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ABSTRACT
BEYOND PROGNOSIS COMMUNICATION: EXPLORING THE EXISTENTIAL
DIMENSIONS OF PALLIATIVE CARE CONVERSATIONS WITH ADULTS WITH
ADVANCED CANCER
Elise C. Tarbi
Salimah H. Meghani, PhD, MBE, RN, FAAN
Communication about prognosis is integral to effective palliative care. However,
prognosis communication often entails considering mortality, which can trigger
existential questions. We understand very little about how existential experience is
communicated in palliative care conversations. To fill this gap, this dissertation
addresses the following aims: (1) Clarify the concept of the existential experience within
the context of adults with advanced cancer (Chapter 2); (2) Describe how patients,
families, and clinicians communicate about existential experience in palliative care
conversations (Chapter 3); and (3) Explore the intersection between prognosis
communication and existential dimensions of conversation (Chapter 4). To accomplish
Aim 1, we synthesized published qualitative literature regarding how adults with
advanced cancer describe their existential experience. Using Rodgers’ evolutionary
method of concept analysis, we conceptualize existential experience as a dynamic state,
preceded by confronting mortality, defined by diverse reactions to shared existential
challenges related to parameters of existence (body, time, others, and death), resulting
in a dialectical movement between existential suffering and joy. To address Aims 2 and
3, we analyzed a randomly selected subset of an existing Palliative Care Communication
Research Initiative (PCCRI) study dataset. PCCRI data includes verbatim transcripts of
inpatient palliative care consultations with adults with advanced cancer. Using a
qualitative descriptive approach, we found that overall, existential communication was
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woven within palliative care conversations, and related to key themes of: 1) Time as a
pressing boundary; 2) Maintaining a coherent self; and 3) Connecting with others. In
Chapter 4, we took a mixed methods approach, quantitatively stratifying the study
sample by levels of prognosis communication and qualitatively describing existential
dimensions of conversations within and across none, low, and high levels of prognosis
communication. We found existential and prognosis communication were deeply
interconnected. Additionally, existential communication was more common within
conversations with higher levels of prognosis communication, representing an existential
shift compared to the more physical focus of conversations with no prognosis
communication. This dissertation generates new knowledge about how existential
experience is communicated during naturally-occurring palliative care conversations.
Our findings have implications for improving how we communicate with, and care for,
individuals with advanced cancer and their families.
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CHAPTER 1: INTRODUCTION
Conversations about prognosis are integral to achieving the benefits of palliative
care.2-6 These conversations often entail confronting mortality, inherently bringing
existential considerations to the fore.7-10 However, the existential dimensions of these
conversations have yet to be fully explored. Existential experience is defined in this
dissertation as a moment or situation in which an individual confronts the boundaries of
life and has to attempt to figure out what this means for their understanding of the self,
life, and death.11 In the clinical setting, existential experience can be recognized when an
individual seeks answers to life’s larger questions, such as: “‘Why am I here?,’ ‘What is
the purpose of my life?,’ and ‘What will happen to me after I die?’”12 In this dissertation,
we use existential communication to refer to any expression of existential experience,
including the full range of existential dimensions that may be conveyed in conversation
(including existential suffering as well as existential joy and the myriad possibilities in
between). Prognosis communication is defined as any forecast expressed by any
conversation participant regarding the likely course and outcomes of disease (e.g.
regarding quality of life or length of life).6 For both existential and prognosis
communication, we considered expressions made by patients, patients’ family members
or close friends (including health care proxies), and palliative care clinicians.
This dissertation represents an analysis of existing data from the Palliative Care
Communication Research Initiative study (PCCRI; RSG PCSM124655; PI: Gramling).13
Using a mixed methods approach,14,15 we explored the existential dimensions of
palliative care conversations related to prognosis in adults with advanced cancer.
Discovering how prognosis communication intersects with the existential dimensions of
palliative care conversations addresses a critical gap in the literature. Furthermore,
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identifying these dimensions can enhance clinicians’ ability to recognize and attend to
existential concerns in palliative care conversations, and improve the way we care for,
and communicate with, individuals and families during the most vulnerable times in their
lives.
This chapter presents theoretical and conceptual underpinnings that ground this
work, describes the phenomenon of existential experience, and situates existential
experience within the context of prognosis communication during palliative care
conversations. Additionally, this chapter provides an overview of the specific aims and
method of inquiry for this dissertation. Chapter 2 clarifies the concept of the existential
experience in adults with advanced cancer and provides the conceptual framework for
this dissertation. Chapter 3 describes how patients, families, and clinicians communicate
about existential experience in palliative care conversations. Chapter 4 qualitatively
describes how existential experience is expressed by patients, families, and clinicians in
conversations within and across different levels of quantified prognosis communication
(none, low, high). Chapter 5 provides an overall synthesis of the research findings,
describing and interpreting the significance of study results, and identifying implications
for future research and practice.
Theoretical and Conceptual Underpinnings
Broadly, the theoretical basis for this dissertation is rooted within the traditions of
existential philosophy and psychology. Philosophers such as Sartre,16 Heidegger,17 and
Keirkegaard18 hold a shared belief which is most relevant to this dissertation. This
shared belief is that existence precedes essence. This means that we are born into the
world, and so we exist, but there is no general account of what it means to be human;
the essence of existence is unique, created through the choices individuals have the
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freedom to make.19 A salient theme in existential philosophy, therefore, is the idea that
we are co-creators of forming who and what we are.20
Existential psychology evolved out of existential philosophy and deals with
questions relating to the most basic tenets of existence: the meaning of one’s being,
freedom, isolation, and death.21 These tenets are understood as inescapable givens of
human existence. However, we may not be forced to deal with these givens in our daily
life, until, as the existential psychotherapist Irvin Yalom writes, a “jolting experience in life
tears a rent in the curtain of defenses.”21 At this point, we confront the reality of our
impending nonexistence much more intensely, and seek to clarify what it means to be
alive.22 This can occur during serious illness, when one is confronted with the
boundaries of life and navigating the givens of human existence becomes much more
urgent.
Situating this work within existentialism provides a philosophical foundation for
this dissertation, with a focus on the individual’s subjective experience in the shadow of
threatened existence. We developed the Conceptual Model of Existential Experience in
Adults with Advanced Cancer11 to contextualize these theoretical underpinnings within
the population of focus for this research. This conceptual model grounds this
dissertation. Additionally, in the spirit of remaining true to the person-centered
philosophy of existentialism, this dissertation is also rooted in a philosophical
commitment to person-centered care.23,24
Conceptual Model of Existential Experience in Adults with Advanced Cancer
As will be described in depth in Chapter 2, we developed this conceptual model11
using Rodgers’25 evolutionary method of concept analysis to synthesize the published
qualitative literature surrounding how adults with advanced cancer describe their
existential experience. This model (Figure 1.1) grounds this dissertation in two important
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ways. First, it framed our understanding of the theoretical relationship between the
consideration of mortality involved in prognosis communication and existential
experience (this relationship is highlighted in red in the model). This understanding
shaped our approach to analysis in Chapter 4, with the rationale that conversations
including more or less discussion of prognosis may entail consideration of mortality in
different ways. Additionally, this model highlights the full spectrum of existential
experience, as compared to much of the research related to existential experience which
focuses only on certain aspects of experience (e.g. primarily suffering). Since the
existential experience of individuals with advanced cancer is dynamic and heterogenous,
this model provided us with a foundation for exploring the totality of experience.
Person-Centered Care
Other investigators have grounded naturalistic observations of palliative care and
hospice conversations in a patient-centered communication framework, to underscore
the importance of the reciprocal nature of these encounters.26 We agree it is imperative
to attend to the interactive aspect of palliative care conversations, and prefer a personcentered approach as this conceptualizes the person more broadly, recognizing the
person is more than their disease or illness.24,27,28 This approach is central to the focus of
this dissertation on the patient as a whole human being with many dimensions that
require attention.
Importantly, person-centered care emphasizes the person is inseparable from
their social context, with friends and family at the hub of care.23 Care partners may
experience their own existential challenges when accompanying a loved one through
serious illness.29 However, few studies have incorporated the caregiver’s perspective on
their own or their loved one’s existential experience.30 Through investigating the dynamic
interchange between patient, family, and clinicians this dissertation aims to address this
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important gap, honoring the relational nature of palliative care communication.26,31
Grounding this work in the philosophy of person-centered care recognizes the
complexity of palliative care communication and was fundamental to our ecological
approach to analysis of the conversations, considering the unit of analysis to be the
conversation rather than the individual speaker.32 Indeed, this approach to analysis
recognizes the interactional nature of conversation, with all speakers engaged in coconstructing dialogue and meaning.31,33-35
Background and Significance
The study of the individual human experience as it relates to existence can be
traced back to early existential philosophers. However, it was not until Dame Cicely
Saunders, founder of the modern hospice movement, introduced the concept of “total
pain” in the 1950s that existential concerns began to be emphasized in the clinical
context.36,37 This section will address how existential experience has been understood
and described in the clinical realm, highlighting the existential experience of adults with
advanced cancer and situating existential experience within the context of prognosis
communication during palliative care conversations. This section culminates in a
rationale for this dissertation’s mixed methods approach to analysis of naturallyoccurring palliative care conversations. Throughout, we identify gaps in the existing
literature and draw attention to the necessity of greater consideration of existential
experience in the care of seriously ill individuals.
Existential Experience in the Clinical Realm
In her conceptualization of “total pain,” Saunders articulated the reality that a
person’s entire being can be affected by life-threatening illness.36,37 As a result,
Saunders proposed that treatment of individuals navigating serious illness requires
attention to experience beyond the purely physical. Weisman and Worden38 drew
5

attention to the existential experience of individuals navigating cancer when they coined
the term the “existential plight.” This term refers to the increase in thoughts about life and
death an individual experiences following a cancer diagnosis.38 Over time, research into
the existential dimensions of individual experience during serious illness has evolved. As
a result, the medical community has increasingly realized that treatment of cancer
entails attention to the whole person, including existential experience.39 In recognition of
this, the National Consensus Project Clinical Practice Guidelines for Quality Palliative
Care40 include spiritual, religious, and existential aspects of care as one of the eight
domains of compassionate, patient- and family-centered palliative care. Thus, attention
to existential experience can be understood to be an essential element of palliative care.
The Importance of Existential Experience to Individuals with Advanced Illness
Existential experience is heterogenous and can have profound consequences.
When confronting mortality, some individuals may experience existential suffering.
Existential suffering is a state marked by struggling to find meaning or purpose, with
common themes including: loneliness, hopelessness, helplessness, fear of being a
burden, a sense of isolation, and fears of dying.12,30,41-43 When left unaddressed,
existential suffering can lead to reduced quality of life, increased anxiety and depression,
low quality of death and dying, and even a desire for hastened death.30,44-46
Nevertheless, other individuals may find ways to adapt and develop existential joy when
confronting mortality. Existential joy is an experience marked by personal growth, a new
or a renewed appreciation of daily life, new meaning, increased fulfillment, a sense of
connectiveness to others, and improved well-being.47-49 There is emerging evidence to
suggest that individuals likely move between these two experiences of existential
suffering and joy.50-53 It is helpful then to contemplate whether these experiences, rather
than being exclusionary opposites, are in fact juxtaposed.54 Considering this
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juxtaposition, there is a possibility for clinicians not only to mitigate suffering through
addressing existential concerns, but also to foster growth and joy in the face of serious
illness and at end-of-life.
Regardless of whether individuals experience existential suffering or existential
joy, neither, or some combination of both, individuals with serious illness report that
talking about their existential concerns is vital to a good dying process.55-57 These
concerns may include discussing personal fears about death or having a chance to talk
about the meaning of death. Though chaplains and other spiritual care providers play an
important role in addressing existential experience, patients also wish to discuss their
existential experience with their health care providers.57-59
Existential Neglect in the Clinical Context
Despite the clinical importance of existential experience to patients with
advanced cancer and to quality palliative care delivery, the existential domain of patient
experience is often neglected by clinicians.55,60-63 Cancer patients report a high degree of
unmet existential needs, such as wanting help overcoming fears, finding hope, and
talking about the meaning of life and death.55,60,64 Studies observing consultations
between clinicians and patients have found that the medical focus often overrides
attention to existential elements.54,62,65 Patients’ narratives describe how neglect of their
existential experience intensifies suffering.53,66
Clinicians face cultural, organizational, and individual barriers to addressing
patients’ existential experience. These barriers include marginalization of patients’
existential experience within the traditional biomedical model, busyness of clinical
encounters, and lack of training regarding how to engage in existential communication.6769

Importantly, clinicians may avoid conversations about patients’ existential experience

because it may activate their own existential concerns, triggering the potential anxiety
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that comes with confronting their own mortality.28,70 Therefore, the barriers to providing
existentially-informed care span multiple levels.
A critical first step to overcoming these barriers is to address clinician lack of
knowledge regarding how existential experience is communicated. Clinicians report
feeling ill-equipped to recognize and respond to existential concerns.30,63,68,71-75 They
describe existential concerns as too vague to comprehend and thus, too complicated to
approach.66,76-81 This dissertation therefore seeks to describe in detail how patients,
families, and clinicians actually communicate about existential experience during
everyday clinical encounters, with the ultimate goal of enhancing clinician ability to
recognize and respond to these needs.
Existential Dimensions of Prognosis Communication
Engaging in prognosis communication – the process of discussing “what to
expect” for an individual’s disease course – is essential for individuals and families
navigating serious illness.82,83 This engagement has implications for personal and clinical
decision-making and end-of-life planning.82,83 This dissertation builds upon work
conducted by the parent PCCRI study which has highlighted the fundamental role of
prognosis communication in effective palliative care delivery. Gramling and colleagues6
found that individuals who were most bothered by uncertainty due to prognosis had
poorer quality of life at time of referral to palliative care, as well has had greater pre-post
consultation improvement in quality of life. Another PCCRI study found that palliative
care conversations regarding length of life were associated with six-month hospice
enrollment in people with advanced cancer who endorsed end-of-life treatment
preferences for comfort over longevity.5 These findings suggest that prognosis
communication is an important mechanism by which palliative care improves the care
and quality of life of individuals with advanced cancer.
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Conversations about prognosis are about more than information exchange.
Because conversations about prognosis often involve considering mortality, they may
trigger existential questions.9,10,31 Importantly, individuals with cancer describe wanting
their hopes and fears acknowledged during these discussions.84 However, research has
shown that clinicians struggle to respond to emotional cues during serious illness
conversations.65,85 It is largely unknown how existential experience is expressed or
responded to during these conversations. Thus, exploring the existential dimensions of
prognosis communication is warranted.
Gaps in the Literature and Rationale for Mixed Methods Approach
Research exploring the existential dimensions of prognosis communication has
been primarily quantitative, investigating the relationship between elements of prognosis
communication and existential suffering. The literature suggests that existential suffering
is related to an individual’s preference to discuss life expectancy, where individuals who
endorse a preference to discuss expected survival report higher levels of existential
suffering.86 There are conflicting findings in the literature regarding whether awareness
of prognosis increases or decreases existential suffering.87,88 Tang and colleagues87
report that increased prognostic awareness leads to greater existential suffering.
However, Cui and colleagues88 found only 17.5% of participants were fully aware of their
disease and the sample still had high levels of existential suffering. Overall, the
quantitative research exploring the existential dimensions of prognosis communication is
limited in that it uses investigator-developed tools to measure existential experience,
which constrains the breadth and depth of experience that can be investigated.
Qualitative research investigating the intersection between existential experience
and prognosis communication has been primarily interview-based, asking individuals to
reflect back on serious illness conversations. Friedrichsen and colleagues7 described
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how individuals with advanced cancer hovered between wanting to face and avoid “the
absolute objective truth” in conversations relating to their prognosis. They explained
individuals were struggling for “existential survival” in the face of death, confronting the
reality that they were dying while still finding ways to exist as a person and a self. Schulz
and colleagues9 explored individual, family, and clinician experiences with health care
conversations in the setting of advanced heart failure. Participants relayed many
existential dimensions of these conversations, including evasive maneuvers to avoid
these conversations and deny mortality, powerful emotions these conversations elicit,
and the phenomenon of discussing instrumental aspects of death without addressing the
experience of dying. This qualitative research7,9 illuminates the complex nature of
existential and prognosis communication, and yet, it does not capture how these
conversations unfold in actual clinical practice.
Patient-family-clinician communication in the natural setting is complex. Honoring
the relational context of this dynamic encounter provides a fuller, person-centered
picture of actual palliative care communication. Mixed methods is an approach wellsuited to investigate naturally-occurring palliative care conversations, as combining
methods can provide a more comprehensive and complementary understanding of
complex phenomena.89 Specifically, quantitative attributes can be used to identify ideal
cases for detailed qualitative analysis through purposive sampling.90 As such, this
dissertation used a mixed methods approach to analysis of palliative care conversations
derived from the parent PCCRI study to investigate the existential dimensions of
prognosis communication. Examining recorded palliative care conversations offered a
unique opportunity to explore the range of existential experience expressed in the
natural clinical setting. Furthermore, analyzing existing data collected in the parent
PCCRI study in a new way presented the chance to study a population of individuals

10

with advanced cancer where participation in research may be otherwise challenging in
the often-stressful context of palliative care consultation.
Parent Study
The PCCRI is a multisite observational cohort study involving hospitalized adults
with advanced cancer referred for inpatient palliative care consultation.5,6,13,91-97 The aim
of the parent PCCRI study is to understand the “context, content, process, and
outcomes of prognosis communication as occurs naturally during palliative care
consultations.”13 The parent PCCRI study collected qualitative and quantitative data
concurrently, through patient, proxy (if potentially eligible patients lacked basic decisionmaking capacity), and clinician self-report structured questionnaires; direct observation
checklists, field notes, and audio-recordings of palliative care consultation visits (up to
the first three visits); and health services utilization data for six months as well as
unstructured interviews with select patients during follow-up. The study took place at two
large academic medical centers: The University of Rochester Medical Center and the
University of California San Francisco Medical Center. Data were collected between
January 2014 and May 2016. Full inclusion/exclusion criteria are presented in Table 1.1.
All members of the palliative care team (attending and fellow physicians, nurse
practitioners, social workers, nurses, chaplains, and trainees) were eligible to participate.
Study procedures were approved by the Institutional Review Boards (IRBs) at the
University of Rochester Medical Center, University of California San Francisco, Purdue
University, and the University of Vermont.
The total sample includes 240 patient or proxy participants, 231 of which had
recorded conversations, contributing to 363 recorded conversations overall (as some
individuals had more than one conversation). All conversations included palliative care
clinicians, as well as patients and/or patients’ family members or close friends
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(potentially including a health care proxy). We refer to family, close friends, and health
care proxies as “family,” understanding these individuals to be the chosen family of the
patients enrolled in the study. Approximately 1 in 10 patients participated by proxy;
almost half of the patient participants were women (49.7%); two-thirds were younger
than 70 years; 13% identified as Black or African American, 8% as Latino, and 80% as
White or Caucasian. The most common cancers were those of the lung (22%) and
gastrointestinal tract (18%).6,96 The sample also includes 54 palliative care clinicians. Of
those clinicians, there were 25 attending physicians, 16 palliative care physician fellows,
and 6 nurse practitioners; the remainder were chaplains, social workers and nurses. Of
the physicians and nurse practitioners, twenty-five were women (53%), the majority
identified as White (n = 45, 96%), two identified as either Black or Latino (4%), and 16
(34%) had been practicing palliative care for more than 5 years.96 Relevant to this
dissertation, previous PCCRI research has coded all palliative care conversation
segments (i.e. individual speaker turns) for the presence of prognosis communication
and found that over 75% of recorded palliative care conversations contained prognosis
communication.96
Specific Aims and Design Overview
This dissertation took an explanatory sequential mixed methods approach (quanQUAL),14 with priority placed on the qualitative phase,98 to analysis of existing data
derived from the parent PCCRI study. This dissertation addresses three Specific Aims:
Aim 1: To clarify the concept of the existential experience within the context of adults
with advanced cancer.
Aim 2: To describe how patients, families, and clinicians communicate about existential
experience in palliative care conversations.
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Aim 3: To describe how existential experience is expressed by patients, families, and
clinicians in palliative care conversations within and across different levels (none, low,
and high) of quantified prognosis communication (identified in the parent PCCRI study).
We first used Rodgers’25 evolutionary method of concept analysis to synthesize
published qualitative literature regarding how adults with advanced cancer describe their
existential experience (Aim 1, Chapter 2). To address Aims 2 and 3, we analyzed a
randomly selected subset of existing PCCRI palliative care consultation transcripts with
a focus on the existential dimensions of prognosis communication, a concept not
explored in previous PCCRI work.5,6,13,91-97 For Aim 2, we used a qualitative descriptive
approach99,100 paired with inductive conventional qualitative content analysis101-103 to
explore how existential experience was expressed by patients, families, and clinicians in
palliative care conversations (Chapter 3). To address Aim 3, we used a mixed methods
approach14,15 (Chapter 4). We first stratified the random subsample of conversations
explored in Aim 2 based on levels of quantified prognosis communication identified in
the parent PCCRI study, using additional purposeful sampling within each strata to have
a meaningful sample for sub-analysis within and across strata (i.e. at least 10
participants per strata).104 We then used a qualitative descriptive approach99,100 paired
with directed content analysis101-103 to describe in rich detail how existential experience
was expressed by patients, families, and clinicians in conversations within and across
levels of prognosis communication (i.e. none, low, and high). Integrating quantitative
data from the PCCRI parent study to stratify the sample allowed us to explore whether
the types or ways existential experience manifests in conversations differed, or not,
based on level of prognosis communication.104,105
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Ethical Considerations
The following ethical considerations apply to this dissertation. The initial consent
for the parent PCCRI study allowed for ongoing analyses of the recorded conversations
among the study team for research purposes. Members of the research team who were
involved in the parent study (Dr. Gramling) were directly involved in analyses for this
dissertation. An amendment to the existing parent PCCRI study IRB at the University of
Vermont was obtained on 3/12/18 to allow for de-identified data sharing for this
dissertation (see Appendix 1.A). On 4/4/18 the University of Pennsylvania IRB indicated
IRB review exemption for this dissertation authorized by 45 CFR 46.104, category #4
(see Appendix 1.B). The risks and benefits of this study were minimal, as this
dissertation was an analysis of existing data. Risk of loss of confidentiality was mitigated
by dealing only with de-identified data and secure data-sharing and storage systems.
Specifically, de-identified data from the parent PCCRI study was transferred via a
confidential institutional password protected Box folder. The data was stored on the
University of Pennsylvania School of Nursing’s secure network drive. To maintain
participant confidentiality, the parent dataset was completely de-identified (names,
birthdates, zip codes, Social Security numbers or other unique identifiers have been
removed from conversation transcripts) and all participant files were named by their
corresponding participant identification number; the current PI had no access to
identifiable information. Though direct benefit to individual participants was minimal, the
findings of this dissertation can advance a more comprehensive understanding of the
existential dimensions of prognosis communication. Ultimately, this can enable more
personally-tailored, meaningful end-of-life care.
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Innovation
This dissertation is highly innovative in its methodological approach and unique
setting for data collection. Research exploring existential experience frequently uses
investigator-developed tools, conducts interviews in a research setting, and focuses on
existential suffering, all of which may limit the breadth and depth of experience that can
be investigated. This dissertation employed a broader methodological approach to
attend to the full spectrum of existential experience, including existential suffering as well
as joy. This approach afforded the opportunity to explore the fluidity of existential
experience, with potential to discover the juxtaposition of both suffering and joy.
Importantly, little is known about positive emotions at end-of-life.106 Broadening the
scope of existential research to include the possibility for existential joy offers a way to
bring a strengths-based approach to end-of-life communication research.
Second, this dissertation investigated palliative care conversations in their natural
setting. Exploring existential and prognosis communication during everyday clinical
encounters between patients, families, and clinicians honors the complex, relational
nature of this exchange. Importantly, we considered expressions made by patients,
families, and palliative care clinicians as existential and prognosis communication in our
analyses, treating the conversation as the unit of analysis rather than the individual
speaker.32 This approach represents a holistic, person-centered approach24 to palliative
care communication research. Furthermore, this approach recognizes that conversations
are shaped by interactions, with talk emerging and unfolding in and through the dynamic
“ecology” that conversation participants and contexts create.31,33-35 Through taking a
qualitative descriptive approach99,100 paired with content analysis101-103 to analysis of a
unique dataset including real-life conversations, our findings can provide clinicians with
sensitivity to the words patients and families actually use to communicate about
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existential experience. As a result, the finding of this dissertation can directly enhance
clinician aptitude to provide existentially-informed care.
Implications
The understudied intersection between prognosis communication and existential
experience in adults with advanced cancer is increasingly relevant. Given the reality that
approximately 630,000 persons are anticipated to die from cancer in the United States in
2020107 and considering the growing incidence of cancer worldwide in the setting of an
aging population,108 understanding how to meet the needs of this population is
imperative. Additionally, this intersection is ever more important considering the
changing landscape of cancer therapeutics. Patients with advanced cancer are living
longer due to more effective cancer treatments, leaving individuals living longer in a
state of uncertainty,109 with more time to contemplate their approaching death and what
this experience means.
In the era of personalized health care, it is important to tailor communication
practices to individual needs. Attending to the existential dimensions of prognosis
communication recognizes that the life of the person and what this information may
mean for them is just as important as the prognostic information being exchanged.
Ultimately, highlighting the existential dimensions of this communication underscores
that the patient-family-clinician encounter is a human encounter, where deeply personal
issues must be heard and understood.92 The findings from this dissertation can help to
create a more comprehensive picture of the unique individual needs that underlie end-oflife discussions. In doing so, this dissertation advances the science of communication
during advanced illness and end-of-life, helping us to achieve more personally-tailored,
meaningful care for seriously ill individuals.

