, 1969).

In the context of advanced disease, diagnosis serves as the point of
separation, treatment as the marginal or liminal stage, and survivorship or
death as aggregation (Turner 1967; Van Gennep 1960). As liminality is a state
that is intended to be short-lived to bring about the structural recognition of a
status change of an individual or group, the third phase of aggregation or
reintegration into society is key. In cancer, it most certainly is, for those patients
who can emerge from the throes of treatment and take up the identity of
survivors. But many patients with advanced disease will not become long-term
survivors (that is, > five years); they will not be able to leave the marginal phase
of treatment until they refuse treatment or there is no treatment left on offer. I
am particularly concerned with what happens when the anti-structural state
becomes prolonged and reincorporation into the social body is possible only

through dying.

Several scholars have argued that liminality has this potential for
persistence (see Murphy et al.’s “permanent liminality” of physical disability

(1988, 240); Kaufman’s “prolonged and chronic” liminality of patients in
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persistent coma (2000, 76)); however, these applications do not account for the
distinct social structural positioning of the patient with advanced cancer.
Frank’s “remission society” (1995, 9), Stoller’s “continuous liminality” (2009, 148),
Little and colleagues’ “sustained liminality” (1998, 1492), and Jain’s “living in
prognosis” (2007) more specifically accommodate the patient with cancer. Each
author demonstrates how hard it is for cancer patients to get back to normal
life after they have completed treatment. For example, Frank argues that people
who have suffered serious illness never fully reintegrate into the land of the
healthy, taking up residence in a kind of “remission society,” where recurrence
may call them back to the land of the sick at any time (1995, 9). Like Frank, Little
and colleagues argue that sustained liminality begins when patients “reach the
convalescent phase” (1998, 1492). Jain proposes “living in prognosis” as an
“uneasy alternative” to the survivorship identity based on her own experience
of cancer in the US (Jain 2007, 90).

However, hardly any of the longitudinal patients I followed at Lady Ann’s
were given a prognosis. Similarly, I never heard any oncologist refer to their
condition using the word remission, even when it was acknowledged that the
cancer was temporarily not growing. Cancer was never allocated to a past life
because it was still a present (and future) problem. Furthermore, in distinguishing
the “village of the sick” and “village of the healthy” (Stoller 2008, 2009, 148), these
scholars impose physical boundaries on categories of existence. Susan Sontag
famously wrote that each person born holds dual passports in “the kingdom of
the well and the kingdom of the sick” (1990, 3). Her powerful metaphor of the
dual passports has produced several offshoots, such as Hitchens’ “Tumourtown”
and “Wellville” (2012, 44) and Mullan’s “land of cancer survivorship” (1990, 160),

which similarly view health and illness as distinct places.

Rather than further entrench place-based metaphors, I employ the space of
the liminal to reveal that patients with advanced disease are not often well or sick
but somewhere in between—in other words, they are using both passports
(Sontag 1990) at the same time. Their positioning is ambiguous—they are, at once,
actively living and actively dying. They can never go backwards to the life they
had before the diagnosis. But as they move forward in time, towards a death that
their diagnosis has predicted (slowly or in some cases, very quickly), they often
shift between feeling well and feeling sick. I argue that it is this constant shifting
and in-betweenness that reveals their liminal positioning and makes them
difficult to recognize. The chemotherapy bell ringing ritual helps to showcase

how their liminality manifests in the research-intensive world of a cancer hospital.
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Ringing the Bell: Case Studies of Patients with Advanced Cancer

Within the ritual of chemotherapy, the bell-ringing ceremony serves as a sacra
(Turner 1967) or the primary symbol. At Lady Ann’s, patients ring a large brass
“bravery bell” (as its inscription reads) after they complete the last cycle of a
round of chemotherapy. Its sound carries so far that you can be having coffee
on the first floor of the hospital, and hear the bell ring out from the fourth floor
(the first five floors of the hospital open into a central atrium). It is affixed to the
wall outside the nurses’ station, in the main entrance to the chemotherapy unit.
Because of its public nature—the noise which draws attention to the patient and
supporters, the photo opportunity, the shared smiles from other patients and
families close by—aspects of the bell-ringing event are reminiscent of having
“Happy Birthday” sung to you in a restaurant by staff, with other patrons joining
in. Yet, the latter celebrates a rather banal, annual activity, while the former is

a highly symbolic activity, heavy with emotion.

