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ABSTRACT

Purpose: Multiple myeloma is an incurable hematologic cancer. A
palliative approach to care can be used in conjunction with cura-
tive therapy to alleviate suffering, but is underutilized in the hema-
to-oncology population. The purpose of this study was to explore
living with multiple myeloma and individuals’ experiences with,
and perceptions of a palliative approach in their care.

Methods: Straussian grounded theory was employed. Ten individu-
als with multiple myeloma participated between October 2021 and
May 2022.

Results: A theoretical model depicting the process of living with
maultiple myeloma was developed. Seven categories emerged from
the data, as well as a core category: ‘existing in the liminal space
between living with and dying from multiple myeloma’. Results
demonstrate that a palliative approach to care was inconsistently
utilized.

Conclusions: The model designed from the participant data offers
an explanation of the process of living with multiple myeloma
and how a palliative approach to care can be utilized to help these
individuals.

Keywords: multiple myeloma, palliative approach to care,
grounded theory

INTRODUCTION

Multiple myeloma (MM) is an incurable hematological
cancer of plasma cells characterized by relapsing and
remitting symptoms including cytopenia, elevated blood cal-
cium levels, renal failure, and painful bony lesions (Myeloma
Canada, 2017). Despite drastic improvements in treatment
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modalities and survival, MM remains incurable (Myeloma
Canada, 2017). As people are both living longer in the general
population, and with MM specifically, comorbidities, increased
rounds of therapies used, and frailty associated with advanced
age all increase the risk of mortality, as well as patient suffer-
ing. Thus, greater attention needs to be paid to the quality of
life of this population, particularly as treatments for this dis-
ease are rapidly changing.

The World Health Organization (WHO) defines palliative
care (PC) as “an approach that improves the quality of life of
patients (adults and children) and their families who are fac-
ing problems associated with life-threatening illness.” It pre-
vents and relieves suffering through the early identification,
correct assessment and treatment of pain and other problems,
whether physical, psychosocial or spiritual (WHO, 2020).

The Canadian Hospice Palliative Care Association
(CHPCA) and Health Canada have developed a framework for
a palliative approach to care for Canadians living with life-lim-
iting illness. The principles behind a palliative approach
to care are: 1) death is a normal part of life; 2) being consid-
ered close to death is an inappropriate trigger to initiate PC; 3)
everyone with life-limiting illness can benefit from a pallia-
tive approach to care in some way; 4) PC should be provided
early and throughout the illness trajectory; 5) PC can be pro-
vided by primary healthcare providers throughout a variety of
settings; and 6) few people require specialized PC services, as
basic PC should be the responsibility of all healthcare provid-
ers (CHPCA, 2012; Health Canada, 2018).

A palliative approach to care incorporates symptom assess-
ment and management guided by individual- and fami-
ly-centred goals instead of problem-centred care. It requires
empathetic and compassionate, clear and concise communi-
cation, especially regarding the delivery of prognosis-related
information to promote disease understanding. And finally,
it demands the recognition of non-physical suffering that can
be contributed to by cultural, psychosocial, and spiritual influ-
ences (Swami & Case, 2018).

The delivery of a palliative approach to care is not confined
to PC specialists, but can be delivered by any healthcare pro-
vider; it does not require specialized training or certification
(Alberta Health Services [AHS], 2021). A palliative approach
to care can be delivered in any care setting and may include
symptom management, prognosis discussions, goals of care
discussions, and advance care planning (AHS, 2021). In con-
trast, secondary PC is for individuals with more complex needs
related to their life-limiting illness, and requires a referral
to a specialized PC team (Swami & Case, 2018; AHS, 2021).
Tertiary PC , intended for individuals with the most complex
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needs, is highly specialized PC and is typically delivered by a
dedicated PC team (Swami & Case, 2018). This level of care
may be required for delivery in specific locations such as spe-
cialty inpatient palliative care units (AHS, 2021).

