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Abstract

Aims: To describe how people diagnosed with chronic kidney disease and their fam-
ily members describe uncertainty related to impending death.

Background: There has been little research about the experiences of people with
chronic kidney disease and their family members as they near the end-of-life. We
need to understand these experiences to give holistic person-centred care.

Design: A narrative enquiry was undertaken using a social constructionist perspective.
Methods: Data were collected in two in-depth interviews, approximately 3-4 months
apart, followed by a telephone follow-up 2-3 months later.

Results: Eleven people with advanced chronic kidney disease and nine family mem-
bers/significant others participated. For both participants in the dyad, a number of
key themes/storylines were identified. These included recognition that: @life has a
boundary, living on the edge, I'm not afraid to die but... and remembering loss and
death experiences@.

Conclusions: This enquiry illuminated four key storylines of about death and dying
with advanced chronic kidney disease for people with the illness and their family
members. Discussion about past experiences with illness, loss, death, and dying can
give an entry for discussion about end-of-life. The person with illness and family
members often held very similar perceptions and desires, but healthcare profession-
als’ contributions to understanding of the experience were not mentioned. Implica-
tions for clinicians include attending to peoples’ awareness of death as a distinct
opportunity, listening attentively and posing questions that genuinely invite con-

cerns and wishes about end-of-life and living well.

KEYWORDS
chronic illness, chronic kidney disease, dialysis, end-of-life, family, narrative enquiry, qualitative
research
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1 | INTRODUCTION

Chronic kidney disease (CKD) is one of the most common (Hill et al.,
2016) and burdensome life-limiting illnesses (Davison et al., 2015).
Costs of dialysis and symptom burden are high and survival is disap-
pointing; annual mortality of people on dialysis exceeds 20% and
withdrawal from dialysis is a common cause of death for people on
dialysis (Davison et al., 2015). Yet, access to end-of-life (EOL) care is
limited in the context of our “death-denying” culture (Davison et al.,
2015; Gawande, 2014).

People with CKD and their family members often find it difficult
to discuss death, dying and the uncertainty of living (Molzahn et al.,
2012; Sheilds et al., 2015). People fall between the cracks of being
defined as chronic or palliative, while family members struggle to
support loved ones and give care. There has been little research that
relates to experiences of people with CKD as they near the EOL and
even less about the experience of family members/significant others.
Further, it is rare to find studies where dyads consisting of both peo-
ple with illness and their significant others are included and extre-
mely rare to find longitudinal studies. We address these gaps in the
literature by reporting experiences of people with advanced CKD

and their family members over time.

1.1 | Background

With advances in treatments and technologies, people with life-limit-
ing chronic illness may live relatively well for months and even years,
but the threat to life causes considerable emotional distress. For
instance, in a qualitative study, ®hman, Séderberg, and Lundman
(2003) described experiences of people with serious chronic illness
and their family members as “hovering between suffering and endur-
ing.” In a study of non-cancer terminal people, Mahtani-Chugani,
Gonzalez-Castro, Saenz de Ormijana-Hernandez, Marin-Fernandez,
and Fernenadez de la Vega (2010) found that people and health pro-
fessionals continue to consider death a taboo topic. Parker et al.
(2007) conducted a systematic review including 46 articles on people
and caregiver preferences for information at EOL concluding that
family members wanted more information as the illness progressed
while people wanted less information. Both groups wanted a trusted
honest empathic health professional to clarify information needs and
encourage questions.

In the qualitative research relating to patient experiences with
stage 5 CKD, concerns about the threat to life are seldom raised. It
seems that there is a culture of not talking about death in dialysis
settings, where the benefits of technology are emphasized (Moss,
2003). For example, in a phenomenological study, Rittman, Northsea,
Hausauer, Green, and Swanson (1993), identified three themes: “tak-
ing on a new understanding of being,” “maintaining hope,” and
“dwelling in dialysis.” The constitutive pattern, “control: the meaning
of technology,” referred to control of renal replacement therapy.
Similarly, Nagle (1998), who used hermeneutics to understand the

meaning of technology for 11 people on haemodialysis, presented

Why is this research or review needed?

e As nurses, we need to understand the stories of people
and their families as they approach end-of-life to give
holistic person-centred care.

e Little is known about the perspectives of family mem-
bers, in particular, yet they give valuable support to their
significant others at this stressful time.