While ringing the bell was generally greatly anticipated, my observations
and conversations with patients over time revealed that people’s reactions to
the ritual were more complex. For example, [ witnessed Deo, a 62-year-old man
with stage IV non-small cell lung cancer, ring the bell after five months of
chemotherapy. I had been following Deo since his first day at Lady Ann’s; I had
listened as the oncologist explained that there was no cure for his disease.
Throughout his treatment, he had been looking forward to ringing the bell.
Smiling, Deo grasped the small piece of rope dangling from the bell and pulled
on it vigorously, and it rang out loud and clear. His wife and daughter stood
with him as several pictures were snapped, and the nurses hugged him and
wished him well. He offered them cupcakes as a sign of gratitude for the support
and care he had received. We moved downstairs to the main entrance, where
Deo told me he was “very emotional” and had “no idea what to say.” When
minutes before he had appeared so triumphant, he now appeared somewhat
stunned and a bit numb.

Ringing the bell constitutes the ritual that signals the transition (for some
cancer patients) from being in treatment (thus, dying) to not being in treatment
(thus, living). The end of chemotherapy makes it an appropriate time to ring
the bell, because it signals this transition between their lives as sick persons and
(they hope) their lives as non-sick persons. Although the ritual is meant to
signal transition to reincorporation, it inspires ambivalence on the part of
advanced cancer patients precisely because, for them, the end of chemotherapy

treatment does not translate as aggregation into the cancer-free world.
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Not Being “Done Treatment”: Choosing to Forgo Ringing the Bell

This ambivalence perhaps accounts for one reason why some patients chose
not to ring the bell. Norma, a 57-year-old woman with ovarian cancer, had first
been told she would have two cycles of chemotherapy post-surgery. Then her
doctor said she would do four cycles, and she ended up doing eight in total. She
said, “At eight, I didn’t ring the bell either because I wasn’t sure if there would
be need for another one, so I'm pretty cautious.” Norma’s “cautious” approach
points towards a feeling of not being through the treatment phase yet.

The reality of having to continue other kinds of treatments after
chemotherapy finishes also disrupts the normal symbolism of the bell.
Elizabeth, a 37-year-old woman with metastatic ovarian cancer, told me she
would not ring the “bloody bell” because she didn’t “need people staring at
[her]” and because she would still be coming to Lady Ann’s to be infused with
the clinical trial drug she had been taking concurrently with chemotherapy.
The irony of having to continue to come to chemo to get a non-chemo drug was
not lost on her, and contributed to her decision to not ring the bell: “I'm coming
back anyway, right? ...So 'm not done.” Seven months after she had finished
chemotherapy but continued on the trial drug, she revealed how difficult it was

to communicate her experience to others:

I have everybody asking, “Oh, how are you doing now? You look great.
You must be happy you're done”.... “Sure yes, 'm done, thank you.” ...
Any parents at school that ask...I'll just say, “No, 'm feeling great, got
my energy back, thank you very much”.

As a teacher who continued to work even as she went through chemotherapy,
Elizabeth had to manage two personas: 1) the public individual who had
completed treatment for cancer and was thus expected to have moved beyond
the threat of cancer, as her colleagues and the parents of her pupils wished to
see her; and 2) the private individual who was still very much going through
treatment and knew too well that the threat of cancer had not been abated.
Rather than try to clarify that her situation was perhaps more challenging than
they imagined, Elizabeth chose to respond that she was “feeling great” and had

“her energy back,” acting as though she was through the liminal period.

