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ABSTRACT

Background: Working within the landscape of
death and dying, professionals in palliative
and hospice care provide insight into the na-
ture of mortality that may be of benefit to
individuals facing the end of life. Much less is
known about how these professionals incor-
porate these experiences into their personal
lives and clinical practices.

Methods: This ethnographic inquiry used
semi-structured interviews and participant
observation to elicit an in-depth understand-
ing of the impact of death and dying on the
personal lives of national key leaders (n = 6)
and frontline clinicians (n = 24) involved in
end-of-life care in Canada. Analysis of findings
occurred in the field through constant com-
parative method and member checking, with
more formal levels of analysis occurring after
the data-collection phase.

Ithough preserving life is a central goal
Aof medicine, in the end, death is an

unavoidable outcome. Professionals in
palliative and hospice care, working within the
landscape of death and dying, are able to provide
insight into death-related experiences and have
the opportunity to incorporate these experiences
into their personal and professional lives. The
ability for death to foster meaning in life has
been attested to by wisdom traditions and pallia-
tive care professionals alike. The latter usually
provide rich accounts of the struggles of dying
individuals, and in some instances, accounts of
individuals who discovered meaning and pur-
pose within this landscape.

Although an expansive body of literature has
evolved exploring the spiritual and existential
impact of death and dying, these studies focused
predominately on the impact on patients and
occasionally on family members.** A small
number of studies discussed the residual impact
of end-of-life care within a localized group of
health care providers; however, there is limited
cross-sectional research explicitly investigating
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Results: Eleven specific themes, organized
under three overarching categories (past, pres-
ent and future), were discovered. Early life
experiences with death were a common and
prominent feature, serving as a major motiva-
tor in participants’ career path of end-of-life
care. Clinical exposure to death and dying
taught participants to live in the present, culti-
vate a spiritual life, reflect on their own mortal-
ity and reflect deeply on the continuity of life.

Interpretation: Participants reported that their
work provided a unique opportunity for them
to discover meaning in life through the lessons
of their patients, and an opportunity to incorpo-
rate these teachings in their own lives. Although
Western society has been described as a “death-
denying” culture, the participants felt that their
frequent exposure to death and dying was
largely positive, fostering meaning in the pres-
ent and curiosity about the continuity of life.

the long-term effect of death and dying on the
personal and professional lives of individuals
who are exposed to death and dying on a fre-
quent basis.**

To address these gaps in the literature, this
study explored the impact of death and dying
on the lives of key leaders and frontline profes-
sionals in palliative and hospice care — in-
dividuals who arguably provide society and
health care practitioners with the most authori-
tative discourse on end of life and its effect on
life in general. This study was part of a larger
ethnographic inquiry on the spirituality of
palliative and hospice care professionals in
Canada.

Methods

Study population

Data were collected in two phases. With the use
of purposive sampling, six key leaders in pallia-
tive and hospice care at five centres across
Canada were identified for the first phase of the
study. The leaders were identified based on their
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contribution to the field of palliative and hospice
care in Canada, on a clinical, research or policy
level. One of the identified leaders declined par-
ticipation because of a busy work schedule,
which required an additional individual to be
recruited. For the second phase of the study, a
convenience sample of 24 frontline palliative
and hospice care professionals at a hospice in the
province of Alberta was identified. The length of
time the leaders worked in palliative care was
19.8 years on average. The length of time the 24
frontline professionals worked in palliative care
was 7.2 years on average.

The study sample consisted of a variety of
professionals, including physicians, nurses, psy-
chologists and spiritual care providers, reflecting
the composition of an interdisciplinary palliative
care team. As is characteristic of qualitative stud-
ies in general, the sample size was not predeter-
mined but, rather, was developed until data satu-
ration emerged, when | and an auditor (my
doctoral supervisor) determined that no new data
were being discovered. By being embedded in
the culture over a long time, | was able to cap-
ture a holistic cross-sectional perspective, which
allowed for the opinions of those who either did
not express an initial interest or held a contrast-
ing perspective on the topic to be included in the
sample.

Each key leader consented to waive his or her
anonymity (they are listed in the Acknowledge-
ments section). This option was not available to
the frontline clinicians, because frontline staff
who wished to remain anonymous could be iden-
tified through a process of elimination.