The concept of PC, often incorrectly, has been used syn-
onymously with end-of-life care (Girtner et al., 2019). This
confusion has contributed to the common practice of only
employing PC when individuals are at the end of life, and not
taking advantage of the full spectrum of value PC can pro-
vide (Girtner et al., 2019). Literature suggests that individuals
with hematologic malignancies (HMs), including MM, receive
less PC compared to individuals with solid organ cancers
(Hui et al., 2015). Research has demonstrated that when inte-
grated early in the disease trajectory as an approach to care, PC
has been demonstrated to improve pain and symptom man-
agement, mood, overall quality of life, and sometimes even
survival rates (El-Jawahri et al., 2016; Temel et al., 2010). If
individuals with HMs receive PC, it is almost exclusively at the
end of life, with the most common reasons for not integrat-
ing a palliative approach being prognostic uncertainty, and the
association of PC with death and dying (Howell et al., 2011).

Very few studies address the experience of living with MM
from the perspective of the individual diagnosed with the dis-
ease and, to our knowledge, none have addressed understand-
ing the experiences and perceptions of receiving a palliative
approach in their MM care. Without this understanding, indi-
viduals with MM may traverse their disease trajectory without
benefit of a palliative approach and, thus, endure unnecessary
suffering. The purpose of this study was to explore living with
multiple myeloma and individuals’ experiences with and per-
ceptions of a palliative approach to their care. Findings from
this research study offer valuable insight regarding how indi-
viduals with MM perceive PC, and their experiences with a
palliative approach in their care. The findings emphasize sug-
gestions about integrating a palliative approach to care early
within the illness trajectory for the MM population.

METHODS

As the intention of this research study was to explore the
experiences and perceptions of individuals, the qualitative
methodology of Straussian grounded theory was selected
(Corbin & Strauss, 2015). In accordance with Straussian
grounded theory, convenience and purposive sampling was
utilized in this study. These sampling techniques occurred
via informational recruitment posters being placed in clini-
cal areas of an outpatient oncology centre in southern Alberta
inviting participants to volunteer for the study. Additionally,
the posters were placed in clinical areas of an inpatient oncol-
ogy unit, with potential participants also being purposefully
approached by staff to determine their interest in participat-
ing in the study. The inclusion criteria included 18 years or
older, able to communicate in English proficiently, cognizant
enough to recount and report their experiences, had MM for at
least two years, and able to provide informed written consent.
The exclusion criteria were being admitted for cellular ther-
apy and being too ill to participate. Two years post-diagnosis
was selected to avoid coinciding with stem cell transplantation
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(HSCT). Autologous HSCT is typically done either as early
as possible after initial diagnosis, or after the first relapse
(O’Brien, 2011), with AHS (2015) myeloma treatment guide-
lines recommending HSCT within the first year of diagnosis.
During HSCT and/or CAR-T therapy, a palliative approach to
care or specialist PC involvement may occur because of cellu-
lar therapy-related complications, rather than because of the
diagnosis itself. This would conflate the concepts of a palliative
approach to care for MM with symptom management needs
related to cellular therapy, contradicting the purpose of this
study. Additionally, individuals receiving CAR-T cell therapy
were also ineligible, as this is a novel treatment in Canada and
is currently only provided on a regulated trial basis.

Data Collection

After information about the study had been explained
further, including the purpose of the study; what would be
required to participate; how information would be collected,
used, and stored; how anonymity would be ensured; and the
right to withdrawal, written informed consent was obtained.
Data were collected between October 2021 and May 2022.
Semi-structured interviews following an interview guide
designed for this study (Appendix) was the primary form of
data collection. Interviews averaged approximately 60 minutes.
These interviews occurred in participants’ private hospital
rooms (n = 6), over the phone (n = 1), or via video teleconfer-
encing (n = 3). Interviews were conducted, audio-recorded,
and transcribed verbatim by the primary researcher (AW) into
a Microsoft Word® document. As data collection and analy-
sis took place simultaneously, interview questions evolved.
Participants were recruited until all categories were suffi-
ciently developed and new data were no longer contributing
to emerging theory (theoretical saturation; Corbin & Strauss ,
2015) with a total of 10 participants being interviewed (Table 1).
Research ethics board approval was obtained from the Health
Research Ethics Board of Alberta (HREBA.CC-21-0166).