Both Norma and Elizabeth interpreted the bell ringing ceremony as a
symbol of being done treatment; they both exhibit a wariness towards ringing
the bell too soon or at all. Furthermore, Elizabeth’s story showcases that trying

to explain one’s liminality to others—that is, trying to make oneself legible and
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recognizable to one’s community in the absence of cultural categories that
would make this easier—is a burden, one that patients, like Elizabeth, choose

not to take up.
“It Just Didn’t Feel Over”: Ringing the Bell, but Doubting its Meaning

Even patients who did ring the bell found it hard to believe that the treatment
phase of their experience was over. For example, Jennifer, a woman with
metastatic endometrial cancer, had chosen to ring the bell, but on reflection,
she had mixed feelings about it. When I asked what it was like, she replied, “It

was weird that day, it didn’t feel real.” She continued,

“When I was actually ringing it, it didn’t feel real, it didn’t feel like there

was...it just didn’t feel over, it didn’t feel done.”

I wondered aloud whether she had that feeling because she was just getting
up from her chemo chair, or whether it was because she knew she had more

treatment (her oncologist was sending her for radiation).

“Ijust didn’t feel like—I still had that feeling that it wasn’t—that things
aren’t done yet. I still kind of have that feeling.”

This interview took place after she had finished both her chemo and her
radiation. I asked her if there was a bell or any kind of symbolism at the end of

radiation.

No, they don’t have anything. I wandered out of the hospital and sort
of just walked around the streets. ...I wanted to buy something when
I finished chemo that I'd remember. I remember I bought earrings.
When I finished radiation, I wanted to do something and I ended up
just wandering around. ...It just didn’t feel ...There was no real end. The
bell’s an end, I guess.

I commented that it sounded like either time she finished treatment, it had
not really felt like a celebration.

No. Yeah, and I hope that doesn’t mean. ...I have the feeling that chemo’s
not done. I kind of wonder if that’s because I think that 'm likely to have
a recurrence, and I don’t want to get too excited.

Jennifer demonstrates that even though she did not feel that ringing the
chemotherapy bell made the end of her treatment “real,” the symbolism that
this hospital routine offered was still important to her. Having participated in

the bell ringing in chemotherapy, she found the lack of an endpoint in radiation
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difficult; her comments in the interview, weeks later, suggest that it bothered
her to get up from treatment and go out in the world and try to create her own
symbol. Lewin and Green (2009) found that patients completing six-month
treatment for TB in South Africa also sought out a symbolic endpoint to mark
the end of their treatment. Patients would ask if they could continue coming to
the clinic until the week ended, using the weekend to “mark their new status
as ‘healthy’” (Lewin and Green 2009, 1465). Similar to these TB patients, Jennifer
went out shopping after radiation to try to mark her transition to her new status
as someone who has “finished” treatment. Yet despite the ceremony (or lack
thereof) Jennifer does not trust its outcome; she conveys not wanting to get “too
excited,” because just like Elizabeth and Norma, she is not ready to believe she
is done treatment yet.

“But | Already Rang the Bravery Bell”: Ringing the Bell a Second Time

Four months after Deo finished chemotherapy and rang the bell, I accompanied
him and his family through the hospital on a routine visit. Along the way, I
pointed out the newly renovated chemotherapy unit. Deo and his wife hardly
took a moment to glance in that direction, saying quickly, “We won’t be going
back.” But when I saw them again, three months later, Deo had a different
story. He told me that his doctor had sent him for radiation, and then she had
suggested further chemotherapy. He recounted what he said to her at the time:
“How are you going to send me for chemo again? I've already rung the bravery
bell and all of that.” He said she replied, “Well, you can ring it twice.”

By the time I saw him, Deo had had time to digest this news. Deo said that
when he was still in chemotherapy, he had overheard a young man call out to
the nurses that he would “see them after radiation.” He seemed surprised and
comforted to know that you could ring the bell and still have treatment to do.
Overhearing the young man’s experience helped to normalize it for him. He
said, “I will do my six cycles and if I need to do it, I will do more, and I will ring

the bell again.” He had adjusted his perspective, but he had to do it on his own.

Deo’s story demonstrates a ritual process in which liminality seems to
proceed towards aggregation, but then reverses back to liminality. Each time
Deo begins a new round of treatment, he believes he is moving towards
aggregation and leaving the uncertainty of the liminal stage behind. The
doctor’s simple reply about being able to ring the bell “twice” discounts the very
powerful symbolism of the bell that Deo uses to gauge his future. While her
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comment brought him comfort, it revealed that she may not have understood

the meaning that patients undergoing chemotherapy attach to the bell.