Data collection

A qualitative ethnographic inquiry was con-
ducted with the use of semi-structured interviews
and participant observation, which allowed par-
ticipants” experiences with death and dying to be
recorded as they occurred in their clinical prac-
tice. The interviews were about two hours long
and were conducted in a private space at the par-
ticipant’s place of work. Although an interview
guide was constructed for consistency (Box 1),
the process was open to allow for exploration of
individual experiences. Interviews were audio-
recorded and transcribed by a professional
transcriptionist.

In the first phase, each leader was interviewed
and observed in his or her clinical work for about
a week. At the completion of the first phase, a
preliminary analysis of the data was conducted
over four months. In the second phase, the front-
line professionals were interviewed and ob-
served in their clinical work at the hospice.

Historically, ethnography has been defined as

research “relating to a localized nation or race.”*
Today, the term has evolved to include “a group
of people who have something in common ... a
work site, a lifestyle, a nursing home or a man-
agement philosophy”* or “the art and science of
describing a group or culture.”® The two primary
techniques for data retrieval in ethnographic
studies are interviews and participant observa-
tion.’* Interviews primarily provide ethnogra-
phers with the perspective of the insider — the
emic perspective.?-?? Participant observation
allows ethnographers to collect data primarily
from an outsider’s perspective — the etic per-
spective.? Each informs the other dialectically.*
For this study, as a certified multi-faith spiritual
care professional with the Canadian Association
for Spiritual Care, | took the role of observer-as-
participant.”® This approach emphasizes a dialec-
tical researcher—participant relationship and the
social construction of knowledge — an approach
that is congruent with philosophical assumptions
of poststructuralism. The topic of study also
influenced this approach, because the establish-
ment of a trusting researcher—participant rela-
tionship was felt to be necessary to elicit the
deeply personal views, beliefs and experiences
of participants.

The time-intensive holistic character of ethnog-
raphy allowed for the initial analysis of findings to
occur in the field. Interviews, informal discussions
and participant observations were validated in “real
time” through the constant comparative method
and member checking. Member checking involves
inviting participants to clarify and confirm the
researcher’s initial interpretations of their data,
which enhances credibility in the process. The
constant comparative method allows for initial
findings to be validated by participants in an ongo-
ing manner, honing and expanding the researcher’s
cultural knowledge, and informing subsequent data
collection in the process.®# Credibility was also
enhanced by the auditor’s examination of field
notes and analysis of data, so that evidence of
biases could be made explicit. Although no explicit

interviews

e What drew you to palliative care?
e What is spirituality?
experience” in your work or life?
patients?

how?

Box 1: Guiding questions used in the semi-structured

e What does a typical day at work look like for you?

¢ Do you have a sense of fulfillment working in palliative care?

¢ Have you had what you would consider a “spiritual
e Describe, if applicable, how your own spirituality connects with

e Have your patients influenced your own spirituality? If so,
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biases were noted, some codes were modified
through the member checking and auditing process.

In addition to the analysis in the field, a more
formal analysis was conducted after the data-
collection phase. All interviews and field notes
(written and audio-recorded) were evaluated
independently by the auditor and me to get an
overarching sense of the data, with initial notes
jotted in the margins. This was followed by a
secondary level of analysis, in which codes, or
units of meaning, were developed as transcripts
and field notes were read line by line. Codes
were then organized into themes and categories,
which were continually refined as areas of com-
monality and divergence were identified. The
interpretation of themes was verified through
member checking when necessary.

This study was approved by the Conjoint
Health Research Ethics Board of the University
of Calgary, the Ottawa Hospital Research Ethics
Board and the Fraser Health Research Ethics
Board.

Results

After the data from both cohorts were collected
and aggregated, the impact of death and dying on
the participants’ personal and professional lives
was organized temporally around three overarch-
ing categories (past, present, future) containing a
total of 11 themes derived from the study data
(Box 2).