Data Analysis

In Straussian grounded theory, data analysis is achieved
through three stages of coding: open, axial, and selective
(Corbin & Strauss, 2008). A key feature of grounded theory is
that data collection and analysis occur simultaneously (Corbin
& Strauss, 2008). Thus, analysis of the interviews began upon
completion of the first interview and continued in a similar
concurrent manner after each subsequent interview. Analysis
was completed without the use of any software, by the primary
researcher (AW), and reviewed with thesis supervisor (SS) who
has extensive, internationally recognized expertise in qualita-
tive research, PC, and oncology.

Open Coding

During open coding, the data were thoroughly examined
and divided into smaller fragments whereby core ideas were
identified and given a conceptual label (code) to describe it
(Corbin & Strauss, 2015). Codes were then grouped together
into low-level concepts based on their conceptual similarities
(Corbin & Strauss, 2008). This was achieved by posing ques-
tions of the data and constantly comparing codes and data
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(Corbin & Strauss, 2008). Higher level categories and subcate-
gories were then formed by grouping concepts together based
in their conceptual similarity (Corbin & Strauss, 2008).

Axial coding

Open and axial coding occurred in an iterative manner,
with initial subcategories and categories being refined as
subsequent transcripts were analyzed, allowing for theoreti-
cal data saturation and sensitivity to occur (Corbin & Strauss,
2008). During this process, codes, subcategories, and catego-
ries were compared and reviewed using a coding paradigm,
which assisted understanding the causes, contexts, conditions,
action, interactions, and consequences between and within
subcategories and categories (Corbin & Strauss, 1990). As a
result, some subcategories were merged, some formed larger
categories, and other subcategories were dismissed based on
developing patterns and relationships within the data. This
allowed for the development of abstract concepts to emerge
and the properties and dimensions of the categories to be
refined (Corbin & Strauss, 2008).

Selective coding

Selective coding followed axial coding, whereby the main
categories were integrated into one cohesive theory. All cat-
egories were unified around a core category that was repre-
sentative of the main subject of all of the research by asking
questions, such as what was the main idea and to describe
what was going on in just a few sentences (Corbin & Strauss,
1990).

RESULTS

Selected Demographics of the Sample
Ten individuals participated in the interviews. The sam-
ple was equally divided into males and females, and all were

Table 1

Study Sample Demographics

married (n = 9) or living common-law (n = 1). They ranged in
age from 29 to 68 and had been living with MM between three
and 19 years (Table 1).

Categories

Seven categories (Table 2) emerged from the data with fif-
teen subcategories. The core category and name of the model
(Figure 1) that connected each of the categories together and
explained the process of living with MM was existing in the lim-
inal space between living with and dying from MM.

The model takes form as a balance scale (Figure 1). At the
top of the scale is a gauge, where the category, shifting iden-
tity, is situated. The needle shifts within the gauge when the
weight on either side of the balance fluctuates as an individ-
ual oscillates through the changes of their MM, which is
represented by the weights in the balance plates. The four cat-
egories: increasing knowledge to gain control over health, dynamic
supportive needs, waiting for inevitable relapse, and struggling
with the flux of symptom management are the weights individ-
uals with MM carry with them as they live with their disease.
The two categories: waiting for inevitable relapse and struggling
with flux of symptom management are the negative weights of
what individuals suffer with when living with MM. On the
opposite side of the balance are the positive counterweights:
increasing knowledge to gain control over health and dynamic sup-
portive needs. These positive counterweights are what support
individuals through their suffering. The arms of the balance
represent the category of continual rebalancing. As individuals
repeatedly oscillate between periods of uncertainty and find
their new normal, the balance is also constantly readjusting
to the ever-changing weight. The base, represented as trape-
zoid at the bottom of the balance, signifies the core category:
existing in the liminal space between living with and dying from
MM. It acts as a foundation to keep the entire structure from

Participant Sex Age at Diagnosis Years Living with MM Number of Stem Cell Transplants ~ Marital Status
P1 Female 54 3 1 Married
P2 Male 64 7 2 Married
P3 Male 4 12 2 Married
P4 Male 51 3 1 Married
PS Female 59 1 1 Married
P6 Female 54 19 1 Married
P7 Male 29 3 1 Common-Law
P8 Female 68 13 0 Married
P9 Female 45 17 1 Married
P10 Male 47 4 1 Married
Note. MM = multiple myeloma.
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Table 2