16

Tables
Table 1.1 Inclusion and Exclusion Criteria of the Parent Palliative Care Communication
Research Initiative (PCCRI) Study13
•
•

•
•

Inclusion Criteria
Age ≥ 21 years
Primary life-limiting illness of
metastatic cancer (metastatic
cancer is defined as all Stage 3
or 4 non-hematologic
malignancies and lymphomas; if
staging is incomplete,
“metastatic” is understood as
the oncologist’s clinical
judgment about the presence of
distant metastases from a
known primary cancer)
Understands and speaks
English
Patient is able to consent or if
potentially eligible patients
lacked basic decision-making
capacity (decided by the clinical
team), then the surrogate
decision-maker was considered
eligible to participate if they
were 21 years or older, Englishspeaking, and had assumed
official Health Care Proxy status
(either by law or patient
assignment)

•
•
•

•
•

Exclusion Criteria
Age < 21 years
A primary life-limiting illness
other than metastatic cancer
Receiving hospice care or a
care plan defined as “comfort
measures only” at time of
referral to palliative care (given
that the study is focused on
consultations involving active
decision-making about diseaseoriented treatment)
Inability to speak or read
English
Patient unable to consent due
to lack of decision-making
capacity and without eligible
proxy
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Figures
Figure 1.1 Adapted Version of the Conceptual Model of Existential Experience in Adults
with Advanced Cancer11

Note: For the purposes of this dissertation, terminal diagnosis refers to diagnosis of
Stage 3 or 4 metastatic solid cancer.
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APPENDIX 1.A. IRB AMENDMENT AT THE UNIVERSITY OF VERMONT

Committees on Human Subjects
Serving the University of Vermont
and the UVM Medical Center

RESEARCH PROTECTIONS OFFICE
213 Waterman Building
85 South Prospect Street
Burlington, Vermont 05405
(802)656-5040 ph
www.uvm.edu/rpo/

Notification of Amendment Approval
TO:
FROM:
AMENDMENT DATE:
DATE:
SUBJECT:

Robert Gramling, MD, DSc
David A. Kaminsky, M.D., Chair
09-Mar-2018
12-Mar-2018
CHRMS: 16-527
Palliative Care Communication Research Initiative

Description of Amendment:
This amendment requested to share deidentified data with UPENN to incorporate new team members to
expand the methods expertise and content focus of the secondary analyses and to use machine learning
methods by the UVM-based study team that require high levels of computing processing power
unavailable at UVM.
IRB Review Category:

Expedited

Institutional Signature/Date:
12-Mar-2018
Name and Title of Official: David A. Kaminsky, M.D., Chair,
Committee on Human Research in the Medical Sciences
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APPENDIX 1.B. UNIVERSITY OF PENNSYLVANIA IRB APPROVAL

DATE:
TO:
CC:

04-Apr-2018
Salimah H Meghani
Bradway, Christine K

Institutional Review Board
3800 Spruce St., First Floor Suite 151
Philadelphia, PA 19104
Phone: 215-573-2540
(Federalwide Assurance # 00004028)

RE:
IRB PROTOCOL#: 829643
PROTOCOL TITLE: Exploring the existential experience of individuals navigating serious illness through
palliative care conversations
SPONSOR:
REVIEW BOARD:

NO SPONSOR NUMBER
IRB #8

IRB SUBMISSION: NOTICE OF EXEMPTION
Dear Dr. Meghani,
The above referenced protocol was reviewed by the Institutional Review Board on
03-Apr-2018. It has been determined that the proposal meets eligibility criteria for IRB
review exemption authorized by 45 CFR 46.104, category #4.
ONGOING REVIEW:
The IRB must be kept apprised of any and all changes in the research that may have
an impact on the IRB review mechanism needed for a specific proposal. You are
required to submit modifications to the IRB if any changes are proposed in the study
that might alter the exemption determination, or any applicable HIPAA waiver
determination. New procedures that may have an impact on the exemption
determination, or HIPAA waiver determination cannot be initiated until Committee
approval has been given.
Consistent with the federal regulations, IRB approval of this protocol will not expire
and no continuing reviews will be required for this protocol. The IRB may
occasionally contact you to confirm that the trial is still ongoing and that you are
adhering the previously stated requirement to submit modifications.
COMMITTEE APPROVALS: You are responsible for assuring and maintaining other
relevant committee approvals. This human subjects research protocol should not commence
until all relevant committee approvals have been obtained.
If your study is funded by an external agency, please retain this letter as documentation of
the IRB’s determination regarding your proposal.
If you have any questions about the information in this letter, please contact the IRB
administrative staff. A full listing of staff members and contact information can be found on
our website: http://www.irb.upenn.edu
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CHAPTER 2: A CONCEPT ANALYSIS OF THE EXISTENTIAL EXPERIENCE OF
ADULTS WITH ADVANCED CANCER
Published: Nursing Outlook (September, 2019)
Abstract
Background. Attention to the existential dimension of individual experience during
serious illness is important. However, existential concerns continue to be poorly defined
in the literature, leading to neglect in the clinical realm.
Purpose. This concept analysis seeks to clarify the concept of the existential experience
within the context of adults with advanced cancer.
Methods. Rodgers’ evolutionary method of concept analysis was used.
Discussion. Existential experience in adults with advanced cancer is a dynamic state,
preceded by confronting mortality, defined by diverse reactions to shared existential
challenges related to the parameters of existence (body, time, others, and death),
resulting in a dialectical movement between existential suffering and existential health,
with capacity for personal growth. Personal factors and the ability to cope appear to
influence this experience.
Conclusion. These findings can drive future research and enhance clinician ability to
attend to the existential domain, thereby improving patient experience at end-of-life.
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Introduction
Being diagnosed with a serious illness, such as cancer, can be a deeply
unsettling experience with potential to bring existential concerns to the
fore.41,44,55,64,110,111 Weisman and Worden38 refer to the increase in thoughts about life
and death an individual may experience following a diagnosis of cancer as the
“existential plight.” The medical community has increasingly recognized that the
management of cancer entails attention to the whole person, including existential
concerns.39 Unfortunately, cancer patients continue to report a high degree of unmet
existential needs.55,64,112 These needs are amplified due to the increasing incidence of
cancer worldwide in the setting of an aging population, as well as patients with
advanced cancer living longer with incurable disease as a result of more effective
cancer treatments, leaving individuals with longer to wonder about their impending
death.41,108
Absence of a clear definition of existential experience has led to confusion in
clinical practice.45,113,114 Clinicians working with individuals with serious illness report
understanding the importance of addressing existential issues,115,116 but perceive
existential concerns as too vague to comprehend and thus, too complicated to
approach.66,75-81 Their confusion reflects a literature which includes several
clarifications of components of existential experience (e.g. existential loneliness,117,118
existential suffering,12 existential concerns and interventions,44,45,110 and existential
health81). However, these reviews find inconsistency in the way existential experience
is understood. In fact, a recent literature review of existential suffering found 56
different definitions of the term in 64 articles.12
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The subjective and heterogenous nature of the existential experience makes it
a challenge for researchers to define and clinicians to recognize. While some
individuals may experience a persistent state of demoralization when confronting
mortality consistent with the original formulation of “existential plight,”38,119 others may
experience increased attention to existential issues without significant distress,120 and
still others may experience a heightened sense of meaning and purpose, an improved
state of existential health.121 Yet, studies are limited that explore how the full spectrum
of existential experience, inclusive of existential suffering as well as existential health,
is expressed in the clinical setting.
The purpose of this analysis, therefore, is to clarify the concept of existential
experience in adults with advanced cancer. This is a vital first step to assist researchers
in the study of existential experience and clinicians in recognizing and addressing the
existential needs of patients with advanced cancer. To avoid perpetuating linguistic
ambiguity, in this analysis “existential experience” will encompass all of the existential
needs, issues, concerns, and aspects of patient experience, including existential
suffering and existential health. This concept analysis of the existential experience of
adults with advanced cancer adds to the literature in two important ways. First, it builds
upon previous work investigating components of existential experience to include the full
spectrum of existential experience. Second, given the subjective and heterogenous
nature of existential experience, this analysis looks to the voice of the patient for
conceptual clarity, focusing on the qualitative literature as these methodologies can
illuminate the subjective inner life of the illness experience.122
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Methods
We used Rodgers’25 evolutionary method of concept analysis because of its
rigorous and inductive methodology. This methodology uses the published literature as
the source of data and requires the investigator to present quality criteria for inclusion or
exclusion of material, contributing to the validity of this method.123 Rodgers’25
evolutionary method of concept analysis was also chosen due to its philosophical
underpinnings which recognize concepts as dynamic in time and contextually bound. As
the concept of existential experience is represented in the literature as dynamic and
context-dependent over the course of illness,110 these characteristics call for using
Rodgers’25 evolutionary approach.
Rodgers’25 evolutionary method calls for the completion of six activities:
identification of the concept of interest, selecting an appropriate realm for data collection,
data collection, data analysis, identification of an exemplar, and identification of
implications for the process of concept development. The remainder of this paper will be
outlined according to these six activities. The first phase in Rodgers’25 evolutionary
method is to identify the concept of interest. As described above, existential experience
was chosen for analysis given the lack of clarity surrounding this concept in the literature
and clinical realm, as well as limited exploration of the full spectrum of existential
experience during serious illness in the literature.
Data Sources
Rodgers25 emphasizes selecting an appropriate setting and sample for data
collection. We searched four databases (PubMed, CINAHL, PsycINFO, and Scopus)
combining the concept of existential experience with the context of cancer and end-oflife and the methodology of interest, qualitative methods, with no timeframe specified.
This search was completed with the assistance of an experienced librarian. We chose
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these major pertinent databases for their scope to best capture the concept of existential
experience. A building blocks search strategy was used (Figure 2.1). Search tools, such
as MeSH terms, truncation, and Boolean operators were used according to the particular
thesaurus in each database.
We selected articles according to whether they were empirical works using
qualitative methods focused on adults with advanced cancer and their ability to clarify
the concept of existential experience (inclusion and exclusion criteria are described in
Table 2.1). The age range of participants in the studies was set at a limit because it is
likely existential experience differs between children and adults, as some authors situate
existential concerns within a developmental framework.124 We decided to focus on
qualitative explorations of this concept from the perspective of the seriously ill individual,
given that qualitative research is best suited to uncovering the meaning of a multifaceted
concept from the perspective of the individuals experiencing it.125 Furthermore,
quantitative studies of the existential domain frequently utilize investigator-developed
tools which may narrow the breadth and depth of individual experience that can be
investigated.126 Lastly, there are many different aspects of existential experience along
the cancer continuum (e.g. occurring with initial diagnosis110), but since the aim of this
paper was to investigate the existential experience of individuals with advanced cancer
nearing end-of-life, papers were limited to those in which it was clear that individuals
were in a final phase of life. The authors conferred with a clinical oncology/palliative care
expert on articles related to specific cancer diagnoses to ensure that the “advanced”
cancer being discussed fit these criteria. Sources were excluded that were not peer
reviewed empirical works, using quantitative methods, focused on populations other than
adults with advanced cancer, and were not published in English.
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Synthesis of Results
The literature search yielded an initial article count of 453. Duplicates were
removed and articles were screened according to the inclusion and exclusion criteria
(Figure 2.2). The full texts of included papers were uploaded into Atlas.ti 8.2.4 data
management software program and each paper was read at least twice, summarized,
and coded. The articles were read in their entirety and analyzed using thematic analysis
to identify antecedents, attributes, consequences, and surrogate terms of existential
experience.25,123 For case exemplars, Rodgers25 emphasizes focusing on identifying real,
as opposed to constructed, cases. Therefore, similar to other authors conducting
concept analyses of qualitative studies,127 this analysis presents participant quotations to
support the results and exemplify the existential experience of adults with advanced
cancer.
Results
We included 21 articles for analysis (Table 2.2). Overall, the term “existential”
was used as part of over fifty different terms in the literature with references to
“existential distress/suffering” and “existential issues/concerns” being the most common
phrases. Table 2.2 provides an overview of the studies included in this concept analysis
and lists definitions of various aspects of existential experience present in these studies.
Table 2.3 presents major findings, organized by themes, including citations for studies
where each theme was present.
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Antecedents
Confronting Mortality and Awareness of Death
A commonality across the majority of studies included in this concept analysis
was the idea that existential experience in advanced cancer is preceded by being
confronted with mortality and becoming aware of one’s imminent death.
Due to Terminal Diagnosis. Some authors emphasize that this confrontation
with mortality begins at the moment of terminal diagnosis. Authors referred to this
confrontation with mortality due to terminal diagnosis as an “existential turning point”128
or an “existential transformation,”129 where participants became more aware of the
seriousness of their situation, their own life was threatened and existence was no longer
secure, leading them to face existential challenges.
Due to Physical Changes. Other authors emphasized that confronting mortality
occurred not solely due to terminal diagnosis, but due to the physical changes that occur
with the disease progression evident in advanced cancer which can disrupt daily life and
lead to facing existential challenges. For example, Sand and colleagues129 relate that
participants experienced “existential limitations” related to the disease itself or treatment
side effects, such as fatigue preventing individuals from doing familiar everyday
activities, reminding them of their “fragile situation and impending death.”
Known on a Deeper Level. Regardless of whether entering the existential
experience of advanced cancer began at the moment of terminal diagnosis or was
initiated due to physical changes related to disease progression, most authors relay that
individuals experiencing advanced cancer become aware of their mortality on a deeper
level than before. Though participants may have experienced existential concerns
throughout their lives, when facing death in the setting of advanced illness, these
concerns appeared in a more intense way.130-132 As one patient put it:
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The only thing I can think of is that I’m going to die. And that’s the only certainty
that I have. I know we do all have that and I know people say (…) you could
cross the street and be run over by a bus. But you live your life not thinking about
it. I have to deal with it. My bus is here. All the time.133
Influences
The literature suggests that a variety of personal factors can shape existential
experience including age, gender, ethnicity, religious or spiritual beliefs, cultural
background, disease characteristics (e.g. time since terminal diagnosis), socioeconomic
status, and military experience. The most commonly noted factors of these included
cultural background,120,134-138 religious beliefs,120,130,134,137 and age.132,136,139,140 These are
considered antecedents to existential experience as authors describe how these factors
play a role in how an individual conceptualizes life, death, and the afterlife, thus shaping
concerns and coping strategies related to these domains. For example, the quotes in
Table 2.3 related to age reveal how where advanced illness falls in an individual’s life
course may alter the meaning of the experience.
Attributes
The literature revealed three core attributes of existential experience, reflecting
the shared existential challenges individuals face when confronting mortality, and the
diversity of characteristics of coping with these challenges. As many authors noted,
these themes are interconnected and overlapping, reflecting the dynamic nature of
existential experience.53,135,139
Facing Existential Challenges: Redefining Existence in Relation to Body, Time,
Others, and Death
The literature describes individuals redefining their existence in relation to their
body, time, others, and their approaching death. As individuals face challenges in these
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different dimensions, they may be sources of suffering or individuals may find ways to
adapt and thrive.
Relationship to the Body. Individuals with advanced cancer face existential
challenges in relation to their body, as they experience physical changes due to
progressing disease which may result in feelings of loss of control, loss of dignity, loss of
identity, and alienation from the body and therefore, the self. Patients described feeling
like “prisoners in their own bodies,” as their physical status restricted their ability to do
the things that make them who they are and make their lives meaningful.52
Relationship to Time. Individuals with advanced cancer face existential
challenges in the realm of their relationship to time, as being given a terminal diagnosis
unsettles one’s experience of time in the present, past, and future. Individuals discuss
their hopes and fears in light of an uncertain future (especially hopes for more time),
their regrets and guilt over events of the past, and their search for meaning and purpose
in a tenuous present. For example, Blinderman and Cherney120 included one patient who
stated, “Nobody knows what will happen. As long as I am living and I am fine today, then
I don't have to think about tomorrow.”
Relationship to Others. Individuals with advanced cancer face existential
challenges in relation to others, as they experience increasing dependency and struggle
with resulting loss of autonomy which challenges their dignity, integrity, and identity, and
can lead to fear of being a burden. Additional challenges in this realm include feelings of
grief or guilt over leaving loved ones behind and the existential isolation and loneliness
that can come with being seriously ill. One patient summarized existential loneliness
stating, “Your family, your friends, might be beside you, still, the suffering is yours.”138
Many authors discuss how existential loneliness can be exacerbated by lack of
communication (e.g. quote in Table 2.3).
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Relationship to Death. Individuals with advanced cancer also face existential
challenges in relation to their death. Themes included fears, hopes, and feelings of
uncertainty surrounding their impending death, as well as searching for meaning in the
event of death and in what comes next. While confronting mortality and negotiating a
fragile existence in various domains in light of looming nonexistence, a common refrain
was simply stated by one patient, “I do not at all want to die yet.”130
Characteristics of Existential Experience
Ambivalence. Many authors describe existential experience as a “hovering
between”131 more negative thoughts and feelings (e.g. despair, pain, grief, sorrow, loss,
meaninglessness, uncertainty, anxiety, fear, doubt, guilt, regret, shame, anger,
insecurity, powerlessness, isolation, loneliness, and hopelessness) and more positive
thoughts and feelings (e.g. hope, meaning, certainty, security, connectedness, joy,
happiness, love, peace, calm, gratitude, openness, and relief). Individuals with advanced
cancer live existential experience as a state of mixed and fluctuating thoughts and
feelings, a state of ambivalence and oscillation. More than one patient described this
experience as “a roller coaster ride.”130,135
Negative and Positive Thoughts and Feelings. Most commonly, participants in
the articles described their existential experience as colored by isolation, uncertainty,
grief or sorrow over the myriad of losses they faced, and fear of the future. This
experience was punctuated by moments of profound despair, as one patient describes,
“I was going to put on panty hose and discover that it’s a garment (it’s made) for healthy
women, not sick ones. Then I experienced a sense of impotence, powerlessness and
helplessness. Death must come as a relief.”129 Though described with less frequency in
the articles, individuals also described more positive aspects of existential experience,
most commonly related to feeling hope and finding meaning. As the quote in Table 2.3
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reveals, many participants voiced hoping for more time, or hope for cure/a miracle,
despite being aware of their prognosis.
Coping with Existential Challenges
Strategies. Coping strategies described in the literature include using humor,
practicing acceptance, focusing on the here and now, seeking support from family,
friends, and health care professionals, employing active coping (e.g. through preparing
for death), and positively reframing existential experience, primarily through making
meaning (whether through religious, spiritual, or secular beliefs). The most frequently
discussed strategies in the literature related to using active coping strategies to prepare
for death (in this way regaining control in a situation marked by loss of control) and
reframing existential challenges to make meaning in the time remaining. For instance,
authors discuss individuals renegotiating their relationship with time to make the most of
their time left. As one patient residing in a hospice facility states, “We look forward to
every day now.”137
Obstacles. Whether due to limited personal resources or environmental support,
the literature illustrates how some individuals face obstacles to coping with existential
challenges. Limited personal resources is marked by lacking effective coping strategies,
either employing denial or struggling with lack of control throughout life as a result of
systemic disempowerment. Insufficient environmental support was the most frequently
reported obstacle to coping, with participants voicing feeling unsupported by friends,
family, or health care professionals. For instance, Philip and colleagues58 describe that
patients report their existential needs are neglected by the health care team, with one
patient stating, “I’d be very happy to have an opportunity to talk with someone about
what I’m going through and what it all means.”
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Consequences
Existential Suffering versus Existential Health
Consequences of existential experience are identified in the literature as
existential suffering versus existential health. Existential suffering “disturbs the entity of
body, soul and spirit,”53 resulting from an individual being unable to cope with their
existence and identity being challenged relative to their relationship to their body, time,
and others as well as being overwhelmed by thoughts of death. Individuals may
experience a “profound loss ‘of the person [they] know [themselves] to be;’”139 individuals
in this state experience uncertainty, meaninglessness, grief, and loneliness. Conversely,
existential health is described as “a movement towards a deeper unity of
becoming…toward wholeness and integrity.”53 Authors describe this state as
characterized by personal growth, a new or a renewed appreciation of daily life, new
meaning, increased fulfillment, a sense of connectiveness to others, and improved wellbeing.
However, the relationship between these two states remains unclear. While
some authors describe these states as dichotomous,120,133,134 other authors describe
these states as continuous, where there is a “dialectical movement” between suffering
and health.50-53,129,137 Still other authors explain a movement through suffering toward
health,128,135 suggesting a progression that evolves over time and perhaps suggesting
these are not two distinct states, but instead, two parts of one process. Thus, it remains
unclear how these consequences coexist.
Related Concepts
Review of the literature revealed concepts related to existential experience.
These included spirituality,141-143 dignity,144,145 hope,146 meaning,147 transcendence,148
and posttraumatic growth,149 as well as hopelessness and futility,150 suffering,151,152
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demoralization syndrome,153-156 and death anxiety.157 A full review of these related
concepts was beyond the scope of this paper.
Discussion
This concept analysis provides a foundation for clarifying the concept of
existential experience of adults with advanced cancer. It can be understood as a
dynamic and fluid state, preceded by confronting mortality and becoming aware of
death. Whether this “existential turning point,”128 occurs due to receiving a terminal
diagnosis or experiencing the physical changes associated with progression of disease,
the fragility of existence is known in a deeper way than before. Existential experience is
shaped by personal factors, such as age, cultural background, and religious beliefs. It is
defined by the process of facing shared existential challenges related to the parameters
of existence (body, time, others, and death) and coping in idiosyncratic ways – most
commonly through preparing for death and reframing existential challenges to make
meaning in the time remaining. However, this ability to cope with existential challenges
can be hindered by limited personal resources or environmental support. The feeling of
ambivalence permeates this experience, characterized by a constant fluctuation
between positive and negative thoughts and feelings such as hope and meaning along
with isolation, uncertainty, grief and sorrow. Existential experience results in a dialectical
movement between existential suffering and existential health, with capacity for personal
growth. The model for the existential experience of adults with advanced cancer is
presented in Figure 2.3.
This concept analysis builds upon previous philosophical work surrounding
existential experience. For instance, the findings of this analysis support Yalom’s21
emphasis on four key existential concerns: 1) freedom, 2) meaninglessness, 3) isolation,
and 4) death, each of which is dualistic, with positive and negative dimensions. These
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themes are woven through the existential challenges described herein and this concept
analysis particularly supports the ambivalent nature of existential experience. Perhaps
more clearly, it underscores van Manen’s “existentials” – spatiality, temporality,
corporeality, and relationality – which structure how we experience ourselves and our
world in relation to lived space, time, the body, and in connection to others.158 As this
concept analysis reveals, during advanced illness, individuals find their relationship to
these aspects of existence challenged, and they must cope with these changes or else
existential suffering may result.
Strengths and Limitations
This analysis focused on the existential experience of adults with advanced
cancer, which may limit applicability to other illnesses and age ranges. Methodologically,
to improve sensitivity of the literature search, articles were included if they mentioned
“existential” in the title or abstract. This approach may have potentially missed articles
that could have added to the understanding of the concept. Furthermore, synthesizing
qualitative findings from studies using different methods could be a concern due to the
distinct ways these methods approach analysis.159 Thus, as much as possible, this
analysis focused on the patient accounts from the included articles in order to interrogate
the first-hand experience of adult persons with cancer.
One strength of this analysis is that the full spectrum of existential experience
was investigated as compared to much of the research related to existential experience
which focuses on aspects of experience (e.g. suffering). As this concept analysis
reveals, the existential experience of individuals with advanced cancer is dynamic and
so exploring the totality of experience, rather than demarcating it into investigatordefined buckets, honors its essence. An additional strength of this analysis is the focus
on qualitative research to pay explicit attention to the patient’s voice and attempt to