The past: the prominence of death

in the early years

If participants were united in a single experience
early in life, it was the prominent role of death in
their histories. Participants frequently cited these
early experiences with death and dying when

Box 2: The overarching categories and themes derived from the
study data

Past: the prominence of death in the early years

Present: the power of death over life

Future: the continuity of life and death

Early integrated deaths
Early disintegrated deaths

Living in the present: practising dying

Wholeness: spiritual integration

Moving from head to heart: cultivating spirituality
Integrated deaths in end-of-life care: lessons for life
Disintegrated deaths in end-of-life care: sources of distress

Good deaths: personal wishes

Dying well: remaining curious and embracing death
Living well: alleviating death-related anxiety

The continuity of life: beliefs in life after death
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referring to their current work in palliative care,
establishing what has been termed “a history of
the present.”?® The experiences with death and
dying in the early years were divided into two
themes: integrated deaths (the palliative care
notion of a proverbial “good death”) and disinte-
grated deaths (antithetical to “a good death”).#-*

Personal experiences with death and dying pre-
dated, and were often seen as an essential motiva-
tor to, participants’ professional practice with ter-
minally ill patients. Participants often relived these
experiences, developing a rapport with death that
in some sense could be described as an ongoing
relationship. Their early experiences with death
and dying were formative ones that shaped their
understanding of their own life, giving them a
sense of vocation and impelling them toward self-
discovery (Box 3).

Early integrated deaths

For a number of participants, the prominence of
death and dying in their own histories was a pos-
itive experience, where death and dying was
acknowledged, normalized and integrated into
the continuum of life (Box 3). Whereas disinte-
grated deaths left participants with a feeling of
ontological discord, knowing that this was not
the way things were ultimately meant to be, inte-
grated deaths involved end-of-life experiences
that were described as peaceful and a natural
process to be accepted and not feared.

Early disintegrated deaths

Although participants described many of their
early experiences with death as having been
openly and effectively dealt with by their families,
a number of participants felt that these critical
incidents centred on a lack of acknowledgement
and integration. Whether this was because of their
families’ inability to discuss death, or inappropri-
ate and insensitive medical interventions in end-
of-life care during their medical training, dis-
integrated deaths occurred when death was
partitioned from the rest of life (Box 3).

Present: the power of death over life
Exposure to death and dying had a strong in-
fluence on the participants’ present life. Partici-
pants reported that end-of-life experiences posi-
tively transformed the way they lived their lives,
teaching them to live in the present, cultivate a
spiritual life and reflect deeply on the continuity
of life (Box 4). Five themes emerged in this
category.

Living in the present: practising dying
The practice of integrating dying into everyday
life was another by-product of reflecting on
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one’s mortality. Mortality was not seen by par-
ticipants simply as an event at the end of life but,
rather, as an ever present, moment-by-moment
reality embedded across the continuity of life.
“Practising dying” involved recognizing the
impermanent nature of their own lives and the
world they lived in. This manifested as an accep-
tance of their aging bodies and the loss of roles,
and acknowledging the frailty of life (Box 4).

Wholeness: spiritual integration

Working in end-of-life care caused participants
to ask themselves the same questions about the
meaning and purpose of life that their dying
patients were reflecting on. For participants, this
cultivated and enhanced a sense of spirituality.
Spirituality was collectively defined as an invisi-
ble connection between participants and the
essence of one’s self, other (another individual)
or Other (a higher power/God), thereby affecting
one’s sense of wholeness within oneself and an
ultimate reality. Whether experienced through
practice or in their everyday interactions, these
connections cultivated a deep sense of wholeness
within participants. Wholeness was understood
primarily as the cohesion of multifaceted aspects
of themselves within a unified, interconnected
concept of self. These aspects of themselves
were diverse in composition, containing all
facets of personhood, ranging from compassion
to apathy, joy to sorrow, hope to despair, faith to
disillusion, and cohesiveness to fragmentation
(Box 4).

Moving from head to heart: cultivating
spirituality

The cultivation of a spiritual life was not charac-
terized by participants’ disavowing critical as-
pects of their personality but, rather, by becoming
aware of their existence and their power in self-
perception and outlook in life. In contrast to this
multifaceted perspective they came to know, par-
ticipants felt that their perspective early in life
was largely cerebral in nature. Instead of an
objective, unidimensional perspective, working
in end-of-life care caused them to process with
their hearts, opening a world of contrast and mys-
tery. This shift was often described as an inner
awakening, fostering an acceptance of the un-
known and a new way of seeing the world. In
contrast to the cerebral life, moving to the heart
was characterized by a shift from a life directed
by outer authority to one directed by inner
authority; a shift from a life of answers to one of
questions; from scientific certainty to an open-
ness toward life’s mysteries; and from emotional
detachment to integration (Box 4).