What are the key findings?

e People with chronic kidney disease and their family
members recognize the risk of death and think about lim-
ited life expectancy, yet live life as fully as possible.

e Family members had a good understanding of the prog-
nosis of their significant other. The perspectives of dyads
were similar, at times verbatim, but in a few cases clearly
diverged.

e Nurses and health professionals were not mentioned in
the conversations of people with chronic kidney disease

and their family members about death and dying.

How should the findings be used to influence
policy/practice/research/education?

e Clinicians should listen attentively to people with
advanced illness and their family members and pose
questions that genuinely invite concerns and wishes
about living well with serious illness and end-of-life.

e Past experiences with illness, loss, and death can be
entry points for discussing awareness of the possibility
of death and end-of-life care.

e End-of-life planning would benefit from inclusion of

family members/significant others.

the paradox of experiencing dialysis as a “lifeline” but also as a
source of suffering. Three themes, “coming to terms with loss and
limitations,” “abiding with technology,” and “enduring the treatment
environment” were expressed. Hagren, Pettersen, Severinsson,
Lutzen, and Clyne (2001), in a qualitative interpretive study, found
two main themes including “hemodialysis machine as a lifeline” and
“alleviation of suffering.” The findings in these studies focused on
adaptation to technology and not on physical decline and subse-
quent death.

In analysis of 200 CKD patient narratives, Molzahn, Bruce, and
Sheilds (2008) found that the experience of receiving treatment for
CKD was a liminal (betwixt and between) experience. A number of lim-
inal spaces were described including living/not living, independence/
dependence, restrictions/freedom, normal/not normal, worse off/better
off, and alone/connected. In other narrative studies, some people
openly discussed the likelihood of death, others did not speak of death
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and dying, even with their family or healthcare providers (Molzahn
et al., 2012; Schick-Makaroff, Sheilds, & Molzahn, 2013; Sheilds et al.,
2015). As people get closer to EOL, these discussions become more
important and studies of the EOL experience are critical.

Research on EOL in the CKD population has focused primarily
on symptom management and advance care planning. For example,
Murtagh, Sheerin, Addington-Hall, and Higginson (2011) described
the illness trajectory of life in people with conservatively managed
stage 5 CKD (with a mean age of 81 years). They found that
mean symptom distress scores increased in the last 2 months of
life. Davison (2011) argued that people with CKD have extensive
and unique EOL care considerations and needs, emphasizing that
a better understanding of peoples’ experiences is required to max-
imize the effectiveness of a palliative approach. Recently, an inter-
national consensus conference was held (Davison et al., 2015) to
develop guidelines for supportive care of people with CKD. The
group acknowledged the complexity of caring for people with
advanced CKD given the variability in illness trajectories, high
symptom burden, and the need for supportive care often for
months to vyears before death. They concluded that many
questions remain to be studied relating to EOL care for this
population.

In summary, the EOL experiences of people with advanced CKD
are not well understood. While family members give considerable
support, their perceptions about caring for someone with advanced
CKD are not well documented. A better understanding of the experi-
ences of these two groups can lead to better EOL care. Following
people with CKD and their families over time provides opportunities
to better understand how their perceptions and needs shift as death

approaches.

2 | THE STUDY

21 | Aims

The research questions were:

1) How do people diagnosed with CKD describe uncertainty related
to impending death?

2) How do family members describe the experience of caring for a
person diagnosed with CKD and living with the uncertainties of
impending death?

2.2 | Design

A narrative enquiry was undertaken using in-depth interviews to
explore people's experiences of living with the uncertainties of ill-
ness and the likelihood of dying. A social constructionist perspective
framed the approach to the study. It is founded on the premise that
peoples’ understandings and experiences of reality are sustained and
shift through stories (Berger & Luckmann, 1967; Davis & Sumara,
2002; Gergen & Gergen, 2004). Narrative enquiry is a lens into the
multiple narratives and cultural/social discourses that shape how
individuals story experience.