Categories and Subcategories Identified During Analysis

Category

Subcategories

Core Category

Existing in the Liminal Space Between Living
with and Dying from Multiple Myeloma

1. Shadow Data: The Perceived Absence of a
Palliative Approach to Care

2. Waiting for Inevitable Relapse: Knowing
What the Future Holds

3. Shifting One’s Identity: Discovering a New
Self While Maintaining the Old Self

4. Increasing Knowledge to Gain Control Over
Health: Stabilizing the Uncertainty of Living
with Multiple Myeloma

5. Struggling with the Flux of Symptom

Management

6. Continual Rebalancing: Never Feeling
Completely Settled

7. Dynamic Supportive Needs: Multiple
Concerns Require Multiple Solutions

2A: Living with the Knowledge of Inevitable Relapse
2B: Treatment Failure: Foretelling the Inevitable

3A: A New and Permanent Label: The Effect of Multiple Myeloma on Identity

3B: New Behaviors: Forced Changes as a Result of Multiple Myeloma

3C: New Limitations: Personal Constraints That Arose a Result of Living with Multiple
Myeloma

4A: Value in Increasing Knowledge: Empowerment Through Health Education
4B: Multiple Myeloma Requires Self-Advocacy: From Knowledge to Action

5A: Ongoing Side Effects: The Price to Pay for Living with Multiple Myeloma
5B: Decreased Quality of Life: The Result of Living with Multiple Myeloma
5C: Unmet Needs: When Suffering Goes Unaddressed

6A: New Normal: When Back to Normal is Not an Option
6B: A Constant State of Uncertainty

7A: Primary Support Systems: Family and Close Friends Provide the Greatest Support,
but Not Without Limits

7B: Support from Healthcare Providers: The Support Friends and Family Cannot Provide
7C: Support Groups: The Support Nobody Else Can Provide

toppling over. Finally, the stabilizer is the dotted line rectan-
gle at the bottom of the model, which represents the category
a palliative approach to care. The dotted lines indicate that this
is a shadow category, as this topic was implicit where individu-
als would have liked and accepted the support had they under-
stood it and it was offered to them. It acts to provide extra
support in order to stabilize the balance and, thus, the individ-
ual’s ability to exist in the liminal space. The negative weights
can never be eliminated, but they can be managed in a way,
using a palliative approach to care where the scale is more bal-
anced and spends less time at extreme fluctuations.

Regardless of where they were within the MM trajec-
tory, participants felt they were constantly in a liminal space
between feeling well and that they could live their life free
from their illness, yet simultaneously being aware that their
MM would never fully be gone.

Category 1: Shadow Data: The Perceived Absence of a
Palliative Approach to Care

This category was labeled a shadow category as it emerged
not from what participants said, but partly from what partici-
pants did not say. Ironically, while exploring the perspectives
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and experiences of a palliative approach to care from individ-
uals with MM was one of the key objectives of this study, the
majority of participants did not correctly understand what PC
care was, nor recall having topics related to PC outside of treat-
ment plans broached by any member of their healthcare team
or remember having any specialist palliative involvement in
their care. Most participants seemed extremely reluctant to
talk about PC within the interviews. “We don’t talk about that
until it’s time to talk about it, palliative care. I mean, if I was at
that point, then I would talk about that stuff. I hope I'm getting
that meaning right, close-to-death care” (P3).

Category 2: Waiting for Inevitable Relapse: Knowing What the
Future Holds

Relapse was described as something participants were
always waiting for, while trying to continue to live as best as
possible in the interim. Knowing that relapse could happen
to them at any time made it challenging to live in the present
as, ironically, participants felt that so much of the present was
spent worrying about the future. “Relapse is always in the back
of your mind. I mean those thoughts never go away, but I try not to
think about it every waking minute” (P9).
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Figure 1
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Treatment failure was not always equated with relapse,
rather, treatment failure was perceived as a foretelling of even-
tual future relapses and the depletion of treatment options
over time. “It was less than a year after my transplant that [ had
relapsed. Things were not looking very optimistic. But now I've had
a very good response to the new treatment I'm on, and knock on
wood, I'm cautiously optimistic” (P7).