34

capture this heterogenous and highly subjective experience. Lastly, the studies included
in this analysis span many different countries (Australia, Denmark, England, Iceland,
Israel, New Zealand, Norway, Singapore, Sweden, and the United States), suggesting
the universality of existential experience and relevance of this concept analysis.
Implications
This concept analysis has important implications for both research and clinical
practice. First, this concept analysis helps elucidate the full spectrum of existential
experience and highlights the capacity for personal growth within this experience. Yet,
the literature exploring existential experience is limited as the majority of studies are
cross-sectional and focus on existential suffering. To improve understanding of how
individuals move between existential suffering and health, and uncover whether these
are two distinct states or perhaps part of the same developmental process,48 increasing
longitudinal research studying the full spectrum of existential experience is vital.
Additionally, education programs for clinicians working with individuals with
serious illness to understand and attend to existential concerns are evolving.76 However,
these educational strategies continue to stress existential crises.76 The conceptual
model presented here can offer clinicians a broader view, highlighting the importance of
acknowledging and addressing existential suffering, as well as identifying and fostering
existential health. This is significant as some linguistic anthropologists argue that having
more language to describe a phenomenon affects the perception, understanding, and
outlook of that phenomenon.160,161 Thus, emphasizing the full spectrum of existential
experience gives clinicians the language necessary to expand their gaze beyond
existential suffering and feel confident supporting possibilities for growth at end-of-life.
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Conclusion
When an individual faces serious illness, such as is the case with advanced
cancer, this experience “tears a rent in the curtain of defenses,” and individuals confront
the reality of their impending nonexistence much more intensely.21 This concept analysis
sheds light on this critical life situation, revealing the antecedents, attributes, and
consequences of existential experience, to more fully describe how adults with advanced
cancer live while approaching death. Clarifying the concept of existential experience can
drive future research, empirically refining the model presented here. It is our hope that
this concept analysis can serve as the first step toward facilitating deeper understanding
of existential experience on the part of clinicians, enhancing attention to this neglected
domain of serious illness management and improving the care of patients at end-of-life.
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Tables
Table 2.1 Selection Criteria for the Articles
Inclusion criteria
Original empirical research focusing on
the perspective of the seriously ill
individual*
Qualitative research studies that
focused on existential experience
The population of focus was adults with
“advanced cancer” which includes
individuals over the age of 18 years
with cancer described by authors as
“advanced,” “metastatic,” “latestage,” “terminal,” or receiving
palliative or hospice care
Written in English

Exclusion criteria
Dissertations, book chapters,
commentaries, or letters to the editor
Articles using quantitative methodology
Primarily focused on psychometric tool
evaluation
Primarily focused on interventions to
address the existential experience
The population of focus was not adults
(e.g. children or parents of sick
children)
The population of focus was not
“advanced cancer” (e.g. conditions
other than cancer or focused on
another part of the disease trajectory
such as diagnosis or survivorship)
Explored existential experience from a
perspective other than the seriously
ill individual (e.g. caregiver or health
care provider perception) or focused
on the existential experience of
someone other than the seriously ill
individual (e.g. caregiver or health
care provider)
Articles reporting on the sole concept of
spirituality or religion, without
explicitly referring to the existential
domains
Published in a language other than
English
Note: *Articles were included if they sought the explicit voices of the seriously ill
individual as it is considered that studies presenting from the family’s or professional’s
perspective show a different vision from those with a patient perspective (see also
Ambrosio, Senosiain Garcia 162).
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Figures
Figure 2.1 Building Blocks Search Strategy

Note: Terms within blocks were combined with OR and blocks were combined with AND.
The concept “existential*” was searched within the title and abstract of the articles as the
purpose of this analysis was to include articles that helped to clarify the concept of
existential experience; all other terms were searched anywhere within the article.
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Figure 2.2 PRISMA Flow Chart
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Figure 2.3 The Model of Existential Experience in Adults with Advanced Cancer

Note: Antecedents are represented in gray boxes. Attributes are represented in gray
text, with positive and negative thoughts and emotions displayed between existential
challenges and either existential suffering or existential health, as well as along the
spectrum from existential suffering to existential health. It should be noted that particular
affective and cognitive attributes are not necessarily associated with coping strategies,
obstacles, or dialectical coping; rather, these attributes are characteristics of the
existential experience overall and are displayed in this way for visualization purposes
only. Coping strategies are represented as assisting individuals in facing existential
challenges and moving toward existential health, while obstacles to coping are
represented between existential challenges and existential suffering as these factors
may make existential suffering more likely; dialectical coping is also on the spectrum
between existential suffering and existential health. Consequences are represented in
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boxes with dashed outlines, representing the fluidity of these states. The consequences
of existential experience are represented as points on a pendulum, illustrating the
dialectical movement between existential suffering and existential health.
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CHAPTER 3: “IF IT’S THE TIME, IT’S THE TIME”: EXISTENTIAL COMMUNICATION
IN NATURALLY-OCCURRING PALLIATIVE CARE CONVERSATIONS WITH
INDIVIDUALS WITH ADVANCED CANCER, THEIR FAMILIES, AND CLINICIANS
Abstract
Being diagnosed with a serious illness can heighten awareness of the fragility of life, with
potential to trigger existential concerns. Despite the inevitability of existential experience
for individuals facing life-limiting illnesses, existential experience remains a neglected
area of palliative care. In particular, little is known regarding how existential experience
is discussed in the natural clinical setting. To address this gap, this study explored how
existential experience is communicated in palliative care conversations between
patients, families, and clinicians. This study analyzed data from the Palliative Care
Communication Research Initiative (PCCRI) – a multisite observational cohort study
involving hospitalized adults with advanced cancer (Stage 3 or 4 non-hematologic
malignancies) who were referred for inpatient palliative care consultations. This unique
dataset includes 240 patients, contributing to 363 recorded conversations. The present
study used a qualitative descriptive approach paired with inductive conventional content
analysis to analyze a randomly selected sub-sample of 30 palliative care consultations to
address the study aims. The random sample of 30 patient participants contributed to 38
conversations. We found that overall, existential communication was woven within
palliative care conversations, and related to key themes of: 1) Time as a pressing
boundary; 2) Maintaining a coherent self; and 3) Connecting with others. The findings of
this study highlight the implicit nature of existential communication. Our findings also
identify language and opportunities that can be leveraged by palliative care clinicians
and researchers to better recognize and explore the unmet existential needs of
individuals with advanced cancer and their families.
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Introduction
Informed by the pioneering contribution of Dame Cicely Saunders and her
attention to the multidimensionality of pain, palliative care has long understood the great
significance of the patients’1 existential experience.36,37 Introducing the concept of “total
pain” in the 1950s, Saunders stressed that being diagnosed with a life-limiting illness
impacted the physical, mental, social, and existential dimensions of a person. This
understanding has influenced the definition of palliative care, with the World Health
Organization defining palliative care as “an approach that improves the quality of life of
patients and their families facing the problems associated with life-threatening illness,
through the prevention and relief of suffering by means of early identification and
impeccable assessment and treatment of pain and other problems, physical,
psychosocial and spiritual.”187 In recognition of the fundamental importance of
addressing existential concerns in the care of seriously ill individuals, national leaders in
palliative care have continued to emphasize the integration of existential aspects of care
as one of the eight domains of compassionate, patient- and family-centered palliative
care in the National Consensus Project Clinical Practice Guidelines for Quality Palliative
Care.40
Existential experience can broadly be understood as a moment or situation in
which an individual confronts the boundaries of life and has to attempt to renegotiate
their understanding of the self, life, and death.11 It can be recognized in the clinical
setting by individuals asking, “‘Why am I here?,’ ‘What is the purpose of my life?,’ and
‘What will happen to me after I die?’”12 These existential questions are regarded as
important for individuals navigating life-limiting illness.55,120,188 Although confronting life-

1

We will at times refer to the individual with serious illness within the health care context as a
“patient,” but hope to acknowledge that we honor the person outside of who they are as a patient
regardless of which term is used.
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limiting illness may serve as an opportunity for personal growth for some,47,48 others may
struggle to find answers to their questions, which can result in debilitating suffering.30,41
Most likely, these experiences are not exclusionary opposites, with individuals
experiencing a dialectical movement, or a hovering between, existential suffering and
joy.11
Despite the clinical importance of existential concerns to individuals navigating
life-limiting illness and to quality palliative care delivery, existential experience
represents a neglected area of palliative care.12,63,80 A primary reason for this is clinician2
confusion regarding the conceptual definition of existential experience and how it can be
managed.44,45,75,113,116,189 This confusion mirrors the extant body of literature related to
existential experience, which is dominated by quantitative research that uses a myriad of
investigator-developed tools to examine different aspects of existential experience.190-192
These tools may not only constrain the breadth of existential experience, but they also
miss the possibility for discovery. Qualitative research has helped to better understand
the complex, subjective nature of existential experience,49,122 yet has been primarily
interview-based. Thus, little research has been conducted on how existential experience
is actually communicated in the natural clinical setting.12 Therefore, this study sought to
address this gap through exploring how existential experience is communicated in
palliative care conversations between patients, families, and clinicians. Through
investigating how the full spectrum of existential experience is expressed in naturallyoccurring palliative care conversations, this study can enable palliative care clinicians to
develop the linguistic sensitivity to better meet the needs of individuals with serious
illness and their families.