2.3 | Participants

People with CKD and family members/significant others were
recruited purposively because of the advanced life-limiting state of their
iliness through two western Canadian treatment centres. Advanced
care nurses and a nephrologist were asked to identify participants who:
had stage 5 CKD; were currently receiving treatment (haemo or peri-
toneal dialysis); were over the age of 18 years; had experienced exacer-
bations, complications or notable progression of disease; and had one
or more co-morbidities. Exclusion criteria included: non-English speak-
ing persons; significant cognitive impairment; and acute distress related
to the diagnosis. Participants were told that the research team was
interested in understanding the uncertainties of living with a serious ill-
ness. In one centre, names of people meeting the inclusion criteria were
sent directly to the research team and in the other, potential partici-
pants were left with an information sheet inviting them to contact the
research team. Because of the latter recruitment strategy, it is not clear
how many potential participants declined participation.

In the screening process, participants were asked to identify a
family member (or significant other) who would be interested in par-
ticipating. They were not excluded if they did not have or chose not
to identify a person.

2.4 | Ethical considerations

Research Ethics Committee approval was granted by the Institutional
Review Boards of the educational institutions and administrative
approval was obtained from the healthcare agencies. Participation in
the study was voluntary. Informed consent was obtained at the time
of the first interview and was ongoing. Pseudonyms have been used
to protect confidentiality of participants and care was taken to pre-
serve confidentiality between members of the dyad unless they

chose to share their comments with their family member.

2.5 | Data collection

Data for this study were collected between November 2015-Jan-
uary 2018 in two in-depth interviews, approximately 3-4 months
apart, followed by a telephone follow-up conversation 2-3 months
later, with some variability to accommodate participants’ illnesses.
Because of the number of interviews and two geographic regions for
the study, four interviewers, including a doctoral student and three
research assistants assisted with data collection. All interviewers
were female; two of the four interviewers were nurses and two had
preparation in other health disciplines. All were experienced inter-
viewers. They furthered their narrative interviewing skills through
training workshops and dialogue with the research team. Weekly
debriefing sessions between the interviewers and the investigators
facilitated training, ensured quality, and familiarized the team with
the data. Dialogue amongst the interviewers enabled them to obtain
informal feedback, consider new strategies for interviewing and gain
support after emotion-laden interviews. No members of the research

team held prior relationships with the participants.
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The first two interviews were face-to-face and took approximately
90-120 minutes each. The third interview was a follow-up telephone
conversation approximately 20-30 minutes long and focused on clari-
fications and closure. All interviews were held at a mutually conve-
nient time and location, usually in the participant's home but
occasionally in the hospital or university. Whenever possible, partici-
pants in the dyad were interviewed separately to give the opportunity
for them to speak freely and confidentially. However, four dyads
requested that some or all of their interviews be conducted together.
Interviews were semi-structured, began with broad general questions
such as “Tell me about what it is like to live with a serious illness,” fol-
lowed by questions guided by the specific comments and stories of
the participants and the study objectives. All interviews were audio-
recorded and transcribed. Immediately after the interviews, field notes
were recorded focusing on non-verbal communication, context of the

interview, and changes in disease condition since the previous interview.

2.6 | Data analysis

Riessman's (2008) approach to thematic analysis was used. This
included analysis in and across participants (person with illness and
family members). The research team came to know each participant
and dyad through reading, re-reading, and listening to the interviews.
Two research assistants coded the data under the supervision of the
research team. Differences in coding or questions about categoriza-
tion were discussed with the entire research team and after dia-
logue, decisions were made by consensus. Theoretical saturation was
achieved when participants’ descriptions became repetitive and no
new themes were identified. N-Vivo'™ Version 11 software was used

to facilitate coding of transcripts.

2.7 | Rigour

Trustworthiness, a criterion of rigour in the constructivist paradigm
(Denzin & Lincoln, 2005), was established by purposeful sampling,
where all informants were deliberately selected for the purpose of
the study. Trustworthiness was further evaluated using the qualita-
tive criteria of credibility, transferability, dependability, and confirma-
bility. Credibility was established through prolonged engagement
with the participants. The interviewers recorded field notes after
each interview. A detailed audit trail (Denzin & Lincoln, 2005) was
maintained; records of all design and data analysis decisions were
recorded, including the theoretical and process memos of analytic
decisions. Memoing and discussion of issues of analysis in our team
were means to reflexivity and critical to the integrity of this project
(Banister, 1999). Member checking was not conducted.

