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ABSTRACT
Through a post-colonial narrative turn, scholars created space for alternative
illness narratives to be performed; narratives that reflected the fragmented and
unpredictable ways of ailing bodies, and allowed for multiple and diverse identities to be
constructed. However, even with this post-colonial turn, illness narratives in U.S. culture
often depict situations in which individuals overcome their illnesses, and death is
somehow avoided (Langellier & Peterson, 2004), which present potential constraints for
what narratives individuals at the end-of-life (EOL) are able to tell and what identities
they are able to construct. Using post-colonial narrative theory (Frank, 1995) as a
framework, I engaged in a thematic narrative analysis of 16 hospice patient narratives, to
understand whether narratives and identity constructions are constrained for dying
individuals as they attempt to make sense of the end-of-life.
Patients constructed the five identities of the experienced individual, the believer,
the ailing individual, the good dier, and the individual who is still living, through several
themes. Ideals of both post-colonialism and modernism were present in identity
constructions, suggesting some acceptance of alternative narratives for individuals at the
EOL. However, notably a new type of colonization emerged as patients’ identity
constructions and themes reflected elements of ars moriendi or the good death (Faust,
2008). Specifically, it appears that end-of-life narratives must reflect that the individual
nearing the end-of-life is doing so in a culturally acceptable way which involves
acceptance, sacrificial or selfless qualities, dying gladly, and dying not alone. This
nuanced type of colonization suggests that specific illness situations might present unique
narrative colonization.
I end by offering practical implications for health care providers and family.
Specifically, these findings might inform traditional practitioners and encourage them to
broaden the clinical definition of the good death, with an understanding that elements
such as esteem and emotional support or empowerment might be paramount for some
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patients’ good deaths. Additionally, these findings offer awareness to family members
regarding cultural expectations of the good death, so that they might consider whether
they are adding pressure to their loved ones to achieve such a death.
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death hath ten thousand several doors
For men to take their exits.
John Webster
The Duchess of Malfi, 1612
An entire mythology has grown up around the process of dying. Like most mythologies,
it is based on the inborn psychological need that all humankind shares. The mythologies
of death are meant to combat fear on the one hand and it’s opposite—wishes—on the
other. They are meant to serve us by disarming our terror about what the reality may be.
While so many of us hope for a swift death during sleep “so I won’t suffer,” we at the
same time cling to an image of our final moments that combines grace with a sense of
closure; we need to believe in a clear-minded process in which the summation of life
takes place—either that or a perfect lapse into agony-free consciousness.
Sherwin B. Nuland
How We Die, 1993
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ABSTRACT
Through a post-colonial narrative turn, scholars created space for alternative
illness narratives to be performed; narratives that reflected the fragmented and
unpredictable ways of ailing bodies, and allowed for multiple and diverse identities to be
constructed. However, even with this post-colonial turn, illness narratives in U.S. culture
often depict situations in which individuals overcome their illnesses, and death is
somehow avoided (Langellier & Peterson, 2004), which present potential constraints for
what narratives individuals at the end-of-life (EOL) are able to tell and what identities
they are able to construct. Using post-colonial narrative theory (Frank, 1995) as a
framework, I engaged in a thematic narrative analysis of 16 hospice patient narratives, to
understand whether narratives and identity constructions are constrained for dying
individuals as they attempt to make sense of the end-of-life.
Patients constructed the five identities of the experienced individual, the believer,
the ailing individual, the good dier, and the individual who is still living, through several
themes. Ideals of both post-colonialism and modernism were present in identity
constructions, suggesting some acceptance of alternative narratives for individuals at the
EOL. However, notably a new type of colonization emerged as patients’ identity
constructions and themes reflected elements of ars moriendi or the good death (Faust,
2008). Specifically, it appears that end-of-life narratives must reflect that the individual
nearing the end-of-life is doing so in a culturally acceptable way which involves
acceptance, sacrificial or selfless qualities, dying gladly, and dying not alone. This
nuanced type of colonization suggests that specific illness situations might present unique
narrative colonization.
I end by offering practical implications for health care providers and family.
Specifically, these findings might inform traditional practitioners and encourage them to
broaden the clinical definition of the good death, with an understanding that elements
such as esteem and emotional support or empowerment might be paramount for some
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patients’ good deaths. Additionally, these findings offer awareness to family members
regarding cultural expectations of the good death, so that they might consider whether
they are adding pressure to their loved ones to achieve such a death.
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CHAPTER I
MODERNIST AND POST-COLONIAL PERSPECTIVES OF THE
ILLNESS EXPERIENCE: A REVIEW OF RELEVANT LITERATURE
Illnesses can result in changes in the ways individuals know the world and
themselves (Anderson & Geist Martin, 2003; Arrington, 2005; Duck, 2011; Lyons &
Meade, 1995). Ailing individuals often experience loss in physical functioning, which
can inhibit their ability to perform certain taken-for-granted tasks (e.g. putting several
dishes away at once) (Ahlstrom & Sjoden, 1996), or cause modifications in their social
activities, which can result in relational changes. Sharf and Vanderford (2003) explain
that in the midst of these many losses, narrative authorship allows individuals to
reestablish some sense of control. Illness narratives essentially allow ailing individuals to
center the “I” in their stories in the hopes of regaining some semblance of identity
separate from the disease (Frank, 1995). Narratives have been linked to the social
construction of health as a means to understand identity transformation; however, in U.S.
culture 1, these narratives exhibit particular biases involving fixed, stable identities or
ultimate health restoration. Specifically, illness narratives often revolve around themes in
which an alienated body is made familiar (Frank, 1995) or ailing individuals overcome
their illnesses and avert death (Langellier & Peterson, 2004). These common themes
might be expected given dominant biomedical discourses (i.e., systems of meaning)
circulating in mainstream U.S. culture, previously leading scholars to label modern
societies death-denying (Becker, 1973; Ochs, 1993; Ragon, 1983). However, privileging
discourses of certainty or health is problematic given that illnesses do not always fit with
these scripts. As Frank argues, illness stories are not just stories about the body, they are
stories told through the body, bodies which are unpredictable and ever-changing.
1 No culture, including U.S. culture is homogeneous. However, I use the term U.S. culture, as the current
study and analysis primarily focus on mainstream American cultural perspectives of death and dying.
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Through his post-colonial narrative theory, Frank offers new standards for illness
narratives.
Employing post-colonial narrative theory as a framework (Frank, 1995), I
examine in the current study a particular illness context which by its very nature stands in
opposition to biomedical discourses focused on cure and illness narrative themes of
survival: terminal illnesses. Specifically, illnesses with prognoses of imminent death.
Despite the fact that individuals at the end-of-life (EOL) perform illness narratives
through terminal bodies, given the biomedical discourse bias toward recovery, these
individuals likely face narrative constraints regarding what stories they are able to tell
and what identities they are able to construct through narratives. Thus, I explore EOL
narratives to understand how dying individuals make sense of the EOL. In particular, I
am interested in what stories dying individuals tell and how through these narratives they
construct their identities. My general research question seeks to understand these
constructions of the dying person’s identity in hospice patients’ narratives. In the
following sections, I expand on the theoretical framework and EOL context and offer
insight into how the current study contributes to scholarly conversations in illness
narratives and in identity research.
Definition of Narrative
Although many definitions of narrative exist, in the present study the prototype
narrative is used as an umbrella term that refers to communicative forms characterized
by: (1) situatedness, (2) event sequencing, (3) world-making/world-disruption, and (4)
‘what it’s like’ (Herman, 2009). That is, while narratives might differ in details, narrative
as a genre is characterized by these distinctive features.
Situatedness refers to the fact that a narrative is a representation that must be
interpreted in regard to the specific context or occasion of the telling. Herman (2009)
focuses on the discursive context of situatedness, claiming that narrative representations
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occur within particular communicative contexts and that one must attend to the
“sociocommunicative environment” in order to make sense of the narrative (p.17).
Event sequencing highlights the structure of the presentation of events (i.e., the
narrative form). Narratives are distinct from simple descriptions in that they require
narrators who organize events attending to particularity and a temporal orientation in
order to construct a mental representation of the storyworld for the audience (Herman).
Third, events are represented in such a way as to introduce a disruption into a
storyworld that must be responded to or coped with. Disruption is a key characteristic of
narrative as not all endeavors of event-sequencing count as narrative. Rather, the
prototypical narrative requires a disruption of what is expected. That is, an everyday
experience must be deviated from and the narrative functions as a way to make sense of
that disruption.
Finally, narratives convey the experience of living through a particular storyworld
in flux. By highlighting the pressures experienced by the events, narratives provide
evocativeness and reveal ‘what it’s like’ for someone who has gone through a particular
event. Narratives allow others to understand what the experience of living through a
particular event is like.
While the aforementioned characteristics of narrative focus on sense-making of
experiences and acknowledge the possibility for disruptive events to occur in life,
narratives within the context of illnesses have not always allowed narrators flexibility in
telling their stories. Rather illness narratives were, and as I argue in the current study,
are dominated by biomedical themes of survival and certainty, despite the fact that
illnesses do not always follow such a simple script.
Post-Colonial Narrative Theory
As a general theoretical framework, this study adopts Frank’s (1995) postcolonial narrative theory. Frank developed this theory through listening to others’ stories
of their illness experiences and watching these individuals try to make sense of their
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survival. As a “wounded storyteller” himself, Frank attempts to reconceptualize
dominant cultural discourses of what it means to be an ill individual. Rather than
positioning the illness in terms of passivity with the ill individual playing the role of
victim and/or care recipient, Frank argues that through a post-colonial narrative turn, ill
individuals are able to construct narratives to tell stories about their own unique,
embodied experiences.
Modernism, Postmodernism, and Post-Colonialism
Post-colonial narrative theory is made sense of through an understanding of
modern and postmodern perspectives, because post-colonialism generally aligns with
postmodernism and rejects modernist ideals. Thus, a brief history of the modern and
postmodern movements is warranted to understand the canons of post-colonial narrative
theory. Grenz (1996) dates the emergence of modernist thought to the Renaissance
period which first “elevated humankind to the center of reality” (p. 2), although Grenz
argues that other historians place the birth of modernism in the early part of the
Enlightenment. Regardless of when modernist thought first emerged, scholars agree that
modernism centers on the attainment of ultimate knowledge as the goal of intellectual
pursuit and the belief that the world exists separate from the thinking self. Habermas
(1992) expands, “The project of modernity, formulated in the eighteenth century […]
consists of a relentless development of objectivating sciences [and] the universalistic
bases of morality and law” (p. 162-63). Furthermore proponents of the Enlightenment
believed sciences also controlled the forces of nature. Essentially, the focus of
modernism holds as ideals certainty through “objectivating sciences”, generalizability
and truth through “universalistic bases”, and stability through “control of the forces of
nature.” Additionally, building from the Enlightenment project, modernism regards the
self as autonomous and self-determining, existing outside of community, suggesting a
psychologized, innate perspective of identity (Grenz). Finally, the goal of the modernist
era is to better the self and society, most often through intellectual pursuits.

5

Conversely, postmodernism signifies a rejection of modernist ideals. Rather than
hold to objectivating sciences, postmodernists believe that “reality can be ‘read’
differently by each knowing self that encounters it” (Grenz, 1996, p. 6). Aligning with
the paradigmatic identity of dialogism (Deetz, 2001) fundamentally, postmodernists
argue that there is no single meaning of the world. Instead, the world is full of “hidden
points of resistance and complexity” (p. 31). Thus, as opposed to modernist ideals of
universalistic assumptions, postmodernists focus on difference of perspectives and
worldviews. Furthermore, rather than privileging reason and logic as the authority on
knowledge, postmodernists acknowledge that other paths to knowledge (e.g., emotions)
are also valid (Grenz).
Finally post-colonialism, upon which Frank’s theory is founded, is an intellectual
perspective within postmodernism that specifically rejects the colonization of social
groups. Colonialism maintains modernist ideals of certainty and universality by holding
a particular culture, usually Western culture, as the basis for legitimacy. The so-called
‘inferior’ cultures, typically non-West cultures, are colonized by the “dominant” culture’s
ideals (Young, 2003). Colonization can occur within subcultures as well when power
structures are at play that privilege realities of certain groups and silence the voices of
others. Post-colonialism seeks to intervene, to acknowledge other voices and achieve
equity across diverse populations. Because modernist ideals are likely to emerge in
illness experiences, Frank (1995) applies a post-colonial perspective to his narrative
theory, as an intervention to the illness narratives being colonized by dominant
biomedical discourses.
Modern and Post-Colonial Illness Experiences
Frank (1995) argues that while illness narratives are first and foremost personal
given that they are told through the embodied experiences of the ailing individuals, these
stories are also social, thereby at risk of being colonized by cultural expectations.
Narratives are social in the most basic sense that stories are told to audiences, whether
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real or imagined. That is, ill individuals might tell their stories to present others or they
might construct their stories with a potential audience in mind. This latter imagined
audience is evident when ill individuals consider what rhetorical or societal expectations
are at play relating to their illnesses. Specifically, Frank argues that each ill individual
hears or sees the ways in which family members act when they have illnesses or the ways
media portray illness situations, and as a result s/he internalizes what are deemed
acceptable standards for illness narratives. Thus Frank concludes that the social context
in which illnesses exist dictates what counts as a “good” narrative.
Frank (1995) elaborates on these cultural expectations of illness narratives
through modernist and postmodernist approaches to understanding illness experiences.
Frank explains that illness narratives were often dictated by the modern illness experience
which aligns with modernist ideals of objectivating sciences as the biomedical discourses
were prioritized. Essentially, modernist illness narratives depict illness experiences as
medicalized given that symptoms receive diagnostic labels and health behaviors and
concerns are understood strictly through specialized language. As Frank argues “the
chart becomes the official story of the illness” (p. 5). At times, these illness narratives
might appear to be personal accounts of the experience; however, the ailing individual is
often simply relaying the physician’s report to others, which does not allow for new or
alternative narratives to emerge and instead results in a “circulation of stories” (p. 5).
Frank contends that not all stories are given the same symbolic significance as the
medical narrative ultimately holds more weight than any other narrative. Essentially, the
physician’s report is held as legitimate, and the patient’s own, unique, embodied
experience is colonized by the medical report.
Through post-colonial illness narrative theory, Frank (1995) claims that modernist
medicine has taken over or colonized the ailing individual’s experience during treatment.
He argues that “just as political and economic colonialism took over geographic areas,
modernist medicine claimed the body of its patients as its territory” (p. 10), and the
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uniqueness of illness experiences has been reduced to a unified, biomedical view of what
it means to have an illness. Frank offers the restitution narrative as representative of the
modernist illness experience. The restitution narrative draws attention to cultural
expectations regarding health. According to contemporary society, ill individuals are
positioned as not embodying their ‘true’ identities or standard functioning states. Instead
health is regarded as the normal condition to which ill individuals should be restored
(Frank). The restitution narrative exemplifies this perspective, as the plot follows the
basic storyline of “Yesterday I was healthy, today I’m sick, but tomorrow I’ll be healthy
again” (p. 77). Frank explains that “behind the restitution narrative of popular culture
and sociology is medicine” (p. 83). Specifically, restitution narrators generally attribute
their restoration of health to the quality of the medical institution or ability of the
physicians. Restitution narratives became the culturally preferred narrative with the
outcome of success after medical intervention.
With the birth of the post-colonial narrative perspective, support increased for the
embodied experiences of the ailing individual to become the focus. Whereas in the
modern illness experience, the medical story was of primary importance and all others
stories were seen as alternative or secondary, the post-colonial divide highlights the ailing
person’s voice as having primary significance. That is, instead of repeating a diagnostic
report in which the medical institution has authority, it became understood that illness
stories are not just stories about the body, they are stories told through the body. To
clarify, the person’s embodied experience, which is often chaotic, uncertain, and
introduces meanings beyond the scope of the medical report, became central to illness
narratives. The visibly ill body becomes part of the performance, because storytelling
first and foremost begins with “some body [which] performs narrative” and no narrative
can be performed without bodily participation (Langellier & Peterson, 2004, p. 8). For
example, the aforementioned restitution narrative could not be told if the actual ailing
body does not follow this plot of recovery. As such, the body becomes both narrator and
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character, “both a speaking subject and a subject of discourse” (p. 9). These roles are not
separate in that the storyteller is not one body as narrator and then changes into another
body when enacting the character role. Furthermore, the roles are not fused together in a
way that the storyteller is forced to partly embody character and partly embody narrator.
Instead, the storyteller is simultaneously both narrator and character.
Frank (1995) explains that modern and post-colonial approaches to illness
experiences also have implications for the ailing individual’s identity. Through the term
“remission society” (Frank, 1991), Frank (1995) acknowledges individuals in recovery
programs, individuals with chronic illnesses or health concerns that require daily selfmonitoring, and disabled persons, as “people who […] were effectively well but could
never be cured” (p. 8). Frank explains that the remission society privileges a modern
understanding of the illness experience, as medical advances are regarded as the reason
that these persons are able to continue living with the illness. However, what it means for
individuals in the remission society to be both ill and well and what it means to live with
the day-to-day of the illnesses, can only be understood through a post-colonial
perspective that highlights the ailing person’s voice. The post-colonial perspective of the
illness experience is necessary, because from a modernist perspective people are
generally regarded as either sick or well. Members of the remission society do not fully
align with either side of these identity binaries, which problematizes the modernist notion
that identities of ailing individuals are fixed and unitary. Essentially, Frank argues that
modern medicine and the modernist narrative lack space for alternative narratives or
identities to emerge beyond the sick/well binary.
While modern illness narratives reflect ill bodies being colonized by biomedical
agendas, with the post-colonial turn the issue of embodiment became real and “the
capacity for telling one’s own story [was] reclaimed” (Frank, 1995, p. 7). Post-colonial
narrative is the term Frank coined for narratives that emphasize patients’ voices over
biomedical discourses and allows freedom in identity construction.
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Post-Colonial Illness Narrative Types
Two particular illness narratives representative of the post-colonial turn that Frank
(1995) proposes are the quest narrative and the chaos narrative. To be clear, Frank does
not claim that these types represent a general unifying view of illness experiences.
Rather, he argues that individuals tell unique stories which are composed of narrative
plots that culture makes available. Frank explains that by designating common narrative
plots, he provides “listening devices” given that cultural and personal prejudices often
present barriers to listening to alternative stories (p. 77).
Quest Narrative
One illness narrative Frank (1995) addresses is the quest narrative. As the most
published illness narrative, the quest story positions the ill individual as the wise hero.
Quest storytellers recognize their suffering and also acknowledge chaos; however, they
use these illness disasters to emphasize a gain in the end. Quest stories are qualitatively
different from restitution narratives, because restitution stories highlight the success of
medicine, whereas the role of the self is central to the quest story. Quest narratives, on
the other hand, emphasize the position of the self, as the story is told from the perspective
of the hero. The hero tells her/his story of the illness journey with a sense of purpose,
believing that the meaning of the illness will emerge through reflections of the journey.
Campbell (1972) explains that at the end of the journey, the hero receives a ‘boon,’ or
insight from the experience which must be passed on to others.
Chaos Narrative
Frank (1995) offers a second narrative type: the chaos narrative. Chaos
narratives, unlike restitution narratives, rarely fit with the happy ending theme. Rather
these narratives illustrate individuals living in chaos. Instead of storytellers being able to
look back and reflect on the experience, chaos narratives are told in the moments of chaos
where no one is in control. In fact, Frank explains that these narratives are often called
anti-narratives as they lack traditional narrative coherence. Chaos narratives are instead
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marked by the characteristic of inevitable contingency, as the body lives the story of
repeated failures.
Illness Narratives Circulating in U.S. Culture Today
As mentioned, Frank (1995) developed his post-colonial narrative theory as
experiences emerged which did not reflect modernist illness experiences. Specifically,
medical advancements allowed individuals to live longer with chronic conditions, and as
such these individuals could no longer be categorized by the sick/well binary. Recently,
the U.S. has experienced a substantial increase in chronic diseases such as heart disease,
stroke, cancer, diabetes, and arthritis (DeVol & Bedroussian, 2007), and because the U.S.
is in an era dominated by chronic illness, once again more personal narratives (Bury,
2001), or post-colonial narratives are required to replace prior modernist narratives.
Fittingly, current chronic illness narratives have recently trended away from past
modernist binaries and linear narratives (Garro, 1992; Riessman, 2003b). For example,
Riessman (2003b) found that narratives performed by men with multiple sclerosis (MS)
included references to existing somewhere outside of the sick/well binary. Specifically,
the men often cited their chronic illness as the reason they refrained from pursuing career
opportunities (i.e., too sick to commit to large goals) and also as an excuse to refrain from
pursuing those same opportunities in favor of new life goals (i.e., well enough to follow
one’s dreams and start a new path in life). One man specifically spoke about traveling to
‘exotic’ regions of the world, and explained, “just the experience of traveling alone, it
was kind of discovering that I could do it alone . . . I just feel stronger as a person that
I’ve been able to do those things” (p. 10). While his MS prompted him to live his life
‘now’ given the future uncertainty of his illness, he describes himself as currently strong
or healthy enough to fulfill some of his life goals.
This idea of being healthy enough allows health and illnesses to be seen in
relative terms, rather than as strict binaries as the modernist perspective positions them,
which is necessary for chronically ailing individuals who might be diagnosed as sick but
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regard themselves as healthy if they are able to maintain their social roles (Sharf &
Vanderford, 2003). With Frank’s (1995) call for a post-colonial turn, the space exists for
individuals with chronic illnesses to present themselves in such relative terms and as
such, these new or relative definitions of health and illness are seemingly becoming more
accepted within health care contexts as well. For example, the World Health
Organization’s definition of health is a “state of complete physical, mental, and social
well-being and not merely the absence of disease or infirmity” (World Health
Organization website, 2012), which moves away from the antiquated sick/well binary.
Personal narratives which highlight patients’ unique embodied experiences are
also receiving more attention within health care encounters, in nursing (Holloway &
Freshwater, 2007; Skott, 2001), and especially with the emergence of narrative medicine
(Charon, 2006). Charon explains that through narrative medicine, practitioners attempt to
understand more about what the patients endure from the illnesses, focusing on the lived
experience, rather than solely on the diagnostic report. This perspective of narrative
medicine was also incorporated in medical education classes (DasGupta & Charon, 2004;
Kumagai, 2008). Essentially, a trend towards embracing and highlighting patients’
embodied narratives within illness experiences is becoming more and more evident,
suggesting a possible post-colonial turn has taken place.
As mentioned, the post-colonial turn theoretically allows ill individuals the
opportunity to make new meanings of their illness experiences. However, Frank (1995)
explains that while post implies a temporal shift, he did not apply this label with a
sequential order in mind. Instead, post-colonialism is a process of transformation in
modes of thinking about the world. Thus, it is possible that even with evidence of postcolonial thought in the current chronic illness narratives and health care contexts,
discourses of modernist illness experiences might continue to be circulating. In the
current study, I explore one illness context in which ailing individuals are likely to be in
danger of having their illness experiences colonized.
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End-of-life Context
In the current study, I explore EOL narratives through a post-colonial narrative
theoretical framework to understand whether these particular illness narratives and illness
identities are being colonized by biomedical agendas. Scholars have argued that U.S.
culture is a death-denying society (Ochs, 1993; Ragon, 1983; Tucker, 2009) because
denial has and likely will always be evident in discourses surrounding dying and the endof-life (Zimmerman, 2004). Although some scholars question how pervasive this ‘deathdenial’ thesis actually is (Kellehear, 1984; Zimmerman & Rodin, 2004), it is clear that a
discomfort with death is evident in U.S. culture today as scholars argue that death and
dying conversations are relatively absent from everyday talk (Bern-Klug, 2004; Tarzian,
Neal, & O’Neil, 2005), and interactions with physicians often lack candid conversations
about death (Buss, 1999; Iedema, Sorenson, Braithwaite, & Turnbull, 2004, Tucker,
2009). Instead, biomedical agendas which focus on cure are highlighted, suggesting that
while the post-colonial turn offers individuals freedom in how they make meaning of
their illness experiences, illness experiences and identity constructions for individuals
nearing the EOL might still be colonized by biomedical discourses in illness narratives.
Post-colonial theory is a useful framework for the current study, because it seeks
to analyze possible instances of discursive colonization and thereby to empower the
silenced voices of persons who face imminent death toward achieving equity. Postcolonial narrative theory is particularly useful for the study as it attempts to
reconceptualize power imbalances in which a modernist approach legitimates biomedical
knowledge as truth in illness experiences. However, I argue that common illness
narratives still center on the ill individual following the ideal medical script in which s/he
overcomes the illness and returns to a stable health state. Furthermore, I argue that even
Frank’s post-colonial narrative types reflect an avoidance of death. The focus on such
narratives can potentially close down other discourses for individuals who do not have
the hope of overcoming the illness and achieving ultimate health restoration. In effect,
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biomedical agendas and modernist approaches to illnesses might still be colonizing the
meanings some ailing persons can make of their illness experiences. Because the
colonization of the EOL illness experience could potentially have drastic implications on
what it means to die well, a privilege idealized in U.S. culture (Farber, Egnew, & Farber,
2004; Faust, 2008), it is imperative to examine this particular illness context. In the
following sections, I expand on biomedical biases toward cure in illness narratives, while
also addressing what implications modern illness experiences can have on identity
constructions for individuals nearing the EOL.
Contributions to Illness Narrative Research
The current study offers contributions to illness narrative research through the
context of the EOL, to understand whether some illness narratives are continuing to be
colonized by modernist ideals, despite a post-colonial illness narrative turn. As
mentioned, illness narratives function to provide ailing individuals with the opportunity
to reclaim the illness experience and the self, in the midst of sickness. However as
evident in the modernist illness experience, illness narratives still often reflect a
biomedical approach to medicine (see Beck, 2001; Cassell, 1991; Kleinman, 1978; Stein,
1990), which focuses on the disease, rather than the ailing individual. Thus, while the
post-colonial turn embraces alternative illness narratives, in this section I discuss
modernist themes that are currently circulating in illness narratives, which suggest a
possible continued colonization of meaning-making for individuals nearing the EOL.
Illness Narratives and Survival Themes
Narratives emerged in relation to health when a distinction was made between
disease and illness. As Kleinman (1988) articulates, the label disease was applied by
practitioners to describe the patients’ health needs through technical theories of disorders.
Illness, on the other hand, could be used to describe the lived experience of human
suffering. Speaking about the illness gave patients a chance to evaluate their conditions
and explain how they perceive, work through, and/or live with their symptoms. Whereas
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disease positioned the ill individual as a corpus of replaceable parts through a medical
history or diagnostic report, illness narratives allowed patients to center the “I” in their
accounts in the hopes of regaining some semblance of identity separate from the disease
(Frank, 1995).
The aforementioned conceptual distinction between disease and illness
theoretically encouraged narrative possibilities as individuals could construct personal
narratives to “illuminate aspects of practices and experiences that surround illness but
might not otherwise be recognized” (Garro & Mattingly, 2000, p. 5). However, as
mentioned, Frank (1995) explains that illness narratives were colonized by medical
narratives told by physicians and became the markers against which patient narratives
were judged to be true or false. Through a post-colonial turn, Frank introduced new
markers for illness narratives, listening devices which appeared more flexible than
modernist narratives, as the post-colonial turn allowed for diverse plotlines to emerge.
However, narratives still seem to center on ultimate survival or restoration of absolute
health. To begin with, the modernist restitution narrative, which Frank flags as the
culturally preferred narrative, ends with the belief, “but tomorrow I’ll be healthy again”
(p. 77). Restitution stories do not work for individuals nearing the EOL, whose
tomorrows hold physical death. The quest narrative follows a similar plot of survival in
the hero’s reception of a ‘boon’ at the end of the journey. The fact that the hero is
expected to gain insight at the end of the journey and pass this insight on to others
implies that the hero survives the quest/illness, an ending not physically available to
individuals who do not survive the illness.
Furthermore, the chaos narrative seems to offer narrative possibility for
alternative meanings given repeated failures and difficulties are highlighted. However,
Frank (1995) notes that chaos stories are often labeled the anti-narrative, which suggests
that expectations still exist regarding what narratives are acceptable. Additionally,
identifying these narratives by the characteristic of chaos implies that the expectation of
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an illness narrative is order and that anything else as aberrant. Finally in terms of the
audience, Frank argues that chaos narratives are often difficult to listen to, given the
tendency audiences have to try to fix or control the story. In fact, Frank acknowledges
that when they are told, “the challenge of encountering the chaos narrative is how not to
steer the storyteller away from her feelings” (p. 101), as the immediate impulse is to pull
the teller out of the story and move toward therapy, another biomedical model tendency
toward cure.
Finally, even within the chronic illness narratives that are circulating in U.S.
culture, health/wellness is still privileged overall, as even though chronically ailing
individuals talk about their conditions, they highlight their living/well self, often
presenting themselves as able to function normatively (Riessman, 2003b). Presenting the
self as healthy is not inherently problematic; however, this focus on health reflects a
common theme of illness narratives. That is, overall illness narratives, and certainly
Frank’s (1995) aforementioned narrative types, generally highlight the ill individual
eventually achieving health. In fact, Langellier and Peterson (2004) argue that after
1950, illness narratives became a subgenre of the survival story. Couser (1997) labeled
this survival focus the comic master plot, commandeering the literary term which defines
a storyline that emphasizes a happy ending. Thus while illness narratives have been
theorized as a way for individuals to communicate their personal experiences of illnesses,
dominant illness narratives still reveal a certain medicalization of the illness experience
with an emphasis on ultimate restoration of health.
Illness Narratives and the EOL
If we take seriously Frank’s (1995) notion of illness narrative as “a story of the
body through the body,” then dying persons’ narratives should be qualitatively different
from standard illness narratives, as these accounts would be told through the dying body,
a body which suggests that recovery is not probable. Thus the emphasis on survival or
comic plot would not be available to ailing narrators. However, the aforementioned
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survival theme suggests that particular normalcy narratives exist regarding what stories
are or can be told by ailing individuals. Becker (1997) explains that in every society, life
is structured by cultural expectations at each life phase concerning what meanings are
assigned to particular stages and what roles are performed. When these expectations are
not met, individuals often experience confusion, chaos, and disruption. Life stories then
become a means for repairing these disruptions, and Becker contends “stories of
disruption are, by definition, stories of difference” (p. 16). Given that disease interrupts
life and illnesses are conceptualized as perpetual interruptions (Frank), illness narratives
are accounts of disrupted lives. However, with survival or healing as the expectation of
illness narratives, it becomes clear that narratives of dying persons actually represent the
greatest narrative disruption, as physical survival is not possible. The proposed study
seeks to extend illness narrative research by exploring such possible disruptions through
EOL narratives.
The rationale exists for examining EOL narratives given U.S. culture’s theorized
discomfort with death. Scholars argue that the fear of death is universal and some form
of denial becomes the primary coping mechanism individuals use to contend with this
fear (DeSpelder & Strickland, 2002). Ariès (1974) and Illich (1976) claim that the
medicalization of illnesses and death contribute to this denial, as advancements in
technology lead many individuals to believe that death can be averted. While scholars
offer examples of specific rituals U.S. society creates to deny death further (e.g.,
ornamentalizing caskets, beautifying cemeteries, and embalming/preserving the dead
body to appear lifelike), Kellehear (1984) argues that the term denial is inaccurate, as
denial refers to an avoidance of reality. Likewise Weisman (1974) reasons, despite the
fact that the thought of death is discomforting to many, most people concede that death is
a fact of nature and consequently the existence of death is not actually denied altogether.
Instead, DeSpelder and Strickland (2002) argue that individuals deny the immediacy of
death to continue to live with hope for the future (Maher, 1969). However, individuals
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must also accept the inevitability of death to maintain a sense of reality. Although
support exists for opposing the death-denying thesis (Kellehear, 1984), scholars contend
that at the very least, individuals experience psychological discomfort regarding the topic
of mortality (Ragon, 1983). As Kubler-Ross (1969) argues, death has always been and
probably always will be repulsed, because individuals have a difficult time imagining the
actual ending of their own lives. As such, EOL narratives offer a unique vantage point to
explore whether illness narratives for certain ailing individuals continue to be colonized
by cultural discomfort with death.
Although it has been argued that death denial discourses are continuing to
circulate in U.S. culture and are potentially colonizing EOL narratives, a post-colonial
turn might also be evident in these narratives, given the emergence of palliative and
hospice care. As Tucker (2009) argues the “palliative care movement of the 1960s and
1970s initiated and enabled the public discourse of death” (p. 1106). To elaborate,
centuries ago death was quite familiar to Americans not only because of wars, sicknesses,
and high infant mortality rates (Faust, 2008), but also because dying was regarded as a
communal event which took place inside the home with patients and families nearby
(DeSpelder & Strickland, 2002). Eventually, with advancements in the medical field,
hospitals became places of refuge and respite for those who were dying. However, early
medical training emphasized the value of cure, rather than care, and physicians
approached death as an enemy to be conquered (A. Fontana, personal communication,
July 2007; Biewen, 2002; DeSpelder & Strickland; Illich, 1976; Nuland, 1995; Stoddard,
1978). Patients with terminal illnesses were then either overmedicated (Stoddard) or
simply refused admission in an attempt to mask the dying process (A. Fontana, personal
communication, July 2007). The hospice movement emerged to counter this treatment of
the dying, and today, the “modern” hospice philosophy welcomes the dying process by
attending to terminal patients and their families, emphasizing care over cure through a
holistic mission (National Hospice and Palliative Care Organization, 2012). This
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movement towards focusing on the EOL is also evident within narrative research as,
similar to the turn with narrative medicine (Charon, 2006), narratives are being collected
from hospice patients in order to help needs assessments during clinical encounters
(Arnold, 2011; Tait, Schryer, McDougall, & Lingard, 2011).
Although the advent of hospice and the recent interest in narrative methods for
EOL clinical encounters show promise regarding a potential post-colonial turn in EOL
narratives, Tucker (2009) also argues that along with the palliative care movement, the
“parallel movement of medicalization and denial might have quelled the process” of
moving past death denial as well (p. 1106). That is, discourses of death denial and
biomedical tendencies toward cure are still circulating in the midst of the hospice
movement (Whittington, 2011). This continued focus on survival and overcoming death
is evidenced by the fact that the length of time patients are enrolled in hospice is
decreasing to a mere 19 or fewer days (U.S. General Accounting Office, 2000), which
Pederson and Emmers-Sommer (2012) argue is due to the pervasive biomedical
construction of health which opposes hospice’s holistic mission and likely impedes early
referrals to hospice programs. Furthermore, the total health care cost in the last two
months of life is greater than the budget of the Department of Homeland Security or the
Department of Education, despite the fact that twenty to thirty percent of these
procedures are futile (Kroft, 2010). The amount of money spent on ineffectual lifeprolonging treatment at the EOL, suggests that there is a continued desire to ward off
death as long as possible at any age, thereby providing support for the continued
existence and pervasiveness of discomfort with death. Thus, even though the hospice
movement resulted in some improvements concerning death denial, it appears that a
focus on cure and ultimate health restoration is persistent, and as such EOL narratives
must be examined to understand whether illness experiences for individuals nearing the
EOL are being colonized given the current cultural landscape.
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Only one scholar has examined illness narratives related to EOL experiences,
connecting them to post-colonial narrative theory. Ezzy (2000) links Frank’s (1995)
post-colonial narrative types to the temporal aspects of illness narratives. Ezzy cites
Davies (1997) who argues that “time is tacitly understood as the platform from which we
live our lives and the means by which control over its course can be exercised” (p. 561).
Drawing from Davies’ (1997) analysis of persons living with HIV/AIDS (PLWHAs),
Ezzy identifies three temporal orientations in illness narratives which relate to
individuals’ difficulty with the disruption of everyday assumptions. The first temporal
orientation is living in the future, which is a future orientation in that persons desire to
continue living with assumptions about a routine future, refusing to consider the
imminence of death. Ezzy argues that this temporal orientation organizes Frank’s (1995)
restitution narrative.
The second orientation is living in the empty present, which consists of people
who acknowledge an imminent death, but maintain a desire for a long future. These
individuals refuse to engage in anything for fear of failure, given their imminent death, so
they live an empty present. This orientation aligns most closely with Frank’s (1995)
chaos narrative, as the illness experience is regarded as meaningless in comparison to a
life under control.
The final orientation Davies identifies is living with a philosophy of the present.
Here, the ill individual regards the illness and present time as an opportunity to enjoy the
present, adopt new values, and gain new meanings. Ezzy identifies Frank’s (1995) quest
narrative as possibly relating to this temporal orientation. However Ezzy argues that
living with the philosophy of the present does not require the patient to fight. Rather the
ill individual is free to “enjoy the present for what it is” (Davies, p. 567).
These narratively constructed temporal orientations reveal the mindset of
PLWHAs during sense-making of their illness experiences. The first and last orientations
relate to living in a positive future or present, both ignoring the possibility of death,
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despite their diagnoses. The second temporal orientation, in which PLWHAs
acknowledge the imminence of death, suggests a potential for conversation regarding the
EOL; however, this perspective is still presently oriented. That is, it might be understood
that the future impacts the present, but the focus appears to be on the present, given the
label of the orientation which highlights one’s current daily experience of emptiness.
Furthermore, Ezzy (2000) argues that Davies’ (1997) analysis parallels Frank’s (1995)
chaos narrative, in which a passive patient regards the illness experience as meaningless,
when compared to a life in which the patient has control and hope for the future. Again,
these narratives reflect cultural expectations about what the future should ideally hold:
life.
These narratively constructed temporal orientations support the previous
discussion regarding illness narrative themes. Ezzy (2000) argues that the first and
second temporal orientations represent linear illness narratives which “colonise the
future” as ailing individuals assume that their fate is known and certain, a belief
compatible with the modernist perspective (p. 615). Narratively constructed temporal
orientations provide the space for individuals with terminal prognoses to approach EOL
topics, as Ezzy claims that the third orientation represents a polyphonic illness narrative
which emphasizes the unpredictability of the future, a perspective compatible with postcolonial thought. However, two of the three orientations still focus on survival and future
life, reflecting a potential colonization of EOL illness experiences which needs to be
explored further. Furthermore, Davies’ (1997) study focused on illness narratives from
life threatening illnesses, not illnesses with a formal terminal prognosis. Narratives from
individuals knowingly facing the EOL might yield additional insight into a potential
colonization of the illness experience.
Contributions to Identity Research
The need to examine the possible colonization of EOL illness narratives is
paramount, given that narratives function as a way for ailing individuals to construct new
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identities. Examining hospice patient narratives through post-colonial narrative theory
contributes to identity research by examining whether identities constructed during the
onset of an illness continue to be colonized by modernist ideals or biomedical agendas.
Scholars have argued that illnesses can result in a change in the ways individuals know
the world and themselves (Anderson & Geist Martin, 2003; Arrington, 2005; Duck, 2011;
Lyons & Meade, 1995), and illness narratives can help individuals make sense of these
changes. If we take seriously the role of embodiment, we must consider that the
embodiment of a terminal illness might be qualitatively different from what we know
about the role illnesses play in identity construction. Specifically, the dying body is a
particular type of embodiment, in which mortality becomes central to the way individuals
know the world. Given the aforementioned bias toward health restoration in illness
narratives and health communication, I seek to understand in the current study how dying
individuals construct identities as mortal beings, to understand whether these
constructions are indeed post-colonial or if dying persons’ identities also continue to be
colonized by cultural illness expectations.
A second contribution to the scholarly conversation on identity concerns the ways
in which identity is studied throughout the life course. Life-span scholars contend that
because individuals are social creatures, “socioemotional development can and does
continue throughout the life span” because events, which have the potential to shape
human development, can occur at any stage in life (Pecchioni, Wright, & Nussbaum,
2005, p. 5). Despite this argument, attention to the EOL as a potentially fertile site for
identity construction is lacking. Instead, research often ends with an examination of
death only as related to family relationships or older adulthood (Pecchioni et al.).
However, Lewis and Butler (1974) claim that nearing the EOL, identity is often
reevaluated and restructured. While Byock (1996) offers that this restructuring process is
fluid, little else is known about the particulars. Thus, in the current study, I explore the
EOL as a specific life course site for identity construction.
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Post-Colonial Illness Identities
Frank (1995) argues that when an individual becomes seriously ill, the previous
“destination and map” (p. 2) s/he used to guide life is lost and s/he becomes a “narrative
wreck” (p. 54). To clarify in identity terms, the self that the ailing individual once knew
is now lost through the onset of an illness. In order to emerge from this narrative
wreckage, ailing individuals engage in “self-stories” (Schaefer, 1981). In the self-story,
“the self is being formed in what is told” (Frank, p. 55). That is, identities are created
through narrative performances, which suggests that individuals do not maintain stable,
innate identities, but that identities are fluid and changing throughout life. Furthermore,
Frank emphasizes that while narratives work to restore order and overcome narrative
wreckages, given the embodiment of the illness, it is likely that identity stability is not
always possible.
In line with the possibility for fluid identities to be performed, Frank (1995)
explains that a post-colonial framework allows for a multiplicity of selves to exist. Frank
explains: “disease happens in a life that already has a story, and this story goes on,
changed by the illness, but affecting how the illness story is formed” (p. 54). That is,
there is not one identity which exists, but an individual is thought to perform a particular
identity before an illness and also experiences a change in identity after the onset of the
illness, which allows for multiple selves. Furthermore, because self-stories are told about
an embodied experience that is potentially uncomfortable, confusing, and inconsistent,
illness narratives are not tidy, organized stories that allow ailing individuals to reclaim a
certain and stable identity. Rather the post-colonial perspective of self-stories is that they
allow for multiple, fluid identities to be formed in the midst of corporeal changes. The
post-colonial perspective that multiple, fluid identities can exist is necessary given that
illnesses are embodied. To clarify, the post-colonial perspective understands the body as
connected to the self and identity, and because the body changes with an illness, identity
can change as well.
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Social Identities and Cultural Expectations
A post-colonial perspective regards identities as plural, fluid, and embodied,
whereas modernist ideals of generalizability, certainty, and stability suggest that ailing
individuals are expected to maintain a singular, certain, and stable identity. The postcolonial turn theoretically offers more freedom for ailing individuals in identity
construction. However Frank (1995) calls attention to embodiment and socially
constructed identities, which leads scholars to question if social elements might actually
present limitations for what identities can be constructed, given U.S. culture’s privileging
of biomedical discourses.
Other scholars have also noted a social link between embodiment and identity,
arguing that individuals make sense of their physical experiences through interactions
with others (Duck, 2011). As Duck explains, “our bodies and behaviors are perceptual
objects for [others] to observe” (p. 81). In other words, bodies are viewed, assessed, and
evaluated by others and individuals derive their identities in part through these
evaluations. Another way in which embodied identities become social is through the
storytelling process, as Frank (1995) explains that storytelling, through which ailing
individuals construct identities, is “for an other just as much as it is for oneself” (p. 17).
Specifically, Frank argues that a common element in postmodern or post-colonial stories
is testimony, in which ailing individuals attempt to change their own lives through
impacting others’ lives. Thus the audiences of self-stories are regarded as highly
significant in the narrative performance and identity construction process. The
importance of the audience is also evident in Frank’s claim that storytelling gives voice to
the illness experience beyond what medicine dictates, and while the voice is embodied in
one person, the voice is also social as it takes cues from the cultural landscape in which
the stories are told. To clarify, Frank explains that the voice takes “its speech from the
postmodern times we live in” (p. 18). As mentioned, from a post-colonial perspective,
the self does not exist outside the community; instead the self emerges through the
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communities in which individuals participate (Grenz, 1996). Thus, to understand how
cultural expectations potentially colonize identities for certain ailing individuals, cultural
expectations of illness identity constructions (Crawford, 1994) must be attended to.
Parsons’ Sick Role Identity
Frank (1995) acknowledges a common illness identity which circulates in U.S.
culture and privileges the modernist illness experience: Parsons’ sick role theory.
Parsons’ (1985) sick role theory posits that individuals with illnesses play the passive
victim, but are regarded as “failing in some way to fulfill the institutionally defined
expectations of one of more of the roles in which the individual is implicated in the
society” (p. 146). Lyons and Meade (1995) expand on this idea by discussing how
women with MS experience disruptions to their normal functioning, because of the
physical ramifications of their illness. That is, women with MS found it difficult to fulfill
the normative expectations of the mother role and feared that they were failing in some
way.
In the inception of his theory, Parsons (1975) suggested a level of intentionality in
the ill individual’s deviant behavior as he examined power relationships between patients
and therapeutic professionals. He argued that patients exhibited a sort of
“motivatedness” regarding the sick role as illnesses were often caused by the individual’s
refusal of medical intervention (p. 258). While the ill individual might play an active role
in maintaining her/his illness, Parsons explains that the ill individual is also
disempowered by societal expectations of the sick role. Specifically, Parsons argues that
ill individuals enter a role of ‘sanctioned deviance,’ and are accompanied by certain
rights and social norms which identify expectations of appropriate behavior for persons in
that role.
Parsons (1985) offers four distinct features which aid in illustrating the specifics
of the sick role identity. First given that ill individuals are often regarded as less
functional individuals, one feature of the sick role is the exemption of the ill individual
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from fulfilling normal social obligations. This exemption contributes to the broader sick
role identity, as not every case of “just not feeling like working” is validated (p. 149);
rather the individual’s ill status and subsequent exemption must be regarded as socially
acceptable. The second main feature of the sick role is that the ill individual is exempt
from bearing responsibility for her/his position. Even if the individual somehow caused
the illness, s/he will have to recover spontaneously or be cured by some medical
intervention. The ill individual is not entirely responsible for getting well. Parsons
introduces the third feature of the sick role by acknowledging that the first two features
are not offered without a price. The third characteristic of the sick role is that ill
individuals are deemed not fully legitimate. As mentioned, illnesses are likened to
deviance, as an individual’s identity is generally associated with her/his fully functioning
state. Thus, individuals who are ill or maintain the sick role identity are in a state which
is regarded as undesirable. The final feature of the sick role defines ill individuals as
being “in need of help” (p.150), and as seeking help from qualified professionals. In this
fourth aspect of the sick role, the ill individual adopts the role of patient and is expected
to cooperate with the provider in order to become well again.
Parsons (1985) acknowledges that some of these characteristics of the sick role
are also evident in social relationships, namely those within the family. Ill family
members are allowed the freedom to express themselves in ways which are ordinarily not
acceptable. For instance, ill individuals might express wishes or fantasies and essentially
“act out” to some extent without normal sanctions (p. 151). However limits exist
regarding the extent to which engaging in non-normative behaviors is permissible. Once
again while allowances might be made for ill individuals to ‘escape’ the constraints of
societal expectations and normatively functioning relationships, there are limits to what
identities these individuals are allowed to construct. The expectation is that eventually ill
individuals will return to their ‘true’ identities, their standard functioning states.
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From his post-colonial perspective, Frank (1995) argues that the sick role reduces
the individual’s suffering to a general medicine perspective, in which the person is
regarded as a passive patient, with the provider and modern medicine in control.
Furthermore, Frank objects to the sick role expectation that patients must return to their
‘normal obligations.’ Citing the remission society as an example, Frank argues that this
ideal is not possible for all ailing individuals to obtain, given that many illnesses are
unpredictable.
Frank’s (1995) critique is compatible with the critique I mount regarding the
inability of individuals nearing the EOL to be able to perform the sick role fully, because
overcoming the illness is not expected. However, Frank claims that the post-colonial turn
helped ailing individuals to move beyond this role expectation, whereas I argue, the sick
role is continuing to circulate in U.S. culture in the form of the Warrior Role, though
slightly altered given its attention to the patient as an active participant. Thus, I claim
that the potential for individuals nearing the EOL to be colonized by biomedical agendas
or cultural expectations of identities is still possible given other illness identities
circulating in U.S. culture.
Warrior Role Identity
A second identity also exists in U.S. culture, which potentially colonizes illness
identities for individuals nearing the EOL, given the goal of this identity it to move
individuals toward the attainment of a complete, healthy identity. While Parsons’ sick
role positions ill individuals as passive victims of the illness, Crossley (1998) suggests
that research take into account patient’s agency and autonomy in coping with an illness, a
sentiment which is most evident in the cultural identity construction of the ill person as
warrior. The warrior identity is most evident in common illness discourses, which frame
illness as an enemy and ill individuals as warriors who must overcome the illness and
conquer death.
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Hodgkin (1985) explains that war-like imagery emphasizes that “taking action is a
virtue” (p. 1820). Regardless if the illness will likely not be overcome, the expectation is
that ill individuals will be active in their attempts to achieve health. For instance,
although cancer is historically considered an incurable disease and regarded as a death
sentence, the warrior identity is often invoked in cancer narratives in order to gain control
(Bowker, 1996). Utterances such as, “I knew this all-consuming, unrelenting terror was
gathering power, collecting itself for another visitation” (p. 97), position the disease as a
character or separate entity with a life of its own. By labeling cancer as an enemy which
must be overcome, ill individuals enter the battle and engage in “warring with a ghost”
and “wrestling” to gain control, fight death, and reclaim health (p. 97). This battle
metaphor is so pervasive in illness talk that similar themes emerge in encounters with
providers. For example, providers often refer to “aggressive” treatments they must
engage in after a patient “suffers” from a heart “attack” (Hodgkin). Given the illness is
regarded as unremitting, ill individuals are expected to respond in kind by ceasing to be
passive victims and taking control themselves.
Battle and warrior metaphors are not only present in the way individuals talk
about illnesses, they are also evident in events and rituals designed to bring awareness or
fundraise for illness cures. Specifically many illness fundraising events are organized
around running or walking, activities often participated in by able, active bodies. For
example the Susan G. Komen Race for the Cure is one of the nation’s largest and most
well-known fundraising events to “fight” against breast cancer (Klawiter, 1999). Race
for the Cure and other illness events involve 5K runs and fitness walks and all who are
able are encouraged to participate. These activities highlight the warrior role as these
races call attention to individuals who must exert energy and push their bodies in the
hope of overcoming the illness. Essentially, the warrior role calls individuals with
illnesses to take action and fight to achieve a stable, healthy identity.
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Overall, the warrior role represents a pseudo-post-colonial identity. The role is
post-colonial in that the ailing individual takes an active role to fight against the illness
and reclaim the self. However, the warrior role still regards the overcoming of the illness
as the ultimate goal, and similar to Frank’s (1995) critique of the sick role, this resolution
is not possible for all ailing individuals.
Illness Identities and the EOL
While post-colonial narrative theory helps scholars understand the fluidity of
identities given the unpredictability and uniqueness of illnesses, the aforementioned two
particular illness identities circulating in U.S. culture suggest that there are still cultural
expectations regarding what identities are to be performed by ailing individuals, with the
consequence of discrediting other experiences. That is, these identities are colonized by
biomedical discourses toward cure, as ailing individuals are expected to fight or
overcome their ailing states. It might be argued that these cultural expectations about
ailing identities, especially regarding the fight to overcome death and return to a healthy
state is dependent on age. That is, deaths at certain ages and stages in life might result in
different cultural expectations for illness identities, regarding who is expected to be the
warrior and who is expected to go gently into the good night. For example, one might
expect that an elderly person would be regarded as appropriately close to the EOL, while
a terminal illness diagnosis for a child or younger person would be regarded in U.S.
culture as “unexpected, unfair and overwhelming” (Sheldon & Speck, 2002, p.79).
However, Wolff (2012) argues that hospitalizations have dramatically increased for
people over the age of sixty-five and emergency rooms have become “the land of the
elderly” (p. 4). Additionally, although a majority of Americans claim they want to die at
home, seventy-five percent die in a hospital or nursing home (Kroft, 2010), continuing to
engage in futile life-sustaining treatments. In fact, Winter and Parker (2007) found that
preferences for life-sustaining treatment are greater for individuals who are seriously
ailing and closer to death, and Thompson (2011) concludes that “the closer we are to
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death, the more we want to avoid it” (p. 189). Thus, the cultural trend towards continuing
to fight and pay for curative treatment suggests that the expectation to avoid death might
be a universal ideal regardless of age. Furthermore, this avoidance of death potentially
leads loved ones to enforcing expectations of identity constructions related to overcoming
the illness, which can present complications for individuals nearing the EOL.
Eisenberg (2001) argues that uncertainty often prompts others to place constraints
on identity construction, and since the EOL stage is marked by high levels of uncertainty,
it is possible that loved ones potentially limit identity constructions for individuals at the
EOL. To elaborate, Eisenberg (2001) links the previously articulated modernist and postcolonial understandings of identity to uncertainty and communication. He explains that
moods, personal narratives and communication are all interconnected in the process of
identity formation. Particularly, individuals who regard uncertainty as problematic are
often anxious about the future and thus are more likely to privilege clarity or one true
unitary self above all else. This mood in turn elicits certain defensive communicative
strategies, such as “projective identification”, whereby anxious individuals become
dogmatic in their own worldviews and shut down alternative narratives or identity
constructions (Scarf, 1996). Essentially other individuals constrain the construction of
multiple or alternative identities in an attempt to reduce uncertainty.
Becker (1997) argues that the uncertainty of one’s own mortality often causes
severe distress for an individual. Although most people concede that death is a fact of
nature (Weisman, 1974), the EOL becomes a time marked by uncertainty, given that
death is one particular life moment which is difficult to anticipate, and the details of the
experience are unknown. For the most part discomfort with death is easy enough to
ignore. As mentioned, death and dying conversations are relatively absent from everyday
talk. However, individuals nearing the EOL physically represent human’s impending
mortality. Kelly (1979) acknowledges that although death is a significant personal
experience in life, but given that individuals do not have experiences in their pasts which
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will inform them of what death will be like when it comes, individuals can only predict
death superficially, from what they can witness in others’ experiences.
Because individuals cannot know for themselves what death is like, and they
cannot ask the deceased to describe death, individuals with advanced illnesses are
regarded as the closest informants of death expectations because they are believed to
have access to particular insights of death, given that they occupy the liminal space
between sickness and death. That is, individuals with advanced illnesses are thought to
“transgress the categorical division between mind and body and […] confound the codes
of morality surrounding sickness and health” (Jackson, 2005, p. 332). However, because
ailing individuals are considered “sublimely liminal creature[s]”, their ontological
position is ambiguous, and Jackson argues that this ambiguity often produces
“stigmatizing reactions in others” (p. 333). Fitting with Eisenberg’s (2001) claim, one
possible stigmatizing reaction might be to manage ailing individuals’ ontological
uncertainty and the uncertainty of the EOL by attempting to achieve certainty in identity.
That is, other individuals might place constraints on identity constructions for individuals
at the EOL, in an attempt to combat the uncertainties of death.
Overall, given the uncertainty embedded in the EOL, the modernist pursuit of
certainty might actually close down space for individuals nearing the EOL to construct
multiple identities or any identities that appear to be in opposition to biomedical
discourses of cure. These identity limitations can have a drastic impact on individuals at
the EOL who are trying to make sense of their impending mortality, as identity is tied to
sense-making. Thus, in the current study I seek to explore identity constructions in EOL
narrative performances.
Contributions to Life-Span Research
As mentioned, a second contribution this study seeks to make in the identity
literature relates to a life-span perspective, by highlighting the EOL as potentially fertile
for identity construction. While the life-span perspective does not formally claim a post-