Integrated deaths in end-of-life care:
lessons for life

Although some deaths in palliative and hospice
care did not meet the ideal goal of “a good
death,”® participants’ clinical experiences with

Box 3: Past: the prominence of death in the early years

Category: Past: the prominence of death in the early years

Theme: Early integrated deaths

Theme: Early disintegrated deaths

*Because of the particularly sensitive nature of this quote and a subsequent discussion with
the participant, further measures to ensure anonymity were taken, resulting in this generic
descriptor.

“For many years | kept a vial of cyanide in my desk. ... So death has been
a companion of mine for most of my life. ... | would say from the time |
was a teenager, | was attracted to the idea of death as a way out, and
it's only been in recent years, at least in the last ten years or more, that
that's no longer been a background issue for me.” — palliative and
hospice care professional*

“Shortly before | got there [medical school], | experienced two very
significant deaths. ... So | think that superficially it [my interest in
palliative care] was the death of my father-in-law and the death of
my roommate, combined with my interest in combining humanities
with medicine. ... | think that also | had a fair number of deaths in my
family through my childhood, so | had more exposure to death.” —
Key Leader 3

“Then, as an intern, | had cancer, and that was a significant experience
and a long story in itself, but it had a high mortality rate at that point ...
so that was a major time in my life, and that certainly deepened my
spiritual experience.” — Key Leader 1

“Death was always a part of my life. ... I still think | have probably a huge
fear of death — | suspect that's partly what drew me into this field.” —
Key Leader 4

"l can't remember how long it had been that she [great aunt] wasn’t
responsive and all she said under her breath was ‘Sweet Jesus take me
home, sweet Jesus take me home, sweet Jesus take me home.” And all of
a sudden it was silent ... so | gently closed her eyes and | gave a kiss on
her cheek and then | just sat back down. It didn’t even faze me, | knew
she died. ... | remember that was just so interesting, the most important
person in my life has died and nothing changes.” — Nurse J

“Well, my father had died but we weren’t with him at the time. | mean
he was unwell and we had gone away for a picnic and | had brought my
mom back home and he had died in his chair. And again that was God’s
hand because he did it on his own terms, and he thought, | know that he
would have thought it would be too hard for my mom if she’d been
there by herself to come across him sitting in his chair.” — Nurse E

“Well, my mother died when | was six, and that was obviously a
devastating experience. It affected my whole life, the way it was
handled. We weren’t allowed to acknowledge it; | don’t remember my
mother at all. | have no memory whatsoever. Except on her deathbed,
when after she died, | saw her body. That's the only memory | have of my
mother.” — Key Leader 6

“Well, | remember as probably a third- or fourth-year medical student,
having been on the wards for a bit and | got to know this particular
patient who was a blind man. When they opened him up, they found he
had huge cancer in the stomach and he was inoperable, so they stitched
him up and I kind of knew this. | kind of got to know him pretty well and
| knew that on this particular morning he was awake after the surgery
and he was waiting to hear how his operation had gone. ... We were at
the bed before him and then the entourage moved on, waltzed
completely past his bed and went on to the next patient and kept going,
and he was just listening and waiting and | was sort of hanging out at the
back of the group, and | remember the kind of feeling ... the feeling that
| was very upset by that and it pained me in my heart.” — Key Leader 2
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death and dying were predominantly described
as positive. In talking about the moment of death
and the time immediately preceding it, partici-
pants were quick to draw on stories of mystery
that they felt privileged to be involved in and
that helped to form their own beliefs in the conti-
nuity of life. Many participants believed that an
aura of mystery was ever present at the time of
death, whether or not they could clearly perceive
its existence. Hospice nurses in particular spoke

of a “near-death awareness,” where they intui-
tively knew that death was imminent (Box 4).

Disintegrated deaths in end-of-life care:
sources of distress

The majority of participants described their clini-
cal experiences with death using terms such as
“peaceful,” “beautiful” and “good.” However,
there were also a number of accounts of the ugli-
ness of death, which in turn mitigated a romanti-

Box 4: Present: the power of death over life

Category: Present: the power of death over life

e “Palliative care has been very precious to me. It has shown me what is important in life. What | can let go of.” — Key Leader 4

e "] was drawn to the curiosity of what is depression, what is death.” — Key Leader 3

Theme: Living in the present: practising dying

e "] practise dying every day. ... For the most part I'm just very aware this could be it and is there anything today | want to do? And

it's just fleeting, it is not even five minutes, it is just a bit.” — Nurse J
e "“How do | want to die? | already have died in some regard, and | want that to be my teacher.” — Key Leader 3
e “Working in palliative care has placed existential questions front and centre.” — Key Leader 1

e “lthink I am called to live more deeply [as a result of working in palliative care] because we are reminded about what a gift life
is and all that has been entrusted to us.” — Chaplain 2