“I will never ring it again, and here | go again”:
Ringing the Bell Multiple Times

Over a year after [ first heard the bell with Melody, she suffered a toxic reaction
to her chemotherapy one day and her infusion had to be stopped. I arrived after
the incident, and she dramatically recounted the whole ordeal for me, making
it clear that as she struggled to breathe, she fought with the nurses to keep the
infusion going. Later, her oncology nurse came up to see her and told her, “No
more chemo.” The nurse said that sometimes chemo can do a lot of good and
sometimes it does harm, and this was a time when it was only doing harm. Over
a four-hour period, I watched Melody grapple with the idea that she might be
done treatment, saying a few times, “I'm not sure what will happen with me.”
She said, “I don’t think I will ring the bell this time. Maybe it will bring me
good luck.” Ironically, Melody was situated that day in the infusion room that
is closest to the bravery bell. All afternoon, as she verbalized her fear that this
incident marked the permanent end of treatment for her, the bravery bell rang
out loud and clear.

But this was not the end of Melody’s treatment story by any means. When
I first met her, she was in the middle of her second round of chemotherapy for
ovarian cancer. The event described above occurred towards the end of her
third round, cutting it short. But she began chemotherapy again the following
winter, on one round for six months, then a five-month break, followed by
another round. She remained on treatment for 16 months—making it over the
threshold of one year of continuous treatment, a significant milestone even for
her. After that, she decided to go off treatment and take a trip to visit her son.

But she started up chemotherapy once again upon her return.

This is the life of treatment—the life of multiple bell ringings. In preparing
to ring the bell at the end of her second round of chemotherapy, she said to me,
“I rang that bell last time and said to myself I will never ring it again, and here
I go again.” On the day of the toxic reaction, she expressed a hope that not
ringing the bell would bring her good luck. Melody, more than any other patient
I followed, knew the outcome she was hoping was very unlikely. But that reality
did not prevent her from hoping for in the moment that some small change in

her behaviour might tip the scales in her favour.
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We can see how the bell as a symbol of transition is being reified through
the stories of Deo, Norma, Elizabeth, Jennifer, and Melody. A patient like Deo,
who celebrated the moment and believed in the bell’s transformative power,
works to adjust his perspective once he learns that he might ring the bell again,
but he still sees it as a small victory worth celebrating. For others like Elizabeth
and Norma, the bell’s link to reality is too sharp: it cannot be rung until
treatment is really done, and since they are both unsure of when that will be
for them, they are not interested in ringing it. For someone like Jennifer, the
bell’s symbolic power is important, but she can hardly believe it to be true. As
a veteran cancer patient, Melody is already too well-versed in the bell’s symbolic
potential and limitations. Some months later, after she had started up treatment
again, Melody confided, “I will live my life like this. I will be on chemo for the
rest of my life.”

Liminality Revisited: The Consequences of Being Structurally Invisible

The subject of passage ritual is, in the liminal period, structurally, if not
physically, ‘invisible.” As members of society, most of us see only what
we expect to see, and what we expect to see is what we are conditioned
to see when we have learned the definitions and classifications of our
culture (Turner 1967, 95).

What does it mean to say that someone is physically present, but structurally
absent? It means that we cannot recognize them, and, in turn, they may not be
able to recognize themselves. Olivia, who survived ovarian cancer in her early
twenties only to have it recur seven years later in a much more aggressive form,
told me everything about her cancer was “unusual”; she recounted, “it’s very
difficult for me to find a path that looks like mine.” These socially sanctioned
“paths” help us to make sense of our own experiences, and come to terms with
them. Victor Turner argued that liminal beings were dangerous and in need of
hiding because “it is a paradox, a scandal, to see what ought not to be there!”
(1967, 97). In Ndembu society, he said they would not tolerate the existence of a

Y

“not-boy-not-man,” which is exactly what a neophyte going through a
circumcision ritual is (Turner 1967). Applying these ideas to contemporary
discourses on cancer, it seems worth asking then, can we allow for the existence
of a “not-surviving-not dying” person with cancer—a person who is not yet

dying but at the same time not getting better?