3 | FINDINGS

3.1 | Participants

Eleven people with advanced CKD and nine family members/signifi-

cant others participated in the study. Participants with CKD ranged

in age from 45080 years of age (mean + 65.5) and family members
ranged in age from 41 —76 years (mean = 55.3). Six of the 11 partici-
pants with CKD were male and five were female. Of the people with
CKD, five were on peritoneal dialysis and six received haemodialysis.
All of them had one or more co-morbidities. Over the course of the
study and shortly thereafter, three participants with CKD died. The
family members/significant others were mostly female (eight of the
nine who participated). They included four spouses, three children,

one parent, and one friend.

3.2 | Themes/Storylines emerging

For both the participants with CKD and their family members, a
number of key themes/storylines relating to living with dying were
evident in the data. These included recognition that: “life has a
boundary, living on the edge, I'm not dafraid to die but.... and remember-

ing loss and death experiences.”

3.2.1 | Life has a boundary

Despite the hope and survival offered by dialysis, both the persons
with CKD and the family member participants acknowledged that life
has a boundary and they were acutely aware that death was a distinct
possibility for the person with advanced CKD. In a shared interview,
Carol, a woman with CKD stated: “| have to realize | am not at the
point to go on. You know I'm just waiting for my time.” Her husband
responded, “We are not anxious... We know that things will happen.”
Audrey, a spouse, said: “I think about the future and that the chances
of me being a widow are probably pretty...pretty strong.” Ethan told
the story of seeing a friend die on dialysis. After this loss, he chose
not to engage with other people on dialysis. Mary-Anne, who lost her
father over the course of the study said: “I'm realistic in that | know
that my dad has almost died half a dozen times.... so every day's a
blessing.” She described how her father had talked with a psychiatrist
so that: “if someday he decides he's had enough...He actually has a
choice in that. Which is extremely important for my dad.” She also
encouraged her young son to engage with his grandfather saying: “ev-
ery time you see him [your grandfather], say good bye. You know, in
your heart, say good bye forever.”

Participants also recognized that terminating dialysis would result
in death. Ethan commented: “I just found out, couple of days before
the interview, that one guy basically went home to his farm to give
up. He's gonna stop his dialysis. And a week later, he was dead.” He
described the impact this had on him and his reason for delaying
his participation in the second interview, which occurred 7 months
after the first: “You know, that... some of the questions were get-
ting close to that type of thing. So it was a raw nerve at that
moment.”

For most family participants, discussions with their relative about
risk to life made them consider their own mortality. They all recog-
nized that their family member often thought about death and dying.
Some family members had concerns about what would happen if they
became ill or passed away first. Jane said: “l always hung my head
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about planning for when [husband] dies. And then, I'm thinking —.. You
know what? What happens if | die? | have to plan about what happens
if | die before him.” This concern was also poignant for Sheila, who

was caring for her daughter who had multiple chronic ilinesses:

| am concerned what would happen to her if | died
first... | hope she dies before me...otherwise her life
is going to be extremely difficult because | am her
number one support. So | couldn't bear to think what

might happen.

3.2.2 | Living on the edge

Many of the participants talked about living close to the edge
between life and death. Mary-Anne, who lost her father over the
course of the study said: “l don't mean that I'm glad he's gone. That's
not it at all. But we're — we're both free. He's free of all that and he
suffered a long time.” She also noted: “I think my dad knew what
was coming.” She was comforted in knowing that her 13 year old
son had an opportunity to see his grandfather the day before he
died and told the following story:

We were very lucky that [son] went in the day before
he died and dad ah - he held his hand and dad, he
never cried... Well, tears. And [son] came home and
told me that Grandpa cried. So | explained that he's
saying good bye. ... So, | went that night and he
passed the next day. Like, it was like he needed to
say good-bye. And | was very grateful for that.