31

colonial foundation, the life-span approach to development is compatible with postcolonial thought as life-span scholars reject modernist ideals of certainty and stability as
they claim development can and does occur throughout the life span at many different
stages (Pecchioni et al., 2005). That is, lifespan scholars reject the common notion that
individuals are in a constant state of decline once they move past childhood years
(Pecchioni et al., 2005). Whereas in the past, research positioned older adulthood in
terms of physical, mental, and emotional decline and adolescence as the most promising
stage for development (Piaget (1954; 1959; 1972), life-span scholars view development
from a “gain-loss” perspective in which although certain abilities do decline, all ages are
regarded as sites for potential growth, development, or change (Pecchioni et al., p. 6).
Life-span scholars also assert that diversity and pluralism are evident in the
changes that occur throughout life. Again, compatible with the post-colonial approach
this claim does not position change as linear or predictable, but instead as highly
complex. As Pecchioni et al. (2005) argue, “development is not a simple linear process
or trend that moves at the same speed and in the same positive or negative manner
throughout the life span” (p. 6). That is, human abilities can occur out of sync in regards
to society’s expectations, outside of the genetic script. To clarify, lifespan scholars argue
that while physical abilities might decline with age, mental and emotional competencies
might stay intact or even improve. For instance, despite potential corporeal decline, older
adults might draw on their many life experiences to develop complex communicative
skills. This gain-loss dynamic, in which some cognitive abilities improve despite
physical decline, is often possible because of new technologies. Specifically, Pecchioni
et al. claim that while older adulthood hearing loss might limit social interaction and
relation development, hearing aids can allow individuals to maintain communicative
competencies. Thus, at any stage in the lifespan, individuals can maintain positive
development, suggesting the possibility for new identity constructions at the EOL.
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Another life-span assertion accounts for the fact that much intra- and interindividual diversity exists as individuals develop. That is, unexpected environmental
constraints beyond the individual’s control can impact development and identity
construction, which is why life-span scholars tend to examine contextual elements of
development across the life course. For example, Rutter and Rutter (1993) argue that
studying whether couples are married does not reveal much. Instead scholars must
examine marital nuances such as: a) when the pair gets married, b) changes within the
relationship, and c) the cultural context in which the couple weds. To sum, the authors
argue that life stages do not necessarily represent the same transition for all people and
thus must be studied in context.
One of the most influential contextual variables impacting lifespan development
deals with the age of the individual. However, Pecchioni et al. (2005) clarify that
developmental differences across age groups do not simply refer to the numerical age, but
rather the cohort effects, which refer to the historical or cultural time in which the
individual lives. Cohort effects relate to a final assertion of the life-span perspective
which is that “the person and the environment reciprocally influence one another” (p. 7).
This assertion connects to the current study given the aforementioned argument regarding
the biomedical model’s discourses of cure circulating in U.S. culture, which might impact
how individuals at the EOL make sense of their life stage.
The life-span perspective that development can and does occur at any age allows
scholars to move beyond simply bracketing development and identity construction by
age. Instead scholars benefit from examining particular life experiences as unique
contexts that emerge throughout the life course, at any age. While not all individuals will
get married, retire, etc., all mortal beings are nearing death and will eventually reach a
point in life when that death is imminent. Thus the current study extends life-span
research to the context of the EOL as a specific life stage that is ripe for identity
construction at any point in the life course, not simply limited to older adulthood. That
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is, in the current study I attend to the EOL as a stage characterized by uncertainty, with
potential for identity changes and development.
Scholars contend that the EOL stage is ripe for identity reevaluation and
restructuring (Byock, 1996; Lewis & Butler, 1974), although not much is known about
what that process actually looks like. The closest that life-span scholars have come to
study the EOL is through examining the effects of chronic or advanced illnesses on
relationships between parents and adult children (Bethea, 2002; Williams & Nussbaum,
2001) and the impact of death on survivors, such as orphans or widows (Ross &
Millgram, 1992; Thompson, Breckenridge, Gallagher, & Peterson, 1984). Essentially,
the focus of the research is the impact on the survivors, not the dying persons or their
identities. While these studies provide interesting insight into relational issues across the
life span, research must be expanded to explore the EOL as a life stage, especially given
that it is regarded as highly uncertain.
Current Study
I explore in the current study how individuals nearing the EOL make sense of
their illnesses and construct identities, given a cultural landscape that exhibits a health
and survival bias in illness narratives and cultural constructions of illness identities. A
post-colonial narrative theoretical framework supports an openness and flexibility in
illness meanings and identities; however, given U.S. culture’s aversion to death, scholars
are still uncertain as to whether a post-colonial turn has been embraced in the context of
the EOL. By conducting narrative interviews with hospice patients, I explore what
stories are being told and what identities are constructed by individuals nearing the EOL.
To date, only one study has specifically examined narratives written by
individuals nearing the EOL. Bingley, McDermott, Thomas, Payne, Seymour, and Clark
(2006) gathered published and unpublished narratives written by individuals knowingly
facing death to understand who wrote stories, what the authors were writing about, and
why they chose to write. The authors briefly acknowledge the importance of exploring
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identity in EOL narratives; however, they discuss identity in terms of a “continuity of
self” which implies a stable self, without necessarily acknowledging the potential for
fluidity or ambiguity in illness identities. Furthermore, the authors examine identity
through a post-hoc analysis of participants’ underlying motives for writing their illness
stories. That is, they discuss identity through assumptions made about the participants’
rationales for writing the narratives, not about the process of identity construction.
Specifically, Bingley et al. argue, “the person facing death and writing their story, in
whatever genre and whether for an audience or just for themselves, is writing from an
underlying motive to ensure a continuity of self” (p. 193). While their claims about
identity and continuity of self might well be true given that a function of illness narratives
is to reclaim or transform one’s identity, this is the extent to which Bingley et al. make a
contribution to the study of identity construction. The proposed study seeks to extend
Bingley et al.’s discussion by examining potential narrative and identity constraints for
individual nearing the EOL.
Research Question
The research question addresses what identities are constructed in EOL narratives.
The very performance of the narrative is an act in performing identity, which is
constructed through the choices participants make regarding what stories they tell to
whom, and when they tell these stories. Scholars have studied how general illness
narratives provide ailing individuals the opportunity to reshape their identities (Arntson
& Droge, 1987; Sharf & Vanderford, 2003), but the proposed study focuses specifically
on identity construction through EOL narratives, through the following research question:
RQ: What identities are performed in EOL narratives?
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CHAPTER II
METHODOLOGY
Rationale for Research Method
As evident in the previous chapter, narrative research has been taken up by
scholars who are interested in how individuals make sense of seemingly incoherent life
experiences (Becker, 1997), such as that of a serious illness. The focus on narrative as a
site to understand how individuals experience illnesses is warranted as narratives offer
individuals a means to structure life events while engaging in sense-making and identity
construction (Arntson & Droge, 1987). Despite the fact that individuals nearing the EOL
might engage in narrative performances, there is a paucity of research which focuses
specifically on the narratives they perform. That is, scholars have explored illness
narratives in general but not terminal illness narratives or narratives at the EOL. Given
the embodiment of a terminal illness (i.e., the prognosis presents death as more imminent
for these individuals, and the dying body symbolizes mortality), unique narratives might
emerge, thereby expanding our knowledge on meaning-making and identity constructions
in the context of different illness types.
The current study explores content themes and identities in EOL narratives
performed by hospice patients over the age of sixty-five. Because sense-making is
central to the research question, and because detailed data would provide more
information about the experience of having a terminal illness, I used qualitative research
methods for data collection and analysis. Specifically, I conducted narrative interviews.
Narrative interviews differ from generic, in-depth interviews because the goal of
the narrative approach is to capture a full story. Specifically, while standard interview
techniques, such as open-ended or semi-structured questions, aim to gather the native’s
perspective, without a narrative perspective, researchers often “take stories apart and
reassemble the parts for their own analytic purposes” (Lindlof & Taylor, 2002, p. 180).
To elaborate, Wood (2001) explains that “narratives are not strictly personal accounts,”
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they are social, often producing, reproducing, or even changing cultural narratives (p.
241). In contrast to this focus on personal accounts, narrative interviews, on the other
hand, work to gather the “whole story” (p. 179). Specifically as Mattingly and Lawlor
(2000) explain:
Narratives are event-centered and historically particular, located in a particular
time and place. Stories concern action, more specifically human action, and
particularly social interaction. Stories have plots. They have a beginning, middle
and end, so that while they unfold in time, the order is more than mere sequence
but reveal a ‘sense of the whole’ (Aristotle, 1967; Ricoeur, 1984, as cited in
Mattingly & Lawlor, 2000, p. 6).
This conceptual distinction between narrative and personal accounts is useful but
also quite abstract. To elucidate and capture the nuances of how narrative interviews
differ from basic interview processes targeted at personal accounts, Riessman (2008)
explains that narrative researchers do not find narratives but instead co-create them
through participation. Riessman likens the interview to an open conversation in which
cultural rules of interaction apply, such as turn-taking, entrance and exit strategies
(participants transition into new topics or summarize to end topics, moving in and out of
the story world), and relevance. Whereas conversations guided by cultural norms consist
of equitable turn-taking, narrative interviews consist of longer turns as it is the
researcher’s job to facilitate the storytelling by giving up control and surrendering their
own turns. Fixed interviews with structured questions are often designed for efficiency,
to complete the tasks outlined in the methods protocol, whereas narrative interviewers
understand that participants are likely to engage in storytelling at any time and so
Riessman suggests initiating the conversation by invoking narrative terms, such as “tell
me your story”, and following participants’ trails, as they work through their own stories.
I supplemented my narrative interviews with semi-structured questions which
asked participants to reflect on their storytelling experiences. Rubin and Rubin (1995)
argue that qualitative research involves flexibility, as researchers must adapt to what they
are learning in an iterative and continuous process. Instead of using the protocol as a
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rigid format, semi-structured interviews are regarded as a framework, which guides the
interview, while allowing for the iterative, flexible process of sense-making.
Research Participants
Participant Eligibility Criteria
Participants must have met the following criteria to be eligible for the study:
participants must be (a) regarded as terminally ill, as evidenced by their hospice patient
statuses, (b) age 65+, and (c) not “actively” dying. Because the focus of this study was
EOL narratives, hospice patients were recruited as participants. While non-hospice
patients could potentially perform EOL narratives, without a terminal prognosis and
recognition of that prognosis, non-hospice patients might not consider themselves nearing
the EOL. As discussed in chapter one, a cultural discomfort with death and continued
investments toward curative treatments suggest that individuals tend to maintain hope for
living even when recovery is not likely (Thompson, 2011). However, to qualify for
hospice, a patient must have been given a terminal prognosis from a doctor, usually less
than six months to live, and the patient must stop accepting insurance for curative
treatment. Thus, a terminal prognosis has been objectively stated and explicitly
acknowledged through both the doctor’s prognosis and the declination of insurance. This
is not to say that hospice patients will all be accepting of their terminal status, nor is it to
say that it is not possible for them to outlive the prognosis. However given the conditions
of hospice admittance, these particular ailing individuals are designated as individuals in
the final stages of their illnesses and for the purposes of the current study, they are most
reasonably considered to be “nearing the EOL.”
A decision was made to focus participation criteria to individuals aged 65 years
and older. This decision was made because it was suspected that narratives of the EOL
experience would be different depending on how old the participant was. Although I
argued that the cultural discomfort with death is likely universal and not dependent upon
age, I argue that the experience of the EOL would likely be impacted by the point within
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the lifespan at which it occurs. As addresses in the life-span contributions in chapter one,
a narrative from the 20-30 year old cohort concerning a terminal illness would likely
produce quite different themes than narratives from individuals who are in their eighties
or nineties and lived through different historical or cultural times. Because a comparison
of narrative content themes and identities across ages was not in the purview of this
study, I included an age requirement for eligibility criteria. The choice to include patients
65+ was based on accessibility to hospice patients, as approximately two-thirds of
hospice patients are 65 and older (Hospice Foundation of America website, 2011).
Furthermore, the age 65+ is often used as a bracket (e.g., census data), designating this
group as a cohort.
The third eligibility requirement, “not ‘actively’ dying”, was defined according to
the same protocol hospice facilities utilize to determine a patient’s eligibility to meet with
standard volunteers. To clarify, patients generally meet with standard volunteers until the
“eleventh hour” (approximately the last week to last 48 hours of life, as determined by
the hospice staff), at which time designated “eleventh hour” volunteers meet with
patients. At the eleventh hour, patients are regarded as “actively dying,” often semiconscious, likely within 48 hours of death, and unwilling or unable to participate in the
interview.
Participant Recruitment
Participants were recruited from local hospices after the study was approved by
two separate institutional review boards: the University of Iowa Institutional Review
Board (UI-IRB) and Mercy Medical Center and St. Luke’s Hospital Institutional Review
Committee (MSLH-IRC). To gain approval from the UI-IRB, I completed the online
application form and was asked to collect site approval letters from each of the hospice
directors (persons in charge of facility operations and management) from whose facilities
I planned to recruit patients.
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Before I was able to obtain site letters from two of my facilities, I was asked by
the hospice directors to go through their personal IRB, the MSLH-IRC, as well as the UIIRB. I was given permission by the original UI-IRB to complete the second application
for the MSLH-IRC. I completed the application for the MSLH-IRC and met with the
committee in person to discuss my study. My second application was approved by the
MSLH-IRC (see Appendix A), and in return, I received the two site approval letters.
I also received two site approval letters from hospices not affiliated with MSLHIRC, and so I submitted four site approval letters total to the UI-IRB and met with the
board in person to discuss my study. The study was approved by the UI-IRB, after
meeting in person with the entire board (see Appendix B).
This study was unique in that the UI-IRB approved one particular procedure for
the two hospice sites overseen by the MSLH-IRC and another procedure for the two other
hospices, which resulted in two different recruitment processes for the one study. The
MSLH-IRC requested that I call hospice directors to inform them of the study and
provide them with letters containing more specific details. These directors would then
inform their interdisciplinary teams (IDTs) (care teams consisting of physicians, nurses,
social workers, pharmacists, and chaplains). Both the MSLH-IRC and the directors
requested that the directors and IDTs participate in patient recruitment as they have more
familiarity with their patients, and the IDTs generally have the most frequent contact with
the patients and could present the study to them at a standard visit. Furthermore, the
IDTs would be more knowledgeable about the patients’ health statuses and whether they
would be able to give consent to participate. The directors were supportive about being
involved with the research project, commenting that they believed this study provided a
service to their patients. Additionally, one of the nurses claimed that this study prompted
her facility to begin a legacy program to provide patients with the opportunity to record
their narratives for their families.
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The hospice directors of the two facilities overseen by the MSLH-IRC requested
that I give oral presentations to their IDTs. Because of staff schedules and the number of
IDT members, I made two visits to each facility to present the study to half of the teams
at a time. After the directors and IDT members discussed the study with the patients they
thought might be interested and eligible, and after the patients agreed, either the directors
or IDT members forwarded the patients’ contact information (name, phone number,
address, diagnosis, date of birth, and date admitted to hospice) to me. Once I received a
patient’s information, I called the patient to schedule an interview. Upon selecting a time
that worked for each of us, I traveled to the patient’s home for the interview. Five
months of recruiting participants through this process resulted in 16 completed face-toface hospice patient interviews; 2 patients expressed interest, although their ages made
them ineligible for the study.
The process of recruitment for the other two hospices not affiliated with the
MSLH-IRC, differed slightly in how patients were informed of the study. The UI-IRB
was concerned that needing assistance from directors and IDTs would require too much
time from the facility staff. Instead for these two hospices, I was required to give letters,
with specific details about the study as well as my contact information, to the directors
who would give them to their IDTs, who in turn would disperse them to the patients. A
director of one of these two hospices also requested that I give an oral presentation to her
IDTs. I presented the study at one hospice facility and left the information letters with
them. In this recruitment process, the patients would have to contact me of their own
accord to participate in the study. Once patients contacted me, I would schedule an
interview time to meet with them at their homes and before beginning the interview, I
was required to determine the patients’ ability to consent to the study through an
“Evaluation to Sign Informed Consent” document. Five months of soliciting patients
from these two hospices through this recruitment process yielded zero completed
interviews, with no phone calls from any potential participant. Thus, all 16 face-to-face
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interviews were obtained through the first recruitment process from the two hospice sites
overseen by MSLH-IRC.
Participant Information
Participants included hospice patients from the Midwest representing a range of
diagnoses. Of the 16 participants, 4 had diagnoses of chronic obstructive pulmonary
disease (COPD), 6 cancer (3 lung, 1 kidney, 1 vulva, 1 multiple myeloma), 3 heart issues
such as congestive heart failure and aortic valve disease, 1 pulmonary fibrosis, 1 multiple
myeloma, and 1 had acute & chronic respiratory failure, congestive heart failure, and
leukemia. Ages ranged from 71 to 94 years old (M = 84.4 years). Patients had been
utilizing hospice care for anywhere from 22 days to 3 years (M = 242.68 days or
approximately 8 months) at the time of the interview. Although the Medicare
requirement for hospice patient eligibility is a terminal prognosis of less than six months,
patients are able to receive hospice services as long as they continue to meet this
requirement. Six of the study participants had been participating in the hospice program
longer than six months; yet, they have been consistently revaluated by physicians and
received prognoses of within six months of death at any given time, and thus they
continued to qualify as hospice patients. Most participants were female (N=10) and all
were Caucasian (N=16).
Saturation
Data were collected to the point of saturation, which is defined as the point in
which the researcher concludes that gathering additional data will not result in new
findings (Morse, 1994). Specifically, saturation occurs when the researcher perceives
“repetition in the information obtained” and new data only seem to serve as a
“confirmation of previously collected data” (p. 230). Furthermore, saturation is
determined in hindsight, as the researcher becomes aware that data collection is not
producing new information. Saturation for the current data set was reached at 14, but
data were included for analysis purposes from the remaining interviews.