My findings from the larger ethnographic study indicate that the person

living with advanced disease does not see herself as dying, and her oncologist
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does not speak to her as though she is most of the time. Conversely, the majority
of actions and conversations that take place in consultations are about
treatment. Thus, it is the wide range of what can now be done in terms of
treatment possibilities that hides patients’ liminality. Treatment hides their
liminality precisely because they enter into treatment (that is, separation) very
much like other patients with more curable cancers. Once in treatment (in other
words, the margin or limen), they can also be confused with patients with
curable cancers, because it is assumed that at some point treatment will be over.
It is what happens post-treatment (in other words, aggregation) that reveals
patients’ liminality, for patients cannot move beyond the life of treatment; the
only reincorporation possible is through death.

Thus, one important difference from Turner’s development of liminality, is
that the bell ringing performance does not actually help patients adapt to a new
identity, because there is no new identity on offer. The ringing of the
chemotherapy bell is a somewhat “flawed ritual” (Lewin and Green 2009, 1467)
for patients with advanced cancer because there is no re-incorporation to a
cancer-free life, there is only more liminality. Because people do not remain in
the socially sequestered space of ritual, being liminal in the long term has real
and tangible consequences. Pam could not go back to the work she loved,
supporting sick children in hospitals, classrooms, and homes, and was told, “not
to worry about that” in the near future. Dario could not return to running his
contracting business, which was very difficult for him to accept and to convey
to his staff, especially when he was on temporary breaks from treatment.
Elizabeth could not initiate her plan to try in vitro fertilization, since she had
been warned that the cancer would likely return in less than five years. Rather
than being open and honest about her clinical trial drug continuing indefinitely,
Elizabeth was pressured to convey to people at work that “everything [was]

going to be fine”.

A second difference from Turner’s formulation is that the communitas (group
camaraderie) that has been demonstrated amongst disabled persons undergoing
physical rehabilitation therapy (Murphy 1988, 240) or cancer patients going
through an intensive weeklong rehabilitation program (Tjornhoj-Thomson and
Hansen 2013) does not readily occur in outpatient cancer care. Ambulatory care
makes it more challenging to form communitas, because patients are always
entering and leaving Lady Ann’s in order to receive care, which means that they

are always tacking back and forth between their cancer and non-cancer lives.
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Although two patients may connect and have a great conversation one day as

they sit side-by-side in chemotherapy, they might never see each other again.

A final variation to Turner’s framework is that in the case of advanced
cancer, it is less likely that liminal subjects are being shepherded through the
ritual by experts who have previously undergone the ritual themselves. But
having those witnesses present—chemotherapy nurses, family and friends—
reinforces the idea that a status change is taking place. Jennifer told me that on
the day she finished chemo, her nurse joked with her, “I'll see you at Loblaws
sometime.” When I interpreted that as meaning she must have run into the
nurse at Loblaws before, she laughed, and replied, “No! That was her way of
just kind of saying, ‘I don’t want to see you back’ but you know, Tll see you, I
hope that I'll see you’.” Jennifer brought up this nurse’s comment, saying, “It
was just the perfect thing for her to say, because you know, you say to somebody;,
‘See you again!” You don’t want to say that when youre leaving chemo.” So,
although the nurse did not say to Jennifer, “You are done treatment,” she
conveyed that this was her wish for Jennifer.