In some situations, death seemed imminent to the participants,
while in others, it appeared to be a more distant threat. Even when
death seemed perilously close, the participants held possibilities for

healing. For instance, Jillian said:

| think he was pretty much at his worst with, you
know ... big wounds and big holes and big — big prob-
lems. And we've seen so much healing. And so many
good positive changes that it's like well, we're kinda

on the upward swing here.

Participants’ values shaped their ways of living at the edge and
the ‘edge’ was unique for each participant, at times shifting in the
individual. Leah, a wife, spoke about living on the edge of hope and
hopelessness:

| have hope again because of the changes that have
been put in effect. And he had one really good dialy-
sis and so, it's given me hope that he can continue to
have it. ... he goes up, like this. And then something
else will happen, right? And then, he'll go down. So
it's like, how long is he going to stay like this? But my

whole fear with this mortality was that he would get

to the point where they can't do dialysis on him.

When people asked George how his wife was doing, “the only
thing | can say is sometimes good, sometimes bad... we are still hop-

ing that there will be some remedy.”

3.2.3 | I'm not afraid to die, but ...

The participants with CKD in the study commented that they were
not afraid to die, but they did not want to suffer. They wanted to
continue living to maintain close relationships in their life. Brianna, a
participant with CKD, spoke with a trembling voice of her role as an
aunt: “You have to be around for the kids...they don't have any
family.” Similarly, Emily expressed: “I'm not ready to kick off” ... and
talked about her grandchildren at length, communicating their impor-
tance in her life: “I've got lots of grandkids! That makes it worth liv-
ing.” In another family, William's desire to continue to give financial
support to his family made him want to “hang on.”

Family members had the same goal. Sandra talked about her
mother's wish for a death that was “a peaceful slumber ...and not have
the pain.” Mia recognized that she needed to support her mother's
wishes: “You know... at the end of the day, she's the one that's suffer-
ing with it. You've gotta try and make her appreciate everything, it —
whether it's gonna be, she's got 10 years left, 20 years left, or one year
left, you've gotta live that year to the fullest.”

When participants were asked about their uncertainty in living
with CKD, many referenced their belief systems including Christian,
Muslim, and other faiths and spiritual but not religious beliefs.
Hazeem, who had CKD, said that he was not fearful of death, but
was worried about his family and viewed death with certainty. He
said: “being Muslim, God says ... in Quaran, .... how much time you
will spend in this world has been decided and it cannot be curbed
one-second further or one-second before.” George, who was Catho-
lic, reported that his wife who was living with CKD said: “...If only
God can take me now.... Are you preventing God — to — doing what
| want?” When he responded: “I'm still praying for a miracle,” he
reported that she said, “Can't you give me up?”

On occasion, the values between people and families were impli-
cit but not spoken outright to one another. In the context of dyads,
sometimes participants had thoughts that they were reticent to
share with each other. In the case of one dyad (pseudonyms

unstated for reasons of confidentiality), a spouse said:

I have never told [my husband] this, but | — | thought if
— if he's not gonna come back and be the person that
he wants to be, then | hope he passes on.... And proba-
bly, if | was being totally honest, | was — was also think-
ing, “Oh my God, you know, am - am | — how am |
gonna feel if he's a total invalid?” If he's a — you know,
someone who's... an invalid. | mean, at — but up until
this point, he has not been an invalid. Um, how am |
gonna handle that?
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3.24 | Remembering loss and death experiences

Other losses and deaths experienced by the participants over their
lifetime were described in depth and provided context for partici-
pants’ perceptions about death and dying. The losses took a variety
of forms. Some people talked about beloved pets which had died,
others about lost kidney function and Ethan described losing a job, a
pet, a parent, and a marriage at about the same time. Many of the
participants described the death of one or more family members
and/or friends. For instance, William and his daughter Mary-Anne
both talked about the loss of a son/brother in a motor vehicle acci-
dent. This tragic loss affected them differently. William commented:
“l don't have any faith...Pretty hard to deal with it rationally.” On
the other hand, Mary-Anne thought, “your brother's there [in the
afterlife], he'll see — so it's not as bad as suffering would be.”