42

Data Collection: Narrative Interviews
Before the interviews were conducted, I developed a narrative prompt, as well as
a list of semi-structured questions about the narratives (see Appendix C). Given the
potential vulnerability of this particular population, I circulated my interview protocol
draft to six communication scholars and one social work scholar who situate their
research in the EOL context, one health communication scholar familiar with the
population, and four hospice program affiliated persons (including a hospice volunteer
coordinator, volunteer, chaplain, and advance care planning director). After consulting
these experts, I made changes they suggested and received approval from the UI-IRB and
the MSLH-IRC. Once I arrived at the patients’ homes, I introduced myself and asked
questions about how they were feeling and how their day was going, in order to establish
rapport. I read through the informed consent document and asked if they understood the
document and had any questions. I answered questions when patients had them, and they
signed the informed consent document prior to the beginning of the interview.
As Riessman (2008) explains, narrative interviewers should begin by invoking
such narrative terms as: “tell me your story.” While I asked a similar question early on in
my interviews, I was also mindful of the fact that when I requested that participants tell
their story, inherent in my request is the expectation that the participant has one story to
tell or is willing or prepared to immediately offer a lengthy account (Riessman). Given
that previous illness narrative research suggests that ailing individuals often engage in
storytelling and given that the participants volunteered for the study, it is reasonable to
consider that patients had stories and were willing to share them. However, I was
mindful of my expectations nonetheless and used the following more specific prompt to
offer a starting point:
When I was describing our conversation, I have been referring to “your story” and
that is what I would like to hear from you today. Specifically, hospice has
identified you as terminally ill or in the final stages of your illness. Since many
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people do not know very much about the end-of-life experience, I am interested in
hearing the story of your experience.
During the time in which the patient told her/his story, I did not interrupt at all or
ask any clarifying questions. I simply nodded along and offered occasional vocalizations
such as “hmm,” “okay,” and “uh huh” to let her/him know I was still listening and
engaged. Finally, when participants used an exit strategy, such as “I guess that’s the end
of my story” or other such summary statements (Riessman, 2003a), I took these
expressions as a turn-yielding cue, and began the semi-structured part of the interview.
The first few questions were loose-ends questions (Lindlof & Taylor, 2002), such
as “can you tell me more about X.” These questions offer the opportunity to explore
certain comments more thoroughly at the end of an interview so as not to interrupt the
flow of the conversation. I asked loose-ends questions after the narrative interviewing
portion to gather more detail about particular narrative segments. After exploring some
aspects of their narratives with the loose-ends questions, I asked about other aspects of
their narratives, including asking patients to elaborate on utterances during their narrative
that seemed to resemble an entrance strategy to an additional narrative, such as “but
that’s another story altogether.” Again, these questions were not intended to add to or
detract from their initial narrative, but these questions allowed me to collect more rich
and detailed data about their experiences.
The remainder of the interview consisted of more semi-structured questions which
asked the patients to reflect on the beginning narrative. This portion of the interview
included uniformity in the questions asked of each participant, with some flexibility for
spontaneous follow-up probes for elaboration (Lindlof & Taylor, 2002). General
questions included: “What were your reasons for sharing this story?”, “Were there things
you did not include in the telling(s)?” and experience questions (Spradley, 1980, p. 80)
such as: “What story have you been sharing with family and friends about your
experiences?” “What story have you been sharing with your health care provider about
your experiences?” The protocol also included emergent idea questions, which help
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researchers to understand the participant’s viewpoint on a hypothetical idea about how
others might view them, while also providing insight into how the participant supports
her/his claim to qualify the idea (Lindlof & Taylor). These questions included: “Do you
think your family and friends expect you to say certain things in your end-of-life story?
Like what?”, “Are there things related to your end-of-life experiences that you don’t
think your family and friends would want to hear? Like what?”, “How do you think your
health care provider would react to the story you shared with me today?”
I also included a question which Schatzman and Strauss (1973) label posing the
ideal. These questions ask participants to reflect on the ideal experience or set of
expectations for persons in their particular situations. The posing the ideal question in
the current study began with a prompt and reads as follows:
For some life transitions, we have a clear sense of the way it ought to be—from
media images, books, movies, and so forth. For example, the society has an
image for what dating looks like, what adolescence is like, what retirement is like,
and so forth. Of course, people’s actual experiences with these life transitions
might be similar to, or different from, these societal images. Do you think there
are any societal images, or models of the life transition you are experiencing right
now?
a. What do you think that image or model is?
b. In what ways does your experience match or depart from that
image/model?
Towards the end of the interview after I gained trust, I asked sensitive questions
(Lindlof & Taylor, 2002) which were more personal or involved issues related to grief or
mortality. Sensitive questions included: “What would it mean for you to die well?”, and
“How do you see yourself in relation to your illness?”
The final questions I asked related to potential narrative audiences. Because I
provided the original prompt used to elicit their stories, I am a co-constructor of the EOL
narratives in the current study. Thus, while the stories patients told still represent a form
of an EOL narrative, it is likely not the only EOL narrative they tell to all audiences. To
understand what other potential themes exist within EOL narratives, throughout the
interviews I asked patients to reflect on what stories they tell their family and friends and
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their health care providers. I chose the alternative audience of family and friends,
because the family is a particular social setting which is regarded as significant in the
EOL phase. Centuries ago when death regularly took place in the home, the dying
process was regarded as a communal event in which patients and families were all
involved (DeSpelder & Strickland, 2002). Even with advancements in the medical field
which generally moved the dying process to the hospital setting, the hospice movement
was responsible for returning death to the home and families resumed the role of primary
caregiver. In fact, the modern hospice philosophy recognizes the patient and family
together as a single unit of care (Zimmerman, 1986). To clarify, the vision of today’s
National Hospice and Palliative Care Organization specifically refers to the family’s role
as helping the patient die pain-free and with dignity, asserting that families will receive
any necessary support to allow patients to do so (National Hospice and Palliative Care
Organization website, 2009). As they often perform the role of primary caregivers,
potential exists for families to serve as narrative audiences as well. Thus narratives
performed with family—as defined by the patients—served as a context for patients to
reflect on in the current study.
The second narrative audience I chose for reflection in the current study included
health care providers. While health communication scholars recognize that family
relationships are dynamic and significant throughout any illness experience (Collins,
Crowley, Karlawish, & Casarett, 2004; Lyons & Meade, 1995), new relationships also
form during this life phase which warrant attention as well. Specifically, ailing
individuals negotiate health care concerns by seeking and forming relationships with
trained professionals who exhibit medical expertise (Balint, 1964). Thus, it is possible
that patients engage in narrative performances with health care providers as audience, and
so I asked them to reflect on this audience as well.
I interviewed each patient only once. Interviews ranged in length from 9 minutes
to 98 minutes with an average length of 52 minutes, (only two interviews were less than
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30 minutes in length – in the nine minute interview the patient said she was exhausted
and that she had finished her story. Even so, the interview was included within the
findings given its evocativeness) and nine interviews were at least 50 minutes long.
After the interviews were concluded, I asked the patients for the name of a charity
to which they would like to contribute expression of gratitude for their participation in the
interview. A $25 contribution was made in the patient’s name, or anonymously if s/he so
chose, to a charity of her/his choosing. I offered patients these choices, as a way for them
to have agency, given that illnesses often impair feelings of control. I specifically chose
to offer patients the charity contribution given the non-profit nature of hospice. That is,
because the patients are currently receiving care from a non-profit organization, I thought
it would be fitting to provide them the opportunity to support another non-profit
organization. Contributions were made with the help of a Social Science Awards Fund,
which I received from the Department of Communication Studies.
Ethical Considerations
It is important to note two ethical issues I took into consideration while collecting
data. First, before I conducted any interviews in the current study or in my previous
research, I completed the Medicare/Medicaid-required Hospice Volunteer Training
Program, so that I would be aware of appropriate techniques I might use to maintain a
supportive environment for individuals nearing the EOL. Second, I acknowledge that as
a researcher, I am implicated in the narrative performance as an audience member, which
is not unusual as Bates (2003) explains narrative interviews involve a partnership
between the researcher and the interviewee. Frank (1995) also explains that narrative
inquiry is a project in clinical ethics and to ensure sensitivity, he suggests “thinking with
stories” (p. 23), instead of simply thinking about stories. The distinction between these
two types of approaches lies in the realization that participants are telling stories “through
suffering bodies” (p. 24). He elaborates:
One of our most difficult duties as human beings is to listen to the voices of those
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who suffer. The voices of the ill are easy to ignore, because these voices are often
faltering in tone and mixed in message, particularly in their spoken form before
some editor has rendered them fit for reading by the healthy. These voices
bespeak conditions of embodiment that most of us would rather forget our own
vulnerability (p. 25).
Thinking with stories means “heightening attention to stories that are their own
truth” (Frank, 1995, p. 24). That is, acknowledging that the stories I listen to are the lived,
embodied realities of the individuals I interviewed.
Data Analysis
Transcription and Data Management
Interviews were recorded using a digital recording device. After I recorded each
interview, I uploaded the digital files to my computer and began transcribing each
interview within the days following, using the transcription software Express Scribe and
Microsoft Word. I used a basic orthographic transcription process in which I kept a
verbatim record of the interviews. I changed patients’ names and any friend or relative
names to pseudonyms, and names of locations (e.g., cities and states) were given initials.
I saved the transcripts under the pseudonyms and saved the files with password
protection. I chose to transcribe the interviews myself, throughout data collection, so as
to become more familiar with the data (Baxter & Babbie, 2004). Thus, transcription
served as the first level of analysis as I was able to take notes of preliminary themes
throughout the process and compare these preliminary notes to each subsequent interview
I conducted during transcription. Transcribing by myself also helped me to recognize
when I reached saturation as I listened to each interview multiple times during the
transcription and interview process. Transcription resulted in 239 pages of single-spaced
text.
Narrative Analysis
The data were analyzed through a thematic narrative analysis (Riessman, 2008).
A thematic narrative analysis is similar to a traditional thematic analysis as it involves
“identifying, analyzing, and reporting patterns (themes) within data” (Braun & Clarke,
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2006, p. 79). Unique to a thematic narrative analysis, is the focus on the narrative as a
whole. That is, the researcher does not fragment the participant’s experience into
thematic or codable categories as the thematic analysis might (Riessman, 2003a). Thus,
in the current study, identifying themes was only the beginning of the thematic narrative
analysis. The narratives were analyzed on a holistic level, as I examined how these
themes were called up and contributed to patients’ identity constructions throughout their
entire narratives.
Instead of controlling the participant’s meaning, the narrative analysis positions
the participant as the organizer of the meaning of her/his life in the choices s/he makes
regarding ordering and sequencing, plot development, and temporal and spatial elements.
To conduct a narrative analysis, then, the researcher “takes as [her/his] object of
investigation the story itself” (p. 332). This unit of analysis can be quite abstract; as
Riessman argues, stories obtained in research interviews do not always have clear
boundaries. In fact, it can be difficult to determine when narratives begin and end. At
times participants might offer exit strategies, as discussed previously, but when these
strategies are unclear or absent, the researcher must engage in the interpretive act of
deciding which narrative segments to analyze, given her/his theoretical interests.
Locating Identities
I engaged in a thematic narrative analysis for the current study to explore the
research question regarding identities individuals nearing the EOL construct in narrative
performances. For this analysis I selected the entire interview as the unit of analysis. I
made this decision based on two criteria. The first criterion is that one approach to
narrative analysis is to consider the personal narrative as “encompass[ing] large sections
of talk and interview exchanges – extended accounts of lives that develop over the course
of the interview” (Riessman, 2003a, p. 334). While not all interview talk is necessarily
narrative, I set the tone of the interview as a storytelling experience when I began by
soliciting a narrative from patients. Patients matched this narrative tone throughout their
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interviews when they included story terminology in their responses (i.e., patients made
statements such as “to make a long story short…” to answer a question and then
continued to tell their stories for ten plus minutes). That is, patients did not leave the
storyworld during the interview.
The second criterion for selecting the entire interview as the unit of analysis is
that the interview is a performance of identity construction, which is the focus of the
current study’s research question. Mishler (2000) explored identity development of
artists through interviews. He approached the interviews as a co-production of narratives
between interviewer and participant. Instead of looking at the interview as one story
which was elicited from the interviewer, he regarded the entire interaction as a coproduced phenomenon. This approach speaks to the performative aspect of the narrative
as it takes both the teller and audience into account. As discussed in chapter one,
identities are often constructed through interaction, and narratives are not different as
“informants negotiate how they want to be known by the stories they develop
collaboratively with their audiences” (Riessman, 2003a, p. 337). Thus identity can be
approached as a “performative struggle” throughout the entirety of the interaction
(Langellier, 2001, p. 3). Furthermore, throughout the interview I asked patients to reflect
on the stories they told me, considering whether and what stories they shared with their
family, friends, and health care providers. Answers to these questions further illuminate
identity construction as they comment on the way they position themselves in stories with
others.
To analyze identities in EOL narratives, I began with a traditional thematic
analysis and initially located themes within the narratives (Braun & Clarke, 2006). A
theme is a concept which emerges from the data; “some signal trend, some master
conception, or key distinction” (Bogdan & Biklen, 1982, p. 173). To locate content
themes in the current study, I read through each transcript and paraphrased patients’
initial story into a few key sentences. I then summarized these notes into more distinct
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key words. After key words were extracted, I organized these key words into
overarching themes and used a constant comparison method (Goetz & LeCompte, 1984)
to ensure that these themes were consistently emerging in other transcripts and also that
they were representative of the patients’ stories. When incidents emerged that did not fit
with the constructed themes, I identified new themes.
After I refined the themes, I examined them in the context of the narratives to
understand the process of identity construction. Specifically, I modeled my approach
after Bamberg (1997), who suggested that in narrative analyses, researchers begin by
asking themselves: “In what kind of story does the narrator place herself? How does she
locate herself in relation to the audience, and vice versa? How does she locate characters
in relation to one another and in relation to herself? How does she relate to herself, that
is, make identity claims about who or what she is?” (as cited in Riessman, 2003a, p. 337).
I asked these questions of the initial theme categories I located, and the final, larger
identity categories were derived from the ways in which patients talked about the themes.
Identity categories were identified based on fittingness with the research question.
As Braun and Clarke (2006) argue, a theme represents a patterned response within the
data; however there is no “hard-and-fast answer to what proportion of your data set needs
to display evidence of the theme for it to be considered a theme” (p. 11). Since the
research question focuses on what identities are being performed in EOL narratives, I
included identity themes that not only emerged across multiple interviews but also
identity themes which emerged multiple times for a particular patient. How patients call
up these different themes, both across and within narratives, was regarded as an exercise
in identity construction and therefore informs the research question.
Qualitative researchers can approach data with a set of “sensitizing concepts”
(Blumer, 1969; van den Hoonaard, 1997), determined by previous research or
disciplinary assumptions (Charmaz, 2003) to focus the coding process. As evident in
chapter one, my interest in the current study is focused on understanding whether EOL
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narratives are colonized. Thus, throughout the analysis, I approached the data with
sensitivity toward finding support for or against colonization, paying particular attention
to identities that appear to be modernist in nature.
Presenting the Data and Validating the Analysis
Qualitative work is evaluated for its trustworthiness determined by the following
criteria: credibility, dependability, confirmability, and transferability (Lincoln & Guba,
1985). To ensure credibility of my findings I engaged in a modified member checking
approach with hospice staff members. Member checking is a form of triangulation in
which the researcher presents preliminary findings to the participants to ensure that the
findings “ring true” (Lincoln & Guba, 1985). Because the patients in this study were
terminally ill, with an undefined life expectancy, I was concerned that an additional
interview for the member checking process might place an undue burden on the patients
during their final months. Furthermore given the patients’ prognoses, it was also quite
possible that some patients were no longer living. That said, in order to ensure credibility
I presented the data to three hospice care professionals (hospice chaplain, hospice
advance care planning director/social worker, and hospice nurse), who are familiar with
the types of conversations or stories patients tell during home visits. I provided the staff
with summaries of my coding categories and asked for “reactions, corrections, and
further insights” (Marshall & Rossman, 2011, p. 221). These hospice professionals read
through the identity categories and exemplars and confirmed that they rang true. In
instances when the results did not seem fitting, I showed them multiple segments from
interviews that supported the identity categories and we discussed whether a different
label might better capture patients’ responses.
Lincoln and Guba (1985) explain that qualitative researchers can also engage in
another triangulation process of peer debriefing to achieve credibility. Peer debriefing
involves asking a peer to read through interview notes or transcripts and themes to see if
the analysis matches with the data. I enlisted two fellow qualitative researchers, who are
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familiar with thematic and narrative analyses, to compare themes with data, and
recommend other themes if/when they emerged. The peer debriefing resulted in
agreement between the other researchers and me.
In quantitative research, dependability refers to the reliability of measures.
Specifically, replication and repeatability of the study should yield the same results as the
assumption is held that an objective reality exists. Qualitative researchers argue that
multiple realities exist and are potentially ever changing, thus complicating the notion of
repeatability. Instead, qualitative researchers require data transparency to evaluate
dependability. Dependability requires qualitative researchers to show how the findings
were concluded, because the processes they took to produce the observations are
trackable (Lincoln & Guba, 1985). That is, the researcher shows others how to get from
point A to point B. In the aforementioned peer debriefing step, I also discussed my
process of interpretation with the other researchers to confirm that my methods were
dependable.
Confirmability is similar to dependability in that qualitative researchers must
show that the data are “traceable to their sources” (Baxter & Babbie, 2004, p. 298).
However, dependability requires that researchers display the process they went through to
conclude their observations, whereas with confirmability the focus is on the data (Lincoln
& Guba, 1985). Confirmability compares the conclusions to the data to see if the data are
confirmable. Not only did I attempt to provide a detailed account of the interpretation to
connect the observations to the data, I also cited each exemplar throughout the findings,
so that they could be traced back to the original interview transcripts.
Finally, qualitative research requires transferability to ensure trustworthiness.
Transferability is different from the quantitative researcher’s charge of generalizability.
Because qualitative researchers take an idiographic focus and reject the notion of one
objective reality, we do not believe in generalized claims. Instead, transferability allows
other researchers to determine for themselves whether the findings from one setting or
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social group might help them make sense of findings in a different context. As the goal
of qualitative research is to present understandings of lived experiences, exemplars offer
evocativeness through thick description of the findings (Geertz, 1973), so readers can
determine for themselves if the findings can apply to other contexts. Throughout the data
analysis process I flagged certain responses which were illustrative of the themes and
identities that emerged in the data. These segments provided exemplars of the findings,
useful for the results section, so that readers could judge whether the findings are
significant. Overall I addressed the validity requirements of qualitative research in my
analysis, and I present the findings from this analysis in the following chapter.
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CHAPTER III
FINDINGS
Context for Findings
The findings are organized into two sections: EOL Identities and Fragmented
Identity Clusters. Within the EOL Identities section, I present the identities patients
constructed through different narrative content themes. For example, themes related to
issues of control or relationships emerged, but it was how patients talked about these
themes that contributed to larger identity categories. As mentioned, these themes and
identities were derived from recurring patterns of meaning across patient narratives. In
the Fragmented Identity Clusters section of the findings, I analyze how the identities
cluster together within individual patient narratives. Because I am interested in whether
EOL narratives have taken a postcolonial turn, I needed to examine whether patients were
able to construct fluid, incoherent, sometimes even messy identities, or whether
narratives continue to be colonized, in which case identities are expected to be stable,
certain, and consistent. By examining identities within individual patient narratives, I
was able to analyze whether EOL narratives allow the possibility for individuals to
construct their identities in multiple, fragmented ways.
As mentioned in the previous chapter regarding ethical considerations, researcher
participation is common in narrative interviews. Thus, throughout the interviews I took
into account my participation in the illness narrative as an audience member and coconstructor of the narrative accounts. I understand that my participation could elicit
different narratives than the patients might tell to other audience members, so as part of
my interview protocol, I asked patients about what stories they tell to family, friends, and
health care providers. Narrative content related to these audiences was folded into the
forthcoming themes as they aided in identity constructions.
In the following section, I present the findings of my analysis in accordance with
my research question discussed in chapter one and my thematic narrative analysis
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described in chapter two. I present and explain these findings with an eye toward the
aforementioned possibility of illness narrative and identity construction colonization for
individuals nearing the EOL. Of note is that throughout the findings section, many of the
themes tend to overlap. That is, themes do not represent mutually exclusive categories.
For instance, in the theme regarding denial of imminent death, one patient discusses her
belief in and protection from God. This patient’s discussion of God’s protection would
be fitting within the theme God’s Divine Providence, a theme that emerged as patients
constructed the identity of the believer. However, because the focus of the patient’s
narrative segment emphasized denial of imminent death, the data were detailed within
that theme. Finally, my interpretations of the data will be explored in the forthcoming
discussion of the findings.
Preview of Findings
The following analysis details five identities patients constructed throughout their
EOL narratives in the current study. Specifically patients constructed the identities of the
experienced individual, the believer, the ailing individual, the good dier 2, and individuals
who are still living. Patients constructed these identities through the themes of life
narratives, imparting wisdom, faith, God’s Divine Providence, lack of control,
dependence on others, acceptance, selfless qualities, dying gladly, not alone, denial of
imminent death, performing the anti-sick role, and reciprocal relationships (for table of
findings, see Appendix D). On the whole, identities and themes included evidence of
both post-colonial and modernist illness experiences, which I expand on in chapter four.
EOL Identities
Identity 1: The Experienced Individual
Patients construct the first identity of the experienced individual through the
narrative themes of life narratives in which they detail what they have accomplished in
2 dier: used in reference to one that dies
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their younger years and imparting wisdom they have attained throughout their lives. This
identity suggests a post-colonial perspective of illness narratives as patients position
themselves as the authority on their illness experience. That is, in constructing the
identity of experienced individuals, patients establish themselves as reliable and informed
sources of knowledge for their lives. Thus, the experienced individual is not just
someone who has had many life experiences but also someone who is knowledgeable
because of those experiences.
Patients further displayed a post-colonial turn in their constructions of the
experienced individual through the very act of performing life narratives. As mentioned,
in the narrative prompt I offered, “Hospice has identified you as terminally ill or in the
final stages of your illness. Since many people do not know very much about the end-oflife experience, I am interested in hearing the story of your experience.” Despite the fact
that I referred to their “EOL experience,” patients performed life narratives and in doing
so, they avoided reducing the narrative to a unified, biomedical view of what it means to
have an illness or be at the EOL. In fact, quite telling is Alan’s narrative beginning in
which he states, “My hospice situation really has no bearing on how I feel about life, endof-life” (Interview #3). It seems “the capacity for telling one’s own story [has been]
reclaimed” (Frank, 1995, p. 7).
Life Narratives
The theme life narratives includes the subthemes of work experience, successful
life experiences, moral stance, and knowledgeable about illnesses. Through this theme
and its subthemes, patients construct identities not of ailing individuals at the EOL, but
rather that of experienced individuals whose past lives were full and active. Additionally,
the identity of an experienced individual speaks to the post-colonial perspective which
positions the narrative author as authority, beyond the biomedical illness report. In
recounting their life narratives, patients are able to assert that authority. One way in
which narrative authorship offers control is through organization. As Churchill and
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Churchill (1982) explain, the act of ordering experiences or predicting the future can be a
means of establishing control. Sharf and Vanderford (2003) add that recounting the
history of previous occurrences can also serve as an act of control. Thus not only do
patients construct themselves as experienced through the many subthemes of their life
narratives, but the very act of engaging in the life narrative can be read as an exercise in
control, thereby illustrating their identities of experienced and knowledgeable
individuals.
Work Experience
The first subtheme of life narratives emerged as patients described past life
experiences from childhood into adulthood, regarding their jobs and promotions. By
recounting previous work experiences, patients construct themselves as experienced
individuals who held much responsibility. Alan constructs the identity of an experienced
individual when he begins his EOL narrative by describing his teenage years when he
enlisted for service in the Korean War. He explains:
Well, then when I got out of high school, the Korean War was on, and I was either
gonna get drafted or get enlisted, so I enlisted, went out to the far east and spent a
year and a half over there, came back, went to the university under the GI Bill.
Went to work for Norman Services later on and worked for them for thirty years.
And uh, various positions from, uh, protective services to, uh, administration, to
working in a psych hospital.
After addressing his time in the service, he continues to provide his life history, including
his college education and various jobs. Not only does Alan construct the identity of an
experienced individual by telling his life narrative which displays all of his work and
accomplishments in his youth, he also explicitly labels himself as experienced, when he
recounts a conversation he had with his son. He tells:
I’ve always regretted saying, ya know, “I wish I’d, I wish I’d had a go ahead got a
degree in this, that and the other and had a good education.” And, uh, he [son]
says, “Dad,” he says, “You’ve had more experience without going to college than
anybody I know of and you’ve had more accomplished in your life than I ever
will.”