Theme: Wholeness: spiritual integration

e "“To explore and think about and be in the mystery and the depths and the moment and to celebrate the bad and the good —
that brings us to consciousness.” — Key Leader 1

e "] realized that they [dying patients] had the courage to do what | hadn’t done. ... | think that [wholeness] is the key. ... What
matters is a sense of connection in the core of your being with something bigger than ourselves. ... It has to do with connection
to self, ‘other’ with a small ‘o’ and connections to others with a capital ‘O.’” — Key Leader 3

e "Palliative care draws people who are searching. ... Fear of death partly drew me to palliative care.” — Key Leader 4
Theme: Moving from head to heart: cultivating spirituality

e “Jon Kabat-Zinn has a phrase that describes ‘dropping in’ and if there’s ever too much energy or too much distress, or too much
angst, somebody’s just cut me off in the car and | get ready to throttle them, | think of this little comment, ‘Let’s drop in right

now,’ and dropping in has to do with consciously moving, symbolically and metaphorically, from head to heart.” — Key Leader 1

e “That's become very important to me, that concept that we are co-creating something together ... that within each healer is a
patient and within each patient is a healer.” — Key Leader 5

e "|'ve never stopped to even ask some of those questions. ... She [the patient] was a profound teacher in terms of looking at your
sense of self.” — Key Leader 3

e "] think that the unknown is what causes great dis-ease for people. ... We don't have the answers, and to pretend that we do
would be arrogant. ... | think | am more comfortable with, or less uneasy with the unknown, I'm willing to trust. ... God is
everywhere and | mean if we have the eyes and the open hearts to the working of the spirit ... .” — Chaplain 2

Theme: Integrated deaths in end-of-life care: lessons for life

e "He [patient] said, ‘Yeah, I'm going to die today.’... There was no way that he should die ... and he died within forty-eight hours.
I marvel at that. ... There's a mystery there.” — Key Leader 3

e "l woke up in the night and | knew that she had died. | didn't feel sad, | didn’t feel alarmed, | felt calm.” — Nurse E

e “She [patient] said to me ‘Tell my children | can see them playing on the snow, and | know | am never going to see them again,
but tell them, I'm going to be part of a heavenly team.”” — Key Leader 5

e “She [patient] had a little bit of a frown on her face, and | said ‘Peace be with you and go now in peace’ and | said her name, and
she was gone just like that.” — Chaplain 2

e “| went back into the resident’s room and | called her by name and | said ‘Do you know something that | don’t know?’ and she
opened her eyes, looked at me and said ‘A lot.” She closed her eyes, put her head back, and she died six hours later.” — Nurse J

Theme: Disintegrated deaths in end-of-life care: sources of distress
e "It was pretty sad because she had two young children and the husband went home to get the girl all dressed in her pretty dress.

He wanted them to look nice for their mother who had already died.” — Nurse E

e “...and he never got through the anger.” — Key Leader 3

e "l smelt the wound before | saw it — a raw piece of flesh. The odour was unpleasant, my nose flinched, my jaw locked as the
smell of rotting flesh entered my nostrils. This is the reality of palliative care — it's ugly.” — author [field journal]

e “[When family dynamics exist] the resident does not feel as peaceful and take longer to die.” — Nurse E
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cized perspective of mortality. Although these
deaths occurred less frequently than their tranquil
counterparts, they made an equal impression on
participants. In conducting the fieldwork, I found
that the sights, smells and harshness of death,
ranging from open wounds to phlegm-filled
hacking, stood in stark contrast to the predomi-
nance of meaningful deaths that occurred. Deteri-
oration and disintegration often extended beyond
the physical domain to include the emotional,
social and spiritual domains of suffering, wherein
achieving a sense of peace and finding meaning
and reconciliation were often unattainable within
the time allotted. These deaths, marked by the
absence of loved ones and the inability to control
suffering, constituted the most difficult experi-
ences with death that the participants recalled
(Box 4).

Future: the continuity of life and death
As a result of providing clinical end-of-life care,
the majority of participants reflected on their
own death and dying. These lessons, provided by
patients themselves, caused participants to vicar-
iously rehearse their own dying through the
deaths of their patients. Participants felt that fac-
ing one’s mortality, initially a daunting exercise,
was ultimately beneficial and perhaps a neces-
sary prerequisite to caring effectively for dying
individuals (Box 5).