These losses affected perceptions about death and dying in dif-
ferent ways. For some people, it made it easier to discuss the oppor-
tunity of death. Leah said that when her husband's best friend died,
“it was hard. But then we just accept it. So it's like, we're all gonna
die. We talk freely about, Yeah well, when I'm dead ...” Leah also
said:

| think that it's also got to do with a lot of our friends
and relatives that were really close, died very unex-
pectedly. And so, | think my thoughts on mortality
kinda changed even before all of this just because
you'd get a phone call and a friend had died. Or a rel-
ative had died - totally unexpectedly from something,

right? And so, it's just...like, we never know.

Some participants had experienced multiple losses of close family
members over a short time. These tragedies affected their approach
to living with uncertainty. For instance, Mia, whose mother was on
dialysis, discussed the tragic loss of her father when she was a child:
“l mean you look at what happened to our family, my dad he was
[under 40] when he died ...— you never know right? And | think that
is how | maybe look at things: you just never know.”

Remembering experiences of death and loss shaped how people
and family members approached living with the uncertainty of ill-
ness. Evan described how his desire to: “keep on this path of living
to an old age” was influenced by the way his father choose to navi-

gate his illness experience and death:

| was a little disappointed in my dad. My dad had
emphysema and he spent some time in hospital on
oxygen gasping for breath and he said to me one
time, ‘I'm not going to go through that again’... So he
was giving up in that his hospital experience was
worse than what he was prepared to accept and |
suppose there are situations when you're in pain and
do that and | really don't have that problem at all... |
suppose that's where you take your role model from,

when you can see what other people are doing...

Yeah that was just something that was in the conver-
sation which said (pause) ‘I don't like the sound of
that particularly’.

These deaths affected them for years. Some participants experi-
enced losses during the course of the study that made them more
emotional when considering their own mortality or that of their fam-
ily member. Sandra, a 54 year old daughter, talked about her con-
cern about becoming an orphan when her parent died. Some family
member participants talked about other losses and how they were
able to get through their grief. This made them realize that they
could deal with the eventuality of death in their family member and

that some positive memories would last.

4 | DISCUSSION

We found that the participants with advanced CKD and the family
participants were very aware of the limited life expectancy associ-
ated with the illness, yet they still held hope for improvement and a
commitment to living well for as long as they were alive. The partici-
pants with CKD commented that they were not afraid to die, but
they did not want to suffer. They expressed this desire to their fam-
ily members and without exception, the family members had the
same goal. Sandra talked about her mother's wish for a death that
was “a peaceful slumber ...and not ... the pain.” These wishes are
consistent with observations from previous qualitative research in
the CKD population (Molzahn et al., 2012; Sheilds et al., 2015) and
in the palliative care literature (Ferrell, Coyle, & Paice, 2015).

To address the needs of people with advanced CKD and their
families, early palliative care services would be beneficial. Palliative
care is an approach that focuses on improving “the quality of life of
people and their families facing the problem associated with life-
threatening illness, through the prevention and relief of suffering by
means of early identification and impeccable assessment and treat-
ment of pain and other problems, physical, psychosocial, and spiri-
tual” (WHO, 2018). A palliative approach, that uses “principles of
palliative care [that] are adapted and integrated into contexts of care
that do not give specialized palliative care services, regardless of the
healthcare sector where the service is provided” (Sawatzky et al.,
2016, p. 1), seems particularly appropriate given the organization of
renal care services. “Supportive care” is a term recently used in the
literature relating to EOL with CKD that offers language that is pre-
ferred by people and health professionals in this setting (Davison
et al,, 2015). Given the findings of this study, additional professional
development of renal programme nursing staff relating to a palliative
approach and supportive care is warranted.

Living and dying with a life-limiting illness such as CKD is clearly
a family experience and not only the experience of the individual.
Goff et al. (2015), in their study of people with CKD and their fami-
lies, noted that many participants in their study requested family
involvement in advance care planning. The participants in this study
also noted the value of having these conversations. For many of the
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dyads in this study, it seemed that family members had a good
understanding of the prognosis of their significant other. Some dyads
even used similar, at times verbatim, language to describe their expe-
riences, perhaps because of shared experiences, or discussion about
their concerns. The perspectives were frequently intertwined, but in
a few cases clearly diverged from each other. There were also
unspoken aspects to the communication between them, as previ-
ously noted by Schick-Makaroff et al. (2013). Interventions to facili-
tate EOL planning would benefit from inclusion of family members
for support and to enhance communication.