58

Alan cites his son as equating life accomplishments with being experienced, and in doing
so Alan offers a reference who vouches for his knowledge and experience.
Other patients discuss general life events including work, education, and family in
their life narratives to construct identities of experienced individuals. For example,
Debra offers a life history in her EOL narrative as she describes her time going to school
to get her teaching degree. She tells:
But, still remember just always going to school and I… One summer, I got mixed
up with an educational program that we really enjoyed living in Glen Springs for
nine weeks, in a professor’s home. And it was things like that that made it easier
for me. […] This was a long history. I did get to Europe several times (Interview
#8).
Debra constructs the identity of an experienced individual as she portrays herself as
formally educated, and as well-rounded, as she begins a second life narrative segment
about the travel experiences she had after her work was completed.
Finally, Opal talks more about her childhood and time growing up on the farm.
She offers a large amount of detail about this time in her life as she tells about the process
of milking cows and even accounts for the number of cattle she previously herded in
from the fields.
I grew up on a farm, before I was married. I worked in the field with my horses,
just like a man would. And I, then I’d work in the field all day, go in and put my
horses away, and get on one and go out and bring in about fifty head of milk
cows. And we’d do the milking. At that time, we were separating. We used to
separate the milk and sell just the cream. Well then, we got so we sold the milk.
And I would carry, help my dad or mother, whoever it was, carry in the milk to
the basement and put it in cold water. And then they’d take it into town the next
day. The next morning, they’d come to get it. And when you start in [cough]
excuse me. After you’ve milked or worked all day and then go out and bring in
that many cows and go to milk and get all that done, you’ve done a day’s work
(Interview #2).
As evident in Opal’s narrative segment, the life narratives patients tell often involve hard
work. That is, patients describe their jobs and work toward promotions, the education
they completed which was required for a particular job, or as in Opal’s narrative,
childhood chores. While some patients bring up vacations or road trips, they are often
called up as in Debra’s narrative, as trips taken in the midst of or even after completing
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the work. In discussing their work experience prior in life, they construct themselves as
persons who are not only experienced but also proficient. This proficiency is not only
evident in patients’ descriptions of the work they completed, but also in the second
subtheme successful life experiences.
Successful Life Experiences
Along with work experience, patients also recount times in which they attained
success, as the second subtheme of life narratives, which contributes to their identities of
experienced individuals who are skilled and have expertise. Specifically, by calling
attention to their successes earlier in life, they present themselves as reputable sources of
knowledge. Much of this success is related to work as patients discuss having been
promoted in their jobs but also include other experiences in which they attained success
and/or achieved accolades. For example, Opal describes her experience being able to
ride a horse others were unable to. She tells:
I’ve had my horses that I rode and this one horse, the last horse that I had there, he
was a big horse, he used to be a trotter. He was a thoroughbred. And we got him,
he was got too big and past racing stage and they bought him and worked on the
farm, and he was one of the horses that I worked in the field. And if I said one
day, “I wonder if I could ride him.” Oh, he was a pretty big horse and so I got my
saddle out. I got it on him and got on him and away we went. And he was—no
one else had ever ridden him. That I knew of. I suppose he had been, but when
we got him, no one around my place had ever rode him, but me.
By describing events in her younger years, she constructs herself as someone who has not
only had earlier life experiences but has also had success in those experiences. Thus,
Opal constructs herself as someone who is experienced, but also successful and
accomplished in that experience.
Debra also tells a story in which she achieved an accolade in her younger years.
She recounts, “I graduated from high school in ’33, so it’s been about 80 years now since
I graduated from high school. And, oh yes! I was Grand Marshall! John and I. For the
50th anniversary.” Once again, by recalling her earlier experience at her high school
reunion, she constructs herself presently as a person who has had noteworthy and
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successful life experiences. The fact that many of these life narratives end in success is
not only a way in which patients construct themselves as experienced, but in doing so
they privilege their embodied experiences as the principal source of knowledge—an
objective compatible with a post-colonial perspective.
Moral Stance
Along with life narratives that included successful life experiences, patients also
construct themselves as experienced through the third subtheme moral stance when
patients portray themselves as individuals who have lived their lives “right.” Ochs and
Capps (2001) explain “narratives of personal experience do not present objective,
comprehensive accounts of events but rather perspectives on events” (p. 45). Essentially
narratives are persuasive in that narrators assume a moral stance in which they call
attention to “what is good or valuable and how one ought to live in the world” (p. 45).
What renders phrases patients used like “grateful,” “blessed,” and “had real good luck”
sensible is if the lives patients have led would be considered good, valuable, or right in
society’s eyes. That is, when patients tell life narratives in a way in which they can
appreciate their lives at the EOL, they suggest a moral stance in which they are
experienced given that they lived the way individuals ought to live. Alan exemplifies this
idea as he defines what a good life is through his own life experiences. He explains:
I’ve been all over the world, traveled on ships, had to raise a good family in
between, mostly while I was gone. I don’t know how I raised them and was gone
at the same time, but my wife did that. But we both had a good life together.
We’ve been married sixty-eight years. We have, uh, three children, and I must
say that these gray hairs that I’ve gotten on my head, I didn’t get any of them
from my children. They were all good. We got them all college educated.
They’re all leading very productive lives.
Alan claims, “we both had a good life together” and proceeds to describe his life. Alan
suggests that a good life includes traveling, raising a good family, getting married,
staying married for many years, having well-behaved kids who do not cause their
parents’ gray hairs, and educating kids to lead productive lives. Alan constructs himself
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as experienced when he recounts his participation in life events that are often idealized in
society.
Ochs and Capps (2001) explain that while some moral stances are exemplified in
songs, proverbs, laws, etc., personal narratives reveal moral worldviews when narrators
tell of an event in which a “protagonist has violated social expectations.” That is, the
narrator calls attention to the violation and positions her/himself as doing what is right.
Alan’s and Opal’s narratives exemplify the presentation of morality through another’s
violation.
ALAN: And over the years, I had to say, “No, I can’t do that, because my children
are still in school. My mother and father are still living. My wife’s parents are
still living, and we have obligations here. We just can’t, ya know, move out and
leave all that.” So about that time, moving forward, my mother and father had
passed away. So had them and my children had all graduated from college and
were married. And I was free as a bird.
Alan presents himself as responding to questions he was asked by others regarding job
offers. He portrays these job offers as violations when he responds to their requests by
stating his familial obligations. That is, he suggests that it is a violation to expect that he
would be able to pursue his own life goals, when he has a family to care for. He takes a
moral stance and exemplifies the values of responsibility, loyalty, and sacrifice when he
explains that the needs of his parents, in-laws, and children takes precedence over his
own professional aspirations. Only after he meets these obligations, he claims that he is
able to pursue his own interests, as “he is free as a bird.” By taking a moral stance
regarding when it is appropriate to pursue one’s own dreams and in subsequently
following that moral code, Alan portrays himself as experienced through having lived a
good life, full of familial responsibilities and eventual pursuit of his own dreams.
Opal similarly calls attention to familial responsibility when she describes how
she also turned down a job offer to take care of her two children.
My oldest girl, I got pregnant with her and then I, well, I stayed off work for a
little while and then I started back in as soon as I could get a babysitter, ya know.
And then I went back to work, and I’d really loved to work, and the people were
so nice. So then I worked all those years, and then I had my second child. And I
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said, “Now, this is it. I’m gonna quit after this.” And they weren’t very happy
with me, but I said, “With two [kids], it’s just kind of hard to get around.”
Opal positions the employers as violators of caretaking expectations when she describes
them as being not very happy with her. She positions herself as the good mother in
response when she highlights the difficulties of being a working mother. She exemplifies
the value of sacrifice and suggests the magnanimity of this sacrifice as she explains that
she “really loved to work [emphasis added]” and her employers “were so nice.” Like
Alan, Opal constructs herself as an experienced individual who was able to live a good
life, complete with child-rearing and professional experiences. This idea of living life
“right” relates the life-span assertion that person-environment interaction impacts
development. That is, it is possible that Opal and Alan are from a cohort that was raised
to privilege familial caretaking obligations over one’s individual dreams and thus they
use this marker to evaluate their success. Overall, by including moral stances in their life
narratives, patients construct themselves as experienced and the authority on knowledge
as they present themselves living life the way others ought to.
Knowledgeable About Illnesses
The final subtheme within life narratives that contributed to patients’
constructions of themselves as experienced and knowledgeable individuals emerged
when patients recounted prior life experiences of caretaking. They talk about these
caretaking experiences as significant in informing them about their illness or the potential
route their illnesses could take. Thus through this subtheme patients construct the
identity of experienced persons who have knowledge about illnesses. Peggy discusses
her experiences of being a caretaker for both her husband and her mother. She tells:
My husband had emphysema and I took care of him for 8 years, so I knew what it
[hospice] was and I knew what—I mean it was, it was hard taking care of him,
because he was a big man, and he didn’t want nobody to take care of him but me.
So I kept him out of a nursing home which he wanted to (Interview #11).
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Peggy explains that in taking care of her husband, she learned about what hospice is and
about the difficulties of caring for someone with an illness. Overall, life narratives work
to privilege embodied knowledge because through constructing themselves as
experienced, patients present themselves as skilled, proficient, and knowledgeable.
Imparting Wisdom
Beyond the theme life narratives, patients also construct the identity of
knowledgeable and experienced individuals through a second major theme of imparting
wisdom. Through this theme, patients offer wise lessons or pithy observations about
what others should or should not do. That is, patients offer global advice for many
diverse aspects of life, ranging from suggestions about mundane daily outings to political
ideologies. For example, Jason offers his thoughts about society. He tells:
Well, I’m a conservative, I believe that we need to have good morals, strong
families, and that is the basis for our having a good strong society. People need to
be responsible for their own actions, because their own actions determine what
happens to them in life. If they work hard and do their best, they will succeed in
life. And if they don’t, well, they’re gonna pay the consequences (Interview #4).
Jason constructs himself as experienced when he directly addresses a global “you” and
appears to be knowledgeably informing others what is the “right” way to live. He
continues, “Well, probably the worst thing is if you get to be enough of a sponge and you
don’t have any morals, you’re going to get into trouble. You’re probably gonna end up in
jail.”
Other patients speak directly, using the global “you” and impart wisdom
regarding a myriad of topics, as follows:
PAULA: Well, some people don’t do that [do what they say they’re going to do]
and they miss a lot of enjoyment. And then you get to the point where you can’t
go out and you don’t have anything to remember. […] If you want an ice cream
cone today, go get one! Ya know, just just simple little things (Interview #9).
JAKE: And don’t get divorced. It’s a waste of time and money (Interview #10).
NANCY: You get what you’re given and that’s it. And you make the best of
what you got and that’s it (Interview #14).
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PEGGY: That’s one thing before you go to bed. Tell your mate that you love
him. Because you never know.
By making direct statements as in the lessons listed above and portraying themselves full
of worthwhile advice, patients construct the identity experienced and knowledgeable
individuals.
Beyond simply offering advice about general topics, patients further construct the
identity of experienced individuals when they portray themselves as experts, who are
familiar with the topics about which they offer advice. RaeAnn displays herself as
someone who has had experience with a positive family and thus advises how others
should relate to one another. She tells, “I try not to gripe all the time. In fact I don’t
gripe at all. Cause it don’t get you anywhere. […] Be good to each other and other
people and don’t be old grouches (laughs). We don’t have many grouchy people in our
family” (Interview #15). Not only does RaeAnn offer advice, but she suggests that she
follows her wisdom as well, by not griping or being a grouch.
RaeAnn continues to offer wisdom regarding doing what is pleasing to God. She
recounts:
I’ve tried to be good all of my life and to do what God wants me to. I teach—
teaching bible school, and I teach in church and that’s what you’re supposed to
do, I guess. Teach people. […] Well, you go to church and you’re and you’re
good to people. You teach other people what you know (laughs). Try to teach
them good things.
Once again, as RaeAnn offers advice, she claims she espouses this wisdom in her own
life as well. RaeAnn imparts wisdom as a person who is familiar with these life topics
and thereby constructs the identity of an experienced individual when she passes this
insight on to others. Similar to the life narratives theme, patients privilege embodied
knowledge as they portray themselves as capable of imparting wisdom and general advice
to others because of their expertise.
Identity 2: The Believer
The second identity patients construct in their EOL narratives is that of the
believer. Most often exhibiting non-denominational Christian beliefs, patients construct
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their believer identities through the two themes of faith and God’s Divine Providence.
The fact that patients construct the identity of believers is not surprising given that
scholars claim “spirituality is central to the care of the dying” (Puchalski & Romer, 2000,
p. 134). What becomes interesting regarding this identity is that the two aforementioned
themes relate to issues of control. That is, within this identity construction, patients
portray themselves as being both active and passive. Specifically, they describe
themselves as in control over their fears, citing their own strong faith as responsible for
eliminating fear of death, and they also depict themselves as passive recipients of God’s
provision of courage over fear.
Faith
The first way in which patients construct the believer identity is when they talk
about overcoming their fear or discomfort with death through the theme faith. As
mentioned in chapter one, Ragon (1983) explains that individuals experience a
psychological discomfort regarding the topic of mortality, as they have a difficult time
imagining the actual ending of their own lives (Kubler-Ross, 1969). Neimeyer, Moser,
and Wittkowski (2003) refer to this discomfort as death anxiety; “a shorthand designation
for a cluster of death attitudes characterized by fear, threat, unease, discomfort, and
similar negative emotional reactions, as well as anxiety in the psychodynamic sense as a
kind of diffuse fear that has no clear object” (pp. 46-47). Patients address this fear in
their EOL narratives and construct the identity of believers, who have confidence in their
futures, when they cite their faith as responsible for ameliorating or removing any fear.
For example, RaeAnn explicitly connects her believer identity to her lack of fear.
INTERVIEWER: And how do you think you got to that place where you’re not
afraid of dying?
RAEANN: Well, I’m a Christian and I go to church and I believe in Jesus and I
guess that helps. To believe in the Lord. Some people don’t.
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RaeAnn attributes her lack of fear to her beliefs. The use of “I’m a Christian” suggests
that her Christian beliefs are part of her identity and by explaining that other people
might not share her beliefs, she acknowledges her beliefs as unique to her identity.
Similarly, Jake talks about how his faith gives him the strength to overcome fear
of death and helps him to construct a new meaning of the EOL in which he desires death.
Jake explains:
Well, I should mention that I’m Lutheran. I was a—grew up in a Lutheran faith,
went to parochial schools. Uh, I believe the same thing now at 80 that I did when
I was in grade school. Uh, that’s my source of strength right now when I’m
looking forward to death. And I’m not, I’m not uh really—the thought doesn’t
scare me or upset me too much. Really. Uh, in some ways I’m looking forward
to it.
Jake’s final statement “in some ways I’m looking forward to it” dramatically displays the
idea that faith is a key concept in allowing patients to construct death as something that is
no longer feared but actually sought after by those who believe in salvation.
Patients also talk about their faith as a coping mechanism and construct
themselves as believers, as they call up their beliefs when they talk about being prepared
for death. Alan offers his views about death. He claims, “And I think people ought to
prepare for it religiously. Prepare to meet your maker. And those who don’t are damn
fools.” Alan portrays his own identity as that of a believer, when he explains that having
beliefs “ought” to be the way people prepare for death. Furthermore, since Alan refers to
individuals without beliefs as “damn fools,” it is likely that he does not count himself
among them, therefore establishing his believer identity.
Like Alan, Jason talks about how he approaches death compared to other
individuals. He explains,
Well, most people don’t have any fear of death. Most people have faith. There
are some people who are atheists. They’re very intelligent people, and uh they
just don’t believe. And uh I personally feel sorry for them, because you know
that death is, on this earth, is gonna come and to them, that’s the end. To me, it is
not the end. Cause it, there’s gonna be another phase of life and that’s eternal life.
Where your soul goes to heaven.
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Jason portrays his own identity as that of a believer when he positions himself as the
opposite of atheists. He explains that atheists see death as the end, whereas he claims,
“To me, it is not the end.” Furthermore, Jason states that he feels sorry for people who
do not believe, suggesting that he is not counted among those who do not believe and
instead embodies the identity of a believer.
Patients also construct the identity of believers when they talk about their faith as
a significant part of their everyday life. Beatrice tells, “Well, I remember one time, my
son was with me when I went to the doctor and she learned my diagnosis and I told her I
wasn’t afraid to die. And he was there too. And my daughter is easier to talk to about
heaven, but he isn’t very” (Interview #5). Though Beatrice does not specifically label
herself a believer, she constructs this identity by incorporating her faith and view of
heaven as part of coping with a major life decision. Specifically, she recounts how when
she first learned about the prognosis, she first spoke to her children about heaven.
Alan similarly discusses how his beliefs help combat concerns he has about his
condition and death, attributing his comfort to faith:
My hospice situation really has no bearing on how I feel about life, end-of-life.
Cause I’m a, I feel like I’m a Christian, and I feel like I’m saved and all of that,
and my whole life has been according to the law—not according to the law but
according to the Good Book I guess. But I’ve had a wonderful life, a lifetime of
achievements.
Alan even highlights how central his faith has been in making sense of not only his death,
but his entire life as well. Furthermore, Alan goes as far to claim that it is this faithful
life that helps him make meaning of the end of his life, when he explains that hospice and
his terminal prognosis have “no bearing” on his current experience, rather his Christian
beliefs and salvation are what matter.
When patients construct identities of believers through the theme faith, they
position themselves as in control of their EOLs. Patients assert themselves by identifying
the fact that it is because they believe that they have no fear. That is, believing is an
active endeavor patients engage in to cope at the EOL. This aspect of control is unique
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from how patients talk about control within the second theme of the believer identity,
God’s Divine Providence.
God’s Divine Providence
The second theme that emerged as a way of constructing the believer identity
suggests that patients take a more passive role. This theme is different from faith,
because instead of focusing internally on their own strong beliefs, patients center
meaning on an external higher power and highlight God’s Divine Providence as in full
control of their lives. Often patients talk about God’s provisions as being inexplicable.
Thus the term Providence, which describes God’s control in guiding human destiny, is
fitting for how patients talk about God’s work in their lives. Peggy explicitly discusses
the providential nature of God as she credits Him with the gift and purpose of life and
positions Him as in control of her fate. She explains:
What happens is… I got a lot of faith in my Lord and I know that if I wasn’t ya
know, if it wasn’t for Him, I wouldn’t be here every day. I think, ‘Why do you let
me live?’ But he evidently has a reason for me, because—I’ve been here, like I
said in ’08 and I—so that’s almost four years I’ve stayed and hospice has been
with me.
Peggy constructs the identity a believer, when she claims that God is the reason for her
very existence; the fact that she has an identity at all, she attributes to her creator.
Vince also constructs the believer identity when he credits the Lord as the
commander of his life and death. Vince appears to acknowledge the sovereignty the Lord
has over his life when he talks about his terminal prognosis. When I asked him what he
meant when he described himself as accepting of his illness. He responds:
Um, as being something that was willed to me. Something that um, for some
reason the good Lord decided that that was the way I was supposed to end my life
and um, what he had for me to do during the period of time when this started until
it’s over… I don’t know what that was, but I hope that I’ve been fulfilling that.
So, we’ll just probably never know, but I hope it’s been that way (Interview #7).
Vince portrays himself as a believer not only when he credits the end of his life as part of
the Lord’s plan, but also when he explains that the Lord even commands what Vince
should be doing during this EOL time. Vince suggests that even his actions are guided
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by his Lord, and by claiming that he has committed this part of his life to fulfilling the
Lord’s plans, Vince constructs the identity of a believer.
Finally, Jennifer attributes her lack of pain to God, suggesting that he is in control
of her physical being as well. She states, “But I thank God that I’m not—I’m not in no
pain. I thank God for that” (Interview #1). Jennifer continues to positions God as allpowerful and in control of her life when she says, “I have a lot of faith in God. I put all
my trust in Him.” Jennifer demonstrates a full devotion to God through her use of the
term “all.”
Through the theme God’s Divine Providence, patients credit God with control
over most all aspects of their lives, from life in general to pain management at the EOL.
In highlighting God’s strength and providence, patients positions themselves as passive
followers who receive provisions. Whether patients assert their own control or God’s
control, both themes contribute to the identity of the believer as they cite spirituality as
significant to their EOL experiences.
Identity 3: The Ailing Individual
The third identity patients construct in the current EOL narratives is that of the
ailing individual. While patients sometimes construct their identities as relatively stable
throughout their lives (e.g., in the aforementioned believer identity, patients often
explained that they grew up in the particular faith they have now), patients also suggest
that their identities have changed, often citing the illness as the catalyst for that change.
That is, patients talk about how they used to be in the past and how the illness has
changed them, thereby constructing the identity of a person negatively impacted by an
illness, or the ailing individual.
This particular identity relates to the post-colonial illness experience by way of
embodiment, which is central to this identity. That is, the body is unable to function in
the same way it once did because of the illness, and thus the ailing identity is constructed
through these embodied changes. Throughout their narratives, patients construct the
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ailing individual identity through the two themes of lack of control and dependence on
others.
Lack of Control
The first way in which patients construct the ailing identity is when they portray
themselves as nonagentic or with a lack of control over their current conditions. Control
is generally regarded as a coveted commodity in U.S. culture (Zilberfein & Hurwitz,
2004). As Sharf and Vanderford (2003) argue, “the experience of severe and/or chronic
illness strips away multiple sources of an individual’s perception of control within the
realm of his or her own life” (p. 19). That is, because a loss of autonomy can occur with
the onset of an illness, when subthemes related to a lack of control emerged, they were
read as a way in which patients construct the identity of the ailing individual. Subthemes
of the theme lack of control are as follows: past healthy self, older adulthood, uncertainty
related to their conditions, and impairments resulting from their illnesses.
Past Healthy Self
The first subtheme, which suggests a lack of control, emerged when patients talk
about their past healthy selves. That is, in constructing past identities of healthy selves,
patients are simultaneously depicting the present self as someone who is no longer
healthy or no longer in control of maintaining their past health. This subtheme further
exhibits a lack of control as patients present their past identities as invincible when they
talk about their shock over their terminal illness prognoses. For example, when I asked
Vince how he sees himself in relation to his illness, he explains:
Well, what I usually say about that is, I thought when I turned 80, that that was
the magic age that probably everything would be fine from that point until I was
no longer here. And when I was diagnosed with the cancer, um, it was something
I never thought I would ever have. Although my dad died of the cancer and um,
but I just never thought this would happen to me after I passed 80. I expected
anything before that. Why? I have no idea (laughs). Uh, I just thought that I
would probably go on forever ya know. After I turned 80, until I dropped dead,
then that would be it. And um, then this came along and it was kind of a shock.
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Vince had particular expectations for his future and older adulthood. When he describes
his prognosis as a shock, Vince constructs himself as an ailing individual who never
expected to become ill and thus lacks control over his health and current condition.
Richard similarly builds an identity of a presently ailing individual when he
describes being shocked when he received his prognosis. He tells:
Well of course everybody was surprised. I was surprised last March when I was
told I had lung cancer. And when uh we got back from Florida. I think most, our
kids knew what the situation was because we came back early.
Richard was on vacation when he became short of breath. At first he thought he had
gotten formaldehyde poisoning from the secondhand camper they had bought, but instead
he found out that his lung had collapsed as a result of lung cancer. He describes finding
out about his condition as a surprise to him and his family. Richard was traveling with
his wife as he always had, when an illness disrupted his life, and his physician told him
he had better return home. He constructs himself presently as ailing when he describes
his former self as relatively healthy until his current condition came about. He explains:
Of course I’m a neophyte on all this stuff. I’ve never had any serious illness.
I’ve never had any surgery or other than bladder cancer which is pretty much
cured as I understand it. I’ve had that for maybe 8 or 10 years ago.
Richard labels himself a neophyte in making sense of his illness situation, since in the
past he had never had any serious illness besides bladder cancer which was evidently
cured. In other words, he was healthy in the past but now has terminal lung cancer and
no control over possible improvement. Instead of being his healthy past self, Richard
constructs himself presently as an ailing individual.
Older Adulthood
Like some terminal illnesses, aging is an aspect of life one cannot control. Thus,
in a similar way, patients discuss their apparent lack of control through the second
subtheme of older adulthood. Specifically, patients illustrate their lack of control when
they make references to their embodied ages and their inability to prevent illnesses that
come about with age. For example, Paula explains, “As far as my body deteriorating,
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that’s something I don’t like, but it’s something that would come with age anyway.”
Paula recognizes her physical decline and makes sense of her situation as out of her
control, given that deterioration was destined to happen eventually.
Nancy also discusses her illness condition in terms of age. She explains:
I don’t have a lot of pain, I do have pain once in a while that shoots through, but it
doesn’t last and it could be arthritis or something else, so it’s basic (laughs). At
my age, you got arthritis (laughs). So, uh that’s the way it is though.
Nancy diagnoses her leg pain as arthritis given how typical it is to have the condition at
her age. Nancy highlights the fact that her condition came as a result of her age, over
which she has no control.
Similarly, Richard describes himself as an older adult who lacks control in his
health care decision-making given his age. Richard explains that at the age of eightythree, he sees each day as a bonus. When he discusses his view of lung transplants, he
explains, “And it’s uh, the chance, the chances of success, successful lung transplant, and
for a guy 83 years old, I think that would be kind of asinine really” (Interview #16).
When I asked him to elaborate, he continues:
I said it would be asinine for an 83 year old person. Now if the person’s 50 years
of age, and there’s a lung transplant available and they have the financial means
to accomplish it, more power to them, but if somebody came knocking on my
door and said, “We were over here at the hospital, we’ve got a lung that can be
transplanted into your body and maybe maybe it’s a 70 chance that it won’t work
and a 30 percent chance that it will work, would you be interested in it?” I would
say, “No, I’m not interested in that.” […] If I were a young person, yeah. But I’m
not. I mean, when you’re 83, you’re mortality tables are gonna tell ya, you don’t
have much lifespan remaining.
Richard constructs himself as an older adult, first in terms of his numerical age, but also
in terms of what would be appropriate for him to consider for health care at his age. He
claims that if he were a young person, his choice might be different. Thus, he presents
his age as in control of his health care decisions given that it impacts his chances of
recovery. Overall patients construct the identity of the ailing individual by calling
attention to their lack of control over embodied aging when they discuss their age-related
illnesses.

73

Uncertainty Related to Condition
Patients also construct the identity of the ailing individual when they suggest a
lack of control through the third subtheme uncertainty related to condition. First,
patients express uncertainty regarding their fates. Whereas in a forthcoming theme many
patients discuss an awareness or acceptance of their terminal prognoses, uncertainty
exists regarding their futures in terms of when they might die, as evident in Peggy’s
previous claims, “only the Lord knows” when she might die. In other words, Peggy has
no knowledge or no real control over what her future holds or when her life might end.
Other patients similarly address uncertainty regarding their futures.
PAULA: Like how is it gonna happen, when is it gonna happen, and I would
prefer to go to bed at night and not wake up the next morning, but I don’t have
that choice. It’s like wanting something that you might get and you might not.
It’s kind of a, what they call a crap shoot.
IRIS: Well anyway, they found out that it was cancer and anyway they put me on
hospice and so this is where I’m at right now. I have no idea how long exactly I
have and I don’t think anybody does (Interview #12).
Both Paula and Iris are aware of the terminality of their prognoses; however, they
emphasize a lack of control regarding knowledge of the future, such as how or when the
death might happen. In displaying this lack of control, they highlight their ailing
individual statuses.
Elements of uncertainty also arise in Maggie’s narrative; however, her uncertainty
centers on her particular illness and how she developed cancer in the first place:
Not much is known about my kind of cancer [vulvar], um, and it’s on the rise
among young people. And a recent protocol says that it can be related to the HI—
one of the HIV viruses. And I don’t know whether that’s the herpes one or the
AIDS one, but because there’s so much more sexual freedom now than there ever
was, when ya know, when I was younger, um and I have no idea because I’ve
only had one partner. And that’s Clarence [husband] (Interview #13).
While it seems that Maggie maintains control in her situation given her knowledge about
cancer – she cites “a recent protocol”—Maggie still suggests a lack of control given her
uncertainty regarding how she came to have vulvar cancer. Further emphasizing this lack
of control is the idea that despite the fact that Maggie and her husband had only been
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sexually active with one another (theoretically in control of their sexual health), Maggie
still contracted the disease. In other words, Maggie attributes her type of cancer to sexual
promiscuity and despite the fact that Maggie had previously taken care of herself and
ensured she was having safe sex, she still managed to get cancer. Not only does Maggie
portray uncertainty in how she contracted the illness, but she also alludes to potential
uncertainty in her husband’s claim of faithfulness. Essentially the message is that
regardless of how well a person tries to protect her/himself from a disease, illnesses are
beyond anyone’s control. Overall, when patients highlight a lack of control through
uncertainty related to their conditions, they construct themselves as not in control of their
own health.
Impairments
While Maggie suggests a lack of control in her ability to prevent her illness, other
patients construct a similar lack of control through the fourth subtheme of impairments,
which emerged when patients talked about evidence of their decline. This subtheme is
unique from past healthy self, because instead of highlighting the abilities they had earlier
in life, in the subtheme impairments patients concentrate on the physical symptoms of
their illnesses which impact present functioning. For example, Beatrice, Debra, and Jake
construct the ailing individual identity when they talk about how their illnesses dictate
what they are able to do.
BEATRICE: Well, I’m ready to go now. I think (laughs). I’m too tired. Not
much fun to live when you can’t do anything. I’m too tired. There’s not anything
that I can do, like playing bridge, and reading. My eyes hurt so bad that I can’t, I
can’t hardly read. And… it wears me out to talk even.
DEBRA: And I wanna just take off and go down that hall whenever I feel like it.
And I need too. That releases me. Walking, walking, walking. And I can’t walk
alone. So I’m not happy with that kind of health.
JAKE: I’ve got to the point where it’s so difficult for me to do much. For
example when I’m sitting here, as you can tell by my talking, I even get out of
breath and uh, but if I get up and walk into the kitchen, let’s say with my walker,
I’m so devastated (laughs) that I have to sit there for about 5-10 minutes before I
got gumption to start eating. And that’s the way with anything. And although uh,
even the gal that came from hospice, the attendant, she she even shaved me
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several times. Cause that’s so hard for me to do. I can’t see and everything’s in
the way.
Beatrice, Debra, and Jake all discuss basic daily activities they are unable to perform
because of the illness effects. Beatrice has a difficult time playing card games, reading,
and even talking, while Debra and Jake discuss how difficult it is to walk. Debra most
clearly demonstrates her identity as an ailing individual when she declares what she
wants to be able to do. She explains, “And I wanna just take off and go down that hall
whenever I feel like it,” but she cannot and is “not happy with that kind of health.”
Essentially, patients cite their impairments as preventing certain physical activities and
position their illnesses as in control.
Patients also talk about how the effects of the illness can go so far as to interrupt
completion of even the most basic tasks. Beatrice discusses her inability to perform basic
bodily functions. She explains, “I just feel so tired all the time and I can’t do much.
Everything wears me out. Even to eat. It’s hard because I have trouble breathing
sometimes when I eat.” The illness is in control and prevents her from even providing
sustenance for herself. Because the illness is seemingly in charge of Beatrice’s daily
functions, she displays her lack of control and constructs the identity of an ailing
individual.
Impairments resulting from the illness also display a lack of control because
patients talk about these evidences of decline as happening to their bodies. Specifically,
patients often position themselves as passive recipients of the impact of the disease;
persons who cannot avoid the physical changes they are experiencing. Alan also suggests
a lack of control over his condition as he presents the effects his illness had on his voice
as a symptom that happened to him:
The reason I talk so hoarse is I’ve had heart surgery and they put a stovepipe
down my throat to try to keep me from breathing and it ruined my vocal chords.
Ever since I had that done, I’ve sounded like this.
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When Alan explains that “it ruined my vocal chords,” he positions the stovepipe as active
and himself as the passive recipient of the consequences. Essentially the illness and
course of action took the lead, and Alan was left to deal with the consequences.
Jake’s narrative especially highlights the ailing individual identity, when Jake
explicitly addresses how his illness has impacted elements of his identity. Jake explains:
Like I mentioned ya know for a walk from here to the bathroom, I just am totally
wasted for a while. Or the computer. Uh, I gotta admit some things are changing,
like I’ve kind of lost interest in reading novels. And uh I’m not sure why. That
thing there is not much of an interest. It’s hard to find something on there that’s
interesting. Uh, the computer, well. It’s kind of a job to get in there. Although I
can get in there. Uh, maybe I’m getting lazy (laughs). I think I am. Well, I don’t
like the pain that goes with it. I can’t, I don’t know if pain is the accurate word.
Jake constructs his identity as having changed from his previous self as he explains that
he lost interest in activities he used to enjoy. After learning that most of his interests
have changed, he describes himself as “getting lazy,” seemingly developing a new trait as
a result of his inability.
Nancy also makes a reference to a lack of control through identity change when
she talks about accommodations she now has to make because of her illness. She says:
I had uh my grandson and daughter and son-in-law, put me in a walk-in bathtub
and I’ve got a chair that I sleep in. I cannot sleep in a bed. I said, “I tried it the
second time and it doesn’t work.” So I said, “I guess, I guess I’ll be a chair
sleeper (laughs) for the rest of my life, as long as I live.”
Although the transition from her bed to the chair appears to be a relatively simple
functional change, Nancy talks about this change in terms of identity when she claims “I
guess I’ll be a chair sleeper.” Like Jake, Nancy has adopted a new label as a result of the
effects of her illness. This seemingly slight change in identity displays the theme lack of
control, because once again the illness effects are in control and the patient is left to make
adjustments in activity and ultimately in identity. Nancy’s language choice further
displays a lack of control as she resolves, “So I said, ‘I guess, I guess I’ll be a chair
sleeper,’” as if she has no choice but to conform to this new normal. The same tone of
resolve is evident in Iris’ statement, “And to check and the more I got to thinking, well, I
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guess I’m gonna have to bite the bullet. Just go on from there.” Both segments construct
the dying experience and physical decline as something that has large impacts on
functioning and the self, yet cannot be controlled.
Overall, patients exhibited a lack of control when they talked about impairments
resulting from their illnesses. That is, in describing how their illnesses and symptoms
impacted their lives, patients positioned the illnesses as in control of what they are able to
do and who they are. Thus through this particular lack of control subtheme, patients
constructed the identity of the ailing individual.
Dependence on Others
The second theme that emerged as a second way in which patients construct the
ailing individual identity is dependence on others. By highlighting the fact that they need
support and assistance from others, patients suggest that they are not capable of caring for
themselves. Thus, rather than conjuring up images of supreme health, dependence on
others suggests impairment and contributes to patients’ constructions of the ailing
individual identity. The theme dependence on others is made up of the subthemes
instrumental support from others and limited role in decision-making process.
Instrumental Support from Others
Patients highlight a dependence on others through the first subtheme instrumental
support from others. Goldsmith (2004) explains that instrumental support refers to
functional assistance such as money, time, or any other concrete and direct provisions. In
the current study, patients talk about the instrumental support of health care from their
family members and hospice team. For example, Alan describes how his kids provided
the instrumental support of care when they insisted Alan and his wife move closer to be
taken care of. Alan explains:
And then the rest of my story is that my health started getting bad and my wife’s
health got bad and my children had all left [Alabama]. Nobody was there in
[Alabama], and so my wife had a little spell one day. We called Chris down there
and he said, “Ya know, I’m not gonna leave ya’ll out here by yourself, because
ya’ll need someone to take care of. And it was getting that way.
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Alan portrays his wife and himself as in need of constant help from their family, so much
so that they were told they could not be by themselves and had to move closer to their
kids.
Jake similarly constructs himself as the ailing individual who needs constant
support and help from others when he discusses all the care his wife provides for him.
He tells:
She cooks whatever I want—feel like eating. My appetite isn’t the greatest, and
uh, she asks me things I think I might want when she goes to the grocery store.
Uh, she’s always bringing me water for my medicine and what have you.
Everything under the sun. It seems like there’s always something I need. And I
try, I try to go once in a while and get something, but it’s really hard.
He explains that his wife takes care of the majority of his needs, as he claims that she
does “everything under the sun.” When Jake attempts to help, he is unable to, thus
constructing an identity of the ailing individual who lacks the ability to fulfill his own
care needs.
Peggy also needs help from others and describes how her daughter-in-law takes
care of her by refilling her pill box so that Peggy does not have to remember when to take
what pills. Peggy tells:
I was getting really to the point where I wasn’t too sure when I failed my
medicines, ya know and wondered if I had got the pills, the right things and that,
so when it comes to that time, you’d better have somebody doing that, ya know,
watch for that. And so, I had that all done for me. Shelly does all that for me.
And I, I don’t take care of any of that. She fills my pill boxes and that. And uh,
so I have very very good care.
Peggy explains that she is unable to manage her medications as she was getting confused
about which ones to take. She constructs herself as the ailing individual given her
inability to address the daily needs of her illness as she explains “I don’t take care of any
of that.” Instead she depends on someone else to take care of all her illness concerns.
Finally, perhaps most indicative of the ailing individual identity is when patients
talk about the health care they receive from their hospice team. Other than for prevention
purposes, the fact that patients even seek support from health care providers in the first
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place suggests that they are likely ailing. However, beyond simply seeing providers,
patients construct the ailing individual identity in how they talk about the support they
receive from providers. For example, Iris alludes to hospice staff members’ provision of
instrumental support when she tells:
I’m finding out a little more about hospice than I knew. My husband had been on
it about 15 years before. And I really liked it then and they’ve been very good to
me now. Um, they seem to be taking care of everything so far.
Iris claims that the hospice team seems to be “taking care of everything,” thus leaving her
not for want. When Iris mentions that the care includes “everything,” she suggests that
she completely depends upon her health providers’ support.
Likewise, Jake talks about the instrumental support provided by hospice staff
members. He tells:
And so I’ve been in hospice for probably four weeks maybe. Uh, and I’ve been
almost overwhelmed with what they do for you. Uh, the nurse comes twice a
week—comes out three times a week, and they provide drugs, most of the drugs.
Uh, all kinds of advice and really they’re between me and the doctor. I don’t talk
to the doctor anymore.
Like Iris, Jake suggests that he largely depends on his health care team, as he explains he
is “overwhelmed with what they do.” Not only does Jake rely on his hospice team for
medication, but he also looks to them for advice for health care decisions and to serve as
the liaison between him and his doctor. When patients talk about this extent of care from
their hospice teams, they suggest that they are in need of such support and thus construct
themselves as ailing individuals who are not in their utmost health.
Limited Role in Decision-Making Processes
As evident in Jake’s previous narrative segment, patients also construct their
ailing identities when they depend on others to make decisions for them. That is, instead
of portraying themselves as capable, healthy individuals who are able to make decisions,
in the second subtheme of dependence on others patients position themselves as playing a
limited role in decision-making processes. Specifically, patients talk about their family
members and doctors as the primary decision-makers. Peggy explains that her process of
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initially seeking medical treatment was prompted by her daughter-in-law. She says, “I
just wasn’t feeling good and Susan said, “Ya know, you really have to go… we have to
take you to the doctor and see.” The use of the words “have to” suggests that Peggy
really didn’t have a choice in the manner. Furthermore, when Peggy went to the
appointment, she became upset with how frank her doctors were in telling her the plan
she again “had” to follow. She recounts:
So they were quite point blank. At first I was, I was mad. I was really upset with
this doctor and uh I thought, well, she could have put it a little nice, ya know?
And uh she said that ya know, I just had—I had COPD and that I would just have
to go on oxygen and live with that.
Here Peggy portrays herself as dependent on others as her family and doctors made her
health care decisions for her. This narrative theme continues as Peggy discusses the role
the doctors played in the decision to utilize hospice care. She describes:
And ya know, I, for two years I went to um, the hospital. I was on a treadmill and
all that they thought I could do so I’d take the bus from here and go into [town]
three times a week and uh, was on an exercise program. Well then that’s when
mine, they found out that it was something wrong with my heart and that uh, that
they didn’t suggest that I, they continue. So uh it wasn’t, that wasn’t gonna do
any good, so-so then we dropped that and we tried to just do what I could do
around here.
Despite the fact that Peggy uses the word “we” and suggests a joint decision-making
process, she refers to “they” several times in her story, even at one point switching from
the pronoun “I” to “they.” Peggy seems to position herself as autonomous and in control
in the first part of the narrative as she talks about making quite an effort to travel to
another town for exercise several times a week. However, it was “they” that suggested
she not continue because “that wasn’t gonna do any good,” and Peggy ultimately quit her
routine. Thus Peggy resigned to her doctors’ decisions and in depending on them to
make the ultimate decision for her; she constructs herself as the ailing individual.
Peggy displays the extent to which she depends on others to make decisions for
her, highlighting the fact that she is an ailing individual, when she tells the story of
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decision after decision that was made for her when she was trying to go to her
granddaughter’s wedding. She recounts the day’s events as she was getting ready:
They had this [getting ready] all planned. So Shelly gave my shower and had my
hair done in the morning, and Janet [daughter] came out and she said, “Okay
Mom.” She says, “Lay down in bed.” And I said, “No.” She said, “Maybe we’d
better, I think this will work better. We’ll put your top on first. And then we’ll
lay you in bed.” And I says, “Okay.” […] But anyway she—I said that and then
she said—so then she got the slacks on me, and they were chiffon-like, ya know,
so they had the wider legs so my extra fat that I put on since laying in bed and
everything [could fit]. […] I said, “Janet, I don’t think these pants are gonna tie
around the top.” “Don’t worry about it. If they don’t, I’ll trim up the back and
the top goes—fits down over them Mom. Just don’t worry about them. Just do
this.” So I just did what she told me to do. And got that on—got my—swung my
legs around the bed. They got me in the wheelchair and got me out and into the
car. Over to the church—and Janet—and I thought well—I was putting the thing
on. She says—“Janet, I can’t get in no underpants.” […] And she says, “Don’t
worry about it. We’re just gonna go with it.” I said, “Janet, I can’t go to the
church with no underpants on!” “Mom, nobody’s gonna see you. They’re
[underpants] black, and nobody’s gonna—You’re gonna be sitting in the
wheelchair, nobody’s gonna know that you don’t have any on. So just forget it.
Don’t worry about it.” “Okay. You say it and I’m not gonna worry.”
Not only does Peggy lack control in taking care of basic needs (i.e., she relies on her
daughter-in-law to shower and dress her), she also defers her decision-making ability to
her daughter as she describes how each of her concerns are overruled by her daughter.
As Peggy objects to lying down to get dressed, the size of the pants, and her lack of
undergarments, Peggy quotes her daughter as negating each of those concerns and
eventually Peggy concedes to the decisions of her daughter, who appears to be in power.
Thus Peggy constructs herself as the ailing individual, given that she illustrates her
inability to ready herself for the event and her deference to others for decision-making.
Similar to Peggy’s earlier narrative segment, Iris also suggests her providers’
power and her own limited role in decision-making processes. For example, Iris fully
attributes her move to hospice to the doctors. After describing how the doctors had
discovered her lung tumor during a prior hospital visit she explains, “Well anyway, they
found out that it was cancer and anyway, they [doctors] put me on hospice and so this is
where I’m at right now.” Her language “they put me on hospice” displays that her
decision to begin utilizing hospice was made by her doctors. Similarly Vince suggests
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the move to hospice was the doctors’ decision as he claims, “Doctors decided it would be
the best for me to go with hospice since I was not taking any treatment.”
Richard elaborates about the decision to begin hospice care, as he recounts the
conversation he had with his doctors. He tells of his experience receiving chemotherapy
three times when the doctors said, “Well, that isn’t doing the job on the cancer cells, so
we’re gonna try a stronger medication.” After the fourth treatment didn’t work, Richard
says he was given a choice. He explains:
They said, “Now we’re not, we’re not killing the cancer cells with chemo. Now
we can continue with the treatment if you prefer, recognizing you’re, you don’t
feel too well for 3 or 4 days after the infusion of the chemo, we can continue
with it, but it isn’t gonna kill the cancer. We’re convinced of that.” […] Well,
anyway of course, uh why hit yourself in the head with a hammer if it isn’t doing
any good. So I said, “Well, you folks know uh what you’re doing and if it isn’t
gonna kill the cancer, then we’re not gonna do it anymore.”
Richard’s comments regarding his choice about whether to continue with the infusions
suggest that he is in charge of his choice of treatment. However, Richard also includes in
his narrative the arguments his doctors made about the improbability of cure and resolves
“Well, you folks know what you’re doing…” In this statement, modernist ideals become
evident as Richard legitimizes the medical professionals’ knowledge and appears to be
going along with the conclusions the doctors made regarding his condition. Beck (2001)
refers to this type of power relationship as resembling compliance-gaining models, in
which the patient believes “because the professional ‘knows best,’ the seeker should
comply with recommendations” (p. 278). Central to this approach is the focus on
compliance rather than choice, thereby emphasizing the patients’ lack of control in the
decision-making process, portraying them not only as ailing individuals, but as ailing
individuals whose knowledge is delegitimized in comparison to the medical
professionals.’
Practical Needs Talk
Along with describing themselves as reliant on others for instrumental support
and decision-making, patients construct the identity of the ailing individual through
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dependence on others with the third subtheme practical needs talk. That is, patients note
that their talk with others often revolves around their practical needs, and thus not only do
patients construct themselves as ailing when they told me about their reliance on others,
they also construct themselves as ailing when they talk about the conversations they have
with others as consisting of their practical needs. For example, Vince says:
I’ve shared some of it [acceptance of death] with my son and with my other son
and, uh their wives and, uh, people that, um, we have set up as responders in the
event that something happens that I need someone to come here.
Vince explains that in case something happens to him, his family needs to be aware of his
illness and needs. By reporting that his talk with family and friends consists of his
practical needs, Vince constructs himself as someone who is dependent and must rely on
others for help.
Jake and Richard similarly describe their narrative content to family as including
information about their illness needs and care plans. For example, Jake explains, “The
fact that I am so limited. They need to know that.” Likewise, Richard similarly
describes his narrative with health care providers as consisting of functional talk when he
claims, “I guess the only thing we [Richard and his nurse] talk about it my current
medical situation.” Like Vince, both Jake and Richard not only depict themselves as
dependent and ailing individuals in their narratives with me, but they also construct
themselves as ailing individuals with their family members and health care providers as
they engage in practical needs talk with them as well.
Overall, in the current EOL narratives, patients construct the identity of the ailing
individual when they portray themselves as lacking control and as dependent on others
for support and decision-making. Instead of describing themselves as capable, in control,
and healthy, patients acknowledge their ill conditions and their limited functionality
which results from those conditions.
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Identity 4: The Good Dier
Beyond calling attention to their illnesses and limited functioning through the
ailing individual, patients directly address their imminent mortality, in the construction of
the fourth identity: the good dier. This particular identity suggests a colonization of EOL
narratives, given that this identity appears to be guided by the cultural construction of the
‘good death.’ The concept of the ‘good death’ offers a positive valence toward mortality,
as this construction positions the act of dying as an art. The term ars moriendi, or the art
of dying, presents rules and procedures for how to die well. Popularized in the 15th
century, the ars moriendi constructs the good death as one in which Christian beliefs are
privileged during the dying process and individuals are said to have a good death if they
gave their souls gladly, dying in a manner which resembles Christ’s death (Faust, 2008).
Perspectives of the dying process as an art continued to influence cultural
understandings of death up until the mid-nineteenth-century, when the Civil War
prompted individuals to redirect their ideals of a good death. While the ars moriendi
encouraged dying individuals to die peacefully and ‘gladly,’ the circumstances of the
Civil War made it impossible for all individuals to obtain the good death, as it was
defined. However, soldiers and families struggled to construct the traditional good death
“even amid chaos, to substitute for missing elements or compensate for unsatisfied
expectations” (p. 9). These modifications lasted for some time, and Faust argues “we still
live in the world of death the Civil War created” (p. 271). Essentially, society is still
trying to achieve several ideals of the good death.
Elements of the ars moriendi are evident in the current study in the
aforementioned believer identity as patients privileged Christian beliefs. However,
patients also exhibit the ars moriendi ideals through several other themes that emerged,
leading to the identity construction of the good dier. Specifically themes that emerged
are acceptance, selfless qualities, dying gladly, and not being alone.
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Acceptance
A necessary component of the good dier identity construction is the
acknowledgement and understanding that death exists and is imminent. As mentioned,
Faust (2008) explains that current death ideals are adopted from the image of death the
Civil War created. During the war, soldiers expected to face death not just from fatal
wounds in combat, but from poor hygiene which could lead to gangrene, from epidemics
such as measles, mumps, and smallpox, and from camp illnesses such as typhoid or
malaria. Thus, Faust argues the soldiers had to contemplate death often and needed to be
willing and ready to die.
Faust (2008) argues that “it was, of course, desirable for the dying man to be
conscious and able to confront his impending demise” (p. 17), having an understanding
of and being prepared for death. Readiness was so crucial to the good death, that even
when sudden death occurred, the surviving soldiers often tried to convince themselves
and the deceased family members that the deceased was ready and expecting his fate.
The insistence of knowledge of death privileges the modernist ideal of certainty. Faust
argues that knowledge “even of death—seemed preferable to persisting uncertainty, for it
restored both a sense of control and the possibility for the readiness so central to ars
moriendi” (p. 19). Essentially, one way to maintain control at the EOL was to be
accepting of the impending fate.
Given how significant acceptance is for a good death, when acceptance emerged
as a theme in the current narratives, it became a way in which patients constructed the
identity of the good dier. The theme of acceptance became evident throughout the
current narratives as patients described their sense-making of their illness prognoses. For
instance, individuals uttered phrases such as, “I’ve just accepted everything so well […] I
just accepted what, what’s been [sic] come upon me in my life,” (Jennifer), “I’m very
happy with that and I’ve accepted it as being just the way life is” (Vince), and “So I’ve
known for 5 years, ya know that 6 years, 5 ½ years that uh this would probably be the
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outcome” (Maggie). However, this notion of acceptance was actually quite varied
throughout the narratives. As such, two subthemes emerged regarding how patients talk
about acceptance: general death awareness as an inevitable part of life and death as
personally relevant.
General Death Awareness
The first subtheme general death awareness emerged as patients discussed the
notion of mortality as a natural and inevitable part of life for every individual. This idea
is explicitly conveyed in Beatrice’s statement, “I know everybody has to die” or Paula’s
“You can’t spend your time worrying about it [death]. Something you know that’s gonna
happen one way or another.” However, this rational acceptance of death also became
evident in patients’ discussions of the natural progression of old age into death or in their
accounts of prior experiences of having loved ones die. Vince’s comment suggests his
understanding of the inevitability of death as he addresses both the relationship between
old age and mortality and his family members’ prior deaths when he explains:
So I’m very happy with that and I’ve accepted it as just the way life is at my age,
chances are I wouldn’t live very much longer anyway, because my family were all
gone, so um I’ve pretty well accepted it as just being something that was gonna
happy anyway.
Vince connects dying as an inevitable event that comes in older adulthood and as such
constructs himself as a good dier who is prepared and accepting of his fate.
This idea of acceptance through the form of a general awareness of the reality of
death is not surprising given previous research has examined individuals’ psychological
understandings of mortality and found similar meaning-making. Scholars invoke the
term ‘mature death’ to discuss dying patients’ acceptance of the concept of mortality
(Kenyon, 2001; Speece & Brent, 1984; Speece & Brent, 1992). Originally theorized
through observations and interactions with children, Speece and Brent (1992) concluded
that a mature death acceptance entails the understanding that death is universal and
irreversible, and involves nonfunctionality and causality.
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The dimension of ‘universality’ relates to the belief that all living things must die.
Death is all-inclusive and unavoidable. Though unpredictable, each living organism
faces this inevitable end of life. General acceptance is part of the good death, as patients
are aware that death exists. However a subtheme even more closely related to the ars
moriendi emerged when individuals understand that universality includes their own
mortality as well. This aspect of universality emerged in the current study as patients
acknowledged death as part of their own imminent fates.
Death as Personally Relevant
Through the second subtheme death as personally relevant, patients’ narratives
not only reflect the understanding that death is universal and inevitable, but patients
claimed their awareness that their own deaths were inevitable and imminent. DeSpelder
and Strickland (2009) label this concept of the mature death personal mortality, which
emphasizes that not only do all living things die, but the individual her/himself dies (“I
die”). As evident earlier in the previous theme, Vince displays a universal understanding
that death occurs at the end of a long life; however, late in his narrative, Vince address
his own terminal prognosis:
Now this [illness] came on and um I just kind of look at it as um something that is
gonna kinda enhance that [death] or maybe make it happen a little sooner.
Similarly, Maggie talks about the realization of her terminal state and how much
time she might have left. She recounts:
So therefore, ya know it was, she [doctor] sent me to the University of Iowa and
I did some research on the internet and it said at that point it was considered stage
two and the probably, the chances of curing it [vulvar cancer] at stage two are not
real high. So I’ve known for 5 years, ya know that 6 years, 5 ½ years that uh this
would probably be the outcome. I had hoped for 10 years rather than 5, but ya
know, that’s how it goes.
As evident in Maggie’s narrative, acceptance of death as personally relevant includes an
illness narrative, which involved her interaction with a medical institution in an initial
pursuit toward cure. Other patients performed similar narratives in which they discussed
how they first developed their illnesses, their attempts to overcome the illnesses, and
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finally their realization that their prognoses were terminal, as evident in Jennifer’s
narrative segment:
And I was hospitalized for eight days, and I was given a lot of fluid which, which
just blew me right up. And then I went home for five says, went back to the
hospital, was there for five days and that’s when the doctor told me there’s no
more medication that I could really take.
As previously addressed, Richard describes the failure of curative treatments in
his narrative, as he explains his medical experience with cancer. As he explained the
ineffectiveness of his chemotherapy infusions, Richard concludes:
So I said, “Well, you folks know uh what you’re doing and if it isn’t gonna kill
the cancer, then we’re not gonna do it anymore.” So I haven’t had uh I haven’t
had any additional other than the first 4 infusions, I’ve had no additional cancer,
chemo infusions.
In these narrative segments, death becomes personally relevant as patients highlight the
inadequacy of their current curative treatments and the terminal nature of their illnesses,
most evident in Jennifer’s conclusion “there’s no more medication that I could really
take.”
The personal relevance of death as displayed through patients’ illness journeys
reflects the larger theme of acceptance through a mature death notion of causality.
Scholars regard causality as the fourth feature of a mature death acceptance. Causality
refers to an understanding that death occurs because of some precipitator (e.g., an illness,
disease, trauma, etc.). The fact that patients include the story of the illness experience
and acknowledge the vulnerability and terminality of their physical bodies, reflects an
acceptance that death is a result of or caused by an illness. By understanding their
prognoses and the futility of treatment, patients portray themselves as prepared for death,
thereby constructing the identity of the good dier.
A unique aspect of the subtheme death as personally relevant developed when
patients suggested that they first became aware of their own imminent mortality when
they were referred to hospice. Essentially, patients conveyed that they perceived hospice
as a death sentence. Jennifer directly makes this connection:
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And then I went to my pulmonary doctor and final I guess I got to the point where
she thought that I might, should talk to hospice. Maybe it was time to do that and
I was pretty shocked really. Because ya know I was saying, “Well, that’s the
end.”
Thus, even when patients did not offer details of the illness experience and eventual
decline, the hospice referral was regarded as a marker of personal mortality. Again, in
the acknowledgement that hospice represents a signal for the EOL reflects an awareness
that patients’ own deaths are imminent; an understanding that is a necessary component
of the good death and works to construct the identity of the good dier.
Not only do patients appear to be aware of their prognoses of imminent death,
patients also portray themselves as accepting and ready to die. For example, Peggy
explains:
And like I said, I know there’s a lot of people that do not, aren’t happy. I don’t
know in hospice or not, but there’s a lot of, a lot of people out there that are
miserable, and I don’t know if it’s because, if they’re afraid. I would say they’re
probably more afraid. If they could find peace of mind that, and know where
they’re gonna go, will be a good answer for them. That they will be, they’ll be
taken care of. This is just uh by here on this earth, and uh one that takes care of
and it’s time to go. I’m ready to go.
Peggy displays a readiness when she compares herself to other people who are not happy
and who are afraid, whereas she is “ready to go.” Jason also suggests he is at peace with
his fate when he explains:
I’m not a complainer, she [the nurse] says. I don’t know—it’s just uh. I guess
that’s the way I’ve kind of lived my life. I felt one of my strong points in life was
my ability to handle change. I know change is going to occur and you have to
adapt to it, so why complain about it?
Jason identifies himself as someone who is able to adapt to the changes in life. Instead of
being negative or complaining about his circumstances, he displays acceptance and in
facing his terminal condition. Thus, patients not only exhibit general death awareness
and an understanding of their personal mortality, but they also appear to be willing to
accept their fates, all necessary components of the good death.
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Selfless Qualities
Selfless qualities emerged as the second theme of the good dier identity. This
theme constructs the good dier identity as it mirrors the sacrifice and patriotism required
of the ars moriendi during the Civil War. That is, soldiers considered dying for their
country the ultimate display of patriotism. In fact, Faust (2008) explains that some
nonbelievers “hoped that patriotism would substitute for religious conviction in ensuring
eternal life” (p. 24). Essentially, soldiers attempted to equate their patriotic sacrifice with
dying in a Christ-like manner, suggesting that sacrifice or selfless qualities are
requirements of the good death. As such, when patients highlighted their selfless
qualities, they exhibit sacrificial characteristics of the good dier. These selfless qualities
are specifically evident in the subthemes ‘what it’s like’ and thoughtful of narrative
audience.
‘What It’s Like’
The first subtheme through which patients exhibit selfless or sacrificial qualities
emerged when patients use their terminal status as a teaching tool to help inform others of
what it’s like to be in that position. As mentioned in the definition of narrative offered in
chapter one, narratives portray the experience of living through a particular storyworld in
flux. That is, narrative reveal ‘what it’s like’ living through a particular life event. In the
current study, patients describe the experience of facing death and become informants of
what it’s like for others who might encounter a similar experience. Instead of
emphasizing their own needs, patients portray the selfless quality of concern for others
and construct the identity of the good dier who sacrifices for others. For example when I
asked Maggie her reason for telling her narrative, she responded, “Well that might
prevent this happening to somebody else. Cause uh those surgeries have not been fun. I
mean no surgery is, and I’d like to do other things rather than lie around in the hospital.”
Maggie positions herself as someone who has lived through the experience of being sick
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and displays selfless qualities as she uses her experience to prevent others from having to
go through it as well.
Jennifer also portrays selfless qualities as she discusses why she shares her
narrative. She says:
Well, it’s good for other people to know. Maybe they know someone who has
cancer and that they might be going through hard times. They could share the
story with them. And maybe help them, ya know to have a better, positive
outlook on life. Ya know, even though you have an illness. I mean, it’s like if I
went out and God forbid I fell and broke a leg or an arm, there’s nothing I could
do about it, just to try and make it better. That’s all we could do.
Jennifer reveals that there are difficult times when dealing with an illness and depicts
herself as someone who can advise others to help them deal with those moments. She
later explains that a positive outlook is very important, “because there's days that you
might feel down and out and if you just let yourself go, you could feel it.” Again Jennifer
offers details of her illness experience that others might not be aware of, but could
potentially benefit from the insight.
Richard similarly uses his own illness experience for the benefit of others when
he takes on the role of a health advocate with a stranger. He recounts:
I was sitting at a Blackjack table here a couple weeks ago, and a lady I—she was
about ready to light up a cigarette, and I asked her if she wouldn’t, if she wouldn’t
do that. I said uh, it was—I had lung cancer and the smell of that smoke was, uh,
not helping my situation. And uh, I tried to, (laughs) I tried to uh, encourage her
to quit smoking, and uh I think just to get me off her back, she said she was going
to uh share my story with her kids and uh she was gonna quit smoking herself.
She was 49. She shared that with me, that she was 49 years old. And she’d
smoked for 20 years. I said, “Well, I quit smoking over 20 years ago but they told
me that if you’ve ever smoked, you’re a candidate for lung cancer. Doesn’t
matter how long ago you quit. So, I’m glad I quit when I did. If I hadn’t quit 20
years ago, I probably wouldn’t be around now.”
Richard offers help to others by presenting himself as a person who quit twenty years
ago. He uses his experience as a lung cancer patient to inform a current smoker of the
health risks. Richard displays his concern for others when he tried to “encourage her to
quit smoking.” When he mentions that the woman was going to share her story with her
kids, he suggests the impact his story might have on others.