2

We use the word clinician to encompass all individuals who provide clinical care, including
advance practice providers, social workers, nurses, and physicians.
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Methods
Overview
This study was a qualitative analysis of existing data arising from the parent
study, the Palliative Care Communication Research Initiative (PCCRI).13 The PCCRI is a
multisite observational cohort study of inpatient palliative care consultations among
people with advanced cancer. This study represents a supra analysis105 of the parent
PCCRI research13 in which a sub-sample of the palliative care consultation transcripts
were analyzed with a not previously explored focus on the existential dimensions of
prognosis communication. This study used a qualitative descriptive approach99,100 paired
with inductive conventional qualitative content analysis.101-103 Qualitative descriptive
inquiry is well-suited to this work as it is ideal when exploring an understudied
phenomenon100 with the goal of producing findings that are closer to the data as given by
the participants.99 A qualitative descriptive approach enabled us to produce a rich
description of existential communication in the natural setting that stayed close to the
participants’ own words, aligning with the primary goal of this research to enhance
clinician understanding of how existential experience is actually expressed during
everyday clinical conversation.
Parent Study
The PCCRI took place at two large academic medical centers: The University of
Rochester Medical Center and the University of California San Francisco Medical
Center. Data collected between January 2014 and May 2016 included: patient, proxy,
and clinician self-report structured questionnaires; direct observation checklists, field
notes, and audio-recordings of palliative care consultation visits (up to the first three
visits); follow-up health services utilization data for six months; and unstructured
interviews with select patients. Altogether, the parent PCCRI sample includes 240
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patient or proxy participants, 231 of which had recorded conversations, contributing to
363 recorded conversations as some individuals had more than one conversation. The
sample also includes 54 palliative care clinicians. Initial consent for the parent PCCRI
study allowed for ongoing analyses of the recorded conversations among the study team
for research purposes. Members of the research team who were involved in the parent
study were directly involved in the analyses for this work.
Participants
All hospitalized individuals referred for palliative care consultation during the
study period were eligible for the study if they met the following criteria: primary lifelimiting illness of metastatic cancer; English-speaking; older than 21 years; individuals
without an exclusively comfort-oriented plan of care documented at the time of referral;
able to consent for research either directly or via health care proxy (if lacking capacity as
determined by the clinical team). Participants were enrolled in the order that referrals
were received during the day, reflecting a consecutive sampling design. However, when
potentially eligible consultations co-occurred, approaching patients from racial or ethnic
backgrounds historically underrepresented in health care research was prioritized. All
patient/proxy participants provided written informed consent. In addition, patients’ family
and friends who were present during the audio-recorded palliative care consultation
provided verbal consent for the audio-recording. Patient/proxy participants self-reported
their gender, race/ethnicity, educational attainment, and religious affiliations; clinical
information regarding cancer type was obtained from the medical record. All palliative
care clinicians (including attending and fellow physicians, nurse practitioners, nurses,
spiritual care providers, social workers, and trainees rotating with the palliative care
service) at both academic medical centers were invited to participate. At enrollment,
participating clinicians provided signed informed consent and completed a baseline
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questionnaire. Conversations therefore included palliative care clinicians, patients,
and/or patients’ family members or close friends (potentially including a health care
proxy). We refer to family, close friends, and health care proxies as “family.”
Recording of Palliative Care Conversations
After obtaining informed consent and before entry of the palliative care team, a
research assistant placed a small digital audio-recorder with a built-in multidirectional
microphone in an unobtrusive location in the hospital room and initiated the recording.
After the consultation, the research assistant ended the recording and collected the
digital audio-recorder. All participants were instructed how to stop recording should they
wish; none did so. Participants were identified by their role during transcription (e.g.
patient, family member, type of clinician). When space in the hospital room allowed, a
study research assistant observed the conversation and completed a direct observation
checklist and field note documenting environmental and conversation factors observed
during the palliative care consult.
Sampling
We used random sampling14 to select an initial sample of 30 participants from the
parent study for qualitative analysis of the palliative care conversations. This sampling
strategy was chosen because each participant represents an information-rich case.104
The initial sample size was chosen based on similar qualitative descriptive investigations
of existential experience in adults with advanced cancer.132,137 In addition to our initial
sample of 30, we continued sampling until meaning saturation193 was achieved. Meaning
saturation goes beyond code saturation, seeking a richly textured understanding of the
issues, capturing the range, complexity, and subtlety of the data.193 It is attained by
asking “not whether you have ‘heard it all’ but whether you ‘understand it all.’”194 Seeking
meaning saturation was aligned with our approach to analysis, using inductive
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conventional qualitative content analysis101-103 to attend to the manifest as well as the
latent content of palliative care conversations.
Analytic Approach
We obtained conversation transcripts of palliative care conversations, direct
observation checklists and field notes, and sociodemographic- and illness-related data
acquired via self-report and medical record review from the parent PCCRI study.
Conceptual Underpinnings
The Conceptual Model of Existential Experience in Adults with Advanced
Cancer11 grounds this work and provided a preliminary conceptual understanding of
existential experience in adults with advanced cancer (Figure 3.1). However, it was not
used as an a priori framework to guide analysis of the conversations. Of central
importance to this study, this model highlights the full spectrum of existential experience,
as compared to much of the research related to existential experience which focuses on
aspects of experience (e.g. primarily suffering). Therefore, it provided a foundation for
exploring the totality of existential experience.
Furthermore, it should be noted that the constructs of existential and spiritual
experience are often used interchangeably.12 In this study, we considered existential
communication to be a meta-concept that includes communication about many
existential dimensions and potentially, but not mandatorily, communication about
spiritual and religious aspects.195 Additionally, though existential experience is frequently
described as related to the spiritual dimension,40 we understood it more broadly to
include bodily needs and capacities (encompassing the physical dimension), belonging
and isolation (encompassing the social dimension), views about the self (encompassing
the psychological dimension), as well as beliefs about meaning and purpose (related to
the spiritual dimension).22
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Analytic Technique
We calculated the frequency and distribution of all study variables using Stata
(version 15.1) to describe the sample according to sociodemographic- and illnessrelated characteristics. To analyze the conversation transcripts, we used a qualitative
descriptive approach99,100 paired with inductive conventional qualitative content
analysis.101-103 Qualitative content analysis is largely based in a factist perspective, that
assumes that interview data is a more or less accurate reflection of reality.99 This
assumption informed this study in that existential communication was understood to be a
representation of existential experience. Still, content analysis is also rooted in
communication theory, which puts forth the idea that every communication has a content
aspect and a relationship aspect.196 Content analysis therefore offered the opportunity to
analyze the manifest content of conversation, as well as the latent, or relational
aspect.197 As such, the conversations were analyzed for both manifest and latent
content.
Due to the unique nature of our dataset, containing naturally-occurring
conversations, we took an ecological approach to analysis that considered the unit of
analysis to be the conversation rather than the individual speaker.32 We thus recognized
any expression of existential experience made by patients, families, and palliative care
clinicians as existential communication. Our approach reflects a person-centered
orientation24 that recognizes the person is inseparable from their social context, with
friends and family at the hub of care.23 Additionally, this approach honors the dynamic
and relational nature of palliative care conversations, recognizing that conversations are
shaped by interactions, with patients, families, and clinicians engaged in co-constructing
dialogue and meaning.31,33-35 While our focus was on the co-created fabric of
conversation, we did attend to who was speaking during analysis (patient, family, or
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clinician), enabling exploration of commonalities and differences in expressions of
existential experience by speaker.
In approaching inductive conventional content analysis, the first author (ET)
began by reading all 30 transcripts, along with reading the direct observation checklists
and field notes, to get a sense of the overall gestalt of the data before beginning
coding.102 The first author then read the data word by word to derive inductive codes that
reflected key thoughts using words and phrases participants used to communicate about
existential experience.103 Next, the first author clustered codes to generate categories,
and sub-categories, reflecting patterns in the data.101 Linking categories based on
underlying meaning allowed for the creation of robust themes, capturing the latent
content of the text.197 The first author maintained a detailed codebook which included
definitions for each code, category, and theme, with illustrative quotes from the data.
Throughout this iterative process, the first author met regularly with members of the
research team to discuss codes and findings and revised codes accordingly; discussions
and reflections were detailed in an audit trail.198 We coded all conversation segments for
the presence of existential communication, including expressions contributed by all
conversation participants. All authors approved the final codes, categories, and themes.
Criteria for Rigor
To maintain rigor, and bolster trustworthiness of our findings,199 we engaged in
multiple procedures to attain transferability, dependability, credibility, and
confirmability.197 To enhance transferability, or applicability of our findings, we provided
detailed descriptions of the context of original data collection, as well as selection and
characteristics of study participants.197 We kept thorough analytic memos during the
coding process to keep an audit trail for review with the research team in order to assure
dependability, or consistency in our results and process.197 Additionally, to strengthen
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dependability, we held regular meetings with the research to discuss the emerging
codebook and any differences in understanding.197 This ongoing conversation served to
foster dialogue among the researchers about how data should be labelled and sorted,200
going beyond merely confirming emerging themes to challenge our pre-understandings
and see interpretations in a new light.199 This process of dialogue among researchers
also helped to strengthen the credibility of our findings. To further enhance credibility, or
the “truth value” of the findings,201 we sought variation in participants, ensured an
adequate sample size to answer the research question, and selected illustrative
quotes.197 We included longer excerpts of text when possible to provide the reader with
vital context so that they may evaluate the process through which findings were
developed. We also strengthened credibility of our findings through reviewing the direct
observation checklists and field notes from the parent PCCRI study along with
transcribed conversations; this provided us with a diversity of perspectives to
contextualize the conversations and help produce a more comprehensive picture of
existential communication.199 Critical to promoting confirmability, or acknowledging and
minimizing investigator bias, is the practice of reflexivity.202,203 We enhanced reflexivity
through the process of introspection and intersubjective reflection with the research
team; the first author also engaged in peer debriefing with predoctoral and postdoctoral
students with the aim of scrutinizing previously unexamined professionally-trained
interpretations of social situations.204,205
Ethics
Institutional Review Board approval for this study was obtained from the
University of Pennsylvania and the University of Vermont. This study was deemed
exempt (category #4).
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Results
The sample included 30 participants from the parent PCCRI study, contributing to
38 palliative care conversations. Over half of patient participants identified as female
(63%), two-thirds were younger than 70 years, and the majority of participants identified
as White (80%). The majority of patient participants identified with a religion (73.3%),
with 60% of individuals reporting maintaining a connection with Christianity. Patient
participants lived for a median of 14 days following consult (see Table 3.1).
During data analysis, we identified one overarching structural theme, and three
subthemes that provided insight into how patients, families, and clinicians communicate
about existential experience in palliative care conversations. The overarching theme,
that existential communication was woven within palliative care conversations, provided
an organizing framework for the findings of the study. The three subthemes included: 1)
Time as a pressing boundary; 2) Maintaining a coherent self; and 3) Connecting with
others. In a fashion consistent with data analysis, selected transcript excerpts show
multiple conversation participants contributing to the dialogue, demonstrating the cocreation of these meaningful themes.
Overarching Theme: Existential Communication was Woven Within Palliative Care
Conversations
In exploring how patients, families, and clinicians communicate about existential
experience in palliative care conversations, existential communication – worries about a
shrinking timeline, a changing self, and altered relationships – was rarely expressed
explicitly. Instead, existential elements typically manifested intermingled with the more
practical, concrete components of palliative care conversations, such as addressing
symptoms and treatment decision-making. This intermingling of the existential with the
practical presented a tension and an opportunity, as discussion of existential experience
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was at times tangential to the clinical focus of the conversation, while also illuminating
“what matters most.” This overarching theme provided a framework for interpreting how
existential communication arises in palliative care conversations and encompassed all
other subthemes, which detail more specifically what topics of existential communication
arise in the conversations.
Existential communication in palliative care conversations was often subtle. This
was exemplified through the following dialogue in a palliative care conversation between
a palliative care clinician (PCC) and a 62-year-old male patient (P):
PCC: And so, were they going to have an oncologist see you here?
P: I think so. And then he said something else, and I'm not sure. It wasn't
specific… know where we're going because I'm going to have to take a leave of
absence. We've got some alone time. We need to sit down and talk about it…out
of my hands. I said you know, Lord, whatever happens. If it's the time, it's the
time…It is what it is. I've got a hot rod I've got to get rid of.
PCC: A hot rod you said?
In this excerpt, the dialogue begins by discussing events of the hospital stay and realities
of a life with serious illness (e.g. needing to negotiate a leave of absence, getting rid of a
hot rod), but this practical planning is adjacent to a deeper level of planning and sensemaking, hinting at the individual’s belief system and a philosophy of understanding (e.g.
“Lord, whatever happens. If it's the time, it's the time”). These profound moments of
contemplation about existence were sprinkled throughout the palliative care
conversations, intertwined with discussion of day-to-day life in the hospital and life with
serious illness.
The nature of existential communication, woven within the practical and pressing
clinical aspects of these palliative care conversations, presented a tension and an
opportunity. In the following excerpt of a conversation between a palliative care clinician
and an 83-year-old female patient, the tension that this intermingling of the practical and
the existential created was evident:
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PCC: Right and these are you know what we call advanced directives so…
P: Mm hmm.
PCC: …it’s not that we expect them to happen you know today or any time
soon…
P: No, I understand.
PCC: …but planning is important, planning is important.
P: Just like me getting cancer. I didn’t expect to get cancer either. For 81 years I
was in almost perfect health. I mean I had my problems, but I was never you
know sick or didn’t take medication or anything and then choo. There you go.
PCC: Now who um is…your husband living?
P: Mm hmm.
PCC: Anybody else living with you or just the two of you?
P: No, no.
Within a larger conversation that involved consideration and completion of an advance
directive, the patient offered an existential bid, that she is familiar with the unexpected
nature of the universe. Though not lingered on, this brief statement suggests latent
existential content related to trying to make sense of why she is experiencing serious
illness, a common underlying question in the conversations. Yet, as this excerpt reveals,
these moments of existential communication were often an aside in conversation, not
the focus.
Alternatively, at times within palliative care conversations, existential
communication provided an opportunity for deepening the exchange. For example, in the
passage of the conversation included below, when asked to think about weighing the
benefits versus burdens of disease-directed therapies ahead, this 77-year-old male
patient reflected on his father’s end-of-life:
PCC: Now you may not have thought about anything like this.
P: No, I have. I watched my father um his life was sustained 'til he was 101 years
old.
PCC: Mm hmm.
P: And the last two years were absolutely miserable.
PCC: Mm hmm.
P: And uh I knew a few things that they did that kept him alive and one which is a
stomach tube for feeding…
PCC: Mm hmm.
P: And I've told him I do not want this kind of treatment feeding.
…
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PCC: Is there anything else you learned from what happened to your father at
the end of his life?
P: Yeah, he spent two or three years in a nursing home burning through all his
money, and he was miserable all the time he was there. So, I don’t want that to
happen.
PCC: You don't wanta live longer…
P: Right.
PCC: …if you're gonna be miserable in the process?
P: Yes. Yup.
In this excerpt, the palliative care clinician integrated the patient’s existential reflections
on the death of his father to learn more about how this experience shaped this
individual’s visions for his own end-of-life. Existential communication, therefore, did not
have to present a digression from the salient clinical elements of the palliative care
conversation, instead it was integrated, and offered additional insight, to the discussion.
More overt moments of existential communication, where an individual explicitly
discussed their own mortality and reflected on what this meant for them, did occur,
though more rarely. For instance, in one conversation, in response to the palliative care
clinician’s customary greeting of, “how are you doing?,” one patient answered:
P: I'm at peace. I'm at peace…I'm very good about how my life's going to end…
(56-year-old female)
Where explicit existential reflections and the fundamental features of palliative care
conversations most overlapped was in discussion of “what matters most.” When
palliative care clinicians asked this question, this commonly centered the conversation
on the existential:
PCC: Um, I heard you say that you don't know how much time you have left,
none of us do. Can I ask what are the things that matter the most to you that you
want to spend your time doing that you have? What is most important to you to
do during this time?
P: Spend time with my wife. Spend time with fellow Christians.
(72-year-old male)
PCC: What’s important to you at this point?
P: I don't know. It sure ain’t the value of living.
(53-year-old male)
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This line of questioning centered the conversation on the patient’s priorities, opening up
deeper existential reflections on what the individual found most meaningful, or
conversely, what no longer held meaning, in their current existence. In examining
moments in the palliative care conversations that elicited existential communication, it is
just as important to consider moments in the conversations that did not elicit this type of
conversation. Of note, asking about spirituality or religion did not necessarily lead to a
discussion of the patient’s or family’s existential experience, as the following exchange
revealed:
PCC: And I know that from reading the notes that you're a Christian?
P: Yes.
PCC: Okay. And um, you practice regularly?
P: No.
PCC: Okay. Have you considered, have they got a chaplain to see you here?
P: No.
PCC: Would you like to see one?
P: No.
(62-year-old female)
Subtheme 1: Time as a Pressing Boundary
Time as a precious, finite resource served as the most pressing boundary of
existence to be navigated in the conversations. Patients, families, and clinicians
commonly engaged with time as a boundary and way to get oriented. In relating to time,
conversation participants frequently attempted to construct a medical timeline and a
more personal, existential, timeline. Often in this process of constructing timelines, time
was conceptualized as a precious and dwindling resource. Overall, relating to time
served as a prominent source of distress in palliative care conversations.
Time was described in the palliative care conversation as a boundary, and a
container, for existence. In a conversation steeped in uncertainty, regarding the likely
course and outcomes of her illness, one 57-year-old female patient succinctly stated:
P: So that’s why I’m trying to find the boundaries.
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PCC: Yeah.
P: Of what’s where and when.
Patients, families, and clinicians described time as a way to get oriented, in the
disorienting setting of advanced cancer. In this process of getting situated, to what is
where and when, patients, families, and clinicians described trying to figure out a
timeline for what they needed to do. This process of constructing a timeline was twofold,
involving creation of a medical timeline and a more personal timeline. After hearing a 62year-old male patient say he needed some time to process recent “stressful” imaging,
one palliative care clinician summarized it as, “I'm hearing maybe what you're saying is
just some normal time, not medical in the hospital.” The medical timeline contained
pivotal events in the cancer illness experience, as well as the life of someone who was
hospitalized, such as date of diagnosis, hospital admissions, and the timing of tests and
procedures. When an individual considered their medical timeline, in relation to their
personal timeline of existence, that is often where the conversation became more
existential:
P: She sent me to they take a piece of your back there.
Family member (FM): Oh, for a biopsy.
P: A biopsy.
PCC: Yeah.
FM: The [date] of December.
PCC: Yes.
P: And…that’s how it started. And then the biopsy and then they keep on talking
and finding this and that. So, we came again yesterday and here we are again.
You know?
PCC: Yeah.
P: And it’s on and on and on. It seems like it doesn’t get any better. You know?
So, uh…sometimes I wonder are they doing the right things, or I am, I don't
know, am I all done, you know, there’s nothing you can do for me? I don't know.
(76-year-old male)
In this excerpt, the patient and family worked together to relay to the palliative care
clinician notable events in his illness trajectory, ultimately leading to a poignant
existential question, “am I all done?”
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The process of crafting a personal timeline in relation to a medical timeline
caused individuals to reflect on their mortality in a new way, situating their illness
experience and themselves within their life course. As one 77-year-old male patient put
it, “I just didn’t realize how old I was until this happened.” Commonly, the illness
experience, and the medical decisions being considered, caused individuals to feel that
they were too early in their life course to be contemplating the end of their life:
PCC: And one of the things that we feel is important to discuss is something
called a code status, meaning if you were to get a lot more sick than you are now
which is pretty sick. I know you’re feeling good but if things were to get worse
would you want to go to the ICU? Would you want to be on a breathing machine
or if your heart were to stop would you want us to do CPR to try to…
P: Hell yeah.
(laughing)
P: Geez. I’m too young.
(56-year-old female)
At times, there was discordance, between the medical timeline and how a person
understood their own timeline. This was expressed by a family member of a 56-year-old
patient who distinguished between the patient’s understanding, “You know the gist you
have your own hopes,” and the medical team’s understanding, “They know what's going
on and you know they have their numbers.” And yet, at other times, the medical timeline
and personal timeline were exactly synchronized, as in this discussion of deciding when
to turn off a ventricular assist device (VAD):
FM: What do we do with the VAD and what does this look like, you know, moving
forward? It feels odd to say okay, at ten o'clock tomorrow morning, you know,
we’re gonna turn it off. But I think that’s probably what we’re getting at. Not ten
o'clock tomorrow morning, but I think that’s the reality of where we’re going.
PCC: Usually that’s the way it’s done. Usually we sort of say okay, get everybody
in, give them a chance…time who wants to come in. Once you make these
decisions having to go out for a huge period of time doesn’t seem to make too
much sense. So probably picking a time tomorrow or Wednesday or something
and…And then we’d stop. You know, people sometimes go for a little while after
you stop it. He probably won’t. But just to be a little prepared in the Just in Case
department.
(82-year-old male)
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Through situating themselves on their personal, existential, timeline in relation to
their medical timeline, individuals often conceptualized time as a precious and dwindling
resource. This was evident in the language conversation participants used to talk about
time. Palliative care clinicians seemed to recognize the preciousness of time in
conversations through often starting conversations promising they wouldn’t “take a long
time,” and ending conversations through thanking patients and families for “spending
time” with them. Patients and families described feeling that they’ve “lost” time, they
don’t want to “waste” any more time, they described treatment decisions as “buying”
time, and they shared how they want to “spend” their time to make this time as “rich” as
possible. This careful calculus, of how much an individual was willing to go through
medically in order to have a chance at more time personally, was often verbalized
through discussions of worth:
FM1: The way that I understood it yesterday with the drug.
PCC: It’s not certain if it will work.
FM1: It’s not a cure.
FM2: No.
PCC: No.
FM1: It’s an extension.
P: Nothing’s a cure.
PCC: At best it’s an extension.
P: It’s just buying time.
PCC: At best it’s buying time.
FM3: But it might not buy comfortable time too.
P: Right.
FM3: Is it.
P: Is it worth it?
(80-year-old female)
Time was described as a rapidly dwindling resource, making these calculations all the
more urgent. Conversation participants expressed a feeling that time was moving too
fast. The speeding up of time, and the prospect of not having as much time as one had
hoped in the future, led to some powerful existential reflections of what it meant to be
coming to the end of one’s timeline:
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P: …I feel blessed. And then from here on out I feel cheated. Not because I'm
not being blessed anymore. I hopefully will continue being blessed. It just won’t
be as much of it as I was planning on.
(70-year-old male patient)
Situating the individual with advanced cancer on a personal, existential timeline
could prompt substantial distress for patients and families. This was especially true when
individuals looked to the future and understood their timeline as uncertain:
P: It's like living in limbo.
PCC: Mm hmm.
P: I mean I don’t know you know. Is everything, nothing changed?
PCC: Mm hmm.
P: Uh things are getting worse…
PCC: Mm hmm.
P:…and if they're getting worse how long perhaps do I have?
(83-year-old female)
As the above excerpt reveals, looking to the future often led to questioning regarding
how long they or their loved one had to live, hoping for more time, and wondering how
they or their loved one was going to die. Individuals, families, and clinicians also
discussed how they would know “it’s time,” especially in relation to making decisions
about hospice. In looking to their future, there were some individuals who explicitly didn’t
want more time:
PCC: Because it seems like you were telling me yesterday that you are feeling –
I am trying to remember the words that you used – but very at peace, that you
said you could die anytime and it would be okay, no regrets I think you said. Is
that right?
P: Yes…anytime as soon as possible, you know?
(40-year-old female)
This sentiment could also hold substantial distress, when conversation participants
worried that the patients’ current existence was no longer acceptable to them, prompting
the concern, “Is it gonna be forever?” (76-year-old male). Nevertheless, some individuals
expressed faith-based beliefs which appeared to alter their understanding of time, and
often led to reduced distress with a shortened medical timeline, because their personal
timeline was not ending.
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PCC: So, is there anything that frightens you about all this…?
P: No.
PCC: No? Okay.
P: I have a very firm belief in an afterlife.
PCC: Okay.
P: So, I'm not afraid to die.
(75-year-old female)
P: God is the beginning, God is the end. And he gave his son for me that I might
live forever. My soul will be with His soul forever.
(72-year-old male)
Subtheme 2: Maintaining a Coherent Self
Individuals with advanced cancer and their families described striving to a
maintain a coherent self in the changing landscape of illness and dying. Patients and
families detailed the personal narrative, the “self,” of the individual with advanced cancer
and relayed how this self was changed or challenged in the serious illness context. They
described how they adapted to this changing self and emphasized hoping to get back to
some version of the self they knew before. Getting back to the self they knew before, or
staying true to the self they believed themselves to be, was especially evident in the way
conversation participants described their decision-making process regarding possible
disease-directed and end-of-life treatments.
Patients and families told stories during palliative care conversations to give a
sense of who the person with advanced cancer really is and was, and how they lived
their lives. Often, through these stories, patients and families relayed narratives of a
“fighter,” who has “gone through so much…and has lived through so much and survived
so much,” (family member describing an 83-year-old female patient). Not infrequently,
the patient’s narrative was one of exceptionalism:
P: I know that I'm a Christian. That makes me different, different than a lot of
people. Not better, but different. I'm different because I walk with the Lord Jesus.
(72-year-old male)
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P: I was given 3 to 9 months to live 6 years ago, and so I'm not proud that
everybody else has gone by the wayside, but I'm like one in five million people
that are still here with my brain metastases.
(56-year-old female)
Patients and families also described who the individual with advanced cancer was within
their social worlds. This often involved recounting the individual’s identity as closely
interconnected to their friends and families. As one family member of a 72-year-old
female patient described, “She'd do anything for anybody. She'd do anything.
Everybody, they called her ma.”
In the context of advanced cancer, palliative care conversations frequently
included discussion of how the patient’s physical self had been altered. Patients and
family members alike described the patient’s physical body experiencing increased pain
and symptoms, becoming weaker, and getting “cut up.” One family member said, “she’s
got 3 things sticking out of her now,” (family member of a 56-year-old female patient).
Talking about changes to the physical body of the person with advanced cancer could
lead to deeper existential reflections of how this changed the person’s identity, at times
rendering them unrecognizable:
FM: And then, it’s just, you know, I can remember driving here, you know,
Tuesdays with her sitting in the car, that beautiful smile she had on her face. And
now when I see her hallucinating, I’m like, my God, how much has happened in
just a week.
(family member of a 37-year-old female patient)
Changes to the physical body could lead to a sense of alienation from the self in the
present and a fear of who they would become in the future. This was expressed by one
40-year-old female patient who, when imagining looking at her future self with advancing
illness, said, “I would look like a total freak, you know…That would scare me like when I
looked in the mirror it would freak me out.”
Discussion of a changing body in the setting of advanced cancer often led to
reflections on how this changed the person’s identity through altering their day-to-day
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existence. This type of discussion could be more clinical in focus, talking about changing
capacity and function due to symptoms and disease progression. The conversation
became more existential when emphasis shifted to consider how living in a changing
body threatened an individual’s daily activities and daily life. These activities could be as
simple as going to the bathroom, but still provoke intense existential reflections. As one
56-year-old female patient reflected, “Using the restroom is, as for all human beings, it’s
a priority in life.” Living in a changing body could also threaten an individual’s traditional
sources of joy and meaning:
P: I was an extremely happy person. I did cross country skiing, bicycle riding. I
have a couple kayaks and we use them. I have a boat and we're on it all the time.
But a lot of that will have to change.
(77-year-old male)
As is evident in the above examples, disruption of day-to-day activities could present a
significant challenge to how an individual understood themselves and their lives. Many
individuals articulated this as a loss of any sense of being normal or having a normal life:
P: You know, like a normal person. I can’t enjoy movies or go out to a restaurant
and everything. I can’t do any of that anymore.
(40-year-old female)
P: I can't anymore. I just can't, I just can't live a normal life. I probably never will
live a normal life like I used to.
(83 year-old female)
In response to this changing self and compromised existence, individuals and
families emphasized their hopes to get back to some version of the self they knew and
described how they adapted to the challenges they were facing. Patients communicated
searching for ways to feel like their “normal self” again, including getting back to eating,
driving, and their jobs. As one 49-year-old patient put it, “I mean I want to start doing
something I did that I’m used to and made me feel good.” Patients and families
acknowledged that these hopes may not always be possible, and so frequently palliative
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care conversations involved renegotiating hopes in the setting of likely continued
decline.
P: Physically I'm just not strong enough to drive. I don't know if I could talk her
into driving. But…but if she’s not strong enough to drive the motorhome then I
said we should drive, you know, buy whatever car you want, and we’ll drive a
brand-new car to Yellowstone, and we’ll stay in hotels. You know, we’ll spend the
insurance money.
PCC: Sounds nice, sounds like a good plan.
P: Well I have to get the drug regimen straightened out. Last year we were kind
of chained to the chemotherapy, but we were still able to get away for a week
and a half in the motor home.
PCC: Nice.
P: We were able to, well, do a little bit of camping. You know. And at this point
it’s just nice to go out and sit in the woods.
(70-year-old male)
In addition to reprioritizing, patients and families described other ways they adapted to
the changes and losses they were facing, including thinking positively or alternatively,
not thinking about it at all. Many patients and families expressed some variation of, “The
way I manage it is whatever I need to do, I do,” (40-year-old female). And yet
sometimes, patients and families emphasized that it was really a struggle to adapt to the
changes they were experiencing, and the prospect of more challenges ahead.
P: I don’t really have a light at the end of the tunnel to. It seems like every time I
see the light it’s a freight train coming the other way.
(77-year-old male)
Commonly, palliative care conversations included dialogue related to treatment
decision-making, and this was one area where patients and families stressed
maintaining a sense of a coherent self. In line with the narrative of the self as a “fighter,”
many individuals and families emphasized pursuing treatment because this honored the
patients’ identity, and they didn’t want to become a “quitter” now. As one family member
of an 86-year-old female said, “She’s never given in to a fight and now’s not going to be
the time.” At times, individuals emphasized pursuing additional life-sustaining treatments
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to honor their identity as a “survivor,” even when the individual no longer found their
existence meaningful:
PCC1: Everybody has different limits of how much is okay with them.
P: Well, I mean if you want to call it, you just want to end it right now…enough is
enough like that then ya I would like to do that but…
PCC1: [silence] Like you’d want to…
P: Be done. Naturally.
PCC1: What stops you from…?
P: Well, I can’t do it. [silence] I'm a survivor, I can’t do it.
PCC2: Is it that you’re not very happy with the type of life you’re having right
now? Is that the…?
P: If I had a choice that somebody walked in with a gun and mowed me over?
Yeah, I'd take that.
(53-year-old male)
In making decisions not to pursue additional life-sustaining treatment, many
conversation participants described not wanting to prolong an existence where the
patient was no longer themself. This sentiment was expressed by one palliative care
clinician who said, “And the level has been, at best it has been not at all himself. You
know, the in-charge guy,” (clinician caring for an 82-year-old male). A family member of
a 72-year-old female patient echoed this sentiment, questioning, “just leave her like this
how long? It's not her, you know?”
Subtheme 3: Connecting with Others
Connecting with others was one of the primary means individuals and families
emphasized in adapting to the changing landscape of illness and dying. This included
discussing their relationships with friends and family, members of their care team, and
God. All of these relationships were described as potential sources of strength, as well
as sources of suffering when they were disrupted.
Palliative care conversations often revolved around connection with loved ones,
in this life and the next, when individuals and families described how they adapted to
living with advanced cancer. In this life, families often described changing relationships
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with their loved ones, adjusting to the changing self of the individual living with advanced
cancer. As one family member of a 68-year-old male patient described “his retired
buddies:”
FM: …they’ve stepped in now and have been helping to drive him, take him to
the grocery store, get things for him when he needs. So, it’s – they’ve turned
[chuckles] – a different kind of friendship. Even though they are still having
friends it isn’t going out to breakfast, it isn’t bowling together, it isn’t playing
baseball together, it’s really more they are helping where we need the help.
Patients and families also emphasized the increased importance of connecting with one
another in the setting of advanced cancer and a threatened existence. As one family
member of a 37-year-old female patient said:
FM: Because it’s not just sitting, I just want to hang out with her.
PCC: Yeah.
FM: Like, I’m like, you’re alert, let me feed you, let me give you pills, let me make
sure you’re clean, let me – you know what I mean? That’s just – that’s what I’d
rather do right now. And somebody else is like, make sure you sleeping. Yeah,
I’m sleeping, but right now, I don’t know how long she has, so every minute that I
can have with her, is a minute I can have with her.
PCC: You’re making the most of it.
FM: That’s really what’s most important to me, you know?
Connecting with friends and family was emphasized as especially important in the dying
process, as loved ones gathered to say goodbye to the individual with advanced cancer.
Palliative care clinicians worked to honor these relationships during the conversations
and find ways of encouraging connection, even within the hospital setting:
FM: …we've been best friends forever.
P: Forever.
PCC: (chuckle) Look at that cute little smile. (laughter)
P: My best friend.
FM: Yep.
P: My hero.
PCC: And then when we get her more comfortable you can just climb in with her.
Or we've been known to get an extra bed now and then and put 'em side by side
just like college days.
P: Yeah.
FM: See.
PCC: So, it is all about trying to make things happen for you that are important
for you.
(57-year-old female)
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For some conversation participants, the idea of maintaining connections with
family and friends after death brought them solace when struggling with how to say
goodbye to their loved ones in this life. Connection that transcends this lifetime could be
expressed through discussion of the afterlife, legacy, and learning from loved ones who
had previously died. Regarding connections in the afterlife, one 70-year-old male patient
reflected:
P: You know, I'm, instead of having 20-odd more years here I'm gonna go and be
with my father and my younger brother and grandparents and all those people
that I love and which is perhaps a little selfish of me, to think that I deserve to
stay around longer.
Patients and families described the patient’s legacy in their family, through their children
and grandchildren. As one palliative care clinician summarized, “You leave your legacy
in the memories you share, the stories you tell so if there are more grandchildren, they’ll
hear about you, you know?” (clinician caring for a 70-year-old male). Some patients and
families relayed their past experiences with a loved ones’ sickness and dying, often
sharing how what they had learned in that experience was informing how they were
approaching this one:
P: Yeah. Well, my father died of cancer, but he had… he died in his own home,
in his own bed. He had his bed moved into the living room. And lay in bed in the
living room. And everybody did stuff around him. And took care of him. And he
had hospice come to the home, come to his home. And they washed him and
combed his hair, shaved him and took care of him.
PCC: Yeah.
P: So that’s the way I would like to go.
(75-year-old female)
This connection to loved ones who had previously died was one way patients and
families made sense of the unfamiliar situation they were in now, contemplating the
impending death of the individual with advanced cancer.
When connection to family and friends was disrupted, in this life or in the next,
this was described as a source of suffering in the palliative care conversations. Family
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members described the struggle to do enough for the patient, without doing too much to
them, as they faced the prospect of their loved one’s death. On the one hand the family
member of a 72-year-old female patient lamented, “You know, you can't do anything to
help them,” and on the other hand the family member of an 86-year-old female
expressed, “I’ve been questioning what are we doing to her.” Similarly, patients often
worried about what they were putting their loved ones through:
P: I just didn't want my family to suffer.
(56-year-old female)
The idea that it is “harder on them,” was a common refrain spoken by patients about
their loved ones.
Patients and families also worried about how the patient’s death would affect
their loved ones in the future. Patients described wanting to make sure everyone was
taken care of before their death, not wanting to leave problems behind for their friends
and family. This could create an urgency in the conversations, as one patient said
regarding her husband, “I'm concerned about him and uh there's things I have to settle
before,” alluding to her impending death (83-year-old female). Patients also grieved not
getting the chance to achieve certain relational milestones with their loved ones. They
expressed sadness over not seeing their children get married or have kids, or not being
able to take the trip they had long planned on taking with their partner. Family members
described similar grief over the impending death of their loved one. This could lead to
powerful reflections on isolation, as one family member of a 37-year-old female patient
asked, “Why am I the one left?”
Patients, families, and palliative care clinicians described relationships with the
care team as an important source of connection, which when absent, could provoke
suffering. Often, the palliative care conversations included moments of shared gratitude
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and admiration, between patients, families, and clinicians in and outside of the hospital
room:
FM: He loved you.
PCC: I love him, too. Yeah. I always look forward to seeing him.
(family member of an 82-year-old male patient)
PCC: She's a wonderful doctor, and you've meant a lot to her.
P: Yeah. All the people I've been with here we mean a lot to each other.
(56-year-old female)
Some patients and families went so far as to describe their palliative care team as a
source of “spiritual counsel.” Conversations often included discussion of “walking the
path,” of serious illness and dying, together. Patients and families also emphasized
connection to the care environment as meaningful. One family member of a 56-year-old
female expressed not wanting to leave the unit they were on, saying, “It’s so life affirming
here.”
When relationships with the care team were compromised or absent, this could
lead to feelings of isolation by patients and families. In relaying a story about seeking
care from a previous clinician, and feeling that she had been “blown off,” one 56-year-old
patient expressed:
P: And um but I knew it's like oh my God, if he’s gonna blow me off I don’t know
what to do. I’m alone and I had no one to talk to. I had nowhere to go.
Patients and families described stories of feeling neglected by previous clinicians and a
“deep internal fear” that they would not be able to receive the care they needed in the
future. For example, one patient worried, an “institution can always say hey, we cannot
take care of this patient. He or she is too difficult for us to handle,” (40-year-old female).
These experiences of neglect, abandonment, and isolation from the care team could
make patients doubt whether their care team could truly support them.
P: She says, well, you know we go through this and that I just had to say no,
no…you don’t get to go through it. I get to go through it.
(57-year-old female)
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As the above excerpt illustrates, though the clinical team was there to support them,
some patients expressed that ultimately, they were the ones who had to deal with the
reality of living and dying with advanced cancer.
Patients and families described connection with God and their faith as an
important relationship, but one that could also be tested in the setting of advanced
cancer. For some people, their relationship with God helped them make sense of their
threatened existence. As one 65-year-old female patient put it, “God is my authority.”
This belief in God, that God was in control, could offer a sense of peace in a situation
marked by uncertainty. Similarly, some people expressed a greater understanding of
death because of their faith.
P: I do understand. I don't understand why I have to die but we all have to die.
We all…we all face the same thing. It’s a time of the season for all things, the
Bible says. Out of my house is a flower that blooms, a flower that withers, a
flower that dies. And that’s the way it is. That’s what happens. I see seasons
come and go on my farm.
(72-year-old male)
For some individuals, God and their faith helped them to manage and adapt to living with
serious illness. Patients and families emphasized God and their faith as a source of
strength, a source of meaning, and a source of deep connection.
P: Well, God does it for me. It's the medicine I have.
(67-year-old female)
P: Jesus is always with me. No matter what, through all this he will always be
always with me. So, I'm not by myself.
(72-year-old male)
Though this didn’t get discussed extensively, some individuals described their faith being
tested during serious illness. As one family member of a 56-year old female patient
explained regarding his wife’s disconnection with her spiritual beliefs, “she kind of
stepped away from it actually when it first happened.”
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Discussion
Our findings highlight key insights about how existential experience is
communicated in palliative care conversations. Overall, existential communication is
present in palliative care conversations, intermingling with the more instrumental
elements of conversation. This finding builds upon a growing body of literature regarding
what is happening in clinical conversations related to serious illness in patients with
advanced cancer.8,65,206-208 While previous studies have noted that spirituality and faith
are one key element of palliative care visits with individuals with advanced cancer,206,208
and that presence of existential suffering in palliative care conversations is associated
with increased expression and type of goal communication,8 the present study provides
more detail regarding exactly what is being communicated related to the breadth of
existential experience in these conversations.
The overarching theme, that existential communication was woven within
palliative care conversations, supports existing literature on existential and spiritual
communication in different populations and settings. For instance, research analyzing
home hospice conversations with patients, families, and nurses similarly found that
spiritual discussions occurred throughout the visit, interspersed with other topics.209 The
idea that existential communication may be more implicit than explicit in conversation
also mirrors literature related to how spirituality is discussed by the loved ones of
seriously ill individuals who have died.210 Additionally, a study exploring the perspectives
of individuals with advanced illness and members of their care team (caregivers and
clinicians) regarding conversations related to end-of-life revealed two broad categories:
instrumental dimensions of clinical care conversations, which may be interpreted as
“steps to follow,” and the existential dimensions of conversations.9 Our findings
underscore that these elements intermingle in conversation, at times presenting a
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tension and at times an opportunity. Additionally, our findings suggest that existential
dimensions cannot be ascertained through an isolated screening question, but rather
that attention to the existential is required throughout the conversation.
Overall, our findings support the Conceptual Model of Existential Experience in
Adults with Advanced Cancer.11 Tarbi and Meghani11 propose a definition of existential
experience where existential experience can be understood as a process of facing
shared existential challenges related to the parameters of existence (body, time, others,
and death). This definition places existential challenges at the forefront, acknowledging
the possible consequences of existential suffering and joy, but centering on the process
of dynamic movement within and between these poles. Our findings support the idea
that individuals may describe a myriad of existential challenges, expressing deep
reflections on existence, without necessarily communicating existential suffering or
existential joy. Furthermore, our findings reveal that patients and families emphasize
existential concepts such as relating to time as a pressing boundary, striving for a sense
of a coherent identity in a changing landscape of illness and dying, and the importance
of deep connectedness in the face of potential isolation. These subthemes add
considerable detail to the Conceptual Model of Existential Experience in Adults with
Advanced Cancer11 through describing how individuals and families describe facing
existential challenges in conversation.
The first subtheme, time as a pressing boundary, demonstrates the fundamental
importance of relating to time in the palliative care conversations. This finding resonates
with previous philosophical work related to existential experience. For instance, Van
Manen’s158 reflective lifeworld existentials framework highlights being in time
(temporality) as a primary way individuals structure experience in the world. Existentially,
time relates to how individuals subjectively perceive the past, present, and future.158
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More recently, existential experience in adults with advanced cancer has been described
as being marked by individuals experiencing shared existential challenges related to the
parameters of existence, time being one key dimension where challenges arise.11
Our finding that individuals with advanced cancer and their families work to
construct a medical timeline and a more personal, existential, timeline, adds new insight
into how seriously ill individuals negotiate their existence in time. Other research
involving individuals with advanced illness has similarly described how individuals
experience two senses of time, their personal experience of time, which governs their
existential timeline, and the socially constructed norms of time, which govern the medical
timeline.132,211-213 Individuals with advanced illness may thus keep time in two realities,
and discussion of time in the clinical context may elicit reflections of time in the
existential context. As other authors have noted,212 in the face of a limited time left,
existential time may take on increased importance, and everyday expressions (such as
“buying” and “spending time”) may carry a different meaning and serve as an opening for
deeper conversation about how to make this time meaningful.
The second subtheme, maintaining a coherent self, revealed that individuals and
families communicated an existential threat to their identities in palliative care
conversations. Discussion of maintaining a coherent self in the changing landscape of
illness and dying is one prominent way Yalom’s21 key existential concern of freedom
manifests in the conversations. In palliative care conversations, patients and families
narrated who the individual with advanced cancer has been in their lives and struggled
with who that individual still is in the setting of a situation marked by reduced freedom,
especially due to the limitations of living in a changing body. The existential challenge of
redefining existence in relation to a changing body is also a central existential challenge
recognized by Tarbi and Meghani.11 As Arthur Frank214 wrote, “During illness, people