Good deaths: personal wishes

Participants expressed a number of hopes regard-
ing how they would like to die. Awareness of
death, maintenance of meaning, remaining self-
congruent, participating fully in their dying, and
being at peace with loved ones were the core ele-
ments of participants’ personal concepts of what
would constitute a good death (Box 5).

Dying well: remaining curious and
embracing death

Although they expressed hopes surrounding the
nature of their death, most participants acknowl-
edged the importance of remaining open to the
possibility that their death may not unfold as
anticipated. This perspective came from experi-
ences of dying individuals, who became deeply
disappointed when their expectations of their
final moments failed to materialize. Participants
acknowledged that death was often unpredictable
and mysterious, cautioning them against forming
fixed, preconceived notions of how death would
unfold. Anticipating one’s death involved reflect-
ing not only on acceptable death scenarios, but
also on scenarios that were less acceptable,
thereby gaining greater acceptance of one’s mor-
tality (Box 5).

Living well: alleviating death-related
anxiety

Reflecting on their own mortality provided par-
ticipants a clearer perspective on what is impor-
tant in life, an increased acceptance surround-
ing the uncertainty of death and a diminished
fear associated with dying. Eliminating death-
related fear and anxiety was not the goal of
reflection and was felt to be an unrealistic
expectation by participants. This process of
confronting their fears did not mitigate partici-
pants’ death-related anxiety; rather, it expanded
their capacity to face such fears in the future
(Box 5).

Box 5: Future: the continuity of life and death

Category: Future: the continuity of life and death

e “The notion of being curious at the time of one’s death was something
that had a lot of appeal for me. ... If one can at least go to one’s death
curious about what lies beyond, then death doesn’t have the same
finality that it has if we think that this is it.” —Key Leader 4

e "l think in order to be with people who are dying, you have to face your
own mortality. ... | don’t know if there’s any other place where, on a
daily basis, we are facing death.” — Nurse J

Theme: Good deaths: personal wishes

e “]want to be able to live to be 100, but if | get to be 85 or 90 I'll be able
to say it has been a good life. ... | want to live with integrity and want to
die with integrity.” — Key Leader 3

e “]lwant to know that | am going to die. ... | hate the idea of being
sedated. Mindfulness at the moment of death is what determines the
next time. ... My goal is to try and maintain my mindfulness as long as
possible.” — Key Leader 4

Theme: Dying well: remaining curious and embracing death

e "] even say to my husband ‘l will haunt you until eternity if you say that
“she died a peaceful death” and | was thrashing.’” — Nurse J

e "“We [palliative and hospice care professionals] all have those
conversations ‘What if it were me?,” but when it is you, it is not like you
thought it would be.” — Key Leader 3

Theme: Living well: alleviating death-related anxiety

e "“Each experience compounds the last. I'm not afraid of death and I'm
not afraid to help a family be with their loved one at the end-of-life.” —
Nurse E

e "l typically don't fear dying. ... | can think of my husband, and | can think
of my children. | don’t need to see a wedding and those things or a
graduation.” — Nurse J

Theme: The continuity of life: beliefs in life after death

e “Itis just a strong sense that beyond physical life there is still a presence,

you know, just a presence.” — Nurse J
e "] like the Buddhist notion of some kind of rebirth.” — Key Leader 4
e “lwon't see her [late sister] again as a physical entity.” — Key Leader 3

e "“One of the first things | do when | get in the car is say ‘All right guys
[deceased patients and family members], I'm not dead you know. Keep
getting me into work safe.”” — Nurse J

e "l had my CAT scan appointment for this particular day and | was aware
that all the people that | had worked with over the years [were there].”
— Key Leader 5

e “Maybe we will see one another.” — Assistant 2
e “|think we are the saints, and | think we'll all be saints.” — Volunteer 2
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The continuity of life: beliefs in life

after death

Although participants reported that mysterious
and numinous experiences happened infre-
quently, their occurrence was foundational to
participants’ belief in the continuity of life.
Numinous experiences, although interpreted
through various means, including different faith
traditions, were central to participants’ belief in
life after death. These experiences did not pro-
vide certainty about the specific nature of this
reality, only curiosity and a belief in its exis-
tence. Being curious was a central feature of
believing in the continuity of life, because these
experiences affirmed an existence that re-
mained outside of their comprehension. The
majority of participants saw life after death as a
spiritual and nonphysical existence, although
they maintained a belief that the spiritual could
sometimes manifest within the physical domain
(Box 5).