92

Likewise, Vince suggests that he sees his story as possibly helping other patients.
He tells:
Um well, they [hospice] deal with people every day that have the same problem.
And I’m sure they don’t all have the same story (laughs). It wouldn’t be possible,
but for them to be able to take something that I might input to them to someone
else to make that individual feel better, or to improve their emotional feelings or
physical feelings, then to them it’s a benefit.
Vince offers his narrative as potential resources for other patients. Although Vince
acknowledges that every one’s experience is possibly different, he focuses on how his
story might help others with their emotional or physical. Thus, beyond simply
performing a narrative for his own benefit, Vince depicts himself as selfless in
considering others’ needs.
Finally, patients construct the identity of the good dier through displays of selfless
qualities when they explain that they use their experiences specifically to help others
cope with death. For example, when I asked Beatrice her reason for telling her narrative,
she explains, “I don’t know what, why I did it. But I did it with my children, so that
maybe they won’t be so afraid of death.” Similarly, Peggy describes her understanding
of death. She says:
Well, some people think that death is a horrible thing and maybe it is… I don’t
know. I never thought it would be. To me that’s morbid. To dwell on the dark
side of things. Cause there are some people that do. That’s how—even, even in
the comic strips you might see a hooded sign of death, ya know? The skull
covered with the black robe holding the scythe or something like that. There are
people who do think of that kind of a way of going. Like, “Oooh, I’m scared.”
But you don’t need to be afraid of something that you don’t know.
Both Beatrice and Peggy suggest their perspectives that they might be able to remove fear
of death for others. Beatrice suggests that by telling her story, her family might not be so
afraid, while Peggy again offers direct advice to a global “you” who does not be afraid.
Peggy makes this claim in her position as someone facing the EOL. Thus, like the
soldiers who showed patriotism in dying for their country, patients symbolically die for
others when they talk about using their illnesses and impending deaths to teach and help
others cope.
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Thoughtful of Narrative Audiences
The second subtheme of selfless qualities is thoughtful of narrative audiences,
which emerged when patients discussed their concerns for other individuals who might
listen to their narratives. Not only do patients describe their narratives as a resource to
others, patients also express concern that their stories might not be interesting to different
audiences. Illness narrative authorship provides individuals the chance to make sense of
their illnesses. However, rather than perform the narratives for their own needs alone,
patients portray themselves as considerate of whether the audience might be interested in
what they tell. For example, Alan explains that he only performs his narrative at the
request of others. He says, “They [hospice staff] uh, they all asked for it. I didn’t, I mean
I didn’t push it on anybody.” Alan portrays himself as a selfless individual, as he does
not push his narrative on anybody unless he knows that they want to hear about it. Alan
offered this same consideration to me when he begins talking about the ships he worked
on in his past. He stops and says, “I won’t take up your time. You don’t care about
ships. But I got a little write-up about every one of them.” Despite the fact that Alan
must have enjoyed his ship experience, as evident in his extensive notebook full of writeups about his work, he displays selfless qualities, constructing the identity of a good dier,
when he attends to the interests of his audiences.
Maggie also expresses a concern for her audience, when like Alan she claims that
she shares her narrative with others “whenever they ask.” Additionally, Jeff shares
Alan’s apparent concern for me as an audience member. When I asked Jeff what it was
like to talk about everything with me, he responds, “Boring, for you” (Interview #6).
Overall, patients seem to express concern for others, not only in acting as a resource for
others in illness situations, but when they consider whether their narratives will even be
interesting to their audiences. In expressing these concerns, patients display the selfless
qualities expected in the ars moriendi and construct the identity of the good dier.
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Dying Gladly
As mentioned, in the ars moriendi, in order to die a good death, one needed to die
in a Christ-like manner, to give up the soul gladly. In the current narratives, the third
theme dying gladly emerged as patients specifically highlighted their positive attitudes
and aided in the construction of the good dier identity. For example, Jennifer spends
much of her narrative discussing how important it is to have a positive attitude. In an
early part of her narrative she tells:
I've always been a positive, not a negative thinker. Always positive. And I would
tell others to do the same. Ya know. Have that positive attitude. Think positive.
Think of something good ya know? Get out and do something, see people, go to a
store. I mean just, just go out and shop around, look around, or be around other
people.
Jennifer describes herself as having always been positive, an identity which appears to
have not changed, as she likely follows the advice she so directly gives others. The
argument that Jennifer presently adopts this positive attitude is supported at a later point
in Jennifer’s narrative. She says:
But uh, no I feel really good about myself. But the most important thing is very,
is the positive attitude. You can’t start to think negative at any time, because if
you do—you’ll—you can feel yourself—you’ll just go. You know what I mean?
It’s uh, you just gotta look ahead. Ya know, you live for today, and worry about
tomorrow when it gets here. It’s gonna be, bring enough of its worries. That’s
how I look at things.
She concludes her narrative segment by explicitly identifying herself as someone who
embodies the characteristics of a positive person and seems to be dying gladly.
RaeAnn also portrays herself as a positive person in several narrative segments.
She claims:
I don’t get… I don’t get sad, cry, or ya know wish I was dead and stuff like that
like some people do.
I s’pose. I don’t know what she expects. But I don’t cry in my beer, I know
that… I, I’m happy (laughs).
Well, I try to say cheerful words to people that I talk to and I try to say things that
make them happy, ya know. Make them feel good. I just try to be up, up and
happy.
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I don’t have many stories I don’t think, but I just I enjoy living and I don’t, I’m
not, I’m not sad or anything, I’m good natured and everything. I enjoy living and
I like to live down here. I haven’t been sick much, but I’ve been sick more lately.
Cause I can’t walk, I’m, I’m not depressed, I stay ya know feeling good and I
don’t know what you want to know.
Not only does RaeAnn claim she is happy, but she also talks about enjoying living, trying
to cheer people up, and not crying or depressed about her situation. Beyond presenting
themselves as positive, patients also presented themselves as dying gladly through the
two subthemes lighthearted conversations and no regrets.
Lighthearted Conversations
Beyond explicitly labeling themselves as positive, patients also construct the
identity of the good dier through dying gladly when they privilege lighthearted
conversations. One way patients focused on positive conversations is when they seemed
to deflect or avoid telling stories about past experiences in life that have been difficult.
Deflection of these difficult topics is evident in both Jason’s and Iris’ stories of loss.
When I asked Jason if there was anything he left out of his EOL narrative, he mentions
his first wife’s death. He tells:
But anyway, things I don’t discuss. Um, when she [wife] passed away, I stayed.
They put a cot in her room for me, and so I stayed right in the hospice with her,
practically all the time. And when she passed away—her—they have to clean a
person up, and they of course put her in a body bag. That is something that I
don’t like to remember, that’s kind of a horrible experience. And then of course
onto the gurney and out to the vehicle to take her to the mortuary. That’s
something I don’t discuss very often.
While Jason tells a part of the story to me, he explains that he does not like to remember
that particular event, because it was a horrible experience, suggesting that he prefers to
talk about positive experiences.
Iris similarly told me about her late son’s death. Before she began the story, she
asked if I would turn the tape recorder off. Later in the interview I asked her why she did
not want that particular story to be recorded. She replies, “Well it’s sad enough, it can,
that part of my life almost makes me sick.” Iris constructs herself as a positive person,
because although she experienced difficult situations, she asks for such a negative event
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to not be included in her narrative, suggesting that although she told the story, she prefers
not to think or talk about it. By deflecting conversations about difficult experiences,
patients highlight lighthearted conversations and depict themselves as individuals who
are able to die gladly.
Beyond simply avoiding talk about difficult events, patients actively engage in the
telling of funny or lighthearted stories. Through these stories, they construct themselves
as individuals who can die gladly and laugh in the face of death. When I asked Peggy if
she wanted to include anything else in the telling of her narrative, she responded by
telling me about her experience going to her granddaughter’s wedding. She begins,
“Telling ya. You want me to tell you a good thing on that wedding? Well, I’ll tell ya a
good thing on that wedding, to show how spry I got.” While preparation for the wedding
was difficult and seemingly wrought with tension as her daughter dressed her, Peggy
concludes this experience by laughing and saying:
But we laughed. After I got home, I was exhausted. I didn’t stay and but uh I
was just exhausted, but I laid here the rest of the day and I, I was tired and uh, but
the next day I looked back. Everything. I got to laugh and “Oh my gosh. What
would the Lord think of me going to church with no underpants on (laughs)!”
Despite the fact that after the event Peggy had to rest for a full day, she portrays herself
as someone who is able to reflect back on the event and find the humor in the experience,
even in her terminal condition.
Jake similarly talks about a serious event in humorous tones. He tells a story
about when his oxygen tank shut off two different times. On one occasion, Jake’s wife
was sleeping in the bedroom, and Jake’s oxygen stopped. He was lying on the living
room floor for one hour and a half without oxygen, until he realized the problem, and he
crawled over to the machine and turned it back on. He continues to tell about the second
time the tank shut off when he was eating dinner. He felt ill, so his daughter called
hospice. He explains:
Pretty soon we were all in the bedroom and somebody was working on me, and I
thought it was my oldest granddaughter from France, Cecil. And I said to her,
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“Where did you learn all of this?” She was doing different things. She said, “Oh,
from doctors and nurses.” “Oh. You sure learned a lot.” And after a while why,
something didn’t ring a bell. I was getting oxygen by this time. Somebody
figured out I was—that that was the real problem. And I said, “What is your
name?” And she [the nurse] said, “Emily.” (laughs) And then it came to me that I
was delusional (laughs).
Although this story was about two very serious situations in which Jake was suffering
from a lack of oxygen, he laughs about how he confused his daughter for the nurse. He
continues to highlight the humor in this story as he concludes, “So I called her my
phantom nurse from then on (laughs).” As Jake tells a story about what seems to be a
severe situation in the tone of a humorous anecdote, he portrays himself as someone who
does not dwell on the negatives and instead is experiencing his EOL stage as somewhat
joyful.
Finally Nancy and RaeAnn exemplify the identity of the good dier, when they
describe their ability to laugh and have fun with people despite the terminality of their
illnesses. They explain:
NANCY: She [the nurse] enjoys coming here I think. She enjoys. (laughs) She
always gets a big laugh out of everything. We have, we have fun.
RAEANN: Yeah, we’re [she and her family] happy with each other and stories
about our families and jokes, ya know about our families, we laugh about that and
don’t make fun of each other or anything. Laugh at funny things.
As evident in the initial exemplars of positive qualities, it appears that the expectation of
individuals nearing the EOL is that they are depressed or want to die. However, patients
construct themselves as happy and positive, through telling humorous anecdotes and
being able to laugh with others, suggesting that they are attaining the ars moriendi ideal
of dying gladly.
No Regrets
The second subtheme of dying gladly is no regrets, which emerged when patients
talk about not having any regrets at the EOL. Paula portrays herself as someone who
does not have any last minute tasks to do before she dies. Instead, she claims that she
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always did what she wanted to do, suggesting that she is able to die gladly, without
regrets. She explains:
Somebody was asking me recently: do I find myself trying to tie up loose ends or
do things that, um, I wanna do, like quick before I die or something like that. No,
I don’t have any regrets. I have good memories. And, uh, as I said, when I think
of somebody, I just call them at my first opportunity if I have the time. And, uh, I
don’t try to make up for anything I didn’t ever do, because I don’t have that much
time I guess. I never was one for that. Ya know, if I wanted to do something, I
did it at my first opportunity, if it was a good thing to do. So I never did let things
slide very long. And I have a good reason, ya know. Like maybe I was in the
middle of doing laundry or something like that, and I think, “Well, I need to—I
sure miss so-and-so, I ought to give them a ring.” Well, I would when I got
through with what I was doing.
Paula positions herself as always having lived that way as she suggests that the values she
lives by, include prioritizing relationships and intentionality. Her prioritizing of
relationships is evident in the examples she provides—to talk about her lack of regrets
and good memories, she gave two examples of wanting to call others and following
through.
Paula further displays the ideal of dying gladly when she explains that even
possible regrets can be positive. She identifies other people who might regret at the EOL
and says:
Well, I’ve always thought—I felt sorry for older people who would look at each
other and say, [higher pitched voice] “Well, honey we should have gone here…
we should’ve done this… we should’ve done that.” Well, for Pete’s sake, why
didn’t you? You had a good reason for not doing it, then don’t regret. There was
a reason for not doing whatever you’re talking about.
Paula notes that whatever the alternative option was that prevented a person from doing
an activity might have also been important and led to experience as well. Thus she
suggests that no matter how life was lived, it is possible to be without regrets at the EOL
and able to die gladly.
Debra’s confession in conjunction with her reason for telling her narrative points
to this idea that past moments full of regret do not necessarily limit patients from being
able to reflect on their entire life as good and well-lived and die gladly. Debra explains
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her regrets about not supporting her children well enough after her husband died young.
She says:
I mean, I wanted them [children] to have everything. Everything. I can’t
possibly. And one of the things that I felt that I—the thing I needed to give them
was time, and I didn’t always have that time to give them. Tell them stories. I
had to study at night. Just like they did. Of course, Kyle [son] was off to the
university—he was, he graduated 6 years before the, before they [daughters] did,
but he still was home at this time. He went through all, a lot, an awful lot.
Debra constructs herself as a person who did not perform motherhood as well as she
would have liked to in the past, because she had to go to school, get a job, and support
her family after her husband died. However, at later points in her narrative, she talks
about how in continuing with her education, she was able to eventually live on campus
and take college courses with her kids; a time she speaks about fondly and as a bonding
experience for all of them. Furthermore, a large part of her narrative includes storytelling
about travel and vacations she was able to do with her children after she retired. Finally,
she summarizes her life as a life lived fully, not without regrets, but lived fully when I
asked her what her reasons were for sharing those particular stories with me. She
responds, “Naturally you like to talk about your life and share it, because I think I’ve had
a good life, and everybody’s been especially good and kind and helpful.” By
summarizing life as “good,” Debra suggests that both her regrets and the happy moments
summed up to a good life, and she is able to die gladly.
Patients also suggest that they are without regrets and able to die gladly when they
describe themselves as not having negative feelings or conflict with others but instead are
at peace with others. Iris explains, “Well, I just don’t really want to have a lot of
attention. Or how would you say it? A lot of ill will or bad feelings between my family
members. That would be hard for me to take. And I told them so.” Iris depicts herself as
able to die gladly, without relational transgressions or bad feelings with others.
Jason also discusses his relationships with others. He explains:
As a matter of fact, I have one son who studied to be a Baptist minister. And uh
then he dropped out of that and went into electronic engineering. And uh, worked
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at that for a number of years and he now is working at a Baptist church. And uh,
very happy with it. We don’t quite see eye to eye on all things religious, but uh
that’s okay, we just don’t discuss it much with each other. And there’s not
problems there.
Jake concludes this narrative segment by claiming that there are no problems between
him and his son. As such, Jake constructs himself as someone without relational regrets.
Overall, patients construct the identity of the good dier when they display themselves as
able to die gladly, focusing on lighthearted conversations and being without regrets at the
EOL.
Not Alone
The final way in which patients constructed the identity of the good dier was
through the theme not alone. Faust (2008) argues that being surrounded by loved ones at
death was an ideal of the ars moriendi. She explains that central to the tradition was that
“one should die among family assembled around the deathbed” (p. 9). Because it was
believed that in dying, individuals were defining their selves for eternity, family needed
to be present when these identities were finalized as “kin would use their observations of
the deathbed to evaluate the family’s chances for a reunion in heaven” (p. 9). This ars
moriendi ideal was also evident in the current EOL narratives as the theme not alone
emerged and worked to construct the identity of the good dier. Within the theme not
alone, two subthemes emerged: physically not alone and metaphorically not alone. Each
of these subthemes contains additional smaller subthemes which are detailed within their
respective sections.
Physically Not Alone
Physically not alone is the first subtheme within the theme not alone, and
emerged when patients talk about living near or with family members. Alan explicitly
portrays himself this way when he talks about moving closer to his son, and reports his
son as saying, “Ya know, I’m not gonna leave ya’ll out here by yourself.” Likewise,
Peggy explains that her family “decided that it was not best that I stayed by myself alone,
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and so I uh came out here and stayed with Al and Sue and the kids.” Peggy also talks
about how Al and Sue keep a baby monitor in her room. She explains:
We have a baby thermometer [sic] in here, so she [daughter-in-law] has ya know
at night, even if she wouldn’t… ya know uh. And so I mean I’m so secure when
they go to sleep even. Uh that somebody’s gonna hear me and not going to be
struggling.
Even when Peggy is asleep, she is not alone as her movements are monitored by her
family members. Beyond living with family members, patients also portray themselves
as physically not alone when they talk about times their family and friends visit them.
Visited by Others: Visited by others emerged as a minor theme within the
subtheme physically not alone. Jake suggests he is not alone when he talks about his
sister-in-law who visits. He explains, “And I had a sister-in-law of mind, widow of my
brother, one brother, came down and spent the day with me. Uh, her husband had gone
through a similar thing.”
Jake also talks about the friends and community members who visit him. He tells,
“People, the pastor, the, well he’s coming tomorrow. And they have two of them, and
they both been here and uh we have other people coming from church to visit. And so
very important to me.” Prior to this statement, Jake mentions that he has been unable to
attend church and misses that experience. Even though he is not able to be present at his
regular church service, he portrays himself as not alone or missing out, given that his
church friends come to see him.
Finally Paula talks about the visits she has with her family at her home at the
nursing care facility. She tells:
I appreciate when they come, and they bring me little—my son and his wife
brought me pieces of cantaloupe and watermelon, cause that’s something that I
don’t get here. And they brought that and we had a little party and one time we
had another little party. Let’s see what we had—they just brought a can of nuts
and some pop. We had a little party with that. Ya know chewing the nuts and
they were good fresh cashews and tasted good, and pop. I don’t get any pop here.
And there’s no sense for anyone to bring me any pop because I wouldn’t drink
only part of it anyway and besides that, it’d get warm without any refrigeration
you know. But, um, we just, we have a little—sometimes we sit out, and there’s a
bunch of people come together, we’ll sit in the TV room and visit, because there’s
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not much room here. Or if it’s a nice day, they’ll take me outdoors and we’ll sit
and visit. And that’s good.
Paula lives in a nursing home and is not surrounded by her family like other patient who
live at home might be. However, she meets the ars moriendi ideal of dying not alone
when she recounts the visits from her family.
Metaphorically Not Alone
During the Civil War, when family could not be present, fellow soldiers reported
back to kin that their deceased loved one was clutching a photograph of his family
members or speaking about them in his final words (Faust, 2008). Thus even when being
physically not alone at death was unattainable, dying soldiers and survivors modified the
ideal so that it could still be achieved. Throughout their narratives, patients similarly
portray themselves not only as physically not alone but also as metaphorically not alone
when they portray themselves as not alone in their feelings about their experiences. This
second subtheme of the not alone theme includes the additional smaller subthemes of
emotional and esteem support from others, leaving a legacy, and part of a group identity.
Emotional and Esteem Support from Others: This first smaller subtheme of
metaphorically not alone is evident in Jennifer’s narrative segment when she explains
how her family provides emotional support (encouraging words, validation, or simply
“being there”) which enables her to keep a positive attitude in spite of her condition. She
describes:
Yeah, it was adapting to a new life with changes and um your activities. Your
um… Just everyday things—until you really need to. I had my family encourage
me every day, and I had that positive attitude that’s gonna bring me there.
Jennifer suggests how significant her family has been in helping her cope with her
condition as she explains that her family was there “every day.” This statement
constructs Jennifer as not alone in her daily struggle to adapt to her “new life.”
Not only do patients talk about the social support they receive from their family,
patients also include hospice staff in their social networks as providers of emotional
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support. Peggy discusses hospice staff members’ provision of emotional support. She
discusses:
And then I went to my pulmonary doctor and finally I guess I got to the point
where she thought that I might—should talk to hospice. Maybe it was time to, to
do that and I was pretty shocked, really. Because ya know, I was saying, “Well,
that’s the end.” And everything and I was quite upset about that, but it, as time
went on, there was—oh I’ve had some little sicknesses, but hospice came in—
they came over and they talked to me and excellent. I cannot say anything better
about hospice. They are so helpful and just will do anything you want from them.
And uh they’re here if I need them.
Peggy portrays the referral to hospice as a death sentence, and describes feeling “quite
upset.” However, the final word in this narrative segment “excellent” suggests a change
in attitude/feelings. Although Peggy does not offer specific details of the support, Peggy
points to hospice as the agent of change in her emotional transition when in between
“quite upset” and “excellent,” she reasons “but hospice came in,” thereby depicting
hospice staff as the providers of emotional support.
Richard describes the medical support he receives from health care providers but
suggests that the nurse provided emotional support during the check-up as well, depicting
himself as not alone in being satisfied with his progress. Richard explains:
But this morning, earlier today, the nurse from hospice was in. Now they—the
nurse comes in once a week and checks my vitals and checks on my medication
and uh does whatever is necessary for a nurse to do. And uh, this morning, the
nurse told me that my right lung was uh functioning and operating, which I knew
that it was coming back a little, but I didn’t know that it was back to the extent
that the nurse indicated it was.
Although Richard addresses hospice’s provision of “drugs” [pain medication] as
instrumental support for his physical needs. Richard even goes so far as to affirm
hospice’s support by emphasizing the hospice nurse’s participation in his improvement.
Earlier in his illness narrative, he explained that the veterans’ hospital told him that there
was no way the right lung was going to work again. In this segment of his narrative,
however, Richard discusses how the hospice nurse lauded his progress. Although
Richard does not seem to attribute his lung functioning to the nurse’s ability, he suggests
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that the nurse provided emotional support as she praised the extent to which his lung
improved.
Beyond emotional support, patients also describe themselves as recipients of
esteem or appraisal support, thereby constructing themselves as not alone and embodying
the identity of the good dier. Wright, Sparks, and O’Hair (2008) describe esteem support
as when social network members help make a person feel validated for their feelings or
feel that their problems are validated. Patients suggest that they receive this kind of deep
support from hospice staff members.
One specific instance of esteem support is portrayed by Nancy when she talks
about her hospice doctor’s support of an alternative, not medically-approved “health
product” she takes. Before the interview began, Nancy wanted to ensure that I would not
be discussing the specifics of her interview with medical professionals for fear of
retribution for the product she was taking. She explained that she knew the health
product, though not medically-approved, was working and she did not want medical
professionals interfering. She explains, “You know how doctors can be.” Despite
Nancy’s concerns, during her interview she talked about how she had been open with her
hospice team about her health product, and she discussed their support and validation of
her treatment choices. She explains:
And I said—um when I first got it [cancer], she [hospice doctor] asked me what I
was taking and I, medication I was taking. I said that I had no medications, but I
was on a health product that I firmly believe in, and I said that I want to come in
there, I gave the name to her, and my doctor said at that time, “You just keep on
taking that and you, cause evidently you believe in it, and it’s helped.” And they
said, “I’ve heard about it, we don’t approve it, but there’s a medical associate who
doesn’t approve of it.” But she says, “It is FDA approved, but it’s not medically
approved.” And uh, she said, “I I’ve heard a lot about it,” and she says, “I’ve
heard good results, so she said that “You just keep right on, as long as you want
to. It’s your privilege.”
Although Nancy’s doctor does not necessarily approve of the particular product Nancy is
taking, Nancy portrays her medical choices as validated when her doctor says, “evidently
you believe in it, and it’s helped.” Furthermore, Nancy depicts her hospice doctor as
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encouraging autonomy as she quotes the doctor’s reaffirmation “it’s your privilege.”
Nancy suggests that she is supported and not alone in the health care decisions she
makes.
Peggy also suggests that she is not alone in her illness experience, when she
describes how her provider did not condemn her for her smoking habit but instead the
provider offers esteem and appraisal support. Peggy tells:
I said, “If I hadn’t smoked, well, ya know years ago, that would’ve never
happened.” Well, he said, “well you don’t—probably yes.” But he said, “Ya
know, you don’t keep kicking yourself over now, we just come and we start going
from here, and that’s all we can do.” So that helped me, cause I thought, I
thought he was the one that was gonna say, “Well if you didn’t smoke all those
cigarettes” and he didn’t do that…
Peggy suggests that her lifestyle caused her illness. However, her doctor provides
support by validating her concerns regarding her role in contracting the illness and also
provides emotional support by moving past blame toward planning for the future. Peggy
acknowledges this support when she summarizes “so that helped me.” Essentially, Peggy
is not alone in negotiating feelings of guilt over her illness.
Patients also portray their hospice team members as providing esteem/appraisal
support when patients emphasize the close, personal relationships they have with hospice.
Instead of positioning themselves as patient and the hospice staff members as medical
professionals, patients construct these relationships as closer than typical clinical
relationships. For example, Vince talks about the medical care he receives from hospice
first but then alludes to a deeper relationship when he says:
And as far as I’m concerned, my time with hospice has just been the greatest,
because of the team that I have and the attitude of all the people at hospice.
Whoever designed that set-up and that organization had something on the ball.
They knew what they were doing. I’m very appreciative of that group. And I
love them dearly.
Here, Vince uses the term love to describe his relationship with his health care team thus
suggesting beyond the simple receipt of health care, he experiences a deeper bond with
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his team. He elaborates on the extent of this relationship when he specifically
acknowledges the significance of each person who administers to him. He says:
So I went to hospice, and they assigned a team to me, and the team that I had are
wonderful people. They’re just the greatest. And my experience with that team
has been wonderful. It’s—I would be uh—in fact when one of them has to go
someplace that they’re gonna be gone, and I get a substitute, it’s different. It’s
not the same, so that individual is a part of the original team. If they’re missing,
it’s a—I feel it. So we’ve grown close. The team and I are very close.
In this narrative segment, Vince first appraises each of the hospice team members,
emphasizing the significance of each individual person, as evidenced when he discusses
that it’s different when a team member is absent. Then, Vince constructs the hospice
team as likely to validate his existence in return when he includes himself with the group
and acknowledges their closeness. Specifically, when he highlights “the team and I are
very close,” he establishes his bond with the team and his significance in the relationship
as well, depicting himself as not alone.
Leaving a Legacy: Patients also construct themselves as metaphorically not alone
through the second smaller subtheme leaving a legacy. In this subtheme, patients talk
about being part of something that extends beyond their own lives and thus they position
themselves as connected to others. This connection to other people allows them to
construct the identity of individuals who are not alone. One way in which patients
portray themselves as leaving a legacy is when they talk about their families. For
example, Vince talks about his what each of his children does for a living and describes
each of their families. He tells:
Well, we have 4 children. We had 2 boys first. This [picture] is the 2nd boy, had
one older, in Minnesota. We have a daughter in Oakland, and a daughter in
Illinois, and um, all of them have families. All of them are, this fellow [son] owns
his own business and my other son is a general manager of an auto parts chain and
uh both of the daughters, one’s a teacher and the other one’s a supervisor of a
school cafeteria. So they’re all gainfully employed. And none of them have ever
been in jail. (laughs) They’re um, they’ve taken care of themselves ever since
they were kids out of school more or less. And uh, they educated themselves
pretty much. We helped as much as we could, but they’re pretty well selfeducated and um, I think probably um, just the fact that all these people have
lived these years. Now the youngest one being 50, the oldest one being 59. And
then they just, everything’s been going along wonderful. They all have faith.
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They all appreciate their faith and uh because of that I just think they’re good
people and it’s a wonderful family. Great. They’re great people. And they have
children. We have grandchildren and great grandchildren, and they’re all just like
them. They’re good to be with. We had the whole bunch here, for the 60th
wedding anniversary, and we just had a ball.
Vince acknowledges that he and his wife helped their children somewhat with their
education and all of his grandchildren and great grandchildren have followed suit. Thus
he suggests that the family values and morals have passed on through each generation,
thereby forming a legacy. As an initiator of this legacy, Vince portrays himself as a part
of this consistent family unit and therefore he constructs himself as not alone.
Like Vince, Paula also portrays herself as connected to her family and not alone
as she describes a genealogy project she recently began. Paula located genealogical
information over the years and keeps a notecard of each person she is related to in boxes
on a shelf in her room, visibly portraying her relations, thereby depicting herself as part
of family and therefore not alone.
Finally, Jason talks about the legacy he is leaving at his previous job. He tells:
They [employees] were very competitive, they always, each one of them beat the
other one, ya know, and uh I went back there oh, let’s see, it would’ve probably
been 20 years after we started up the plant. Uh, by that time I was in LA
headquarters corporate offices. And went back to visit the plant quite a few of the
people that I talked to back there said, “Ya know the, we’ll never forget the
indoctrination program you gave us when we started to work here.” They never
experienced anything like that before and they really appreciated it.
Jason explains that when he was the supervisor of a large plant, he created an
indoctrination program they used for hiring. He tells that even after twenty years, the
people he worked with still remember his contribution. By telling this story, Jason
portrays himself as part of the success of his prior business. Given that his indoctrination
program is still being discussed by the employees there, he positions himself as part of
that company, connected to both previous and new employees, and therefore he suggests
that he is not alone.
Part of a Group Identity: The final smaller subtheme, through which patients
depict themselves as metaphorically not alone, emerged when patients describe
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themselves as being part of a group identity. Jake portrays a group membership identity
when he talks about his religious beliefs. He explains, “There’s a hereafter that nobody
seems to know too much about, but that’s supposed to be a really good place. And it’s in
reference to it in the bible, several times and that’s what we go by and uh we believe in
being tolerant to people.” Jake begins by recounting a conversation his son had with
another man, in which the other man claimed that all religions were the same. Jake
explains his belief about heaven and the afterlife. He identifies himself as a Christian and
concludes, “That’s what we go by and uh we believe in being tolerant to people”
[emphasis added]. In using the term “we,” Jake identifies himself as being part of a
larger group identity, that of Christians. Thus, he constructs himself as not being alone in
his beliefs.
Finally, Maggie also talks about her belief system and explicitly portrays herself
as part of a larger group identity which shares her beliefs. She explains:
But I’m not even sure there is a heaven. Or a hell. I think that’s something that
as human beings, we… this is just my own theology now. I’m not alone in that.
There are lots of others, but who thinks that um I mean, we all want to see people
who have died, who we treasure. Ya know, it would be nice. But things don’t go
on as they would and they wouldn’t be the same as they were when they were
here.
Although Maggie acknowledges that the theology of whether a heaven or hell even exists
is her own, she immediately follows that statement with, “I’m not alone in that.” She
continues by explaining that there are a lot of other people who think like she does and
shares her beliefs and therefore identifies herself as not alone.
The aforementioned themes resemble many of the ideals of the ars moriendi. As
Faust (2008) explains in order to achieve a good death, individuals must be accepting and
willing to die, sacrifice for others, die gladly, and be surrounded by loved ones, among
other ideals. Given that many of these themes emerged in EOL narratives, namely,
acceptance, selfless qualities, dying gladly, not alone, it appears that EOL narratives are
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potentially colonized not only by modernist ideals, but also by the ars moriendi and by
what it means to die well.
Identity 5: Still Living
In the constructions of identities three and four, patients acknowledge their illness
conditions and terminal prognoses. In this fifth identity, however, the fact that patients
are still living and capable people becomes central. That is, patients do not necessarily
deny the fact that they have illnesses, but instead they highlight the fact that despite their
illnesses, they are still alive and present currently. Essentially, patients construct
themselves as still living.
This final identity supports Keeley and Yingling’s (2007) previous work on
family members’ recollections of the final conversations (FC-talk) they had with their
deceased loved ones prior to the loved ones’ deaths. Keeley and Yingling found that FCtalk often revolves around the mundane: small talk, discussions about shared interest, and
histories. The authors conclude that “it was as if the ‘Dying’ were saying, “I’m not dead
yet, so let’s continue to live as we always have” (p. 38). Through the themes: denial of
imminent death, embodying the anti-sick role, and reciprocal relationships, patients in
the current study similarly seem to suggest that they are active, able, and presently still
living.
Denial of Imminent Death
While patients highlight an acceptance of death in their constructions of the good
dier identity, patients also emphasize moments of improvement and overcoming death,
leading to the theme denial of imminent death as a way in which patients construct the
identity of individuals who are still living.
This theme specifically emerged when instead of equating hospice with death, as
they did within the subtheme death as personally relevant, patients transitioned into
rearticulating the meaning of hospice as an agency responsible for making death less