83

who have always been bodies have distinctive problems continuing to be bodies,
particularly continuing to be the same sorts of bodies they have been.” Seeking a
coherent self in this landscape relates to existential themes of authenticity, of striving to
live in a way that is consistent with a person’s truth.17,215
The link between a changing body due to advanced illness and threatened
identity has been described before, through diminished sense of agency and control.216218

Our findings extend previous studies by adding considerable detail regarding how this

experience is communicated in everyday clinical conversation. One way that individuals
with advanced illness strive for authenticity is through involvement in daily activities that
align with their innermost priorities and values.51 The way that individuals in our study
described their changing body as threatening their day-to-day activities, from using the
restroom to kayaking, suggests that discussion of the routines of daily life, and their
disruption in serious illness, holds profound existential relevance. This finding lends
support to Salander’s195 assertion that the container of “everyday life” may represent a
fruitful conceptualization of existential experience in that it represents a bottom-up
perspective grounded in the individual’s reality. Indeed as Salander195 writes, “Existential
concerns might at first glance be expressed in superficial words of daily living, but we
should acknowledge the potential importance of these words…meaning of life is a silent
part of each individual's idiosyncratic way of living her or his life.”
The third subtheme, connecting with others, demonstrated how individuals with
advanced cancer emphasize connectedness as an important strategy in adapting to the
changing landscape of illness and dying. This theme relates to the social dimension of
existence22 and how individuals seek connection with others and find belonging in the
world.11,158,219 Persons with advanced cancer and their families also described intense
feelings of isolation when their relationships were threatened. This highlights how
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individuals struggle with the key existential concern of isolation,21 the feeling of being
ultimately alone in life’s critical moments, and may consequently experience existential
loneliness. Existential loneliness has been defined as “the immediate awareness of
being fundamentally separated from other people and from the universe, primarily
through experiencing oneself as mortal, or, and especially when in a crisis, experiencing
not being met (communicated with) at a deep human (i.e. authentic) level.”118
Within the social dimension of existence, our findings highlight the integral
relationship between the patient/family and the care team. Previous studies investigating
conversations between oncology and palliative care clinicians and individuals with
advanced cancer have emphasized the warmth and comfort of the patient-clinician
relationship, and the rapport-building elements of conversation.65,207 Our findings build
on previous studies of patient-family-clinician conversations to underscore that this
connectedness with the clinical care team goes beyond social support and warmth.
Studies in other contexts suggest that existential loneliness can be exacerbated218 or
eased220 by relationships with health care professionals. Furthermore, previous
quantitative work has highlighted the strong impact of perceived relatedness on
ameliorating existential distress.221 Our findings suggest that perceived relatedness from
the clinical team may be an important element to be explored in future existential
research. Importantly, our findings underscore the need to include the clinical realm in
the social dimension of existence when investigating the relationships that can serve as
a source of strength, or distress, in individuals with serious illness, as this relationship is
often left unexamined.222
Limitations
Study findings should be viewed in light of several limitations. First, the sample
included in this study is English-speaking and predominantly White, with the majority
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endorsing a connection with Christianity. Cultural, racial, and religious factors have been
described as influencing existential experience,120,130,134-138 and as important in palliative
care conversations,96,223,224 nuances which could not be adequately explored in this
study. The cultural context of the findings must be taken into consideration when
assessing the transferability of the findings to other populations. Additionally, the findings
are based on analysis of transcripts of audio-recorded conversations. Though we did
integrate field notes into analysis in an attempt to gain insight into the context of the
palliative care conversations, we did not have indications of nonverbal behaviors during
the conversation (e.g. eye contact) that could have influenced the way things were said
or left unsaid. Lastly, this study took place in an inpatient environment during one
hospital stay, which may have shaped what was discussed. Specifically, other studies of
existential experience have uncovered the importance of spatiality,158,225,226 of how we
understand ourselves in the world. While “getting home” was a focus of logistical
discussions in the palliative care conversations, existential concepts such as “athomeness,”226 a sense of belonging in a space, were not emphasized. Future
longitudinal investigations of palliative care conversations in disparate environments are
warranted to understand whether what is existentially communicated in conversations
shifts dependent on time and place.
Implications
This study has implications for the language researchers and clinicians alike use
to describe and screen for existential needs. First, this study provides a foundation for
understanding how existential needs are communicated in palliative care conversations.
It is important to acknowledge that very rarely in the conversations do people explicitly
express existential concerns, like overtly describing loss of meaning or purpose. The
results of this study also suggest that isolated screening, through asking about religion
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or spirituality, does not suffice to elicit the expansive existential needs that are
interspersed throughout conversation. Instead, as Salander195 proposes and this study
supports, in listening to the ways in which individuals and families describe the details of
everyday life – how they spend their time in their changing body and social world –
clinicians and others can gain insight into the meaningful existential concepts people are
struggling with day-to-day. This entails recognition that discussion of activities of daily
living is about more than functional concerns.
Additionally, through a novel approach analyzing conversations in the natural
setting between patients, families, and clinicians, this study uncovered the importance of
connectedness as a priority for individuals with advanced cancer and their families.
Furthermore, this study highlights the importance of the full triad of relationships,
between patients, families, and the care team. However, the majority of studies
regarding existential experience focus exclusively on patients.30,189 As patients, families,
and clinicians experience the existential burden of advanced illness,70,227 this study
underscores the need to include and honor the full triad in future research regarding
existential experience, and attend to the existential needs of both patients and families in
the clinical encounter.
Conclusion
In conclusion, this study examining naturally-occurring palliative care
conversations between individuals with advanced cancer, their families, and clinicians,
demonstrates that communication about existential experience is present and varied.
Importantly, the finding that existential communication was woven within palliative care
conversations presents multiple opportunities for clinicians to assess and address
existential needs for seriously ill individuals and their families. It is our hope that this
study helps to broaden the lexicon for talking about existential experience, which can
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enable clinicians to better meet the needs of seriously ill individuals and their families.
Further research to better understand the ways in which existential communication may
vary over time and across care settings may enable the development of more tailored,
meaningful communication approaches toward the delivery of high-quality, personcentered serious illness care.
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Tables
Table 3.1 Sample Characteristics (N = 30)
Variable
Age in years (Mean ± SD)
Femalea
Race
Black/African American
White
Other
Hispanic or Latino ethnicity
Highest education
≥ Bachelors
High school/some college
≤ High school
Financial security
Secure
Partially secure
Insecure
Cancer type
Lung
Gastrointestinal (non-CRC)
CRC/breast/prostate
Other
Palliative Performance Scale (Mean ± SD)
Clinicians’ estimate of survival time
< 2 weeks
2 weeks to < 3 months
≥ 3 months
Days from enrollment to death (Median (Range))
Quality of Life (Mean ± SD)
Any religious affiliation
Christianity
Buddhism
Islam
Prognostic uncertainty
Not at all bothered
Slightly bothered
Moderately bothered
Quite a bit bothered
Extremely bothered
At peace
Completely
Quite a bit
Moderately
Slightly
Not at all

n (%)
64.3 ± 13.2
19 (63.3)
2 (6.7)
24 (80.0)
4 (13.3)
3 (10.0)
8 (26.7)
18 (60.0)
4 (13.3)
15 (51.7)
13 (44.8)
1 (3.5)
2 (6.7)
4 (13.3)
9 (30.0)
15 (50.0)
4.9 (2.1)
4 (13.3)
10 (33.3)
16 (53.3)
14 (0-157)
4.4 ± 2.8
22 (73.3)
18 (60.0)
1 (3.3)
3 (10.0)
4 (13.8)
3 (10.3)
8 (27.6)
8 (27.6)
6 (20.7)
3 (10.3)
5 (17.2)
14 (48.3)
1 (3.5)
6 (20.7)
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Note: CRC = colorectal cancer; aGender was assessed through asking, “How would you
describe your gender?” (to which participants could reply, “Man,” “Woman,” “Other”).13
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Figures
Figure 3.1 Adapted Model from the Conceptual Model of Existential Experience in
Adults with Advanced Cancer11