Interpretation

The impact of death and dying on participants’
personal lives has many implications, both
within and beyond palliative care. Although
Western society has been described as a “death-
denying” culture,® participants reported that
their exposure to dying patients was largely
a positive experience. It provided a contrast
whereby greater meaning in life, spirituality,
self-discovery and beliefs in the continuity of
life could flourish.

Participants’ frequent exposure to death and
dying provided an authoritative perspective to
the eyewitness accounts of the diverse experi-
ences of individuals facing the end of life. De-
spite a number of accounts of the ugliness of
death, the end of life was consistently described
by participants as a meaningful stage of life,
which may have a beneficial effect in diminish-
ing death-related anxiety and fear. Participants’
acknowledgement and integration of death into
their lives not only normalized death but also
heralded enhanced meaning in life. Spirituality
functioned as a framework for meaning®* that
helped participants make sense of the end of life
and enhanced their present life in the process.
Death’s influence on participants’ spirituality
was informed not only by positive features of
joy, peace and meaning, but also by experiences
of suffering, despair and disillusionment.

This study offers hope for individuals facing
the end of life. It also raises many salient ques-
tions, including why, if death and dying is de-
scribed as a meaningful stage of life by those
who work in palliative care, do so many people
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fear it so intensely? The reports from partici-
pants suggest that individuals’ fears about death
and dying rarely materialized. Addressing mor-
tality prospectively seemed to dissipate anxiety
associated with this stage of life and, according
to most participants, enhanced meaning in life in
the interim. Health care professionals may bene-
fit from the opportunity to acknowledge, nor-
malize and integrate death and dying into the
continuum of life, both for themselves as well as
their patients. Remaining oneself* and attempt-
ing to participate fully in death and dying were
essential features of participants’ notion of
dying well, with beliefs in the afterlife providing
a supportive, but secondary function. The field
of palliative care is well served when attention
is paid to the physical as well as the spiritual
dimensions of end of life. Whether in reference
to education, research or clinical care, this dual-
ity can promote well-being and personal growth
for patients and health care providers alike.

The findings from this study are consistent
with those of previous studies that described the
impact of end-of-life care on the personal and
professional lives of health care providers.t*
They are also comparable to findings from stud-
ies in which end-of-life experiences presented
many challenges to health care providers but
were secondary to the numerous beneficial
aspects of their work, especially as they related
to meaning and purpose.t**#32 This study dif-
fered from others in its explicit focus on the
impact of death and dying on health care pro-
viders; its cross-sectional sample of national
leaders and frontline professionals in palliative
and hospice care; and the inclusion of partici-
pants’ experiences with death and dying across
the trajectory of their lives.

Limitations

This study has several limitations. The perspec-
tives of the study population, although a unique
and critical perspective on the impact of death
and dying on the personal and professional lives
of professionals in palliative and hospice care,
likely differ from the perspectives of profession-
als outside of palliative care, including those
who chose to leave the field. Furthermore, in
volunteering to participate in this study, partici-
pants were likely comfortable with the topic of
spirituality in general, and the topic of death and
dying specifically. Finally, although this qualita-
tive study included a cross-section of national
leaders in palliative care, the study may not be
generalizable. Further research is required in in
Canada and elsewhere, including sampling areas
where palliative care programs may not be as
readily available.
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Conclusion

Although one might assume that repeated expo-
sure to death and dying would have mostly a neg-
ative impact on the lives of professionals in pallia-
tive and hospice care, this study showed the
opposite. Participants attested to the weighty
nature of their vocation, but this was far out-
weighed by the many affirming life lessons that
participants incorporated into their own lives and
practices. Participants felt that they occupied an
opportune place to discover meaning in life — sit-
ting at the bedside of those nearing death. They
had the opportunity to incorporate these truths
into their everyday lives, integrating end-of-life
wisdom from the vantage of foresight, in contrast
to the perspective of dying patients looking back
on their lives. Although the end of life is arguably
the most challenging phase of life, it may also be
the most meaningful, providing hope to those who
are living with an incurable illness as well as indi-
viduals who will inevitably face their mortality in
the future.
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