110

imminent. For example, Peggy explicitly addresses the change in her meaning-making
process regarding hospice and her own death when she says:
And uh so I said, I guess it’s just the love that I have uh, from hospice that I
would say, I would want to believe, I would want to take that fear out of people,
my, just because you, hospice comes does not mean that you’re gonna die. Cause
I’ve gone on. And you can, and you can live a happy life (Interview #11).
Peggy seems to reject her previously held belief about the terminality of her illness, going
as far to say that hospice’s presence “does not mean that you’re gonna die.” The theme
denial of imminent death was further supported by the subthemes outliving the prognosis
and previous instances of near fatal experiences.
Outliving the Prognosis
As addressed in chapter one, the fighter is an illness identity circulating in U.S.
culture, as ailing individuals often frame their illnesses as a battle and themselves as
warriors who can potentially win the battle. Patients in the current study, similarly
portray themselves as still living and able to fight and overcome their terminal conditions
through outliving the prognosis.
Although in chapter one, the fighter identity was regarded as a potential instance
of colonization as not all ailing individuals are able to fight and overcome their illnesses,
in the current study, this particular theme potentially exhibits a post-colonial perspective.
First, these narrative segments display the life-span assertion that development is not a
linear process that occurs at the same speed or in the same direction throughout the
lifespan. Instead of following the normative trend of health decreasing as age increases
or health decreasing as time of terminal illness increases, patients talk about their
prognosis change as not linear but instead as highly complex. That is, instead of
discussing the terminal prognosis as developing in a typical pattern of decline, patients
suggest that illness life changes can be quite diverse.
This theme also suggests a post-colonial perspective as patients privilege their
own embodied knowledge and talk about experiences which seem to contradict the
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medical narrative, provided by their doctors, of the terminal prognosis. That is, patients
center themselves, instead of their doctors, as the source of knowledge in their illness
experiences. As Peggy previously noted, “Just because you, hospice comes in does not
mean you’re gonna die. Cause I’ve gone on. And you can, and you can live a happy
life.” Despite her terminal prognosis and referral to hospice, Peggy does not equate those
experiences with death, but instead relies on her embodied knowledge when she provides
her evidence, “cause I’ve gone on.”
Throughout the rest of their narratives, patients continue to portray themselves as
active and still living as they talk about outliving their prognoses given the actions they
take to get better. Jennifer describes how she addresses the effects of her illness, “So
there has been those types of changes [in activities], but I do my best of my ability to
change it, to make it better. I do it. It's incredible how a positive thinking person can do
it.” Although Jennifer was given a terminal prognosis, she depicts herself as active and
still living as she cites her positive attitude as the reason for outliving her prognosis. She
suggests that her attitude is her weapon in this fight against her illness as she says:
Well, try and make it better is to work on it, uh, if you gotta a broken arm then
you want to go to physical therapy, you want to exercise it, you want to do the
proper thing to help yourself to get better. That’s, that’s the point right there.
She likens her terminal illness and positive attitude to healing a broken arm with physical
therapy, which suggests that Jennifer intends to recover in a similar way from her current
illness. In fact later in the interview, Jennifer explicitly notes her determination to
improve. She discusses:
JENNIFER: And uh, that I’m not looking at negative thoughts and positive
attitudes is gonna get me ahead. It’s gonna bring me further on. I know that. I
know it. I just feel it.
INTERVIEWER: And what do you mean by further on?
JENNIFER: Further ahead. I’m gonna—more improvement.
INTERVIEWER: More improvement. Physically?
JENNIFER: Yeah, physically. Definitely.
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As Jennifer discusses her future, she includes physical improvement as part of that future,
even though her prognosis suggests physical decline into death. Again, despite her
prognosis, Jennifer portrays herself as capable of outliving her prognosis, and instead of a
dying individual, she constructs herself as still living.
Other patients construct the identity of individuals who are still living when they
focus on their use of curative treatments in hopes of outliving their prognoses. That is,
instead of accepting their terminal prognosis and lack of treatment options, patients
suggest that they are still focused on overcoming their illnesses and living. For example,
Alan and Paula both talk about taking medicine or receiving treatments to improve their
conditions. Alan tells about when he received his heart valve:
And when I went to have all this battery of tests prior to the heart surgery, I went
because my breath was so short and I was assured at the time, well “When we put
this new heart valve in, that’s gonna improve your shortness of breath by 80%.”
Well, it didn’t do a damn thing for me, instead it made it worse. I tried to, ya
know, they said it would take, if it would go back and be alright, it would take
over 2 years. Well, it’s been four years now, and it hasn’t gotten a damn bit
better.
While Alan’s narrative segment suggests that he is defeated or not in control, Alan
presents himself as currently seeking curative treatment. That is, he appears to be
continuing to fight towards outliving his prognosis, as he is continuing to engage in
curative treatment. Specifically, Alan received a new heart valve and comments that “it’s
been four years now” [emphasis added]. His note that “it hasn’t gotten a damn bit
better,” suggests that he is still holding out hope, counting the time, and fighting for the
procedure to cure his shortness of breath. Paula is similarly continuing curative treatment
with her alternative health product. She explains:
Well, my daughter is a health person. And uh, she um she firmly believes in it
[health product]. She takes it, has taken it for a long time and we have too and uh,
I think it’s helping, so I, I’m gonna keep on that.
She claims that the health product is helping; she is outliving her prognosis. She
comments later that the product has made some of her breast cancer tumors smaller, and
since she vows that she will continue to use it, she suggests that she intends to keep
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fighting, shrinking her tumors, thus constructing the identity of a person who is still
living.
Overall, when patients seem to deny the imminence of death by highlighting their
ability to outlive their prognoses, they suggest that instead of individuals who are dying
or at the EOL, they are still living and actively fighting.
Previous Instances of Near Fatal Experiences
Beyond discussing their ability to outlive prognoses, in the second subtheme
previous instances of near fatal experiences, patients suggest that they have reason to
believe they can continue escaping death in the present, indicating a sort of invincibility
or capacity for still living. In her narrative, Jennifer included a story from her youth
about when her apartment was broken into. After being shot, she and her family survived
the armed robbery and she explains:
The bullet was pressing on my lung. It didn’t puncture the lung. And it’s like
that God put a shield there. That’s what I say. (laughs) That He put a shield
there, and it never went through. Yeah, it was a, it was a miracle. Even the
detectives, the doctors, they all told me, “It’s a miracle that you’re living.” So
you see. And that was another positive attitude incident that happened.
Jennifer’s statement at the end of this narrative segment refers to her earlier claims that
her positive attitude is what is contributing to her ability to outlive her prognosis and
overcome physical difficulties. Essentially, she is a person who has seen death and
knows it to be real but has also escaped her own mortality in the past and currently.
Peggy also discusses an earlier experience in which death escaped her:
I had a girl of one of my best friend’s pass away. That was a real heartbreaker,
because heaven only know I would, would’ve thought I would’ve been the one to
go, cause she wasn’t even sick. So ya know. I said, “It’s just the way things are.
Our lives are and I guess when we are born, the Lord knows when he is gonna
take us, so I guess I’m not ornery enough or something.
Like Jennifer, Peggy has seen that death is real and can happen to anyone, but she
somehow avoided death herself.
The fact that patients seem to deny imminent death through previous near fatal
experiences is not shocking as Kubler-Ross (1969) argues personal mortality has and
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always will be difficult for individuals to make sense of. Thus, instead of dwelling on
personal mortality and their terminal prognoses, patients instead seem to construct the
identity of patients who are still living and not dying.
Performing the Anti-Sick Role
The second way in which patients construct the still living is through the theme
performing the anti-sick role. As discussed in chapter one, Parsons (1985) is credited
with developing the sick role theory, which posits that individuals with illnesses are
regarded as “failing in some way to fulfill the institutionally defined expectations of one
of more of the roles in which the individual is implicated in the society” (p. 146).
Parsons explains that when embodying the sick role identity, ill individuals are regarded
as less functioning, exempt from bearing responsibility for her/his position, deemed not
fully legitimate, and regarded as “in need of help” (p.150). Despite the fact that the
patients in the current study have been diagnosed with a terminal illness, many patients
construct the identity of individuals who are still living when they describe themselves
through the following subthemes: not spectacular, differing from expectations, and
maintaining responsibility.
Not Spectacular
The first subtheme within performing the anti-sick role emerged when patients
seem to describe themselves as normal and not spectacular, instead of as ailing
individuals embodying the sick role. For example, Jeff portrays himself as normal or not
spectacular when he says that his narrative is nothing exciting. In fact, when a
housekeeping aide came into his room, he makes a reference to the aide saying, “Yeah.
See, he’s probably got as much to tell as I have (laughs).” Later he adds his thoughts
about the stories I might be hearing from other patients. He comments, “Well, if they’re
[the stories] any like mine, just uh, nothing special.” Jeff does not present himself as
deviant from social expectations or as less functioning. Instead he claims that his
narrative is nothing spectacular or worth noting beyond any other able person’s narrative.
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By performing the anti-sick role, Jeff depicts himself as normal, not ailing, and still
living.
Besides minimizing the intrigue of his narrative, Jeff also portrays his life as
normal when compared to EOL experiences that are made a spectacle. When I asked him
if he thought there were any societal images for what dying is like or what the EOL is
like, he responds:
JEFF: I don’t know, they kind of overrate everything.
INTERVIEWER: Overrate everything?
JEFF: Yeah. I mean I just, if you die, you die.
INTERVIEWER: Can you explain a little bit about ‘overrate everything?’
JEFF: Well, ya know you watch a movie, they make a big deal over everything,
when it’s really nothing much special.
Jeff again appears to position himself as against the sick role identity. Even though in
this narrative segment, he acknowledges his EOL status, he still describes the reality of
his situation as “nothing much special,” instead of as deviant or different from normal.
Vince performs the anti-sick role when he also appears to normalize his condition.
He explains:
Well, it seemed like um, the attitude that was, their thoughts or feelings
apparently was that the length of time that I would be around was going to be
shorter than it has been. And as this is lengthened out, they tend to come less.
And that’s fine. I don’t mind, because I’m trying to live as normal as possible
and if I want to see one of them and I’ll call them and see if they can come and
then they’ll come, but in the beginning they would call me. “Would you be open
to a visit?” “Sure, come on over.” Because I love people.
Vince suggests that at one point, he embodied the sick role identity as he friends regarded
him as not well and came to visit. As he began to outlive his prognosis, it appears that
his friends came less and his daily routine was resumed. Now he positions himself as
“trying to live as normal as possible,” suggesting that he rejects the sick role, which
would allow him to live life exempt from responsibility, and performs the anti-sick role
identity. Not only do patients perform the anti-sick role by depicting themselves as
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normal, interestingly, patients also perform this role by describing themselves as unique
or differing from expectations.
Differing From Expectations
Patients perform the anti-sick role through the subtheme differing from
expectations, when despite the fact that they are considered hospice patients, they note
that they are not like others. The reason this subtheme exhibits the anti-sick role theme is
that the sick role imposes particular characteristics on individuals with illnesses.
However, in the current study patients call up those characteristics as a comparison point.
Specifically, patients often make direct statements in which they describe how other
patients behave and then construct themselves as unique or different from these
caricatures, aligning with social comparison theory which posits that people evaluate
themselves by comparison to others (Festinger, 1954). For example, Jennifer contrasts
herself against other cancer patients. She explains:
I feel good. And uh, if I get a little pain in my back once in a while, or my
kidney, I take a pain pill, but I’m not in—I’ve I’ve seen so many cancer patients,
and uh, in Boston and uh, young people. Ya know if it’s not the wife, it’s the
husband. Or you see the children, it’s very very sad. And uh, I see how sick they
look, and I don’t see myself like that. I mean I had stage 4 from the beginning,
but I really don’t even feel like a cancer patient. How does a cancer patient feel,
ya know what I mean, what I’m saying? But uh, no I feel really good about
myself.
Although she recognizes that she does not know what a cancer patient feels like, she
constructs herself as not one of them. In fact, the very act of questioning “how does a
cancer patient feel” suggests that she does not share the cancer patient identity. Even
though Jennifer has cancer, she portrays herself as unique and different from others with
her same illness. She explains that she does not see herself as sick or as limited in
functioning as others are.
Jennifer continues to compare herself to others embodying the sick role when she
specifically compares herself to other hospice patients. She claims, “It's just been a, I
mean for a hospice patient, I think I'm doing great. Really. And, I mean I don't have any
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fear of death or anything like that.” Although in this narrative segment Jennifer
recognizes herself as a hospice patient, she continues to distinguish herself from others
like her when she specifies that “for a hospice patient,” she is doing great.
Jason and Iris perform the anti-sick role when they compare their attitudes to
other ailing individuals. They explain:
JASON: I mean one of the things that I have to do, and I’ve questioned it several
times is uh, should—well, I guess if-if the fact that a person is ending his life on
this earth was bothering him, and he was complaining about it, I don’t think they
would like to hear that, but uh, that isn’t my story.
IRIS: Well, like I said, I have a little different attitude than a lot of people do,
because it [her EOL experience] doesn’t bother me. It should probably, but it
doesn’t.
In this narrative segment, Jason was responding to my question about whether there was
narrative he did not think he could tell his health care provider. Jason offers a situation in
which a health care provider might not want to hear about difficult feelings a patient has.
However, Jason constructs himself as unique from that experience when he claims, “that
isn’t my story.” Like Jason, Iris also discusses that other patients are likely bothered by
the fact that they are nearing the EOL, but she portrays herself as different from that sick
role characteristic when she claims that the EOL does not bother her.
When patients describe themselves as differing from other ailing individuals, they
perform the anti-sick role. Instead of describing themselves as failing in some way, not
fully legitimate, or deviating from their expected roles because of their illnesses, patients
construct themselves as normal and still living. Patients also present themselves as
normal and still living when they portray themselves as maintaining responsibility.
Maintaining Responsibility
Parsons (1985) argues that ill individuals enter a role of ‘sanctioned deviance.’
That is, ill individuals are allowed to deviate from their expected social obligations for a
period of time, without severe repercussions. In the current study, however, patients
position themselves as against this sick role allowance through the subtheme maintaining

118

responsibility. This subtheme of performing the anti-sick role is further detailed through
the smaller subtheme of modified control.
Richard constructs the identity of an individual who is capable and still living
when portrays himself as maintaining responsibility in his family by way of preparing his
family for after his death. He explains, “I’m a person that tries to plan ahead, so I’ve
tried to keep them informed of things that they have to do. Have things organized so that
they’ll know where to find information and keys and things like that.” Despite his
terminal illness, Richard embodies the anti-sick role as he talks about continuing to
perform his social role in his family. He explains, “I’m kind of I guess what you’d call
the patriarch of the family and maybe the glue that holds a lot of it together. Um, I’ve got
to do the preparation so that there won’t be problems when I do leave.” Richard portrays
himself as a functioning, capable individual who maintains his patriarchal responsibility,
instead of a low-functioning, ailing individual.
Paula also depicts herself as maintaining responsibility when she fully performs
her role as a resident of the care facility at which she resides. She tells:
They [the activities staff] do a great deal of—they put a lot of effort into
providing different activities for us to do, and there’s usually something to do at
about 10 o’clock in the morning and about 2 o’clock in the afternoon. And
they’re nice little diversions, but nothing that you need to do and uh, I always
kind of feel that they’ve exerted themselves to provide something for us to do so I
do try to participate in as many things as I can. But I think my family and my
company comes first. Then my exercise and then the diversions.
If Paula were to embrace the sick role, she would be free to excuse herself from social
obligations, such as engaging in resident activities. However, Paula acknowledges the
work the staff does and reciprocates by participating in their activities. She also seems to
fulfill other social obligations, as she describes how she meets with family and company,
exercises, and then enjoys social activities. Instead of embodying the sick role in which
she is regarded as less functioning, deemed not fully legitimate, and considered “in need
of help,” Paula fulfills her responsibilities, and instead performs the anti-sick role and
constructs herself as active, responsible, and still living. Another way in which patients
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depict themselves as maintaining responsibility emerged through the smaller subtheme of
modified control.
Modified Control: Patients suggest that they maintain responsibility through
modified control, and in doing so, they construct the identity of individuals who are still
living by emphasizing their control over their ailing conditions. I use the term modified
control, given previous research regarding the effects of illnesses and relational
remodeling (Lyons & Meade, 1995). As discussed in chapter one, Lyons and Meade
(1995) explain that with the onset of a chronic illness, partners often remodel
relationships to adapt to new circumstances while attempting to maintain the satisfaction
of their known relationship. This same idea emerged in EOL narratives in relation to
control. Because of the effects of their illness, patients sometimes lose control over
certain aspects of their lives. Throughout the current narratives, patients construct new
meanings of control, which are modified because of their illnesses. In some ways, these
narratives segments display the life-span assertion that positive development occurs
throughout the life-span. That is, although patients’ terminal conditions and age might
result in physical decline, patients portray themselves as able to problem solve and adapt,
suggesting cognitive ability. By highlighting cognitive skills, patients emphasize their
ability in the midst of their illnesses and physical decline and as a result construct the
identity of individuals who are still living.
While in the aforementioned theme lack of control patients highlight the
legitimacy of medical knowledge and deferred the decision-making responsibility to
doctors and family members, patients also construct themselves as having some control
in the decision-making process throughout their narratives. These narrative segments
exemplify the subtheme modified control, because patients do not talk about being fully
in control, rather they talk about making decisions, given the confines of their illnesses,
as a joint process with family and doctors. Even though they acknowledge their illnesses,
they still center their ability to take control, thereby constructing the identity of

120

individuals who are still living rather than ailing individuals. Alan explains how when
his wife also became ill, they decided to move closer to their son. He recounts:
And she had fallen, but she’d always recovered from them. Now she’s had a big
one that she can’t walk. But anyways, we uh thought about it and he asked us to
come live up here with him, so he could take care of us. He’s our older son, and
uh, he was retied. So we uh talked it over with all the other children and decided,
“Well, we’ll just go do that.” So we uh packed up and came up here one week.
Two weeks. Looked around, looked at houses. I liked this one so I bought this
one. Must’ve looked at 20 houses. And this is the first one I looked at and I liked
it better than anything else I had seen. It was new, brand new. Nobody had ever
lived in it, didn’t smell funky. So I liked that part of it too. This whole subdivision is new. So I bought this house and paid cash for it. Got a ramp put in, so
she would have a ramp to come in. Got some things done that I wanted to get
done.
Alan explains that he and his wife talked about her decline and his son “asked” if they
would move in with him. After Alan discusses the decision jointly with his entire family,
he and his wife decide to move. Alan emphasizes his control as he is “asked” for his
opinions, takes times to think through the decision, and after deciding on a house Alan
explains that he “got some things done” that he “wanted to get done,” despite the fact that
he and his wife’s illnesses require them to move closer to family and be taken care of.
Thus, in the midst of his illness, Alan constructs new meanings of control to fit with his
changed lifestyle.
Vince also highlights his part in the decision-making process as he explains that
he and the doctor decided the next steps together. Vince then emphasizes his control in
moving forward. He explains:
I went to the oncology center and then um I took a couple of doses of
chemotherapy and it was really tearing me up. It was causing more damage than
it was doing good, so between the doctor and I, we decided to stop all, any kind of
treatment and just let nature run its course. Well, that was a year—a year ago and
I’ve uh just slowly, body changes have taken place to the point where, now my
legs are totally useless, except to stand on. I can stand up, but I can’t walk. Most
of the pain that I have is isolated in my knees and a little bit in my left uh hip area,
although both my hips have been replaced. (laughs) So they’re made of metal.
And I still have some pain there. Uh, the doctors decided it would be the best for
me to with hospice since I was not taking any treatment and I pretty well had
accepted at that time that um however long I had was fine and that I would do
what I could do to make it as good as possible.
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Vince constructs his notion of modified control as he emphasizes that the decision to stop
treatment was made jointly between him and his doctor. Vince asserts his control as he
privileges his embodied knowledge of the effects of his chemotherapy which led him and
the doctor to end curative treatment. Although he explains that the doctor decided for
him that hospice was the best option, Vince reasserts his control through his ability to
accept his condition and take charge in his plan to “do what I do to make it good as
possible.” As Vince describes himself as maintaining responsibility, he is able to
construct modified control through the joint decision-making process and perform the
anti-sick role.
Paula and Jennifer also make plans to maintain satisfaction as they discuss the
changes brought about by the illness and describe how they still take control by
modifying their previous patterns. They tell:
PAULA: I don’t write much, write letters anymore, just because sometimes I’ll
start on the line and the word will creep up to the next. (laughs) Or sometimes the
letter will become difficult to form. I wanna make an ‘R,’ maybe it will come out
looking like an ‘M’ or an ‘N’ or something else. And do my handwriting is no
longer clear. For the most part, it takes a great effort to write a page. So that’s
why I use my phone. Just pick it up and use it, ya know.
JENNIFER: I have a system. You need to have a system. Yes. Very, very
important. When I get up in the morning. My system is, I have a hospital bed. I
put it in the sitting position, while the bed is coming up in the sitting position, I
turn my legs to the floor, and I get up out of bed right away.
Paula recognizes the limitations her condition causes and while she can no longer control
her handwriting, she asserts her control by making a contingency plan to use the phone
instead. Similarly, since Jennifer’s condition presents difficulties in getting out of bed in
the morning, she constructs modified control by detailing the plan she makes to still
accomplish this act and accommodate her illness. Both Paula and Jennifer portray
themselves as maintaining responsibility despite their conditions and construct
themselves as performing the anti-sick role and still living.
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Another way in which modified control is evident within EOL narratives is when
patients take control over future plans. Despite the fact that many of the patients convey
lack of control through uncertainty about the future, patients also display modified
control by making future plans to help others. Richard talks about the plans he made to
take control and provide for his wife after he is gone. He explains:
And we’ve sold most of the contents that were in the home and we’ve recently
moved to a condo that uh will be adequate for both of us while I’m still here and
uh it’ll be adequate for Anna, my wife, after I’m gone. She’s uh, first day that she
saw this unit here, she fell in love with it. And uh so I determined this this is
where she’ll be living. I uh also, in the uh April of this year turned the Cadillac in
that had 90,000 miles on it and bought her a new Chevy with a 5 year bumper-tobumper warranty so she won’t have any automobile problems, and uh I’ve been
given time to take care of these miscellaneous details so she won’t have a mess
after I’m gone.
Again, the impact of Richard’s illness forces him to consider the reality of a future in
which his wife is living without him. While Richard has no control in preventing his
inevitable death, he positions himself as in control as he bought a home, “determined this
is where [his wife] will be living,” and ensured that Anna had a safe car. Richard
suggests a lack of control when he references the time he’s “been given” but highlights
his control as he makes the most of that time to “take care of miscellaneous details.”
Furthermore, by providing for his wife, Richard once again depicts himself as
maintaining his ‘patriarchal’ duties despite his condition, and thus performs the anti-sick
role.
Similarly, Jennifer makes plans to take control now in order to help her family
members after her death. She tells, “Just two days ago, we went to the funeral home to
make arrangements.” She explains, “I made, we made the arrangements. I just have to
sign some paperwork. This way, I’m at peace of mind that I know this is done. My
children don’t have to worry about it.” Again, while Jennifer is unable to prevent her
eventual death, she takes control by making funeral arrangements so her family does not
have to. Jennifer also describes how she works to run errands and plans to make a project
to leave a legacy for her grandchildren. She says:
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It’s good to have the transportation to go out. I checked on all these things by
myself. I said, “I’m not gonna sit here.” Ya know, in the beginning, it was hard, I
couldn’t get around, but as soon as I started to get around, I started making phone
calls. And I made appointments. I’ve already been to Hy-Vee [grocery store] by
transportation. I’ve been to Wal-Mart. I’ve been to Kristen’s, I’ve been to the
Christian bookstore. And then now, I have to go to Michael’s, cause for my two
grandchildren, I’m gonna set them up, what they call treasury boxes. Yeah. So
we’re gonna set up little things like that. We’re gonna take pictures. I already
picked up a portable, disposable camera.
Jennifer’s illness has impacted her so that she is unable to drive herself and must rely on
transportation. However, when Jennifer emphasizes that she checked into the service “by
myself,” she highlights her autonomy. Once she was able to get around, she continued to
assert her control, by describing how she made phone calls and appointments and has
even started a project to help maintain their memories of her, essentially establishing
control in the legacy she will leave behind. As Jennifer depicts herself as in control, she
constructs the identity of a person who is still living and not on her death bed.
Patients also exhibit modified control through discussions of empowerment. That
is, patients discuss their control in terms of being empowered, enabled, or permitted by
others to commit particular acts. For example, Alan constructs himself as empowered in
pain management. He tells:
My dad lived to be 90 years old, my mother lived to be 89, so I, I hate to have to
die from this damn, shortness of breath, but Kandice tells me that it’ll be an easy
way to go, because they won’t let me suffer. Ya see I’ve got those vials over
there and those pumps over there, and I can use that to take morphine if I need it.
If I take one of those, it’s, it helps my breathing.
Although Alan positions himself as without control, as evident in his apparent frustration
with his illness, Kandice seems to empower him in managing his pain as she teaches him
to administer his own morphine when he chooses. Thus, Alan suggests that even though
he is aware of his prognosis, he is still in control of his pain management and thus he is
presently still active and thus still living.
Nancy also describes how Kandice empowers her to manage her own illness. As
in the aforementioned content theme regarding how health care providers offer esteem
support, Nancy explains that even though the hospice staff does not approve of her health
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product, Kandice empowers Nancy by telling her she can keep using the product if she
believes it works. Nancy quotes Kandice as saying, “You just keep right on, as long as
you want to, it’s your privilege.” Nancy also constructs herself as empowered by her
health care provider when after she outlived her three to six month prognosis, Kandice
affirms Nancy’s ability to keep living an active lifestyle. Nancy tells:
I’m lucky to be here. Let’s put it, place it that way. I know at the time that they
told me to get my affairs in order and I, I thought, then well, they don’t expect me
to live too long. Well she said, “Let’s face it, 3-6 months at the most,” she said.
And she said, “You’re just an unusual case to still be living with it.” So. I’m
here. (laughs) I go to the center every day. Uh, senior dining. I get out. And she
says, “Keep going, just as long as you feel like going.” And I do, so I go every
day. Gone out a half a day up there and a half a day at home.
Despite the fact that Nancy cannot ward off death permanently, she is supported by her
nurse for outliving her prognosis and encouraged to “keep going.” Not only does Nancy
depict herself as still living given the modified control Kandice empowers her to have,
she seems to embody the persona of an individual who is still living as she describes
herself as having an active lifestyle in spite of a terminal illness.
Overall, through the subtheme modified control, patients take control or are
empowered to take control and maintain responsibility in spite of their illnesses. Patients
perform the anti-sick role when they highlight their ability to maintain responsibility
regardless of their illnesses and in doing so they construct themselves as still living.
Reciprocal Relationships
Finally, patients construct the identity of individuals who are still living through
the third major theme of reciprocal relationships. When individuals have serious
illnesses, able family members often take on caregiving roles and provide humanistic,
altruistic care for ailing family members. Gates (1991) explains that altruistic care differs
from mutual care in that instead of experiencing a mutual, equitable relationship, family
members provide care to the dying patient without receiving much in return. As social
exchange theories exhibit, equity in interpersonal relationships is privileged (Stafford,
2008), and Reid, Moss, and Hyman (2005) argue that the desire for reciprocity in the
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caregiving relationship is no different. Given the partiality toward equity, it is not
surprising that patients, who are on the receiving end of altruistic care, emphasize
moments in which they engage in mutual care, or at the very least moments in which they
attempt to provide some type of care for others. By focusing on reciprocal relationships,
patients also support the life-span assertion that it is possible to maintain or increase
competence as relational partners in spite of physical decline. Thus, in the current study
patients construct themselves as still living when instead of focusing on decline, they
highlight their socioemotional ability and portray themselves as capable and equitable
relational partners. The theme reciprocal relationships includes the four subthemes of
awareness of the burden, everyday talk, lessons to others, and relationship affirmation.
Awareness of the Burden
The first subtheme of reciprocal relationships emerged as patients display
themselves as concerned for others by exhibiting an awareness of the burden their
illnesses might cause. Jake, Jennifer, and Maggie all call attention to others’ emotional
needs over their own.
JAKE: We have a son that lives here in town. He has three kids too, one just
going into high school. And to be closer, we moved here, and uh he’s on-call you
might say. Very busy, so we try not to call him. Not always easy to get ahold of
him, get ahold of him while he’s there.
JENNIFER: Now I have a grandson that’s leaving for the service and that is
gonna be hard for me. That’s gonna be a sad day crying, but I don’t want him to
know that, ya know. He knows. We know. And how each other feels. I just
don’t want him to cry, make him feel sad.
MAGGIE: And I didn’t talk to Dr. Burke before I was released, because he was
on vacation. But the [other doctor], whatever his name is, ya know, they
suggested that it was that I might want to leave the hospital, and it was time to
contact hospice. So I did. So I’ve had more time in the sense to get ready for this
[death], than has Clarence [husband]. I mean, he knows, but it’s one of those
things you put in the back of your mind, ya know?
Jake recognizes how busy his son’s life is, not only with being Jake’s on-call caretaker,
but also with the duties of parenthood. Jake explains that he compensates by trying “not
to call him.” Jennifer suggests that she attempts to relieve some of the emotional strain