Note: For the purposes this study, terminal diagnosis refers to diagnosis of Stage 3 or 4
metastatic solid cancer.
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CHAPTER 4: "THIS HAS TO DO WITH MY FUTURE…IF I HAVE ONE": A MIXED
METHODS INQUIRY INTO THE EXISTENTIAL DIMENSIONS OF PROGNOSIS
COMMUNICATION WITH ADULTS WITH ADVANCED CANCER
Abstract
Context: Communication about prognosis is a key ingredient of effective palliative care.
Prognosis communication may prompt contemplation of one’s suffering and death, and
therefore trigger existential questions; however, the existential dimensions of prognosis
communication are underexplored.
Objectives: To describe the existential dimensions of prognosis communication in
palliative care conversations in the natural setting.
Methods: We used a mixed methods approach to analyze a random subset of
participants from the Palliative Care Communication Research Initiative (PCCRI) parent
study. PCCRI data includes verbatim transcripts of inpatient palliative care consultations
with adults with advanced cancer. We quantitatively stratified the study sample by levels
of prognosis communication, and qualitatively described existential dimensions of
conversations within and across none, low, and high levels of prognosis communication.
Results: Our sample included 34 participants from the parent PCCRI study, contributing
to 45 palliative care conversations. Mixed analyses revealed three key findings. First,
existential communication was more common, and deeper, within conversations with
higher levels of prognosis communication. Second, this emphasis on the existential in
conversations with more prognosis communication represented an existential shift in
focus compared to the more physical focus of conversations with no prognosis
communication. Lastly, prognosis and existential communication were deeply
interconnected.
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Conclusion: Existential communication and prognosis communication are intimately
linked within palliative care conversations. This study underscores the importance of
clinicians attending to the multiplicity of existential concerns that arise when
contemplating mortality in the clinical setting and the necessity of further exploration of
this phenomenon in future research.
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Introduction
Palliative care improves quality of life, symptom burden, illness understanding,
and quality of care at the end-of-life for patients with advanced cancer.228-231 Recent
evidence suggests that communication about prognosis – the process of addressing
“what to expect” for an individual’s disease course – is a salient component of effective
palliative care.2-4 By enabling meaningful decision-making and end-of-life planning in the
setting of advanced illness,232-235 prognosis communication is an important mechanism
through which palliative care impacts preference-concordant treatment at the end-oflife.5 Additionally, prognostic uncertainty is a common source of distress in patients with
advanced cancer, and is associated with lower quality of life.6 Prognosis communication,
therefore, may be an important mechanism by which palliative care improves quality of
life in advanced cancer.6 Given the importance of prognosis communication in palliative
care, it is essential to explore the key elements of these discussions.
The existential dimensions are one potential key element of prognosis
communication. Conversations about prognosis necessarily involve uncertainty since
disease trajectories are often challenging to predict for individual patients.31,236 Because
the outcome of that uncertainty can be overwhelming, including contemplating death
and/or suffering,31 conversations about prognosis may trigger existential questions.9,10
However, the existential dimensions of prognosis communication have yet to be fully
explored.
Existential experience can be understood as a moment or situation in which an
individual is confronted with the boundaries of life and has to figure out what this means
for their understanding of the self, life, and death.11 Existential experience is especially
relevant in conversations in the setting of serious illness that may involve contemplation
of mortality, as it has been suggested that overemphasizing the instrumental aspects of
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these conversations, while ignoring the inescapable existential dimensions, may limit the
potential meaningful impact these conversations can have.9 Despite these profound
consequences, patients’ existential experience is often neglected,62 with cancer patients
reporting a high degree of unmet existential needs.55,64,112
Prognosis communication is integral to effective palliative care delivery,2-4 and a
better understanding of the existential dimensions of these conversations can offer new
and critical insights. Furthermore, exploring the existential dimensions of prognosis
communication draws attention to a traditionally neglected, but deeply meaningful,
domain of individual experience. In order to achieve the full benefits of palliative care
and establish “best practices” for conversations related to prognosis with individuals and
families navigating serious illness, a strong empirical understanding of what actually
occurs during palliative care conversations is necessary. This study, therefore, used a
mixed methods approach to investigate the existential dimensions of prognosis
communication in palliative care conversations in the natural setting (i.e. real-life
communication). Ultimately, understanding existing patterns of prognosis and existential
communication during palliative care consultation has implications for identifying
approaches that improve the quality of care and quality of life for individuals and families
navigating advanced illness and end-of-life.
Methods
Overview
This study employed a mixed methods approach14,15 to analyzing a subset of
participants from the Palliative Care Communication Research Initiative (PCCRI) parent
study.13 The PCCRI is a multi-site observational cohort study involving hospitalized
individuals (N = 240) with advanced cancer referred for inpatient palliative care
consultation. PCCRI data includes verbatim transcripts of palliative care consultations.
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Previous PCCRI research coded all conversation segments for the presence of
prognosis communication.96 In this study, we built upon PCCRI research using an
explanatory sequential (quan-QUAL) mixed methods design, with emphasis on the
qualitative phase.98 We used the random subsample of conversations analyzed in
Chapter 3 from the parent PCCRI study.13 We quantitatively stratified the study sample
by levels of prognosis communication (i.e. none, low, high),104 and qualitatively
described99,100 existential dimensions of conversations within and across levels of
prognosis communication. An explanatory sequential mixed methods approach is useful
when initial quantitative results are necessary to identify and purposefully select
participants to answer the study question.14,104 Integrating quantitative data from the
PCCRI parent study to stratify the sample allowed us to explore whether the types or
ways existential experience manifests in conversations differed, or not, based on level of
prognosis communication.104,105
Conceptual Underpinnings
The Conceptual Model of Existential Experience in Adults with Advanced Cancer
grounded this work (Figure 4.1).11 This model posits that existential experience can be
understood as a dynamic and fluid state, preceded by confronting mortality and
developing an increased awareness of the fragility of existence. Since conversations
related to prognosis may prompt contemplation of suffering and death,9,10,31,236
conversations which include more or less discussion of prognosis may entail
consideration of mortality in different ways. Therefore, this model provided a basis for
our approach to sampling and analysis in this study, with the understanding that more or
less consideration of mortality may shape existential experience and communication.
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Parent Study
The parent PCCRI study occurred at the University of Rochester Medical Center
and the University of California San Francisco Medical Center. Data were collected
between January 2014 and May 2016. The parent PCCRI study collected qualitative and
quantitative data concurrently, including: patient, proxy, and clinician self-report
structured questionnaires; direct observation checklists, field notes, and audiorecordings of palliative care consultation visits (up to the first three visits); health
services utilization and mortality data followed for six months, as well as unstructured
interviews with select patients. Eligibility criteria included: primary life-limiting illness of
metastatic cancer; English-speaking; older than 21 years. Individuals receiving hospice
care or who had a care plan defined as “comfort measures only” at time of referral were
excluded. For otherwise eligible patients who weren’t able to consent, an eligible patient
proxy was able to participate. Patients’ family and friends who were present during the
audio-recorded palliative care consultation provided verbal consent for the audiorecording. All members of the interprofessional palliative care teams (nurses, nurse
practitioners, social workers, chaplains, and physicians) at both sites were eligible to
participate and signed written informed consent at enrollment. In total, the parent PCCRI
sample included 54 palliative clinicians and 240 patient or proxy participants. Of the
patient/proxy participants, 231 had recorded conversations, contributing to 363 recorded
conversations overall (as some individuals had more than one conversation).
Conversations included palliative care clinicians, patients, and/or patients’ family
members or close friends (which may have included a health care proxy). We use the
term “family” to include family, close friends, and health care proxies. Our study aligns
with the aims of the parent PCCRI study and the original consent obtained.
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Data and Measures
Our study included transcripts of palliative care conversations, direct observation
checklists and field notes, and sociodemographic- and illness-related data obtained via
self-report and medical record review from the parent PCCRI study.
Prognosis Communication Strata
Prognosis communication was defined as any forecast expressed by an
individual (patient, family, or clinician) regarding the likely course and outcomes of
disease (e.g. regarding quality of life or length of life).6 Previous PCCRI work coded
every conversation segment for presence of prognosis communication and found that
over 75% of the PCCRI conversations contained prognosis communication.96 We used
frequency of prognosis communication identified in the parent PCCRI study to stratify
the full PCCRI sample into none, low, and high levels of prognosis communication (this
included conversations with no explicit mention of prognosis; see Table 4.1). We created
levels of prognosis communication by dividing the entire PCCRI sample into
approximate thirds based on distribution of frequency of prognosis communication, as
there is no clinically meaningful threshold regarding what is a “low” versus “high” level of
prognosis communication in a palliative care conversation. Though the groups were not
completely even, we split conversations that had no mention of prognosis into their own
group (“none”) on the basis that conversations that did not include mention of prognosis
at all were likely different than others. The “high” level of prognosis communication
contained conversations where prognosis was mentioned at least 4 times and up to 18
times. Stratifying the entire PCCRI sample in this way guided our analysis and sampling,
described below.
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Existential Communication
In our earlier work, we qualitatively described how patients, families, and
clinicians talk about existential experience in palliative care conversations (Chapter 3).
Through this research, we developed a codebook containing 36 codes spanning 11
topics (Appendix 4.A). Overall, we found that existential communication was woven
within palliative care conversations, and related to key themes of: 1) Time as a pressing
boundary; 2) Maintaining a coherent self; and 3) Connecting with others (Chapter 3). Our
previous work shaped the present study in two major ways. First, based on our earlier
work, we defined existential experience as encompassing the full range of existential
dimensions that may be expressed in conversation, including existential suffering as well
as existential joy, and the dialectical movement between (Chapter 3).11 Additionally, we
used the codebook we developed in Chapter 3 as an a priori coding scheme in the
present study through the method of directed content analysis,101-103 while still being
open to emergent codes (described further in Analytic Approach). Consistent with our
ecological approach to the analysis of the conversations (described in depth below), we
considered any expressions of existential experience as existential communication,
whether contributed by patient, family, or clinician.
Sociodemographic- and Illness-Related Variables
Sociodemographic- and illness-related variables were used to describe the
sample. Pre-consultation, patient/proxy participants self-reported their gender,
race/ethnicity, educational attainment, and religious affiliations. They were also asked
about their financial strain, measured using a construct modified from the “Values and
Options in Cancer Care (VOICE)” study,237 which asks, “When you think about the
amount of income that you have available in a typical month, how often is it enough for
things you really need like food, clothing, medicine, repairs to the home, and
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transportation?” (answers ranged from “None of the time” to “All of the time”).
Information about cancer type was obtained from the medical record. Palliative care
clinicians provided information regarding the patient’s functional status, assessed using
the Palliative Performance Scale (PPS),238 and were asked to make their “best guess”
regarding the patient’s survival prognosis immediately following consultation.
Patient/proxy participants also answered single-item measures related to quality
of life, feeling at peace, distress due to prognostic uncertainty, and being bothered by
physical or emotional problems. Quality of life was assessed using the McGill Quality of
Life Global item, asking, “Considering all parts of your life – physical, emotional, social,
spiritual, and financial – over the past two days, how would you rate the quality of your
life?” (using a 0-10 scale from “Very bad” to “Excellent”).126,239 Feeling at peace was
measured using a single item modified from the Peace Screening Item, which asked,
“Over the past two days, how much have you felt at peace?” (using a 1-5 scale from
“Completely” to “Not at all”).240 Distress due to prognostic uncertainty, physical symptom
burden, and emotional symptom burden were measured by asking single-items modeled
on the Dartmouth COOP Chart item and categorical response structures due to their
strong validity and reliability in the clinical setting.241-243 For example, distress due to
prognostic uncertainty was measured through asking, “Over the past two days, how
much have you been bothered by uncertainty about what to expect from the course of
your illness?” (using a 1-5 scale from “Not at all” to “Extremely bothered).242,244
Sampling
For the present study, we used the random subsample of conversations
analyzed in Chapter 3 from the parent PCCRI study.13 We stratified this random sample
based on levels of quantified prognosis communication (i.e. none, low, and high, defined
above in Prognosis communication strata). Subsequently, we used additional purposeful
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sampling within each strata to have a meaningful sample for sub-analysis within and
across strata (i.e. at least 10 participants per strata).104 Because level of prognosis
communication was a variable of interest in our analysis, when purposefully sampling
additional conversations for the present study, we ensured a patient participant was
present, as it was the patient’s prognosis being discussed. We continued sampling until
meaning saturation193 was achieved within each level of prognosis communication.245
Meaning saturation goes beyond code saturation, seeking a richly textured
understanding of the issues, capturing the range, complexity, and subtlety of the data.193
This type of saturation is in line with qualitative content analysis, which allows
exploration of both the manifest and latent content of the data.101-103
Analytic Approach
We first described our sample using descriptive statistics (Stata 15.1) based on
sociodemographic- and illness-related characteristics. We then evaluated whether
patient-level characteristics differed by prognosis communication level (none, low, and
high) using nonparametric statistical tests. We analyzed additional purposefully-sampled
conversations using a qualitative descriptive approach99,100 paired with directed content
analysis.101-103 For mixed methods analyses, we used within- and across-case analytic
strategies246 to explore whether and how existential communication differed within and
across conversations with none, low, and high levels of prognosis communication. We
used NVivo to facilitate mixed analyses.
Our analyses involved a shifting emphasis within- and across-cases,246 looking
within each conversation and within conversations grouped by level of prognosis
communication, as well as across levels of prognosis communication. Within each
conversation, we: 1) analyzed additional purposefully-sampled conversations with a
qualitative descriptive approach99,100 paired with directed content analysis;101-103 2)