The challenges associated with long-term caregiving in CKD are
significant for family members. They must deal with the complex
aspects of the treatment regimen and the uncertainty associated
with health crises and sometimes near-death experiences. This is
similar to other life-limiting illnesses such as cancer where family
caregivers give symptom management and care coordination in the
home (Ullgren, Tsitsi, Papastavrou, & Charalambous, 2018). This
study begins to illuminate the uncertainties that family caregivers
face with advanced CKD.

Guidelines and recommendations relating to supportive and
EOL care for people with CKD have been developed (Davison
et al., 2015). These are important initiatives that will need further
development as new knowledge emerges. While symptom manage-
ment and prognostic indicators were identified as important areas
for care and future research (ibid), the value of realistic open com-
munication about EOL does not easily lend itself to guidelines. Par-
ticipants in this study varied in their approach to talking (and not
talking). Flexibility, authenticity and openness are needed to enable
people to converse in their own ways. It is not necessary that
healthcare providers have the answers to the difficult questions
about death and dying. Genuine presence and partnership in set-
ting goals of care can help people with life-threatening illnesses
and their family members navigate the difficult existential questions
relating to living and dying. Creating space for conversation about
EOL also aligns with values inherent in a palliative approach
(Sawatzky et al, 2016) and holistic care (Noble, Brown, Shields,
Fogarty, & Maxwell, 2015).

The stories about living and dying with advanced CKD repre-
sented a wide range of perceptions. Each individual's unique experi-
ence influenced their values and beliefs about living and dying. Goff
et al. (2015) also observed that life experiences, personality traits,
and relationships may affect perspectives on advance care planning.
Discussion about past experiences with serious illness, loss, death,
and dying of family members and friends could give an entry point
for discussion about EOL.

Although we asked participants what would have been helpful to
them, we were struck that we heard no stories where nurses or
other professionals engaged in discussion about death and dying
with the participants. It seems that their impact was not worth not-
ing by the participants in the otherwise rich interviews. Similar
observations have been made in other studies (Goff et al., 2015).
The absence of these stories suggests at the very least a disjuncture
between people living with illness and their healthcare providers.

The longitudinal design of the study was a particular strength of
the study, enabling us to deepen relationships and see how stories
changed/remained consistent as the illness progressed. This study also
extends previous work by exploring the stories of people with
advanced CKD as they approach EOL and by including the perspec-
tives of family members. The thick rich descriptions and poignant sto-
ries give exemplars that may be valuable to clinicians and researchers
who see that the cases represent situations that they recognize.

Further research relating to the impact of EOL care in CKD on family
caregivers is warranted. Supportive and/or palliative care programmes

for people with CKD need further development and evaluation.

4.1 | Limitations

There are several limitations to the study. We are unable to general-
ize findings from the research to other populations, since the sam-
pling strategy was purposive. Our sample may have been biased in
that health professionals recommended participants. Two partici-
pants did not have a family member participate, thus we were

unable to compare fully across families.

5 | CONCLUSION

The findings from this narrative enquiry illuminated perceptions
about death and dying with advanced and complicated CKD for peo-
ple with the illness and their family members. Key storylines evident
in the data included recognition that life has a boundary, living on the
edge, I'm not afraid to die but.... and remembering losses and death
experiences. The person with the illness and the family members
often held very similar perceptions and desires, namely to avoid pain
and minimize suffering. People often shared past experiences of
death and dying. Exploration of these experiences could facilitate
deeper understanding of EOL wishes. Healthcare professionals were
not mentioned by participants, indicating opportunities to do more.
There are many implications of this study relating to the need
for discussions about death and dying people with CKD and their
family members. We need to understand the stories of people and
their families as they approach EOL to give holistic individualized
person-centred care. Although both family members and people with
CKD recognized the risk of death, the concerns of both members in
the family dyad were often unspoken. We recommend that clinicians
caring for people at the EOL open dialogue by listening attentively
and genuinely to cues emerging from discussion of past or present
ilinesses and ascertaining their unique concerns at EOL. Engaging
family members in discussions provides much needed support for

them and the person with illness.
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