126

on her grandson by not telling him how hard it is going to be for her when he goes into
the service. She explains that she does not want him to feel sad, so she does not talk
about her feelings with him. Finally, Maggie shows that she recognizes the potential
distress her terminal prognosis might cause her husband Clarence. She explains that she
had time to prepare for her death but considers how her husband is feeling. Not only do
patients suggest equity in their relationships by acknowledging the potential burden they
cause others, they also appear to reciprocate in their relationships by including everyday
talk in the narratives performed with others.
Everyday Talk
Instead of always focusing on their illnesses, in this second subtheme, patients
claim that they engage in less specific, everyday talk with family that closely resembles
general conversations that any relational partners might have (Keeley & Yingling, 2007).
By engaging in everyday talk, patients present themselves as giving back to the
relationship by maintaining equitable turn-taking with others, instead of only focusing on
the illness and their own needs. For instance, when asked what story she shares with her
family and friends, RaeAnn responds, “Oh usually just what we’ve been doing and what
our family’s been doing.” Vince also describes his conversations with friends as
resembling typical relationship interaction. He explains:
When we go down to Milwaukee and then go over to breakfast with some friends,
we just sit around the table, and it’s like it was before. We laugh and joke, and
when we come home and, uh, no I don’t think that there’s anything special about
it that would make it different than before.
Like Vince, other patients claim that they tell funny stories to their family
members or friends and they laugh and joke about the past. Peggy explains, “They
[family] don’t want me talking about it [death]. ‘Well, let’s look at the good times that
we had. Let’s--’ And that we do a lot. Ya know, laugh about things that happen.”
Peggy’s statement calls attention to another aspect of everyday talk in which patients
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seemingly avoid EOL conversations or talk about death. Richard echoes Peggy’s
statements, addressing the focus on life instead of death. He explains:
Well, we don’t sit around and commiserate over the situation, I mean everybody
knows. Everybody that needs to know knows. We don’t sit around and discuss it
or any—I mean, hell, we talk about the football games, and we talk about the
kids, uh. We talk about my youngest boy and his wife going on a cruise in
January. We don’t sit around and talk about the condition of my health.
By avoiding conversations about their terminal conditions and focusing on the typical and
mundane everyday talk, patients present themselves as able to perform normative
relational activities and construct themselves as still living.
Interestingly, patients highlight the fact that their narratives with health care
providers also include everyday talk, which suggests that patients engage in deeper
relationships with their providers beyond merely clinical interactions. That is, because
everyday talk is a subtheme of reciprocal relationships, by engaging in such talk with
health care providers, patients suggest that they are involved in relationships with their
health care providers that resemble close, interpersonal relationships. For example, Opal
highlights her everyday conversations or visits with hospice staff and in doing so, she
depicts her relationship with her health care team as resembling close friendships. She
tells, “Yeah, with the girls, when they come, we talk about different things, ya know.”
When she refers to her health care providers as “the girls,” she portrays them as her
girlfriends who are just stopping by for a social visit. She further exemplifies this idea
when she explains about a visit with one hospice staff member:
She was there, and she’d come down in the morning and visit, and I’d have a pot
of coffee ready, and we’d both sit here and drink coffee. My stand wasn’t this
much of a mess. I got stuff here to put away, but anyway, and we would sit and
visit.
Instead of only focusing on practical needs talk regarding what physical concerns she
might need addressed by hospice, Opal comments on the condition of her house and
whether it was ready for guests. By describing her relationship with her hospice team in
terms commonly associated with close friendships and by engaging in relational activities
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which resemble close friendships (e.g., everyday talk and social visits), Opal constructs
herself not simply as a patient receiving care in a paternalistic clinical relationship, but as
a reciprocal relational partner who is still living. While in the subtheme everyday talk,
patients seem to avoid talk of death, patients also present themselves as involved in
reciprocal relationships when they actively engage in conversations about the EOL
purposively to offer lessons to others.
Lessons to Others
As mentioned, a characteristic used to define narrative is the telling of ‘what it’s
like.’ That is, narratives allow others to understand what living through a particular
experience is like. This characteristic of narrative is fulfilled as patients present
themselves as giving back to the relationship in this third subtheme lessons to others,
which emerged as patients reflect on their narrative performances with family and
friends. Specifically, patients talk about providing lessons to others who might have a
similar experience or need help managing their fear of death. For example, when I asked
Jennifer what her occasion was for sharing her narrative with others, she explains:
Well, it’s good for other people to know. Maybe they know someone who has
cancer and that they might be going through hard times. They could share the
story with them. And maybe help them, ya know have a better, positive outlook
on life.
Jennifer explains that she tells her narrative to help others get through their experiences
or to pass on advice. RaeAnn also offers a lesson to her audience. She explains that she
simply tells her family, “Be happy.” Finally, other patients offer lessons regarding
acceptance of death in an attempt to eliminate fear for others. As Beatrice explains, “I
don’t know what, why I did it. But I did it with my children, so that maybe they won’t be
so afraid of death.” Through lessons to others, patients portray themselves as giving back
to their relationships, presenting themselves as able to engage in reciprocal relationships
and thereby constructing themselves as still living.
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Relationship Affirmation
The fourth subtheme relationship affirmation emerged as a way patients present
themselves as in reciprocal relationships and still living, which became evident through
patients’ reflections on the narratives they perform with family and friends. By affirming
the relationship patients position themselves as relational partners who still engage in
normative relational maintenance exercises (Gottman, 2001) despite their terminal
conditions. For example, Peggy and Richard both tell their family members how
important and loved the families are.
PEGGY: They know how important they are to me. I tell them every day—the
people, my son and daughter and my grand—I love them every day. And they
know that, uh, they know that. And they, and I thank them for taking care of me
like they do. And, uh, there’s not a lot… some people don’t have that. And I’m
one of the lucky ones that have a family that do care. And, yeah. They know.
RICHARD: That, uh, my two sons and my daughter. Our grandkids and we’ve
got great grandkids. I’ve got a great granddaughter who’s—her name is Tiffany,
and she’s, I think she’s about twelve years old, and she’s a real sweetheart. And
we’re going over, we’re going over their home this evening for dinner. And every
time I see Tiffany, I tell her, “I still love you Tiffany.” (laughs)(cries) And she
says, “Well, I still love you Grandpa.”
Peggy and Richard’s recounting of their familial EOL narratives both appear to affirm
their relationships with others, by reminding their family members that they love them.
What becomes interesting in these two descriptions is that both Peggy and Richard note
the everydayness of these conversations. Peggy explains that she tells her family “every
day” and Richard says that “every time I see Tiffany, I tell her...” These reflections on
the regularity of this narrative content are compatible with the earlier subtheme of
everyday talk as patients present themselves as consistent with relational maintenance
talk.
Overall, patients suggest that they have concerns regarding the potential inequity
in their relationships. Despite the fact that their illnesses position them as recipients of
altruistic care, by portraying themselves as reciprocal relaters who are aware of the
burdens they cause, are capable of engaging in ‘normative’ everyday talk, and are able to
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offer lesson to others and affirm their relationships, patients construct the identity of
individuals who are able and still living.
Fragmented Identity Clusters
As mentioned, the purpose of the current study is to understand whether
narratives performed by individuals at the EOL are continuing to be colonized. Thus, it
is necessary to examine whether the aforementioned identity constructions exhibit
evidence of modernist ideals or if patients are able to construct multiple, varied, or
sometimes incoherent, contradictory, and messy identities within their narratives, which
would show evidence of a post-colonial turn. However, in order to understand whether
post-colonial ideals for identity constructions are possible in the current narratives, the
previously presented identities must be examined within individual patient narratives to
understand how the identities cluster together. Thus, in this section I provide examples of
varied identities within individual patient narratives.
Although I focus on individual patient narratives, the following patient exemplars
reflect a widespread phenomenon present across the sample. That is, within the majority
of the current study narratives, most patients constructed fluid and often contradictory
identities. The following section offers a glimpse into the phenomenon as a whole.
The Ailing Individual and the Individual Who is Still Living
Patients present the possibility for post-colonial identities as they construct
themselves in the seemingly contradictory ways of ailing individual and still living.
While the ailing individual identity emerged as patients talked about their lack of control
and dependence on others, seemingly centering their illness states as their primary
identities, patients also centered their ability to continue to perform basic tasks and
presented themselves not as ailing but as still living. Thus, while illnesses impact
identity, patients also discuss the fact that they are and have always been the same
person, not ailing or changed by the illness, but still living. Jake, in particular, constructs
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varied identities as he describes himself as changed by his illness and also as still the
same person despite his illness. In the same narrative segment, he explains:
Well, I was robust. I did everything fast. Ya know I nothing went slow. Ya
know. If it went slow, I didn’t do it. (laughs) Or something. And uh, now
everything is slow, so I’m not the person I was, in that sense. In another way, I, I
am the person I was. I visit with people and sometimes we have some really good
visits. And people come and stay a half hour or an hour and if it’s an interesting
conversation, why, it’s interesting.
As Jake discusses the changes in his life which have taken place because of his illness, he
highlights his lack of control, which changed him from a robust individual to a slow, less
active person. At the same time, however, Jake discusses his social identity which he still
maintains despite his illness condition. Thus, Jake presents his identity as fragmented as
he constructs himself as both an ailing individual whose functioning has decreased and a
still living, active individual who continues to engage in reciprocal relationships as he did
when he was healthy.
These opposing identities emerged in Opal’s narrative as well, providing support
that identity fluidity is a widespread phenomenon across the current sample. Opal
constructs the identity of the ailing individual first by emphasizing her past control and
current lack of control, but she also constructs the opposing identity of the individual who
is still living when she performs the anti-sick role by emphasizing her ability to maintain
responsibility. Opal presents herself as ailing and lacking in control first when she
discusses the many tasks she is no longer able to accomplish. For example, Opal
discusses her past chores on the farm and her laborious household chores she did as
recently as a year ago. However, in recounting these past work experiences, Opal
concludes, “well then I got to where I couldn’t do it.” These narrative segments include
the aforementioned subtheme past healthy self within the theme lack of control, and
through these two themes, Opal presents herself as an ailing individual.
Although Opal emphasizes her lack of control, throughout her narrative Opal also
asserts herself as an individual who is still living when she focuses on her ability to
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maintain responsibility. To accommodate the challenges her illness presents in
accomplishing her household tasks, Opal suggests that she maintains modified control
when she describes how her daughter purchased a Swiffer® for Opal to use to continue
cleaning the floors. With her new tool, Opal is still able to complete her household
chores in spite of her illness. Later Opal again constructs herself as still living through
maintaining responsibility when she talks about how even though she is no longer able to
drive, she suggests that she is still in control of her vehicle. She explains that the car is at
her daughter’s house and registered in her daughter’s name, but her daughter has told her,
“That means, if you ever want to sell it, you can sell it. It’s still your car.” Opal presents
herself as empowered by her daughter, who allows her to have continued control over the
car. In this way, although Opal constructs herself as ailing when she emphasizes her
impairments resulting from her illness, she also presents herself as an individual who is
still in control over her household and vehicle, thereby also constructing the opposing
identity of an individual who is still living.
The Good Dier and the Individual Who is Still Living
Quite contradictory are the two identities of the good dier and the individual who
is still living. These two identities differ most noticeably in each of their first themes,
acceptance and denial of imminent death, respectively. That is, patients construct the
good dier identity when they talk about their acceptance of death and their terminal
prognoses, but they simultaneously deny that death is imminent and instead of
constructing the identity of individuals who are dying, they construct the identity of
individuals who are living.
Patients construct both of the identities of individuals who are still living and
dying within their individual narratives. For example, Jennifer highlights both her living
and dying identities throughout her narrative and present herself as constructing multiple
identities. First she emphasizes her acceptance of her terminal condition throughout the
beginning of her narrative. She explains, “My experience is just um, ya know, I’ve just
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accepted everything so well. I just and uh, let’s see, I don’t know what else to say.”
Later she repeats, “I mean, it also has been a tremendous, um acceptance in my life. A
big acceptance, ya know, being on hospice.” She continues by saying, “I mean for a
hospice patient, I think I’m doing great. Really. And, I mean I don’t have any fear of
death or anything like that.” In each of these narrative segments, Jennifer displays her
knowledge of her terminal condition, hospice patient status, and acceptance rather than
fear of death.
At other times throughout her narrative, Jennifer emphasizes her ability to
improve and progress, almost describing her terminal condition as a temporary illness
from which she expects to recover. She highlights improvements she’s made with
walking. She recounts, “I do the best of my ability to make myself feel better. I, I
exercise. When I first came to [this state], on June 10th I couldn’t even walk. So there’s
been a tremendous improvement in my life, and I’ll continue to do so.” Jennifer claims
that she will continue to improve even though she accepts her terminal prognosis. As
discussed earlier, I asked Jennifer to explain what she meant by improve or what she
means by her positive attitude would bring her “further on”:
INTERVIEWER: And what do you mean by further on?
JENNIFER: Further ahead. I’m gonna—more improvement.
INTERVIEWER: More improvement. Physically?
JENNIFER: Yeah, physically. Definitely.
While Jennifer appears to highlight her acceptance of her terminal condition, she also
describes her plans to get better and continue to ward off death. In displaying seemingly
contradictory themes of acceptance, Jennifer constructs the opposing identities of an
individual who is a good dier and who is still living. When patients construct both of
these identities within the same narrative, they present themselves as embodying multiple
and varied identities, suggesting evidence of a post-colonial turn in EOL narratives.
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The Individual Who is Still Living and the Believer
As evident in Opal’s earlier fluid identities of the ailing individual and the
individual who is still living, patients construct multiple identities through the ways in
which they talk about issues or perceptions of control. The identity of individuals who
are still living and the believer identity include the contrary themes of denial of imminent
death because of control through own ability and work, and lack of personal control in
favor of God’s control through God’s Divine Providence. That is, patients construct the
identity of individuals who are still living through their own work and also construct
themselves as believers who do not have control over their own fate.
Jennifer constructs the varied identities of the individual who is still living and the
believer as she highlights her own ability and control in warding off death and later
credits God with the fact that death is not as imminent. For example, Jennifer recounts
her experiences working to improve.
JENNIFER: The only thing… what I’m really working on now is when I sit low, I
can’t get up.
INTERVIEWER: It’s difficult?
JENNIFER: Yeah, that’s difficult. But, um, I’ll do it. Because I couldn’t get my
legs up the back steps, right? The three steps. Now I can do it. Yeah. I tell my
son, “Don’t lift up my leg, because I know I can do it.” I was just this much from
getting it up there, and I finally made it (laughs).
Jennifer focuses on the fact that although her health care providers told her she would not
be able to walk again; she was able to make improvements. Furthermore, she highlights
the fact that she was able to make these improvements on her own, as she tells her son
not to help her, because she knows she can do it.
Later when Jennifer recounts the armed robbery experience from her youth, she
explains that she was able to escape death because “God put a shield there” and “it was a
miracle.” In this segment, Jennifer highlights God’s providence in keeping her alive,
because she was unable to help herself. In comparing Jennifer’s two stories, it appears
that in one instance it was her ability or hard work that led her to improvement and
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outliving her prognosis, as evident in her phrase “I tell my son, ‘don’t lift up my leg,
because I know I can do it’ [emphasis added]. However, in the other instance it was God
who controlled the situation and allowed her to live: “And it’s like that God put a shield
there. That’s what I say. (laughs) That He put a shield there, and it never went through”
[emphasis added]. These two segments work to construct the identities of the individual
who is still living because s/he is in control and the believer whose life and fate is
controlled by God.
Like Jennifer, Jason also constructs the varied identities of the believer who
regards God and His Divine Providence as in control, and the individual who is still
living and maintains control. First Jason presents himself as a believer whose life and
death is dependent on God’s Divine Providence when he describes himself in passive
terms regarding what the future might hold. He explains, “I’m slower than I used to be,
but um, that doesn’t bother me. I just know that, uh, when my time comes, uh, I will pass
through the veil, and I will be with God and my family.” Jason presents himself as
lacking control first when he discusses the effects of his illness which cause him to be
slower, but especially through the statement “when my time comes,” in which he
suggests that God has control over his future and he does not. Jason emphasizes a similar
lack of control when he discusses change in his life. Jason claims, “change is going to
occur and you have to adapt to it.” In this statement, Jason again presents himself as
passive in that change is something that happens to a person and that person is then
forced to deal with it. Jason’s narrative includes several of these segments emphasizing a
lack of control in life, but a faith that God will provide, thereby constructing the identity
of a believer who trusts in God’s Divine Providence.
Contrary to this passive believer identity which positions God as in control, Jason
also constructs the identity of someone who is still living and in control when he suggests
that it is his own ability that allows him to live. When discussing his illness, Jason
explains, “Well, it’s a condition that I have. I have to live with it, and uh, I will do my
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best to keep going, as long as I can.” In this statement, Jason suggests that although he
has no choice over his condition in that he has to live with it, he is in control of the length
of his life as it is up to him to do his best to keep going. Jason further emphasizes his
position regarding control in life when he explains, “People need to be responsible for
their own actions, because their own actions determine what happens to them in life.”
Thus while Jason describes himself in passive terms as a believer who has no control
over his death and is subject to God’s Divine Providence, in other narrative segments,
Jason also constructs himself as still living when he emphasizes his control over what
happens to him in life and his effort to keep going as long as he can. In simultaneously
constructing these two identities, patients exhibit the complex and contrary issues of
control, and thus display post-colonial possibilities for fragmented identity constructions
in the current EOL narratives.
The Experienced Individual and the Believer
A final set of conflicting identities that occur within individual narratives
becomes evident when individuals construct themselves as both the experienced
individual and the believer. Specifically, when patients construct themselves as
experienced and knowledgeable, they talk about their life narratives and include events in
which they were successful or take a moral stance regarding how one ought to live life.
Essentially, patients portray themselves as masters of their own destinies as they position
themselves in control of obtaining everything positive in their lives. For example, Alan
portrays himself as in control of his destiny when he describes himself as going after
what he wanted in life. Alan recounts his experiences pursuing success in sales. He
explains:
Besides, I wanted to be a salesman. So I got all dressed up in my best suit,
necktie and everything. And I went to the office, on that last ship, I told them I
was leaving. When I got back to have a release for me, they said, “You can’t quit,
you got 16 years here.” I said, “Well, I’m leaving and you best have somebody
on the dock, later to relieve me when I come back, I’m getting off.” Which I did.
But anyway, I, as I said, got dressed up in my good clothes, after home, staying
home for a few days. Went out looking for that one salesman job, that’s what I
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wanted. I wanted to be a hot shot salesman. And I knew what I wanted to sell. I
wanted to sell machinery. Because that’s what I was all about. Machinery. And
how it went. I went to all the big hardware stores. They sell hardware, pumps,
and machinery. And I made the rounds at [different supply companies], and I
finally ended up at Legacy Supply Company. And uh, Mr. Mac Marvins owned
the company and so I went and asked him if he had anything I could be doing for
him. And I said, “I would like to get a salesman job. If you need anybody, I
know a lot about nuts and bolts and machinery.” So he said, “Just a minute.” So
he went back in the back and he got some of his other colleagues. They all came
back to his office, sat me down and interviewed me a bit and then they all got up
and said, “Well, you start in the morning.”
Alan portrays himself as in control of obtaining success in his life narratives. He explains
that he knew he wanted a sales job, so he went out to get one.
Alan displays himself in a similar position of control in his life narratives when he
describes his family and how his children all turned out. He tells:
We’ve been married 68 years, we have uh, 3 children and I must say that these
gray hairs that I’ve gotten on my head, I didn’t get any of them from my children.
They were all good. We got them all college educated. They’re all leading very
productive lives.
Through the phrase “We got them all college educated,” Alan positions himself as
his wife as the reasons they experienced success in raising their children. As addressed
earlier in the moral stance subtheme Alan discusses how he passed up a particular job
because he had obligations to take care of his parents, in-laws, and children. After he met
those obligations, he explained that he was able to pursue his own interests. Through
these narrative segments, Alan portrays himself as someone who made specific choices in
his career path and child rearing which led to success, constructing himself as in control
of his successes.
Conflicting with this portrayal of control is when Alan describes himself as lucky
or as having received that same success from others’ provisions, similar to the believer
identity theme God’s Divine Providence. Specifically regarding his initiative in going
after the salesman position, Alan’s reaction to getting the job suggests that he was not in
control of his own destiny. He recounts:
I don’t believe it. So they gave me a car and a lounge and what not. So I was, I
started […] selling all kinds of paint, hardware, and what not to the plants around
Joplin. And uh, one day about 6 months later, he [Mr. Marvins] called me in the
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office and says uh, “I want you to go to work across the river to Joplin Towing.”
And I was shocked. I said, I thought he was firing me. He said, “No.” He said,
“I want you to go over there. I just put in $300,000 in that company over there,
and I want you to go over there and watch out for my money, cause I don’t trust
any of those bastards over there.” So the job that I took over there was a job,
second in command really—engineer, which was a good job. Paid twice as much
money as I was making in the hardware business. So I was delighted, I still had
my own car.
Despite the fact that Alan described himself as a go-getter in initially pursuing the sales
position, here Alan suggests that he had little control in his career path. He describes
himself as in disbelief and delighted that he received a promotion and could keep his car,
which seems to conflict with his earlier seemingly confident demeanor. Essentially, Alan
suggests that his own destiny was not in his control.
He offers a similar description of the success he attained with his family
members. Specifically, when he talks about “good” life and family, he adds:
He’s [son Tommy] one of the, one of the few graduate electronic engineer that
knows as much as he does about radio, building radios for Bridger [company] so
they use him all the time. And uh, my other son is a graduate of [private
university], so is Tommy, my older son. They both graduated from [private
university]. Tommy is an electrical engineer. Charlie, his youngest son, is a
building science engineer. And my daughter graduated from [public university].
She graduated in music, in sacred music and organ—pipe organ basically. And
she’s a pipe organist. And she’s married to a boy who’s a musician, and he has a
doctorate in music as well, so they complement one another. And we have
grandchildren, and so I went and had real good luck with our family. Uh, son-inlaws, daughter-in-laws, and grandchildren. So they all turned out well.
Alan describes his experience with family as having “real good luck,” suggesting that his
familial success came from some external source and not necessarily because of his work
in raising them. This external source can be considered the same as God’s Divine
Providence as given the following exchange Alan and I had:
ALAN: If you got the right people going for you, you got it made.
INTERVIEWER: What do you mean by the ‘right people going for you?’
ALAN: The Church. […] I guess… see I’m a Lutheran and this is my Lutheran
Catechism.
Furthermore, when Alan talks about another failed business adventure he was lucky to
get out of, he concludes, “Thank God,” again suggesting that Alan sees his fate as
controlled by God’s providence.
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Although these identities appear to be conflicting as Alan both highlights his own
control and ability in the identity construction the experienced individual and notes his
lack of control as a believer in God’s divine providence, these two identities are not
entirely contradictory as free will is often considered part of mainstream Protestant
beliefs. However, Alan’s identity constructions suggest that it is possible for individuals
nearing the EOL to construct multiple and fluid identities, thus reflecting a potential postcolonial turn in EOL narratives.
Summary of Fragmented Identity Clusters Findings
As evident in the aforementioned fragmented identity clusters, opposing themes
and identities emerged within individual patient narratives. The narrative segments in the
Fragmented Identity Clusters section were offered as exemplars to illustrate how patient
narratives are fraught with fluid and sometimes contrary meanings, especially related to
elements of control. These fluid identities were evident across multiple individual
narratives, suggesting a widespread phenomenon, and the fact that this fluidity emerged
provides support of a post-colonial turn in EOL narratives as patients were able to
construct multiple and fragmented identities.
Summary of Overall Findings
Overall, narratives performed by individuals nearing the EOL are varied, and this
section serves as a brief summary of identities constructed from emergent themes
throughout the narratives. Patients constructed the identity of experienced individuals in
the position of authoritative knowledge through life narratives. These life narratives
included stories of success and knowledge of illnesses through prior caretaking
experiences. Patients also constructed themselves as experienced and knowledgeable
through imparting wisdom. Patients constructed the identity of believers, as they
discussed their faith and God’s Divine Providence over their lives. Patients also
constructed the identity of ailing individuals, when they discussed their lack of control, as
evident in talking about their past selves as healthy, older adulthood status, uncertainty
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related to their conditions, impairments resulting from their illnesses, and dependence, as
they relied on others for decision-making and engaged in talk about their practical needs.
The identity of the good dier reflected ideals of the ars moriendi or good death, as
patients discussed their acceptance of death, portrayed selfless qualities of sacrificing
their dying experiences to inform others, suggesting that they were dying gladly with
positive attitudes, and portrayed themselves as not alone both physically surrounded by
loved ones and metaphorically not alone through support from and connections with
others. Patients constructed a final identity of individuals who are still living through a
denial of imminent death, performances of the anti-sick role, and portraying themselves
as active and able through displays of reciprocal relationships with family, friends, and
health care providers. Finally, patients displayed post-colonial elements in their
narratives as individual narratives exhibited multiple, varied, and sometimes conflicting
identities. I will discuss the implications of these findings in the next chapter.
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CHAPTER IV
DISCUSSION
Introduction
It is clear from the analysis that the findings from this study regarding identity
constructions are complex and seemingly contradictory. These findings suggest that EOL
narratives might be postcolonial in nature. Other identities, however, appear to associate
with modern illness narratives; so in this final chapter, I will address the findings in
relation to the postcolonial turn I discussed in chapter one to satisfy the broad research
purpose of this study.
In this final chapter, I discuss theoretical implications for illness narratives and
life-span communication. I also address broader knowledge contributions regarding
narrative audiences and relational communication. Finally, I offer directions for future
research related to the limitations of the study and practical applications for health care
providers and family members of individuals nearing the EOL as they work together to
make sense of EOL identities.
EOL Narratives and Colonization
The study’s research question asked what identities are performed in EOL
narratives. This question was broad and open-ended, given the paucity of research
related to EOL narratives. However, the research purpose of the study focuses these data
to understand the broader theoretical questions regarding whether illness identities
constructed during the EOL continue to be colonized by modernist ideals or the
biomedical model’s focus on cure.
Post-Colonialism in EOL Narratives
The narratives performed in the current study include elements of both postcolonialism and modernism. The current narratives reflect elements of post-colonialism
as patients highlight issues of embodiment. As discussed in chapter one, with the postcolonial turn, the embodied experiences of the ailing individual moved to a central
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position and offered additional options for constructed meanings of the illness
experience. In the current study, the significance of the embodied experience is evident
within the first identity of the experienced individual. As mentioned, the modernist
approach to illness narratives regarded medical professionals as the source of knowledge
and the medical chart as the narrative of primary significance. However, in the identity
of the experienced individual, patients position themselves as reliable and informed as
they describe themselves as living successful lives, the way individuals ought to live life,
and establish themselves as knowledgeable about their illness experiences given their
previous life experiences caretaking for loved ones with illnesses. Furthermore, as
mentioned, patients further display a post-colonial turn in their constructions of the
experienced individual, as they took control in the interview to tell their life narratives
and focus on earlier life experiences rather than the EOL stage.
The current narratives also exhibit elements of post-colonialism through
embodiment when patients present their experiences as unique. As mentioned,
modernism privileges generalizability and stability in identity, whereas post-colonialism
favors local and emergent meanings (Deetz, 2001) and fluidity of identity. Patients
construct their identities as local and emergent, not generalizable to hospice patients as a
whole, in the specific identity construction of individuals who are still living, through the
theme performing the anti-sick role. Specifically, through the subtheme differing from
expectations patients describe themselves as not like other patients. Patients’ initial
prognoses are often generalized, as Kleinman (1988) argues medical providers
“interpret[s] the health problem within a particular nomenclature and taxonomy, a disease
nosology, that creates a new diagnostic entity, an ‘it’ – the disease” (p. 5). Essentially,
patients’ illness experiences are often based on previous courses that particular illness has
taken in past medical cases. However in the current illness narratives, patients construct
themselves as unique when they highlight the fact that their illness experiences do not
align with diagnostic expectations. As mentioned in chapter three, although Nancy’s
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initial prognosis of “3-6 months at the most” was likely based on previous chronic
obstructive pulmonary disease epidemiology, she constructs her illness as
nongeneralizable when she quotes her doctor as claiming, “You’re just an unusual case to
still be living with it.” Again, Nancy privileges her embodied knowledge in making
meaning of her illness experience.
The presence of local and emergent identity construction is especially evident in
the fifth identity of the individual who is still living. The subtheme general death
awareness within the good dier identity includes elements of the modern illness
experience as patients account of their terminal prognoses and decisions to end curative
treatments mirror the diagnostic reports of their physicians. However in constructing the
identity of individuals who are still living through the theme denial of imminent death,
patients’ embodied knowledge challenges biomedical knowledge as their bodies outlive
the prognoses given by their doctors. Instead of being colonized by modernist medicine
and accepting the terminal prognoses as estimated by traditional health care providers,
patients’ EOL narrative are stories told through bodies that challenge the medical
prognosis, a fact that patients highlighted when they discussed having outlived their
particular prognoses. Thus evidence exists for what seems to be a post-colonial turn as
patients’ narratives are directed by their embodied experiences which counter
generalizations made about the disease.
The narratives in the current study also exhibit a potential post-colonial turn
through the theme performing anti-sick role. As discussed in chapter one, Frank (1995)
argues that Parsons’ (1985) sick role represents a modernist illness experience, as patients
are passive victims who are regarded as not fully legitimate, and the provider and modern
medicine are in control. In the current narratives, through the theme performing the antisick role, patients appear to reject this sick role, at times constructing themselves as still
living and maintaining responsibility for their illnesses. Additionally, rather than perform
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the identity of a sick person with “sanctioned deviance,” patients describe themselves as
normal, further denying this modernist identity.
The current narratives also appear to be post-colonial in nature through the
uncertainty which characterizes the narratives as a whole. From a modernist perspective
people are generally regarded as either sick or well. As evident with the increase in
chronic illnesses and the emergence of alternative definitions of health, however, these
identity binaries have been ruled problematic. Conversely, the post-colonial perspective
highlights fluidity of identity and patients in the current study reflect this ideal when
instead of performing stable and focused narratives which privilege coherence, they
construct varied and at times, competing identities within their individual narratives, as
addressed in the Fragmented Identity Clusters section of the findings. As mentioned,
throughout narratives patients simultaneously accept and deny death and position
themselves as in control and still living and also as ailing and dying. Additionally related
to control, patients suggest that they control their own fate through life narratives as they
seem to take a moral stance and talk about themselves as being co-conspirators who have
control over the good lives they have lived and as dependent on God’s providence as they
describe themselves as “lucky” or “blessed” for their good fortune. Finally regarding
relationships, patients portray themselves as both completely dependent on others and
also as relating reciprocally. Overall, the aforementioned seemingly competing themes
point to the fact that EOL experiences are complex and varied. The fact that patients
perform these multi-faceted narratives in the current study suggests that illness narratives
might have moved beyond colonization.
Modernist Ideals Present in EOL Narratives
While the current narrative identity constructions exhibit signs of a postcolonial
turn, other findings reflect the continued presence of the modernist agenda and potential
colonization of EOL narratives. As discussed in chapter one, the modernist approach
legitimizes biomedical knowledge as truth. As Frank (1995) argues, the modernist
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agenda regards the doctor’s chart as the “official story of the illness” (p. 5). Frank’s
claim is realized in the current EOL narratives when patients talk about their initial
illnesses experiences, quoting their doctors’ description of their illnesses. As mentioned
in chapter three, Richard talks about his prior health care decisions as suggested by the
providers, and his narrative seems to result in a circulation of the medical treatment
report.
At first, Richard’s previous comments regarding his choice about whether to
continue with the infusions, suggests a post-colonial perspective in which he has control
in his illness experience. While he originally quotes his providers, he later explains that
after the fourth transfusion did not work, “they gave me a choice.” However, Richard
explains that the doctors informed him of their perspectives about the ineffectiveness of
ongoing treatment, and Richard concludes that he told his doctors, “Well, you folks know
what you’re doing…” Joint decision-making with providers is not necessarily reflective
of a modernist perspective; however, Richard depicts himself as legitimating the doctors’
knowledge over his own embodied knowledge, exhibiting a modernist agenda which
privileges medical expertise.
Richard’s narrative points to a new articulation of the modernist restitution
described in chapter one, one which highlights the role of medical intervention in
postponing death. Although the current EOL narratives do not tell of a complete
restoration of health, they seem to follow the basic storyline of “Yesterday I was healthy,
today I’m sick, but tomorrow I’ll be healthy again” (p. 77), albeit with a different
definition of “healthy.” That is, healthy seems to be defined as still alive, as patients talk
about a denial of imminent death. Previously I argued that the fact that patients are still
alive suggests that narratives have taken a post-colonial turn as the primary illness
narrative results from the embodied knowledge of a body that has surpassed the medical
prognosis. However, a nuance to this theme is the fact that patients talk about the denial
of imminent death as related to medical intervention of sorts. That is, patients talk about
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hospice as an agency responsible for making death less imminent. Essentially, the
restitution narrative patients in the current study perform might read as follows:
“Yesterday I was dying, today hospice came in, and tomorrow I might not die.” While
hospice is generally positioned in opposition to the U.S. biomedical model of heath care
(Pederson & Emmers-Sommer, 2012), patients referred to hospice staff when asked about
their health care providers, suggesting that patients see hospice as medical intervention.
Thus patients’ description of surpassing their prognoses after being referred to hospice
seems to support the biomedical narrative in which intervention from health care
providers can postpone death.
The EOL narratives in the current study also seem to contain remnants of the
modern illness experience as they align with Ezzy’s (2000) temporal orientations
discussed in chapter one. Although the patients in the current study highlight the
uncertainty of their futures, their narratives reflect two of Ezzy’s temporal orientations:
living in the future and living in the empty present. Living in the future is evident in the
theme denial of imminent death as patients seem to pursue a goal of continuing to live
with a routine future and refuse to consider the imminence of death. The current
narratives also exhibit the orientation living in the empty present when patients
acknowledge the imminence of their deaths, as evident in the subtheme death as
personally relevant, but still hold out hope for a long future. However, because they
acknowledge that their futures might be limited given their knowledge of their prognoses,
they focus their energy on an empty present and just “Keep going, just as long as [they]
feel like going” (Nancy) along with their routines. As mentioned, Ezzy argues that both
of these temporal orientations represent linear illness narratives which ‘colonise the
future’ as ailing individuals assume that their fate is known and certain, a belief
compatible with the modernist perspective. Thus despite the fact that patients discuss the
uncertainty of their futures, they construct the future as known and stable through the
temporal orientations of living in the future and living in the present.
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The current narratives also exhibit modernist ideals in the ways in which patients
talk about the uncertainty related to their conditions. The modern illness experience
privileges generalizability, stability, and certainty, and patients suggest a desire for these
modernist ideals when they talk about the ambiguity surrounding their illnesses regarding
how the illnesses might progress and how or when death might happen. That is, patients
suggest that the uncertainties related to their illnesses result in a lack of control, thereby
casting uncertainty in a negative light, supporting previous research that uncertainty is
often regarded as a phenomenon that individuals are motivated to reduce, control, or
understand (Afifi & Weiner, 2004; Babrow, 1992; Berger & Bradac, 1982; Berger &
Calabrese, 1975).
The final way in which the current findings reflect the modernist illness
experience is through the continued focus on survival or overcoming death. As discussed
in chapter one, the potential exists for EOL narratives and identity constructions to be
colonized, given that current illness narratives circulating in U.S. culture emphasize life,
survival, and overcoming death. Specifically, the sick role identity and fighter identity
evident in illness narratives both end in ultimate restoration of health. While patients in
the current study seem to accept death as in the subtheme general death awareness and
describe themselves in opposition to the modernist sick role identity in performing the
anti-sick role, a focus on survival and a denial of death continued to emerge in the current
narratives. To begin with, a fighter identity emerged as patients discussed a denial of
imminent death and presented themselves as doing the best of their abilities to outlive
their prognoses and fight off death. While patients could construct this identity in the
current study based on their embodied experiences in which death has been physically
overcome for some time, this identity and many of the others that patients constructed in
the current study might still colonize the EOL experience as these identities are not
possible in every EOL experience.
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Overall, it appears that some aspects EOL narratives can be regarded as reflective
of a post-colonial narrative turn. Specifically, patients highlight the legitimacy of their
embodied knowledge over biomedical expertise in their ability to outlive medical
prognoses. Additionally, patients privilege the post-colonial characteristic of uncertainty
by talking about the unknown and fluid nature of their current conditions and their
futures. Despite these post-colonial narrative segments, however, the modernist agenda
also seems to be active in the current narratives as well, as patients at times also
legitimate the knowledge and power of medical providers in deferring to them for
decision-making and positioning medical intervention as responsible for postponing
death. Furthermore patients’ narratives seem to align with Ezzy’s (2000) temporal
orientations which focus on the present, deny the imminence of death, and in so doing,
they approach the future with modernist ideals of certainty and stability.
Theoretical Implications
The fact that the identity constructions in the current narratives reflect elements of
both post-colonial and modernist illness experiences has theoretical implications for
scholarly conversations regarding illness narratives. Additionally, the findings offer two
insights for lifespan perspectives.
Illness Narratives
As discussed in chapter one, illness narratives emerged as a way for ailing
individuals to make sense of their illnesses in their own terms, to move beyond talking
about the diagnostic report of the disease and focus on what it means to be ill. Frank
(1995) argues that although illness narratives provide space for ailing individuals to
construct their own meanings of their illnesses, many narratives continue to be static and
unforgiving in privileging the modernist ideals of stability, certainty, and generalizability.
The post-colonial turn in narratives instead focused on the embodied experience of the
illness which called attention to the possibility for the illness experience to be talked
about as fluid, uncertain, and localized. However as mentioned, Frank explains that the