101

categorized conversations according to intensity of existential expressions (intensity:
mild, moderate, and strong); and 3) attended to the temporal sequence of prognosis and
existential communication (sequence). Within and across levels of prognosis
communication, we then examined similarities and differences in: 1) intensity, 2)
sequence, 3) codes, and 4) words expressed in the conversations.
Within Each Conversation
In the present study, we used additional purposeful sampling within each level of
prognosis communication to have a meaningful sample for sub-analysis within and
across each strata. We analyzed these additional purposefully-sampled conversations
using a qualitative descriptive approach99,100 paired with directed content analysis.101-103
Directed content analysis101-103 is an ideal approach when seeking to extend existing
theory or knowledge through a combination of inductive and deductive techniques.101
This approach enabled us to examine conversations for known codes, categories, and
themes in existential communication (using the codebook developed in Chapter 3), while
leaving room for unanticipated codes to arise related to how existential communication
and prognosis communication intersect.96 Since we had a unique naturally-occurring
clinical dataset, we took an ecological approach to analysis that considered the unit of
analysis to be the conversation rather than the individual speaker.32 Our approach was
reflective of a person-centered orientation24 to analysis, recognizing a person as a
relational being within the dynamic, interactional nature of palliative care
conversations.31,33-35 While our focus was on the co-created dialogue, we did attend to
who was speaking during analysis (patient, family, or clinician), enabling consideration of
commonalities and differences in existential communication dependent upon the
speaker.
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We then categorized conversations according to intensity of expressions (mild,
moderate, strong) related to existential experience. Conversations were considered to
have mild existential content if they had only few or passing expressions of existential
experience (e.g. a passive expression of preparing for death: “I’ve made sure everything
is in order, because I know that I am going to die.”). Conversations were considered to
have strong existential content if they included many or strong expressions related to
existential experience (e.g. where a person is unable to compose themselves when
talking about wanting to die: “I do not want to live (crying) like this.”). This categorization
was similar to how Alexander and colleagues247 have previously categorized intensity of
expressions of emotional distress in palliative care conversations, however we
categorized intensity at the level of the conversation.
Next, when exploring the conversations that contained prognosis communication
(low and high groups), we paid particular attention to temporal sequence. We
investigated how existential and prognosis communication intersected in the course of
naturally-occurring palliative care conversations to see if existential concerns prompted
prognosis communication, prognosis communication spurred existential reflection, or
something else entirely. We explored conversations in this way based on the premise
that words carry meaning, not just in the sense of their dictionary definition, but they
“mean” things sequentially, in relation to where they fall within a conversation.33
Within and Across Levels of Prognosis Communication
We examined similarities and differences within and across levels of prognosis
communication according to: 1) intensity, 2) sequence, 3) codes, and 4) words
expressed in the conversations. Categorizing conversations according to intensity of
existential expressions, and the sequence of prognosis and existential communication,
allowed us to investigate the distribution of these features at the level of the conversation
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across the sample.14 Additionally, we examined similarities and differences in the
content and frequency of codes within and across levels of prognosis communication
using the cross-tab and matrix functions in NVivo. To assemble and manage data across
cases, we created meta-matrices248 to facilitate comparison and reflection. Lastly, we ran
a word frequency query in NVivo to highlight and compare key words that came up in the
conversations within and across levels.
Criteria for Rigor
To maintain rigor, and bolster the trustworthiness of study findings, we paid
careful attention to strategies to uphold transferability, credibility, dependability, and
confirmability.197,199 We achieved transferability, or applicability, through providing
detailed descriptions of the context of original data collection, as well as selection and
characteristics of study participants.197 To enhance credibility, or “truth value,” of the
findings, we sought variation in participants who could provide insight into the research
question, ensured an adequate sample size, and selected demonstrative quotes in our
findings.197 We also enhanced credibility through reviewing multiple data sources to
provide a richer understanding of the phenomenon of interest (including direct
observation checklists, field notes, and transcribed interviews).199 To enhance
dependability, or consistency of the findings, the first author (ET) kept analytic memos
during the coding process creating an audit trail for review with the research team.197
Additionally, the first author trained a research assistant using a codebook containing
detailed definitions and illustrative examples of existential communication to code these
conversations. To help bolster dependability, both analysts coded approximately 20% of
the conversation transcripts, and met to discuss discrepancies, clarify the codebook, and
reach consensus in the interpretation of existential communication.200,249 We enhanced
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confirmability, or neutrality, through the critical process of reflexivity to interrogate how
subjective and intersubjective elements influence the research.202,203
Ethics
The Institutional Review Board at the University of Pennsylvania and the
University of Vermont approved this study as exempt.
Results
Sample Characteristics by Prognostic Strata
The sample included 34 participants from the parent PCCRI study, contributing to
45 palliative care conversations. Over half of patient participants identified as female
(62%), two-thirds were younger than 70 years, the majority of participants identified as
White (82%), and half of participants reported some financial insecurity. Looking at the
sample by prognostic strata, there were 10 participants in the none group (12
conversations; prognosis count: median = 0, range = 0), 14 participants in the low group
(17 conversations; prognosis count: median = 2, range = 2), and 10 participants in the
high group (16 conversations; prognosis count: median = 6, range = 10). Tables 4.2 and
4.3 portray the sociodemographic- and illness-related characteristics of the patient
participants by prognosis communication level. There were no prominent differences in
patient-level characteristics by prognosis communication level, including on measures of
disease severity (i.e. PPS and time to death).
Findings from Mixed Analyses
Our analysis of how existential experience was expressed by patients, families,
and clinicians in palliative care conversations within and across different levels of
prognosis communication (none, low, and high) converged around three primary
findings. First, conversations with more prognosis communication contained a greater
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emphasis, meaning more and deeper discussion, on the existential. Second,
conversations with more prognosis communication demonstrated an existential shift in
focus, as opposed to the more physical focus of conversations with no prognosis
communication. Third, we observed that prognosis and existential communication were
deeply interconnected.
More Prognosis Communication, More (and Deeper) Existential Communication
We found that existential communication was more common, and more in-depth,
within conversations with higher levels of prognosis communication. This was apparent
through examining the distribution of the intensity of existential communication (Table
4.4) and existentially-relevant codes (Table 4.5) by prognosis communication level.
As Table 4.4 depicts, we found that the majority of conversations with no
prognosis communication had mild existential communication, whereas all of the
conversations in the high prognosis communication strata contained moderate or strong
existential communication. Conversations with no prognosis communication contained
few or passing expressions related to existential experience. For example, in one of
these conversations, a discussion of being “tired” of all the “treatment stuff” led a family
member (FM) and a 57-year-old female patient (P) to share existential reflections on
being “done”:
FM: Yeah, it's too much.
P: Done. Had my lung drained twice. I've had a lung biopsy. Had all my teeth
pulled.
FM: Yeah.
P: Had the radiation.
FM: Yeah.
P: There's nothing left.
FM: It's just too much.
P: It's too much.
FM: Just too much.
P: Can't do it anymore. Every time they lift me from this bed it hurts so bad, I just
can't do it. I can't.
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This passing comment, that the patient feels she “can’t do it anymore,” gave a sense
that she was struggling with her current state of existence. Yet, the conversation didn’t
linger on the existential; instead, pain and how to achieve relief became the focus of
discussion. In contrast, in the high prognosis communication strata, conversations had
more, and deeper, expressions related to existential experience. For instance, in one of
these conversations, in answer to the palliative care clinician’s (PCC) query of, “How are
you feeling today?” a 70-year-old male patient replied:
P: Pretty bad.
PCC: Pretty bad? What’s bothering you most?
P: I'm dying.
This conversation then centered on what it felt like to be dying, and how the patient was
making sense of his reality. The patient described feeling both “blessed” and “cheated,”
and explained how he managed these apparent contradictory reactions saying, “And you
say well, you shouldn’t feel cheated because you had a lot of good times. Well, I feel
cheated because I had a lot more planned out.” As this excerpt illustrates, conversations
categorized as having strong existential communication were often sustained in their
focus on the existential.
The distribution of existentially-relevant codes across prognosis communication
strata further demonstrates that existential communication was more common within
conversations with higher levels of prognosis communication (see Table 4.5). Across all
three strata, rapport-building was prevalent (code: “connecting with care providers”).
However, in conversations with higher levels of prognosis communication, existential
topics featured more prominently, relating to concepts of time, “what matters most,” and
seeking connection while struggling with feelings of being ultimately alone
(corresponding codes: “time,” “what matters most,” and “with me versus by myself”).
Conversely, in conversations containing no prognosis communication, much of the
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dialogue focused on symptom assessment, symptom management, and navigating
potential treatments (codes: “how are you feeling,” “helping that feeling,” and “exploring
options” respectively). The only code that contained potential existential expressions in
the top 5 most frequent codes in conversations with no discussion of prognosis was “not
knowing what to expect,” relating to the many layers of uncertainty that manifest in the
palliative care conversations.
Existential versus Physical Focus
Overall, there was an existential shift in focus in conversations with higher levels
of prognosis communication, compared to the more physical focus of conversations with
no prognosis communication. This was apparent in the ways that participants discussed
concepts of time, not knowing what to expect, and “what matters most.”
Time. Conversation regarding time was an ever-present feature. Patients,
families, and clinicians discussed timing of medications and treatments, reflected on the
“good times” and “hard times” in their lives, and questioned “how much time” they had or
if it was the “right time” to transition to hospice. Thus, discussion of time varied, from
emphasis on medical time to emphasis on more existential time. Indeed, though explicit
discussion of “death” and “dying” was relatively rare in conversation, “time” was much
more frequently mentioned (see Table 4.6). “Time” was often used as a way to discuss
death without talking about dying (e.g. “At some point in time, are things going to start to
shut down?” family member of a 51-year-old male).
Though references to the word “time” came up similarly across conversations
containing different amounts of prognosis communication (see Table 4.6), “time” as a
code was much more prominent in conversations with higher levels of prognosis
communication (see Table 4.5). This code captured more broadly how individuals
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described their existential time. Existential time represented a more personal timeline
describing past, present, and future experience with illness (examples below):
Past: “Are you familiar with how long she’s been going through this?” (family
member of a 71-year-old female)
Present: At a “standstill,” “in limbo,” “waiting,” “getting setback”
Future: “How long are we gonna go like this?” (76-year-old male)
As Table 4.7 reveals, discussion of time was more medical in focus in conversations with
no prognosis communication (e.g. time in relation to treatments), while conversations
with more prognosis communication emphasized existential time to a greater degree
(e.g. time in relation to existence, when it’s “her time”).
Not Knowing What to Expect. In trying to figure out where they were in the
course of their disease trajectory, and the timeline of their lives, participants expressed
great uncertainty. “You never know,” “I have no way of knowing,” and “we will see how it
goes,” were ubiquitous sentiments throughout conversations. This emphasis on not
knowing aligned with pre-consultation questionnaire responses demonstrating more than
75% of the sample reported at least moderately burdensome levels of distress due to
prognosis uncertainty (see Table 4.3). While attempting to navigate this uncertainty
together, clinicians expressed wishing they “had this crystal ball working,” and patients
and families articulated knowing that, unfortunately, “nobody has a crystal ball.”
Yet, discussions of uncertainty happened with different frequencies and
regarding different dimension of not knowing across prognosis communication strata.
Discussions of “not knowing what to expect” happened more frequently in conversations
with no discussion of prognosis compared to those with more prognosis communication
(see Table 4.5). Additionally, there was an existential shift in the focus of conversations
with higher levels of prognosis communication, revealing an emphasis on different types
of not knowing (see Table 4.7). In conversations with no discussion of prognosis,
reflections at times related to prognostic uncertainty, not knowing what to expect in the
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disease trajectory (e.g. “what is that going to take him through as far as pain,
psychological? We have no idea.”). Conversation participants also commonly described
feeling uncertain about daily life (e.g. when certain tests would take place) and symptom
management (e.g. how much pain medication they would need). In conversations with
higher levels of prognosis communication, the scope of uncertainty broadened from
disease and symptom focused to include contemplation of existential uncertainty. These
reflections ranged from not knowing whether or not they would survive, to wondering
whether they would have time to achieve certain personal goals (like graduations and
weddings of children and grandchildren) and ultimately, to questioning what dying would
look like (e.g. “How am I going to die with this?”).
What Matters Most. Throughout palliative care conversations, patients, families,
and clinicians discussed what’s “most important” at this point. These goals, priorities, or
“bucket list” items hinted at how a person defined their purpose and found meaning.
Identifying “what matters most” also shaped the discussion of treatment preferences,
given where a person was within their disease trajectory and their life. However, in
conversations with no prognosis communication, discussion of “what matters most”
happened less frequently than in conversations with higher levels of prognosis
communication. Additionally, as Table 4.7 shows, what was emphasized as most
important shifted. In conversations with higher levels of prognosis communication, “what
matters most” was often more existential in nature (e.g. saying goodbye).
Symptom management, and pain management specifically, was often identified
as “what matters most” in conversations with no prognosis communication. This aligned
with our findings that these conversations discussed symptom assessment and relief
more frequently (see Table 4.5). Similarly, “pain” was more frequently mentioned in
conversations with no prognosis communication compared to those with higher levels of
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prognosis communication (see Table 4.6). Although the differences between groups
were not significant, it is worth mentioning that this emphasis on pain converged with
pre-consultation questionnaire responses that 60% of individuals in the “none” prognosis
group reported being extremely bothered by physical symptoms, compared to 21% of
the “low” group and 30% of the “high” group (Table 4.3). However, the way conversation
participants talked about “pain” differed across prognosis communication strata (Table
4.7). In conversations with higher levels of prognosis communication, discussion of pain
moved beyond the physical realm, at times related to emotional pain (e.g. “pain on their
faces”), and at times with physical pain provoking existential pain (e.g. pain that makes
someone question whether life is worth living).
Interconnectedness of Prognosis and Existential Communication
In conversations with discussion of prognosis (low and high groups), existential
communication was deeply interconnected with prognosis communication. Sequentially
in conversation, we found that existential concerns prompted prognosis communication
and prognosis communication spurred existential reflection, sometimes within the same
speaker turn. Often, existential needs prompted conversation participants to seek
prognostic information in order to collectively prepare for the patient’s death. Participants
described needing to gather loved ones to say goodbye, reprioritizing plans to try to
accomplish life goals (e.g. travel), and as one individual put it, simply needing time:
P: I need time, and it could be anywhere from 3 to 6 weeks, and that's probably
about what to expect, wouldn't you say?
PCC: I'm sorry, but there's so many more questions than we have competent
answers for.
(56-year-old female)
At other times, the delivery of prognostic information, or questions regarding prognosis,
was followed by existential contemplation. Prognosis communication prompted
conversation participants to express regrets or gratitude about the life they lived, to
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reflect on their past experiences with death, and to discuss their fears about the
advancing nature of their disease and dying. As the below quotes illustrate, discussion of
prognosis could lead to powerful reflections revealing how individuals made sense of
illness and dying.
FM1: Apparently, other [than] God's will, there's nothing that’s going to change
the situation. You know, she's just gonna deteriorate more and more.
FM2: No one is promised tomorrow, Daddy. When it’s, you know, death is not a
punishment, it’s a reward. You get to go to a better place. It just sucks for
everybody else.
(family of a 69-year-old female)
P: …And they were afraid that the radiation was just going to cause me a lot of
unnecessary discomfort because they didn’t believe that my life would be
prolonged any more than a month or two. And I said, okay. So, we’re not going to
do anything, any medical procedures from here on in. I says well, I says God
gave me a B-day and only he can give me a D-day. You know they say that I
may only be around until April or May, but I say it’s going to be longer than that.
(65-year-old female)
Individuals described different ways of dealing with the patient’s prognosis, including
faith in the power of their mind and body, as well as their connection with their family,
God, and religious traditions.
This intersection between prognosis and existential communication was
especially revealing when clinicians asked questions about “what to expect” in the future.
As the following excerpts illustrate, conversation participants described looking to the
future through at least two lenses, one informed by medical understanding of prognosis,
the other grounded in existential hopes and fears.
PCC: …Do you know what you expect in the future? Do you know what you
expect over the next few weeks or months? Do you have an idea?
P: I don’t expect anything, but I hope…I hope I can [get] back to eating.
(72-year-old male)
PCC: Well what I want to ask you is can we altogether in this room have the
specialists who know what's going on, can we talk again with each other as
witness about what we understand is going on and what it means for you and
your life span and what symptoms you might anticipate? Would that be an okay
thing for us to do together so we can all hear each other and know that this has
all been said?
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P: Well you guys are the specialists. I mean you know you can you have more
insight than I do obviously. This is all new to me and my daughter.
PCC: Uh huh.
P: You know so uh if you have a vision that something might change…
PCC: Mm hmm.
P: You know you guys need to know this amongst yourselves. Um I’ll obviously
sense it because it's my body and um…
(56-year-old female)
PCC: Yeah. Um so when you look, when you look at your future what does that
look like to you?
P: Drab. You know it'll be an existence not a lifestyle. I doubt that I'll be riding my
bicycle or kayaking but probably not cross-country skiing either.
(77-year-old male)
Through using the language of “expecting” and “hoping,” “knowing” and “not knowing,”
individuals articulated the complementary processes they engaged in to prepare for what
may be ahead, voicing that ultimately, “this has to do with my future…If I have one so…”
(83-year-old female).
Discussion
This study adds to our understanding of the existential dimensions of prognosis
communication in palliative care conversations with individuals with advanced cancer,
their families, and palliative care clinicians. The findings build upon the existing literature
on the relationship between prognosis communication and existential experience by
highlighting key differences in palliative care conversations according to how frequently
prognosis was discussed. Most notably, we found that conversations with more
discussion of prognosis also contained more discussion of existential topics. This
represented an existential shift in focus, from an emphasis on symptom management,
and pain management specifically, in conversations with no prognosis communication to
an emphasis on time and “what matters most” in conversations with more prognosis
communication. Our findings also demonstrate how existential communication is deeply
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interconnected with prognosis communication. These findings hold important clinical and
research implications.
Our work builds upon existing quantitative research investigating the relationship
between prognosis communication and existential experience in two prominent ways.
First, previous studies have reported a relationship between preference to discuss
prognosis, awareness of prognosis, and non-acceptance of prognosis with greater
existential distress.86,87,250 While our findings revealed that in palliative care conversation
with more prognosis communication, patients, families, and clinicians covered more and
deeper existential ground, this did not necessarily represent greater existential distress.
In fact, many patients and families described sources of joy, meaning, and peace in
conversations with more prognosis communication. Additionally, while several studies
have reported the impact of prognosis awareness87 or acceptance250 on existential
distress, our investigation of the sequence of prognosis and existential communication
challenges the unidirectional nature of this relationship. We found that within palliative
care conversations, existential and prognosis communication were intertwined, with
existential concerns prompting prognosis communication, as well as prognosis
communication leading to existential reflection. Because a conversation is a temporallyordered phenomenon,33 our findings offer initial insight into how prognosis and
existential communication intersect and evolve over the course of conversation within
the natural setting. Nevertheless, future longitudinal studies involving multiple sequential
conversations may help further clarify the directionality of this relationship.
Our finding that in palliative care conversations with more prognosis
communication, patients, families, and clinicians covered more and deeper existential
ground adds evidence from the natural clinical setting to Terror Management Theory
(TMT).10 TMT, derived from the work of Ernest Becker,251 asserts that awareness of
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death (mortality salience) can provoke intense existential anxiety that individuals
manage by embracing cultural worldviews. Cultural worldviews can be understood as
beliefs shared by groups of people that offer a sense that a person has value in a world
that has meaning (e.g. religious or spiritual beliefs, societal beliefs about identity and
belonging). The influence of these cultural worldviews and their connection to prognosis
discussions can be seen most clearly in our findings when patients and families
described how they were dealing with their prognosis. Conversation participants
emphasized belief in their mind and body, and their connection with faith and their
family. Accordingly, our findings highlight that conversations related to prognosis may be
recognized as mortality salience triggers9,10 potentially prompting existential anxiety. This
is important to recognize clinically, as navigating intense existential concerns, such as
fear of dying, may make it challenging to consider new information and reason
effectively.252 Therefore, addressing existential concerns may help facilitate palliative
care conversations that involve prognosis communication, and ultimately, support
treatment decision-making.
We also found that palliative care conversations with no discussion of prognosis
contained a greater emphasis on pain and symptom management. This finding aligns
with previous work that pain relief is an important priority for individuals with cancer.253
Given that pain affects more than two-thirds of patients with advanced cancer,254 and
only approximately one-third of patients with cancer pain receive inadequate relief,255 a
focus on pain in palliative care conversations is unsurprising. Still, our findings add
nuance to previous work. Our findings suggest that not only is physical symptom burden
a pressing issue for individuals with advanced cancer in palliative care conversations,
but it may need to be addressed before prognosis- or existential-related concerns can be
considered.
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However, we also found that in conversations with more prognosis
communication, discussion of physical pain often involved reflections on existential pain.
Thus, our findings demonstrate the mutual interaction between physical and existential
pain. Physical pain has been described as a trigger for existential pain: “when a person
suffers from severe physical pain in connection with incurable terminal illness, pain might
trigger thoughts of loss of autonomy and activate death anxiety, which reinforces pain.”78
In this way, pain is described as exacerbating other physical losses, such as loss of
function, independence, or normalcy, leading to existential losses of traditional sources
of meaning, purpose, and identity.256 Indeed, pain is often cited as the one of the most
substantial sources of suffering for individuals with advanced cancer.257,258 Other authors
have summarized the relationship differently, describing existential pain as potentially
leading to physical pain.222 Regardless of the direction of this relationship, our findings
raise the question as to whether palliative care clinicians are turning toward physical
pain enough to explore the existential impact, or underpinning, of this experience. Some
studies have found that spirituality can serve as a buffer between cancer pain and
reduced quality of life;259 thus, there may be opportunity in palliative care conversations
to explore how sources of joy and meaning may be existential resources to enlist in
times of great physical pain.
Taken together, our findings build upon research regarding the presence and role
of existential communication in palliative care conversations. Gramling and colleagues8
found an association between existential suffering in palliative care conversations and
increased expression and type of goal communication. This association led them to
propose that existential suffering was an integral part of goal-directed decision-making.
Our results extend this work to highlight that existential communication and prognosis
communication are intimately linked within palliative care conversations. Our findings
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have important implications in the current landscape of prognosis-related research in
advanced cancer, which shows increasing focus on innovative tools and models to
facilitate accurate prognostication.83,260 While improving the accuracy of prognostication
and translating that knowledge into practice are both critical tasks to improve
communication in the setting of advanced illness,83,261 even our best estimates of the
future carry a degree of uncertainty. This has led some authors to conclude, “at least as
much attention should be paid to clinicians’ communication about the uncertainty
associated with prognostication as to the search for better prognostic models.”236 Our
findings support this imperative and go further, suggesting there is more than uncertainty
wrapped up in prognosis communication. Certainly, existential communication in
conversations including prognosis communication relate to many layers of existential
uncertainty, from “will I survive?” to “how will I live until I die?” However, as our findings
demonstrate, many other existential concerns may come to the forefront of these
conversations as well. Thus, our findings suggest at least as much attention should be
paid to clinicians’ communication about the existential dimensions of prognosis
communication as to the search for better prognostic models.
There are several limitations of this research. Our sample was an Englishspeaking, predominantly White group of patients receiving palliative care at two
institutions, which may limit the transferability of findings to other institutions, specialties,
or cultural contexts. Furthermore, we chose to stratify the sample into levels of prognosis
communication and explore existential communication within and across levels.
However, we based level of prognosis communication on frequency of communication,
without taking into consideration the depth of prognosis communication (akin to
examining depth of existential communication). Future work taking into consideration
depth of prognosis communication may be worthwhile. Lastly, given the complex,
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interactional nature of palliative care conversations, we took an ecological approach to
analysis and considered the conversation as the unit of analysis. Though we remained
mindful of speaker (patient, family, or clinician) during analysis, we focused on the cocreated content of conversations overall, not explicitly focusing on how clinicians
responded to existential expressions247 or patterns of interaction.262 These present
opportunities for future research to explore how these factors may influence the arc of
conversation.
Our study offers important contributions to the literature. Our findings add to the
growing body of evidence highlighting prognosis communication as a key feature
underlying the beneficial effects of palliative care2-6 by uncovering the existential
dimensions of these conversations. Importantly, our results point to the importance of
pain as a pressing issue to be navigated in palliative care conversations and the need to
investigate whether existential concerns in individuals with cancer pain are being fully
explored in the clinical setting. Overall, our results highlight just how interconnected
prognosis and existential communication are, necessitating attention on the multiplicity
and mutuality of concerns that arise when contemplating mortality in the clinical setting
and in future research.
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Tables
Table 4.1 Levels of Prognosis Communication
Level
Prognosis count
Number of participants Percent of participants
None
0
56
24
Low
1-3
100
43
High
>/=4
75
33
Note: This table represents how we created none, low, and high categories of prognosis
communication based on the frequency of prognosis communication identified in the
parent PCCRI study.13 Prognosis count refers to the speaker turns with a prognosis
statement in them within the conversation. An individual could mention prognosis many
times within one speaker turn and this would count as “1,” however this rarely occurred.
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Table 4.2 Sociodemographic Characteristics of Patient Participants by Prognosis Level
(N = 34)
None
(n = 10)
59.9
(36.3-72.5)

Level
Low
(n = 14)
70.6
(37.9-86.3)

High
(n = 10)
67.5
(40.4-83.0)

p

Age in years (Median
0.19
(Range))
Gendera
Female
5 (50%)
8 (57%)
8 (80%)
0.44
Race
Black/African American
1 (10%)
1 (7%)
0 (0%)
1
White
8 (80%)
11 (79%)
9 (90%)
Other
1 (10%)
2 (14%)
1 (10%)
Hispanic or Latino ethnicity
Yes
1 (10%)
2 (14%)
0 (0%)
0.77
Highest education
≥ Bachelors
2 (20%)
4 (29%)
2 (20%)
0.96
High school/some college
7 (70%)
8 (57%)
7 (70%)
≤ High school
1 (10%)
2 (14%)
1 (10%)
Financial security
Secure
2 (20%)
8 (62%)
6 (60%)
0.15
Partially secure
7 (70%)
5 (38%)
4 (40%)
Insecure
1 (10%)
0 (0%)
0 (0%)
Note: For statistical significance testing purposes, we used Fisher’s Exact Test for
categorical data and Kruskal–Wallis test for continuous data; aGender was assessed
through asking, “How would you describe your gender?” (to which participants could
reply, “Man,” “Woman,” “Other”).13
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Table 4.3 Illness Characteristics of Patient Participants by Prognosis Level (N = 34)
None
(n = 10)

Level
Low
(n = 14)

High
(n = 10)

p

Cancer type
Lung
3 (30%)
1 (7%)
1 (10%)
Gastrointestinal (non-CRC)
0 (0%)
3 (21%)
1 (10%)
0.55
CRC/breast/prostate
3 (30%)
5 (36%)
2 (20%)
Other
4 (40%)
5 (36%)
6 (60%)
Palliative Performance Scale
5.5 (3-9)
4.5 (1-8)
4.5 (1-8)
0.29
(Median (Range))
Clinicians’ estimate of survival time
< 2 weeks
0 (0%)
3 (21%)
2 (20%)
0.53
2 weeks to < 3 months
4 (40%)
3 (21%)
4 (40%)
≥ 3 months
6 (60%)
8 (57%)
4 (40%)
Days from enrollment to death
27.5
12
31.5
0.44
(Median (Range))
(2-125)
(0-142)
(1-157)
Quality of life (Median (Range))
5 (2-10)
5 (0-8)
3.5 (0-8)
0.67
Any religious affiliation
8 (80%)
9 (64%)
8 (80%)
0.70
At peace
Completely
1 (10%)
3 (21%)
3 (33%)
Quite a bit
2 (20%)
0 (0%)
1 (11%)
0.80
Moderately
5 (50%)
7 (50%)
3 (33%)
Slightly
1 (10%)
3 (21%)
1 (11%)
Not at all
1 (10%)
1 (7%)
1 (11%)
Prognostic uncertainty
Not at all bothered
2 (20%)
2 (14%)
0 (0%)
Slightly bothered
1 (10%)
2 (14%)
0 (0%)
0.75
Moderately bothered
3 (30%)
2 (14%)
4 (44%)
Quite a bit bothered
2 (20%)
5 (36%)
2 (22%)
Extremely bothered
2 (20%)
3 (21%)
3 (33%)
Physical problemsa
Not at all bothered
0 (0%)
1 (7%)
0 (0%)
Slightly bothered
0 (0%)
1 (7%)
0 (0%)
0.36
Moderately bothered
1 (10%)
1 (7%)
0 (0%)
Quite a bit bothered
3 (30%)
8 (57%)
7 (70%)
Extremely bothered
6 (60%)
3 (21%)
3 (30%)
Emotional problemsa
Not at all bothered
2 (20%)
4 (29%)
1 (11%)
Slightly bothered
4 (40%)
2 (14%)
3 (33%)
0.57
Moderately bothered
0 (0%)
1 (7%)
0 (0%)
Quite a bit bothered
2 (20%)
6 (43%)
2 (22%)
Extremely bothered
2 (20%)
1 (7%)
3 (33%)
Note: For statistical significance testing purposes, we used Fisher’s Exact Test for
categorical data and Kruskal–Wallis test for continuous data; aPhysical and emotional

122

symptom burden were measured through asking “how much have you been bothered”
by physical and emotional problems (with examples listed) over the past two days.242
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Table 4.4 Intensity of Expressions Related to Existential Experience by Prognosis Level
Level
None (n = 10)
Low (n = 14)
High (n = 10)
Mild
8
6
0
Moderate
1
4
5
Strong
1
4
5
Note: Conversations were considered to have mild existential content if they had few
expressions or only passing expressions of existential experience, whereas
conversations were considered to have strong existential content if they included many
expressions or strong expressions related to existential experience.
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Table 4.5 Top Ten Codes by Prognosis Level

1

Exploring options

2

How are you feeling

Level
Low (n = 14)
Connecting with care
providers
Exploring options

3

Helping that feeling

Time*

None (n = 10)

4
5
6
7
8
9

Connecting with care
providers
Not knowing what to
expect*

How are you feeling
What matters most*

High (n = 10)
Time*
Exploring options
Connecting with care
providers
How are you feeling
With me versus by
myself*
Connectedness and
support

Time*

Helping that feeling

Disconnected from care
providers
Where things are right
now
What matters most*

Not knowing what to
expect*

What matters most*

What to expect*

What to expect*

Worth and waste*
Helping that feeling
With me versus by
What I want and don't
10 How things have been
myself*
want
Note: *Denotes codes that contained existential expressions.
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Table 4.6 Word Frequency by Prognosis Level
None (n = 10)
Pain