Patients with advanced disease trouble contemporary models of cancer
care, which might see them fall under the category of survivorship, chronic
illness, or palliative care. The survivorship model is seductive, since every
patient wants foremost to survive, but given that people with advanced cancers
are not expected to survive their cancers long-term (that is, > five years), it falls
short on its fundamental promise. The chronic disease model is also foreclosed
because it is suggestive of conditions that are tolerable through the aid of
pharmaceuticals and lifestyle modifications; it belies, in some cases, how
quickly death is approaching. They might be most appropriately categorized
under the palliative care model, since it targets people living with a life-
threatening illness. Crucially, however, the people I followed did not self-
identify with this model either. Despite the availability of an outpatient
palliative care service at Lady Ann’s, and recent Canadian research supporting
early-intervention palliative care (Zimmermann et al. 2014), a few of the
longitudinal patients never received a referral, and some received it too late to
receive much benefit. Thus, no framework adequately makes room for their
experiences. The result is a feeling of isolation and social abandonment;
“solitude is created within the interstices of the contradictions of existence and
institutionalized norms transmitted by discourses, values and tactics” (Saillant
1990, 101).
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Conclusion

The chemotherapy bell and its associated ritual in the hospital sound out a
powerful narrative about living through treatment and life beyond cancer, but
an alternate story is possible. According to ritual scholar Catherine Bell (1997),
Turner’s contribution to the literature on symbols was to argue against Levi-
Strauss, who saw them as timeless entities, and to show that they do not have
fixed meaning, but rather condense multiple meanings together. A symbol
like the chemotherapy bell is indeed “inherently multivocal” (Bell 1997, 41).
Concealed within its ceremony are a myriad of conflicting feelings—hope,
fear, disbelief, confusion, mistrust—as patients come to realize that further
treatments might be in their future. Even its name—the bravery bell—has
multiple meanings; while it recognizes the courage required to get through a
round of chemotherapy, feeling brave at any one treatment does not justify its
ringing. Chemotherapy nurses, family and friends of people who choose to
ring the bell should be aware that even when it looks like a celebration at the
time, its heavy symbolism attached to patients’ uncertain futures means that a
range of reactions are possible. Future research could include the perspective of
chemotherapy nurses, who might have key insight into how the ceremony might
better account for these diverse cancer trajectories. In the context of advanced
cancer, we can see how the bell ceremony is divisive—it makes patients with
incurable illness feel separate from patients who complete treatment and
move towards cancer recovery. But could the bell instead be unifying? The
bell referenced in John Donne’s (1624) famous sermon is used to signify the
connection he felt to all humans through a shared mortality.

By dissecting the symbolic associations with the chemotherapy bell at Lady
Ann’s, I do not wish to destroy the bell as a symbol of hope or of accomplishment,
which it can still represent for people living with advanced cancer. Even Deo,
who was disappointed with the bell’s inability to move him out of the liminal
phase of treatment, told me, he “[couldn’t] wait to finish and ring that bell
again.” But, like Melody, each time he rang the bell, he concealed his liminality.
Another day, he confided, “Life is very dark and dismal—not many people know
that, you don’t show it.” The internal struggles that patients like Deo and
Melody endure are made invisible through symbols like the chemotherapy bell.
Viewed in this way, the bell breaks the communitas of cancer patients, and forces

patients with advanced disease into a prolonged liminality that extends towards

the end of life.
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When time of death is divided up as a temporal sequence, we can see that
people being caught up in an extended “time of illness” does not allow them to
move forward towards their “time of end of life” or “time of death” (Fortin and
LeGall 2025). A new group of oncologists based at Queen’s University is trying
to shift that temporal sequence. Common Sense Oncology recognizes that in
some parts of the world, there is substantial overuse of treatments towards the
end of life with very little benefit, while in other parts of the world, patients can
barely access any treatments whatsoever (Booth et al. 2023). They are asking
that oncologists be judicious in prescribing treatment for people with life-
threatening cancer, and be open and honest about the benefits and risks those
treatments will actually entail (Booth et al. 2023). People who are living with
incurable disease need loved ones and medical practitioners to shepherd them
safely towards the end of life, but they also need recognition and understanding
of the inherent difficulty of their liminal positioning. Recently, a few cancer
treatment centres in the US have replaced the bell with a small gift or gift
certificate (Gale 2019, 147). These private or personal alternatives fail to consider
the social aspect of the ritual, and how crucial it is for the person living with
advanced cancer to feel that her community is surrounding her, supporting her,
and caring for her as she moves towards the end of life, and making sure that

she knows all the while that her life and her experiences matter.
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