149

term post-colonial does not imply a sequential order. That is, he does not suggest a strict
timeline for whether or when modernism gave way to postmodern or post-colonial times.
Instead, he explains that “over a period of time […] how people think about themselves
and their worlds has changed enough to deserve a label” (p. 4). Essentially, postcolonialism is a process of transformation of a way of thinking. Frank explains that
sometimes evidences of having crossed the modern/postmodern divide is clear, “but more
often they are subtle: things just feel different” (p. 4). Thus as I argued in chapter one, it
is possible that even with a post-colonial turn, illness narratives can still reflect modernist
agendas as the act of transitioning in the way of thinking about the world is taking place.
The current narratives reflect this sort of transition as elements of both postcolonial and modernist ideals were called up. Thus in the genre of general illness
narratives, it appears that the space exists for patients to make alternative meanings of
their illnesses, beyond the traditional, modernist or biomedical meanings. That is, in
general the identity constructions which emerged in the current narratives suggest that a
post-colonial turn is taking place, albeit incomplete given the continued existence of
modernist themes. However, when considering the specific context of the current illness
narratives, it appears that a unique colonization is evident regarding the cultural
construction of the good death. Specifically, colonization by the cultural construction of
a good death is apparent in the current study given that the majority of the constructed
identities all seem to point to positive traits or characteristics or elements of the ars
moriendi. That is, while the good dier identity emerged as a specific identity
construction, many of the other identities also reflect a positive valence towards the EOL
experience and mortality, and such an experience might not be possible for all individuals
to attain.
Aside from the identity of the ailing individual, which some might argue is still
positive as this identity positions patients as rational, aware, and accepting of their
illnesses and fates, patients do not seem to construct negative identities or identities in
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chaos. Specifically, patients describe themselves as being experienced individuals who
have lived good, successful lives into older adulthood, instead of lives full of regret and
disappointments. Through the believer identity, they uphold Christian beliefs as they talk
of faith and God’s divine providence, seemingly working toward dying in a manner
which resembles Christ’s death. They especially embody characteristics of the good dier
as they display characteristics of the ars moriendi, as people who are rational and
accepting of death, exhibit selfless qualities—able to dispense wisdom and insight into
the illness experience, they are positive, at peace with death and others—seemingly able
to die gladly, and not alone or lonely as they are supported by family and health care
providers. Finally, they are individuals who are still living, who perform the anti-sick
role. That is, they not frail, elderly, or on their death beds, but can still live actively at the
EOL by maintaining responsibility and engaging in reciprocal relationships; ideals
especially fitting with ars moriendi as mors repentina (i.e., sudden death) was regarded
as “ignominious and shameful” (Ariès, 1981, p. 10).
Cultural constructions of a good death are ingrained in the EOL experience, given
that many elements of the ars moriendi emerged in EOL narratives. Furthermore,
patients’ claims in the current study support the notion that societal expectations exist for
their EOL experiences. Specifically, Jake discusses his disinterest in hobbies and reflects
that maybe he “should” have some hobbies. Jake’s repetition of the word “should”
suggests that expectations exist regarding how he should be experiencing the EOL stage.
Likewise, Jennifer explains that “for a hospice patient” she thought she was doing well,
further displaying that there are expectations for being a hospice patient. Thus just as
Kleinman argues (1988) “there are normal ways of being ill” (p. 5), it appears there are
also normal ways of dying. Essentially the findings of the current study suggest that the
EOL stage is colonized by the ars moriendi or cultural constructions of what it means to
die well. Frank (2009) argues that such colonization is quite possible at the EOL as
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“everyone wants a good death” (p. 171), and this cultural desire for the good death can
cause people to become focused on a particular story as a template for dying.
Faust (2008) argues, “of all living things, only humans consciously anticipate
death; the consequent need to choose how to behave in its face—to worry about how to
die—distinguishes us from other animals” (p. xiv). Essentially, “the need to manage
death is the particular lot of humanity” (p. xiv). The cultural construction of the good
death emerged as a particular way to manage death, but in so doing also colonizes the
EOL experience for some individuals. That is, some elements of a good death might not
be possible for all individuals to achieve at the EOL, and individuals who do not meet
those ideals might not be able to construct alternative meanings of their dying
experiences to achieve their own good death. To elaborate, in the current study the theme
not alone emerged as patients were able to discuss the support they receive from loved
ones and health care providers. However, unique to the current study is the fact that the
narrative performers were affiliated with hospice, a philosophy responsible for returning
death to the home so that families could resume the role of primary caregiver. Thus it is
possible that this ars moriendi ideal of being surrounded by family and not alone is
specific to particular caretaking contexts. While being not alone is fundamental to
hospice care, other individuals nearing the EOL might not be able to construct this
particular cultural ideal of the good death. Furthermore, all patients in this study were
over the age of sixty-five and most likely Christians given their specific discourses of
faith, which enabled them to meet the ars moriendi ideals of giving their souls gladly at
the end of a long life and dying in a manner which resembles Christ’s death; ideals that
some individuals nearing the EOL might not be able to obtain.
What EOL colonization means for the broader area of illness narrative research is
that while illness narratives in general reflect elements of post-colonization, specific
contexts might still be colonized in particular ways. To clarify, the illness narratives in
the current study generally reflect the process of a post-colonial turn, but in terms of the
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EOL content and identities, colonization is still apparent. These findings suggest that
modernism and post-colonialism need to be studied within specific illness contexts, and
within specific populations, to explore whether and to what extent illness experiences are
being colonized.
Life-Span Research
As discussed in chapter one, the current study attempted to extend life-span
research to the context of the EOL as a specific life stage that is ripe for identity
construction. The current study suggests that the EOL should be regarded as a stage of
growth, development, and change, given that the findings are compatible with some of
the foundational assertions of the lifespan perspective. Specifically, the assertions of
positive development occurs throughout the life-span, diversity and pluralism occur in the
changes throughout life, and inter- and intra-individual diversity exists as individuals
progress through the lifespan framed the meaning-making in patients’ narratives.
First patients display the assertion that although aging and terminal conditions
might result in physical decline, cognitive and socioemotional development can continue
and improve at later stages as well. For instance, patients suggested that they were
capable of adapting to their physical decline by using their cognitive skills to creatively
modify their behavior to still achieve their goals. Furthermore, despite the fact that their
physical decline made them dependent on others, patients constructed themselves as
competent relational partners who continued to strive for relational reciprocity.
Patients also portrayed the life-span assertion when they talked about the changes
in their lives as entailing diversity and pluralism. That is, instead of telling about their
development as a linear process in which their terminal illnesses prompted a gradual
physical decline, they displayed their experience as complex when they talked about
improving physically at the EOL and outliving their prognoses. Finally, the lifespan
assertion that inter- and intra-individual diversity occurs as individuals progress through
the life-span was supported as patients suggested that they made sense of their current life
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stage through the historical or cultural time in which they lived. For example, patients’
narrative segments regarding familial obligations and manual labor work experiences
suggested particular requirements for a good life and patients’ constructions of the good
dier identity evidenced elements of the cultural construction of the good death.
Given that the findings in the current study engage life-span assertions, support
exists for a life-span approach to be applied to the EOL. Generally the EOL has been
regarded as a difficult stage in life, given U.S. culture’s discomfort with death. However
if scholars approached the EOL with a life-span perspective, which regards all stages of
life as sites for potential growth, development, or change, despite physical functioning
losses (Pecchioni et al., 2005), the EOL might appropriately be regarded as a life stage
with the potential for growth and development.
Broader Knowledge Contributions
Beyond contributing to the scholarly conversations regarding illness narrative and
life-span research, the current findings also offer broader knowledge contributions.
Specifically, patients’ narratives offer insight about audiences of narrative performances
and relational communication such as family interactions and patient/provider
relationships.
Narrative Audiences
As addressed in the forthcoming limitations section, patients were only asked to
reflect on the narratives they performed with others. That is, actual narrative
performances with family, friends, and health care providers were not observed.
However, the reflection questions still offer insight into the significance of the narrative
audience and suggest that narrative performers do in fact consider their audiences when
making narrative decisions. Patients discussed how narratives preformed with family and
friends and health care providers included practical needs talk, as patients described
themselves as needing to inform their caretakers about their concerns. Furthermore,
patients portrayed themselves as engaging in reciprocal relationships when they described
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narratives with family and friends as including relationship affirmation and narratives
with family, friends, and health care providers as including everyday talk. Relational
history seems to impact the narratives patients perform, which supports the fact that
narrative audience members do indeed facilitate or constrain narrative performances
(Langellier & Peterson, 2004).
The current findings also support the idea that narrative performers consider the
audience in the narrative performance. Multiple times throughout the interview, patients
checked in with me to make sure I was finding interest in their narratives. For example,
when Alan was telling me about his past business travels, he interrupted himself in order
to gauge my interest. He tells, “It was so cold… is this interesting you?” Later, Alan
emphasizes his awareness and concern for his audience when he concludes, “That's the
end of my story I believe. I can’t think of nothing else that would interest you.”
Similarly, other patients report that they withhold some storylines with their family,
friends, and health care providers due to assumed lack of interest, fear of causing a
burden, and desire to maintain privacy. Given these statements and the unique themes
that emerged for alternative audiences, the current study provides support for previous
theories which highlight the significance of narrative audiences.
Relational Communication
The findings from this study also contribute to scholarly conversations regarding
relational communication. Specifically, findings about narratives performed with other
audiences support previous research on EOL conversations with family and friends and
offer new insights for patient-provider relationships and interactions.
Family Communication at the EOL
As mentioned, the current study supports Keeley and Yingling’s (2007) research
on final conversations (FC) with loved ones. While most people would expect that FCtalk (conversations nearing the EOL) would involve “deep and intense messages of the
sort that you don’t hear every day” (p. 37), they found that these conversations often
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consist of mundane, everyday talk. Similarly in the current study, the normality of life is
highlighted as patients claim that they engage in daily narratives with family and friends
which include everyday talk, sharing humorous stories, and avoidance of death. Thus,
the current study offers support for FC research. Furthermore, given that patients
performed narratives with me that consisted of a wide variety of “deeper” topics, this
study also suggests that if prompted, patients might engage in conversations with family
beyond everyday talk. Thus, family members might be encouraged to ask more questions
and allow their loved ones to perform whatever narratives the loved ones choose.
The study makes a second contribution to family communication at the EOL, with
regard to the influence family and friends might have on identity construction when they
serve as narrative audiences. As mentioned, Langellier and Peterson (2004) argue that
narrative audiences have the power to facilitate or constrain narrative performances.
Given Eisenberg’s (2001) argument that uncertainty can prompt others to place
constraints on identity construction, it is possible that when serving as narrative
audiences, family members and friends place expectations on their loved ones for
particular identity performances. Although in the current study I did not examine
narratives performed with family as audience, the potential exists for loved ones to
impose cultural expectations on individuals as the EOL given the pervasiveness of the
cultural construction of the good death. Furthermore, patients shared that they often
withheld certain topics in their narrative performances with family and friends so as to
not burden them, supporting the fact that audiences influence narrative performances. As
Fitch (1998) argues, it is the cultural or “communal resources, both communicative and
symbolic, that people utilize to construct meaning in everyday activities” (p. 3). Thus it
is possible that unbeknownst to them, family and friends draw on the dominant cultural
construction of the good death to construct meanings of their loved one’s EOL and
impose on them ideals of the good death which might not be possible for all individuals
to achieve. These cultural ideals can lead to added stress for individuals at the EOL who
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might be unable to die according to their family’s expectations. Thus the findings of this
study offer awareness to family regarding EOL expectations, which I elaborate on in the
forthcoming practical applications section.
Not only do dominant cultural constructions of the good death present potential
complications for individuals at the EOL in making sense of their deaths, these cultural
constructions might also complicate grieving processes for the bereaved. Specifically, if
culturally there exists, a “correct” way to die and individuals are unable to achieve this
death, family members might not only experience the grief of losing a loved one, but also
the added stress of that loved one not dying “well” by cultural standards. Bearing the
burden of believing that they could not provide a “good death” for their loved ones might
extend grief. Again, awareness of dominant cultural ideals might improve this process.
Patient-Provider Relationships
The current study also contributes to research regarding patient-provider
relationships, given the themes that emerged when patients reflected on their narratives
with health care providers. Given that patients rely on physicians for sound medical
advice and guidance, relationships between physicians and patients have become a vital
area of research for health communication scholars (Emmanuel & Emmanuel, 1992;
Iedema, Sorenson, Braithwaite, & Turnbull, 2004; Roter & McNellis, 2003; Szasz &
Hollender, 1956). However past typologies of patient-physician relationships have
focused less on the social interaction between patients and physicians and more on
dimensions of power and control. While dimensions of power and control are evident in
the current study, as patients legitimize medical knowledge in their EOL narratives, the
current findings also call attention to a social relationship dimension in patient-provider
relationships. Specifically, patients construct their relationships with their health care
providers in ways that seem to resemble intimate, interpersonal relationships. As evident
in the theme reciprocal relationships, patients claim that they engage in everyday talk
with their providers, a subtheme which was also characteristic of narratives with friends
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and family. Furthermore in the subtheme metaphorically not alone, patients describe
their relationships with health care providers as including emotional and esteem support.
Essentially, patients explain that their health care providers offer support which extends
beyond the instrumental support typically thought to be the center of traditional patientprovider relationships. While the types of patient-provider relationships in the current
study might be specific to hospice patients and their care teams, the current findings
highlight the need to consider social and interpersonal dimensions in patient-provider
relationship research.
A second contribution this study offers to patient-provider relationship research
regards the aforementioned focus on power in relation to theories about shared decisionmaking. In the current study, patients’ discussions of their doctors’ advice was included
within the thematic category limited role in decision-making processes, as patients often
said of the doctors, “Well, you folks know what you’re doing…” and “Doctors decided it
would be the best for me to go with hospice since I was not taking any treatment.” In
these utterances, patients appeared to legitimate their doctors’ medical knowledge over
their own embodied experiences. It must be noted, that the age of the current sample
might have contributed to these claims about their doctors’ knowledge and expertise.
Specifically, Deber, Kraetschmer, Urowitz, and Sharpe (2007) found, older adults tend to
prefer more passive roles in decision-making. However, it is also possible that cultural
perspectives regarding what knowledge counts as legitimate in illness contexts also
impacts how scholars define shared decision-making. Edwards and Elwyn (2009)
acknowledge that problems exist regarding the definition and in order to achieve a
change, scholars need to gain a more in-depth understanding of factors that influence
shared decision-making. One avenue of study I argue scholars could benefit from is
closer examinations of what cultural meanings are constructed and reified regarding
knowledge and expertise within health care encounters, which could contribute to
scholarly conversations about shared decision-making.
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Practical Applications
The current findings can be practically applied to health care at the EOL, given
the insights these findings offer regarding the ‘good death.’ As mentioned, society is still
trying to achieve ideals of the good death today. The health care field is not immune to
this pursuit. According to the Institute of Medicine (1997), in EOL care a good death is
defined as one that is “free from avoidable distress and suffering for patients, families,
and caregivers; in general accord with patients' and families' wishes; and reasonably
consistent with clinical, cultural, and ethical standards.” This statement suggests a
holistic perspective which attends to all the dying person’s mental, emotional, physical,
and spiritual needs. However, the health care field most often takes a clinical perspective
which defines the good death by quality of treatment and often speaks more to the quality
of the institution and less about how individuals construct a good death (Cartwright,
Miller, & Volpin, 2009; Cohen, Poppel, Cohn, & Reiter, 2001; Payne, Langley-Evans, &
Hillier, 1996). Specifically, a good death in the health care field generally begins with
end-of-life medical treatment that minimizes physical pain (Byock, 1996). Given the
identities constructed in the current study, it is apparent that meaning-making beyond
medical intervention occurs at the EOL stage. As such, the current study might be
applied to clinical definitions of a good death to attend to patients’ other EOL nonmedical needs. Furthermore, given the increase in hospitalizations at the EOL and the
fact that a large percentage of people die in a hospital or nursing home (Kroft, 2010), the
need to reexamine clinical definitions of a good death is necessary for all health care
providers, and should no longer be regarded as the sole responsibility of oncologists,
social workers, and other specialties specifically trained in EOL care.
The second practical application of the current study is that it offers awareness to
family, friends, and health care providers regarding social expectations of the EOL.
Given the apparent colonization of EOL narratives and patients’ concerns of social and
audience expectations, it is evident that pressure exists regarding the ‘right’ way to die.
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Furthermore, Frank (2009) argues that it is often family, friends, and caregivers who
perpetuate these expectations in the ways in which they relate to individuals nearing the
EOL. Perhaps a reasonable question is, “How much of the ‘good death’ is for the person
dying and how much for the person helping him [sic]?” (Nuland, 1993, p. 195).
Awareness of how pervasive cultural constructions of the good death are might help
others to encourage individuals nearing the EOL to make their own, alternative meanings
of their illness experiences. Furthermore family, friends, and health care providers might
help to relieve some of these societal pressures by eliminating other expectations they
have for individuals nearing the EOL. That is, family, friends, and health care providers
might provide space for individuals at the EOL to make unique meanings of the EOL by
encouraging them to tell their own stories and listen by thinking with stories:
“heightening attention to stories that are their own truth” (Frank, 1995, p. 24).
Limitations of the Study
While the interviews in the current study offer insight into some experiences of
individuals nearing the EOL, no study is without its limitations. Overall, it is important
to note that given the interpretive nature of this study, the findings were never intended to
be generalizable to all individuals at the EOL. The current study simply provides insight
to the meaning-making of one particular group of individuals and the following
limitations address the uniqueness of the sample.
The first limitation relates to the homogeneity of the sample. To begin with, all
the patients in the current study were hospice patients. As mentioned in chapter two, I
made the requirement that participants must be enrolled in a hospice program in order to
participate so that I could specifically capture EOL narratives. While the hospice patient
status places these patients in the final stages of life which is in line with the research
purposes of the current study, hospice care also offers exclusive benefits. Thus, some of
the identity constructions that emerged might have been specific to the hospice status.
For instance, the theme general death awareness emerged when patients realized the
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terminality of their illnesses because of their hospice referrals. It is likely that general
death awareness might have emerged with non-hospice patients, as patients also
associated their illness terminality with the end of curative treatment; however, hospice
patient status was specifically invoked as patients talked about death awareness.
The hospice patient status might have also impacted how patients talk about their
relationships. As mentioned in chapter three, the family often has significant
involvement when hospice care is incorporated in the EOL stage. With hospice, the
dying process takes place at home, with care often provided by family members. Thus
the themes regarding support provided by family members might represent a pattern in
hospice patient-specific narratives. Along with family care, hospice patients also receive
care from interdisciplinary hospice team members (IDTs). While interviewing, I asked
patients about their health care providers in general, allowing them to choose whom they
considered their health care providers, and patients referenced their hospice care teams.
Hospice care teams provide a myriad of holistic services to hospice patients, well beyond
what traditional care providers can offer. These services include visits with physicians,
nurses, chaplains, social workers, volunteers, and music and massage therapists among
others who all work with patients and families (National Hospice and Palliative Care
Organization website, 2009). Thus themes related to support provided by health care
providers might also be unique to hospice care and not necessarily emerge in EOL
narratives performed by non-hospice patients.
The hospice patient status might have also contributed to the ethnic homogeneity
in the current sample, as hospices generally serve a low proportion of nonwhite
populations (Jennings, Rynes, D’Onofrio, & Baily, 2003). While my sample is reflective
of the larger hospice population, having a more ethnically diverse sample might have led
to other findings in terms of identity constructions.
The sample also consisted of patients from the Midwestern region of the United
States which might have impacted the findings as well. As Philipsen (2008) argues,
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“whenever people engage in interpersonal communication there are traces of culture
woven into their messages” (p. 269). As with any talk, the narratives performed in the
current study likely include cultural meanings, as patients told life narratives of manual
labor and farm work common to rural areas. A sample with more regional diversity
might have resulted in different findings.
Finally, although religiosity or faith demographics were not solicited, themes
suggest that the majority of patients were Christian. As such, themes related to the good
death ideal of dying in a Christ-like manner might not have emerged in samples with
more diverse faith backgrounds. However, McAdams (2006) argues that redemption is
one of the most common themes that emerges in narratives performed by American
adults, and this redemption is often linked to religious ideals as it represents “a
deliverance from suffering to a better world” (p. 7). Thus this idea of redemption can be
seen in many cultural traditions and various major religions. However, McAdams argues
that religion is especially apparent in American sense-making, which is evident because
“their stories unconsciously tap into an evolving tradition of faith and spirituality that is
quintessentially American” (p. 145).

As such, it is likely that because this study is based

in U.S. culture, which is dominated by Christian ideology, that themes of redemption,
dying gladly, and achieving the good death might still emerge in other U.S. samples.
The current study had two limitations related to the interview process. I noted in
chapter two that many narrative interview prompts assume that participants have a story
to tell or are willing or prepared to immediately offer a lengthy account of their
experiences (Riessman, 2008). I was mindful of this issue and created a more specific
prompt to offer as a starting point. Even with this prompt, however, patients still
responded that they were unsure of what exactly to tell. They often asked me to clarify
whether I meant their hospice story, their life story, or the story about when they first
found out about their illness. While at first I considered providing more clarification, I
did not want to direct the narratives any more so than I already had with the initial
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prompt. Thus, I responded to patients’ questions such as “You mean in regards to
hospice?” with “if that is the narrative you want to tell, it would be fine. Or if you want
to tell a different narrative, it would also be fine.” When I responded to patients’
questions with a vague answer they began to tell their narratives, suggesting that more
clarification might not be needed in order for them to perform a narrative of their choice.
Perhaps they only require confirmation that how they considered beginning their
narratives would be acceptable. Still if conducting a similar study in the future, it would
be necessary to be mindful of the role the initial prompt plays in the co-construction of
the narrative. One recommendation would be to follow Riessman’s (2008) suggestion
that researchers embrace the position of co-participant in a way that encourages
participants “to speak in their own way” (p. 24). That is, regardless of the level of detail
researchers first offer participants, it is important to maintain the perspective that
however the participants respond is significant as narrative interviewing involves
following participants’ trails, as they work through their own stories.
Finally a second limitation in the interview process concerns the attempt at
understanding narratives performed to different audiences. As mentioned, these
interview questions were used to consider the fact that EOL narratives might differ
depending on what audience is present. However, these questions simply asked patients
to reflect about the narratives they tell to others, and thus these questions could not get at
the complexity of what these narratives look like when they are actually performed with
the other audiences. Langellier and Peterson (2004) argue that situational and material
constraints impact a narrative performance. That is, audience members can facilitate or
constrain a narrative performance by bringing new experiences, shared language, culture,
and other nuances to the situation. While in the current study I was an audience member
that could facilitate or constrain the narrative, I was not the family member or health care
provider that these narratives were performed with, and thus I could not obtain as rich
data regarding content or identities in EOL narratives performed with other audiences.
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Many of the aforementioned limitations might be addressed in future studies to gain more
insight into EOL narratives. Thus, I offer suggestions for future research in the following
section.
Directions for Future Research
It is important to note that the findings from the current study only represent the
experiences of the persons interviewed. As mentioned, it was required that all
participants in the current study were hospice patients. Thus, a necessary direction for
future research would be to explore narratives performed by non-hospice patients in order
to understand whether colonization of EOL narratives is occurring or if it is possible that
hospice staff members specifically work to enable patients to obtain positive deaths like
the ones described in the current study. Hospice patients, unlike others, might have a
time to prepare for a good death, thereby enabling them to perform the current narratives.
As mentioned, the findings from this study suggest that modernist and postcolonial modes of meaning-making need to be studied within specific illness contexts to
explore whether and to what extent illness experiences are being colonized. Thus a
second recommendation for future research is to conduct similar studies which relate to
particular illness types. For example, researchers could consider whether narratives
performed by PLWHAs are colonized by cultural constructions specific to the AIDs
illness context.
Future research might also be directed toward different cultures. As mentioned,
the current study is focused on mainstream U.S. and the cultural construction of the good
death as exemplified in the particular themes of the good dier identity are unique to U.S.
culture. Other cultures have unique ideals of what it means to die well. For example,
Iranmanesh, Hosseini, and Esmaili (2011) interviewed Iranian bereaved family members
and found that central to their construction of a good death is being respected as an
individual. Because different cultures might have unique ways of defining a good death,

164

future research based in specific cultures could illuminate whether the EOL is colonized
by each culture’s unique construction of a good death.
Another recommendation for future research regards the age of participants. The
current study required that participants were 65 years old or older. This age potentially
allowed patients to position themselves as meeting the ars moriendi ideal of dying
‘gladly.’ Specifically, patients were able to construct themselves as having lived a good
long, life, leaving a legacy, and being ready to die. Furthermore, as noted in the
contributions to life-span research in chapter one, the age group might have resulted in
cohort effects. That is, the particular group of adults aged 65 and older might have lived
through particular historical or cultural times, and so selecting a different cohort might
yield new findings. Thus future research could include a younger cohort to explore how
identity constructions might be different depending on the particular historical periods the
participants lived through.
Because I did not solicit any information about religion or faith, it is not entirely
clear that the majority of the sample identified as Christian. However, similar to the call
for future research to examine different cultures’ constructions of the good death, future
research might focus on examining EOL narratives from individuals of diverse faith
backgrounds. Although I argue that themes of redemption which work to achieve the
ideal of dying gladly would likely emerge in EOL narratives performed by nonChristians, future research could investigate this variable more closely.
Finally given the limitation of obtaining rich data for narratives with other
audiences, future research might attempt to study the actual narrative performances
patients engage in with other audiences. As an audience member, the researcher still
plays a role in the co-constructions of the narrative; however, with family or health care
providers present as the central audience, researchers might obtain richer data than the
current study could provide. Also related to family participation, future research might
include narratives from family members to understand how they construct their loved
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ones’ identities. As addressed in the practical application section, it is possible that
family members, friends, and health care providers perpetuate societal expectations of the
good death. As such, future research could compare family members’ identity
constructions with patients’ identity constructions to understand what identity
expectations might exist at the EOL.
Conclusion
Overall, the illness narratives in the current study reflect elements of both postcolonial and modernist thought in identity constructions. These findings suggest that a
post-colonial turn is taking place within general illness narratives. However, these
narratives also align with cultural constructions of the good death, specifically the ars
moriendi, which suggests that EOL-specific illness narratives are colonized by
expectations for the EOL. This colonization might be due to the fact that patients were
enrolled in hospice care and perhaps able to achieve some of the good death ideals. Thus
future research can complement this study to better understand this apparent colonization
of the EOL by studying terminal, non-hospice individuals. Also, the findings suggest that
illness narratives need to be studied on a contextual level in order to determine whether
illness narratives are continuing to be colonized. The findings can be practically applied
to health care organizations in definitions of the good death and also to teach family,
friends, and providers about societal expectations they might be perpetuating and
identities they might be imposing on individuals nearing the EOL.
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requirements for the protection of human subjects. IRB approval does not absolve the
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Subjects Research.” Research investigators are expected to comply with these policies
and procedures, and to be familiar with the University’s Federalwide Assurance, the
Belmont Report, 45CFR46, and other applicable regulations prior to conducting the
research. These documents and IRB application and related forms are available on the
Human Subjects Office website or are available by calling 335-6564.
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(Opening comments: I will work on gaining rapport with patients by asking them how
they are and about their day.)
I want to start by thanking you for your willingness to share your story today. I
understand that you have taken the time to meet with me, and I want you to know I
appreciate your participation in this conversation with me. My goal simply is to
understand your experience during this stage of your life. There are no right or wrong
answers -- I would just like to hear about your experience in as much detail as you feel
comfortable sharing. Take as much time as you need. If you want to share for ten
minutes, I am happy to listen. If you would like to share for an hour, I am happy to
listen. Our conversation will last as long as you would like it to, so if at any time you
would like to end it, please just let me know. Again, please share with me only as much
as you feel comfortable with.
I am conducting this study through St. Luke’s Hospital and Mercy Medical
Center, to hear the stories people share about their experiences nearing the end-of-life.
I will begin by asking you to tell me your story of your experiences as you are
nearing the end of life. Take as long as you need to share your story with me. I will not
interrupt at all during this time, nor will I ask any clarifying questions. This is your
chance to share your story. I will simply be listening as carefully as I can. To help me
listen, I’m going to be tape-recording you, if you give me consent to do that. This way, I
won’t have to take notes and can devote my full attentions to you, and later go back and
review what you tell me today.
When you determine you are finished telling your story, I have a few follow-up
questions to ask.
I have a consent form which provides more detail about the conversation I want to
have with you. (Read through and have them sign)
(Turn tape recorder on now)
Do you have any questions before we begin?
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When I was describing our conversation, I have been referring to “your story” and
that is what I would like to hear from you today. Specifically, hospice has identified you
as terminally ill or in the final stages of your illness. Since many people do not know
very much about the end-of-life experience, I am interested in hearing the story of your
experience.
Once the patient has told her/his story, I will probe for more details about the
content of the story by asking the follow-up question, “Can you tell me more about…?”
Post Narrative Interview Prompts
2. Have you ever shared this story, or parts of it, with others before?
a. With whom? What is/are their relationships to you?
3. What was the occasion(s) for sharing this story with others?
4. What were your reasons for sharing this story?
5. Were there things you did not include in the telling(s)?
6. What were your reasons for leaving things out?
7. What story have you been sharing with family and friends about your
experiences?
a. (If different from the story s/he shared with me, I will ask) How do you
think your family and friends would react to the story you shared with me
today?
8. Do you think your family and friends expect you to say certain things in your endof-life story?
a. Like what?
9. Are there things related to your end-of-life experiences that you don’t think your
family and friends would want to hear?
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a. Like what?
10. What story have you been sharing with your health care provider about your
experiences?
a. (If different from the story s/he shared with me, I will ask) How do you
think your health care provider would react to the story you shared with
me today?
11. Do you think your health care provider expect you to say certain things in your
end-of-life story?
a. Like what?
12. Are there things related to your end-of-life experiences that you don’t think your
health care provider would want to hear?
a. Like what?
13. Can you describe for me what it means for you to die well?
14. For some life transitions, we have a clear sense of the way it ought to be—from
media images, books, movies, and so forth. For example, the society has an
image for what dating looks like, what adolescence is like, what retirement is like,
and so forth. Of course, people’s actual experiences with these life transitions
might be similar to, or different from, these societal images. Do you think there
are any societal images, or models of the life transition you are experiencing right
now?
a. What do you think that image or model is?
b. In what ways does your experience match or depart from that
image/model?
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15. How do you see yourself in relation to your illness?
a. How do you think your family and friends see you in relation to your
illness?
b. How do you think your health care provider sees you in relation to your
illness?
16. What was it like to talk about all of this with me today?
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Table D1.Table of Findings
Identities
Identity 1: The
Experienced Individual

Identity 2: The Believer

Identity 3: The Ailing
Individual

Themes
-Life narratives

-Imparting wisdom
-Faith
-God’s Divine
Providence
-Lack of control

-Dependence on
others

Identity 4: The Good
Dier

-Acceptance
-Selfless qualities

-Dying gladly
-Not alone

Identity 5: Still Living

-Denial of imminent
death
-Performing the antisick role
-Reciprocal
relationships

Subthemes
-Work experience
-Successful life experiences
-Moral stance
-Knowledgeable about
illnesses

-Past healthy self
-Older adulthood
-Uncertainty related to
condition
-Impairments
-Instrumental support from
others
-Limited role in decisionmaking processes
-Practical needs talk
-General death awareness
-Death as personally relevant
-‘What it’s like.’
-Thoughtful of narrative
audiences
-Lighthearted conversations
-No regrets
-Physically not alone
-Metaphorically not alone

-Outliving the prognosis
-Previous instances of near
fatal experiences
-Not spectacular
-Differing from expectations
-Maintaining responsibility
-Awareness of the burden
-Everyday talk
-Lessons to others
-Relationship affirmation

Minor Subthemes

-Visited by others
- Emotional and
esteem support
-Leaving a legacy
-Part of a group
identity

-Modified control
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