Level
Low (n = 14)

High (n = 10)

Relative Rank
Word Count
Weighted percent*

4th
188
1.41%

27th
157
0.50%

8th
269
0.70%

Relative Rank
Word Count
Weighted percent

10th
105
0.79%

15th
206
0.66%

13th
241
0.62%

Relative Rank
Word Count
Weighted percent

615th
3
0.02%

0
0
0

555th
9
0.02%

Relative Rank
Word Count
Weighted percent

621st
3
0.02%

171st
30
0.10%

142nd
47
0.12%

Time

Dead

Dying

Death

Relative Rank
0
0
442nd
Word Count
0
0
13
Weighted percent
0
0
0.3%
Note: Findings include stemmed words (e.g. “pain” includes “pain,” “painful,” “pains”);
*Weighted percent is calculated within group, comparing the references to the word to
the total words in the conversations within each prognosis level.
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Figures
Figure 4.1 Adapted Model from the Conceptual Model of Existential Experience in
Adults with Advanced Cancer11

Note: For the purposes of this study, terminal diagnosis refers to diagnosis of Stage 3 or
4 metastatic solid cancer. The theoretical relationship between the consideration of
mortality inherent in prognosis communication and existential experience is highlighted
in red in the model.
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CHAPTER 5: DISCUSSION AND CONCLUSIONS
Promoting high quality communication in serious illness is a national priority.263,264
High quality serious illness communication about goals, values, prognosis, and care
preferences can help to improve quality of life through the end-of-life for individuals with
serious illness, more closely align care with preferences, as well as reduce costs.265-268
Palliative care consultation is one promising clinical context where high quality
communication is happening.2,92,269 And yet, little is known regarding how individuals with
serious illness, their families, and clinicians communicate in the natural decision-making
setting. As we seek to scale up palliative care, and disseminate best practices for high
quality communication to other specialties, it becomes ever more important to accurately
understand the elements of high quality communication.85 This will ensure we continue
to deliver high quality communication to individuals with serious illness and their families.
Although patient-family-clinician communication during serious illness contains
many facets, prognosis communication appears to be one key mechanism to achieve
the benefits palliative care.2-4,6 As prognosis communication entails confronting mortality,
which can provoke existential concerns,7-10 the overarching aim of this dissertation was
to examine the existential dimensions of palliative care conversations involving
prognosis communication. This aim is particularly relevant given the existential domain
of patient experience is often neglected by clinicians, despite being of great clinical
importance to patients with advanced cancer and to quality palliative care delivery.55,60-63
Ultimately, understanding existing patterns of communication is vital to identifying
approaches that promote preference-concordant treatment decisions and best quality of
life through the end-of-life.
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To achieve this overall aim, we conducted three analyses which sequentially built
upon one another. In Chapter 2, we clarified the concept of existential experience in
adults with advanced cancer using Rodgers’25 evolutionary method of concept analysis.
This analysis grounded the studies described in Chapter 3 and Chapter 4 through
providing a sensitizing conceptual understanding of existential experience in the
population of interest. Chapter 3 and Chapter 4 present analyses of existing data from
the Palliative Care Communication Research Initiative (PCCRI) study.13 The PCCRI
dataset includes verbatim transcripts of palliative care consultations, enabling the unique
opportunity to explore the way existential experience was actually communicated in the
natural clinical setting. In Chapter 3, we described how patients, families, and clinicians
communicate about existential experience in palliative care conversations using a
qualitative descriptive approach99,100 paired with inductive conventional qualitative
content analysis.101-103 Using a mixed methods approach,14,15 in Chapter 4 we built upon
the analyses of Chapter 3 to describe how existential experience was expressed by
patients, families, and clinicians in conversations with different quantities of prognosis
communication (none, low, and high). This chapter presents a summary and synthesis of
the findings from each of these analyses. Viewing the findings from Chapters 3 and 4
through the lens of the Conceptual Model of Existential Experience in Adults with
Advanced Cancer11 highlights key similarities and differences across chapters, which
ultimately generates implications for research and practice.
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Major Findings
Chapter 2: A Concept Analysis of the Existential Experience of Adults with
Advanced Cancer
In Chapter 2, we developed the Conceptual Model of Existential Experience in
Adults with Advanced Cancer11 using Rodgers’25 evolutionary method of concept
analysis. We analyzed 21 qualitative articles, with no timeframe specified, which focused
on how adults with advanced cancer described their existential experience. We
concluded that existential experience in adults with advanced cancer can be understood
as a dynamic and fluid state. It is preceded by confronting mortality and developing an
increased awareness of the fragility of existence. This was expressed by one patient
who said, “You can sort of get an 'aha' experience from, from stuff that you know
intellectually, but you get the feeling of it too somehow, you know.”132 Existential
experience is defined by diverse reactions to shared existential challenges related to the
parameters of existence (body, time, others, and death). It is shaped by personal factors
(such as age and cultural background) and influenced by the ability to cope with
existential challenges. Facing existential challenges results in a dialectical movement
between existential suffering and existential joy.
Importantly, this concept analysis, and the resulting conceptual model, highlights
the full spectrum of existential experience, as compared to much of the research related
to existential experience which focuses on aspects of experience (e.g. primarily
suffering). Therefore, it provided a foundation for exploring the totality of existential
experience expressed in palliative care conversations in Chapters 3 and 4, inviting the
possibility to explore existential joy. Additionally, the model posits that confronting the
reality of their impending nonexistence is an antecedent of existential experience. As
141

such, the model provided a basis for our approach to sampling and analysis in Chapter
4, with an understanding that more or less consideration of mortality may color
existential experience and shape existential communication.
Chapter 3: “If it’s the time, it’s the time”: Existential Communication in NaturallyOccurring Palliative Care Conversations with Individuals with Advanced Cancer,
Their Families, and Clinicians
In Chapter 3, we used a qualitative descriptive approach99,100 paired with
inductive conventional qualitative content analysis101-103 to analyze 38 conversations
between individuals with advanced cancer, their families, and palliative care clinicians.
This analysis revealed key insights about how existential experience was communicated
in palliative care conversations. We identified one overarching theme, that existential
communication was woven within palliative care conversations, and three subthemes.
Overall, we found that very rarely in the conversations did people explicitly engage in
discussion of existential concerns, like overtly describing loss of meaning or purpose.
Instead, existential communication was intermingled with the more instrumental aspects
of palliative care conversations, such as symptom assessment and treatment decisionmaking. Through describing the details of their everyday life – how they spend their time
in their changing body within their social world – individuals with advanced cancer and
their families conveyed meaningful existential concepts in everyday clinical
conversations. This overarching theme served as an organizing framework for our
findings, providing an understanding of how existential communication arose in palliative
care conversations.
The three subthemes help to provide additional detail regarding what topics of
existential communication surfaced in the conversations; specifically, 1) Time as a
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pressing boundary; 2) Maintaining a coherent self; and 3) Connecting with others. First,
in relating to time, we found that conversation participants worked together to construct a
medical timeline and a more personal, existential timeline, keeping time in two realities.
Conversation participants described “wasting,” “losing,” “buying,” and “spending time,”
leading us to conclude that in the face of a limited time left to live, everyday expressions
about time may hold deeper meaning. Second, in striving to maintain a coherent self, we
found that individuals with advanced cancer and their families communicated an
existential threat to their identities in palliative care conversations. The way that
individuals in our study described their changing body as threatening their day-to-day
activities suggested to us that discussion of the routines of daily life, and their disruption
in serious illness, holds profound existential relevance. Lastly, in connecting with others,
we recognized that individuals with advanced cancer and their families emphasized
connectedness – with friends, family, care providers, and God – as an important strategy
in adapting to the changing landscape of illness and dying.
Chapter 4: "This has to do with my future…If I have one": A Mixed Methods
Inquiry into the Existential Dimensions of Prognosis Communication with Adults
with Advanced Cancer
In Chapter 4, we used a mixed methods approach.14,15 For this chapter, we
stratified the random subsample of conversations analyzed in Chapter 3 based on levels
of quantified prognosis communication (i.e. none, low, high). We subsequently used
additional purposeful sampling within each strata to have a meaningful sample of
conversations for sub-analysis within and across strata.104 We then used a qualitative
descriptive approach99,100 paired with directed content analysis101-103 to examine how
existential experience was expressed by patients, families, and clinicians in
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conversations within and across levels of prognosis communication. Through analysis of
45 palliative care conversations, we identified three major findings. First, we found that
conversations with more prognosis communication contained more, and deeper,
discussion of the existential. We also found prognosis and existential communication
were deeply interconnected. Taken together, our findings led us to suggest that dealing
with existential concerns may be an essential aspect of palliative care conversations
containing discussion of prognosis.
An unexpected finding from Chapter 4 was that the emphasis on the existential in
conversations with more prognosis communication represented an existential shift
compared to the more physical focus of conversations with no prognosis communication.
While conversations with more prognosis communication centered on time and “what
matters most,” conversations with no prognosis communication focused on symptom
assessment and management, specifically pain. This particular finding led us to suggest
that physical symptom burden represents a pressing issue in palliative care
conversations that may need to be addressed before prognosis- or existential-related
concerns can be considered. The ways that conversation participants talked about “pain”
exemplified this shift in focus and prompted additional questions. In conversations with
higher levels of prognosis communication, discussion of pain moved beyond the physical
realm, often bleeding into discussion of existential pain. As a 40-year-old female patient
said, “The correct word is torture with pain so much. How am I [to continue] living life like
this for another 5, 10 years?” This finding may raise the question as to whether palliative
care clinicians are digging into physical pain enough during conversation to explore the
existential impact, or underpinning, of this experience.
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Synthesis of Findings
The Conceptual Model of Existential Experience in Adults with Advanced
Cancer,11 developed in Chapter 2, provides a useful lens through which to view the
findings from Chapters 3 and 4. Findings from Chapters 3 and 4 support the
hypothesized connection between awareness of death and existential experience put
forth in the Model.11 Additionally, findings from Chapters 3 and 4 support the
understanding of existential experience developed in Chapter 2 which places the
process of facing existential challenges at the forefront, rather than focusing on
existential suffering or joy. Nevertheless, key differences emerged as well when
synthesizing the findings of this dissertation, which can further inform the Model.11 In
particular, in Chapter 2, we found individuals with advanced cancer face existential
challenges in relation to their death, while in Chapters 3 and 4, explicit discussion of
death was noticeably scarce. Moreover, the interconnectedness of prognosis and
existential communication uncovered in Chapter 4 challenges the Model's11 use of a
unidirectional arrow, between awareness of death and existential experience. Still, when
synthesizing the findings of this dissertation, it is important to consider the
methodological differences between our approach in Chapters 3 and 4 and the studies
analyzed in Chapter 2. Taken together, the findings from Chapters 3 and 4 have
implications for future work which may refine the Conceptual Model of Existential
Experience in Adults with Advanced Cancer.11
The Conceptual Model of Existential Experience in Adults with Advanced
Cancer11 defines existential experience in adults with advanced cancer as preceded by
confronting mortality and developing an increased awareness of the fragility of
existence. Findings from Chapters 3 and 4 support this hypothesized connection,
between awareness of death and existential experience. Conversation participants in
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Chapter 3 described confronting mortality through emphasizing time as a precious, finite
resource, and as a pressing boundary of existence. As patients and families worked
together to situate the individual with advanced cancer on an existential timeline,
comments such as, “I just didn’t realize how old I was until this happened,” (77-year-old
male, Chapter 3) gave a sense that individuals were reflecting on their life in a new way
with the threat of death looming. The Conceptual Model of Existential Experience in
Adults with Advanced Cancer11 provided a basis for our approach to sampling and
analysis in Chapter 4, with an understanding that more or less consideration of mortality
may color existential experience and shape communication. Accordingly, we found that
conversations with more prognosis communication also contained more existential
communication, notably including discussion of time. This finding led us to conclude that
conversations related to prognosis may be recognized as mortality salience triggers9,10
and should be treated as such, knowing these conversations may prompt existential
anxiety.
Additionally, the Conceptual Model of Existential Experience in Adults with
Advanced Cancer11 proposes that existential experience can be understood as a
process of facing shared existential challenges related to the parameters of existence
(body, time, others, and death). This definition places existential challenges at the
forefront, acknowledging the possibility of existential suffering and joy, but centering the
process of dynamic movement within and between these poles. The findings of Chapter
3 and 4 support this notion, that individuals may describe a myriad of existential
challenges, expressing deep reflections on the meaningful and painful aspects of their
existence, without necessarily communicating suffering or joy. Furthermore, the
existential challenges of redefining existence in relation to time, the body, and others,
were prominent in Chapters 3 and 4.
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Nevertheless, in Chapter 2, the existential challenge of redefining existence in
relation to death featured prominently, while in Chapters 3 and 4, explicit discussion of
death was notably infrequent. This was most obvious in Chapter 4, where we found that
discussion of “death” and “dying” was relatively rare across conversations, regardless of
the amount of prognosis communication. Instead, through exploring the ways individuals
used the word “time,” we concluded that discussing “time” was often a way that
individuals discussed death without talking about dying. Chapter 4 revealed participants
wondered “how much time” they had left, if it was the “right time” to transition to hospice,
and reflected on when they would know it was “their time.” This finding is similar to
previous research, from naturally-occurring outpatient palliative care conversations262
and interviews related to end-of-life,270 that “death – the threat to a patient’s existence –
was sometimes an implicit but clearly appreciable issue.”262
Our findings from Chapter 4, that prognosis and existential communication were
deeply interconnected, challenges the use of a unidirectional arrow between awareness
of death and existential experience in the Conceptual Model of Existential Experience in
Adults with Advanced Cancer.11 In Chapter 2, we described confronting mortality and
becoming aware of death as an antecedent to existential experience. In the studies
analyzed in Chapter 2, awareness of death was described as an “existential turning
point,”128 occurring after the receipt of a terminal diagnosis or experiencing the physical
changes associated with progression of disease and leading to facing existential
challenges. In Chapter 4, we found that within palliative care conversations, existential
and prognosis communication were intertwined, with existential concerns prompting
prognosis communication as well as prognosis communication leading to existential
reflection. Through investigating the sequence of prognosis and existential
communication in the temporally ordered phenomenon of a conversation,33 our findings
147

point to a potential bidirectional relationship between awareness of death, facilitated
through prognosis communication, and existential experience.
When synthesizing the findings from this dissertation, it is also important to
reflect on the methodological differences in the studies analyzed in Chapter 2 and our
approach in Chapters 3 and 4. Most notably, in Chapter 2, we analyzed studies using
qualitative interviews to describe existential experience from the perspective of the
individual with advanced cancer. We made this decision based on the idea that studies
from the family’s or professional’s perspective may show a different vision from those
with a patient perspective.162 Since we had a unique naturally-occurring conversation
dataset, in Chapters 3 and 4 we took an ecological approach to analysis that considered
the unit of analysis to be the conversation rather than the individual speaker.32 This
approach sought to honor the interactional nature of conversations, with patients,
families, and clinicians engaged in co-constructing dialogue and meaning.31,33-35 As is
evident in the excerpts we included in Chapters 3 and 4, patients, families, and clinicians
worked together in conversations to describe existential experience.
Furthermore, inclusion of the voices of patients, family members, and clinicians
represents a potential strength of our investigations in Chapters 3 and 4. While most
studies of existential experience focus exclusively on patients,12,30,189 patients, families
and clinicians each experience the existential burden of advanced illness.70,227 Thus, the
findings of this dissertation offer a novel contribution to the palliative care literature
regarding existential experience, grounded in the individual’s perspective, and evolving
to include the multiple, interdependent perspectives of patients, families, and clinicians in
palliative care conversations.
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Limitations
There are several limitations of this dissertation that must be considered when
interpreting the findings. All studies investigated the existential experience of adults with
advanced cancer. This may limit applicability to other illnesses and age groups.
Additionally, Chapters 3 and 4 explored palliative care conversations in the inpatient
setting, so findings may not apply to communication practices of other specialties or
settings. While the Conceptual Model of Existential Experience in Adults with Advanced
Cancer11 highlights the influence of personal factors that can shape existential
experience, including cultural background120,134-138 and religious beliefs,120,130,134,137 the
samples included in Chapters 3 and 4 represented predominantly English-speaking,
White adults, who identified as Christian. Thus, our findings represent existential
communication in a specific cultural context, which must be taken into consideration
when assessing the transferability of the findings to other populations. Lastly, Chapters 3
and 4 were based on analysis of transcripts of audio-recorded palliative care
conversations. Though we integrated field notes into analysis to contextualize the
palliative care conversations, we were unable to analyze tone or nonverbal behaviors
(e.g. eye contact) that could have shaped the way things were said or left unsaid.
Because this dissertation represents an analysis of existing data, we also
considered limitations involved in this overall approach. One concern when conducting
an analysis of existing qualitative data is that the study aims may not be able to be
achieved if the phenomenon of interest was not sufficiently present in the primary
study.271 We did not find this to be the case. Though not uniformly addressed across
conversations of varying levels of prognosis communication, we found existential
communication was indeed present and varied in palliative care conversations.
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Implications
Collectively, the synthesized findings of this dissertation contribute to an
underdeveloped body of research regarding communication practices during serious
illness in patients with advanced cancer.8,65,206-208 Through detailing how existential
experience, discussion of the profound and the extraordinary, is intertwined into the
instrumental, mundane elements of palliative care conversations, the findings from this
dissertation help to illustrate a more comprehensive picture of serious illness
communication. The findings presented herein generate new directions for research and
prompt immediate clinical considerations. First, our findings offer a “critical vocabulary”33
related to existential experience that can inform future research in different settings and
populations, and using different methodologies. Additionally, our findings can offer
clinicians with new insight into the existential cues present in conversation. Overall, our
findings represent a valuable glimpse into how existential experience is communicated in
palliative care conversations.
Research Priorities
While prognosis communication appears to be an “active ingredient” for the
effectiveness of palliative care,2-4,6 much of the research on communication about
prognosis is in oncology.85 Less is known about how prognosis is communicated in other
illnesses with more uncertain disease trajectories. As relationship to time was a salient
component across studies, the existential dimensions of prognosis communication may
be even more important – or expressed differently – in situations where time and
timeline are less certain. Through providing a foundational understanding of the way
existential communication manifests in palliative care conversations, this dissertation
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can provide a basis for investigation of existential communication in a myriad of other
settings and populations.
Additionally, across studies the need for longitudinal research was apparent. In
Chapter 2, we found that much of the literature related to existential experience was
cross-sectional and concluded that in order to improve understanding of how individuals
move between existential suffering and joy, increasing longitudinal research is vital. In
Chapters 3 and 4, through examining the way existential communication unfolded and
intersected with prognosis communication over the course of conversation, we gained
initial insight into how these features evolved over a short time within the natural setting.
Still, there is a need for future longitudinal studies involving multiple sequential
conversations. As described above, this is particularly true in order to develop a better
understanding of the relationship between prognosis and existential communication. Our
findings in Chapter 4 challenge the unidirectional nature of this relationship as
characterized in previous quantitative research87,250 and in the Conceptual Model of
Existential Experience in Adults with Advanced Cancer.11 Future longitudinal studies
involving multiple sequential conversations are warranted to further clarify this
relationship and inform refinement of the Conceptual Model of Existential Experience in
Adults with Advanced Cancer.11
Our findings also reveal opportunities for new approaches and methodologies to
investigate the existential dimensions of prognosis communication. In Chapter 4, we
found that conversations with more prognosis communication also contained more
existential communication, but were left wondering why this was the case. Our
qualitative descriptive approach was not well-suited to answer this question, however
future work exploring how clinicians, and families, respond to existential expressions
may enable a better understanding of how these responses shape the conversation and
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ultimately influence decision-making. Attention to responses by clinicians and family and
how this shapes the nature of conversation,247 investigating patterns of interaction
through a discursive approach,262 or using new approaches like natural language
processing to study the interaction of prognosis and existential communication on a
larger scale272 would help to extend the findings of this research. As mentioned above,
patients, families and clinicians experience the existential burden of advanced
illness,70,227 thus, there is value and urgency to including all members of the “triad” in
future research related to existential experience.273
Implications for Practice
The findings of this dissertation can be integrated into the clinical setting through
providing clinicians with an expanded set of possibilities for exploration of existential
experience.274 First, as proposed in Chapter 2 and supported in Chapters 3 and 4,
existential experience can be understood as a spectrum. This understanding can help to
offer clinicians a broader view, encouraging them to look beyond existential suffering to
consider the possibility for existential joy when working with individuals with serious
illness and their families. Additionally, the findings from this dissertation reveal that
existential communication is sprinkled throughout palliative care conversations (Chapter
3), and is particularly intertwined with prognosis communication (Chapter 4), creating
multiple opportunities for clinicians to assess and address existential needs. As Chapter
3 highlights, the many existential dimensions communicated in conversation cannot be
ascertained through an isolated screening question. Instead, as the findings from
Chapter 4 underscore, through attending to the everyday expressions individuals use
about “time” and their descriptions of “what matters most,” clinicians can recognize the
deep existential concerns individuals express through seemingly “superficial words of
152

daily living” and recognize the meaning individuals express through the idiosyncratic way
individuals live their lives.195 It is also worth repeating that Chapter 3 emphasized the
importance of the clinical relationship as a source of connectedness in the face of
isolation for individuals with serious illness and their families. This finding may
encourage clinicians to pause and recognize the important role they play in “walking the
path” of serious illness and dying together with the patients and families they serve.
Conclusion
The findings of this body of research help to draw attention to the presence and
varied nature of existential communication in palliative care conversations, and the
particular prominence of existential communication within conversations related to
prognosis. Future research is needed to investigate these conversation patterns in
different populations and settings, over time, and using new and scalable approaches.
Still, this dissertation offers a richer, more expansive lexicon for existential experience,
contributing to the science of serious illness conversations. Ultimately, this dissertation
provides a foundation for a body of research helping to illuminate the elements of highquality serious illness communication toward the promotion of more meaningful, personcentered serious illness care.
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