Category 3: Shifting One’s Identity: Discovering a New Self
While Maintaining the Old Self

Participants described living with MM as affecting their
whole identity, including their career, their role in their rela-
tionships, and self-perception. Participants often struggled to
view their identity as a cohesive whole, with many participants
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describing living between these two identities (who they once
were and had become) as their illness fluctuated. This category
specifically described how individuals navigated the changes
they experienced as a result of their MM, balancing who they
felt like they once were and who they felt they had become.
Participants talked about how their identities became primar-
ily that of a cancer patient. Even during times of remission
when participants were feeling well and functioning more in
line with their life prior to being diagnosed with MM, they
felt that their identity as a cancer patient could never be relin-
quished. “Cancer penetrates your whole being, body and soul.
Cancer is so very much a part of you that without being victimized,
you're different, you don’t belong” (P6).
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All participants talked about how MM had caused severe
limitations on their lives ranging from physical limitations,
limitations to their time, limitations on life plans, limitations
on their mental capacity, and limitations to activities due to
health risks. These limitations felt repressive as participants
struggled to balance living their lives and also live within these
new confinements. “It takes away your freedom, and that’s the
biggest impact. It’s like being let out of jail, but you have to report
to your parole officer every month or every week or whatever it is.
Someone, somewhere is going to control what you can and cannot
do, and you don’t have much choice anymore” (P8).

Category 4: Increasing Knowledge to Gain Control over
Health: Stabilizing the Uncertainty of Living with Multiple
Myeloma

In the face of having their entire lives redefined and
upturned by MM, participants sought to regain control by
becoming increasingly knowledgeable about and focused on
their myeloma. Participants described how MM took away a
sense of control over their lives, leaving them with loss of their
routines and changes in their plans for the future, eroding
their wellbeing and optimism about their health, and stealing
away the predictability of life. In turn, participants identified
knowledge as an important and powerful counter-agent that
provided stability in the liminal space of health-related uncer-
tainty. “The more knowledge you have, the more you feel in con-
trol. You lack control when you don’t know what’s around the next
corner. You don’t want to be blindsided. I want to sit down, I want
my doctor to explain to me how does this work, because I want to
know, so then I can do more research. Youw're part of the education.
I've always thought the more knowledge you have about something,
the better off you are, because then you can make decisions for your-
self” (P8).

Category 5: Struggling with the Flux of Symptom
Management

The fifth category, ‘struggling with the flux of symptom
management’, describes how individuals experienced ongo-
ing side effects, and a decreased quality of life from their
life-extending anti-cancer therapies. All individuals experi-
enced ongoing side effects in the short- and long-term, and a
decreased quality of life from their life-extending anti-cancer
therapies. Some side effects were drug-related, such as nau-
sea, diarrhea, fatigue, and neuropathy and other side effects
were disease-related, such as pain, kidney injury, bone frac-
tures, and anemia. Some side effects could not be traced back
to a specific origin, but rather seemed to be a combination of
a number of factors. “When I had diarrhea, it was just diarrhea.
I was not worried. It wasn’t like an organ failing. I didn’t have kid-
ney issues. So, it was strange, for me it was like a phantom inside of
myself; I felt okay, but my body didn’t match” (P6).

Participants discussed how MM had, and continued to
have, a negative impact on their overall quality of life, even
in periods of stable disease. While the multitude of physical
symptoms and side effects were experienced in a more imme-
diate and tangible manner, the impact that their disease and
treatment had on their quality of life was more cumulative and
indirect and, therefore, harder for individuals to conceptualize
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and express. While participants were thankful to be alive, the
majority did not feel satisfied in life as a result of the suffer-
ing associated with their diminished quality of life. “I'm taking
all these drugs and I'm able to live, but the truth of it is, you feel
crappy. I know I'm lucky. I've been able to enjoy grandchildren and
all kinds of things, but I'm tired. The quality of life is crappy. It’s
maybe a six out of 10. It’s not good” (P5).

Category 6: Continual Rebalancing: Never Feeling Completely
Settled

The sixth category ‘continually rebalancing’, describes how
participants constantly had to adjust their lives through the
persistent and frequent transitions of their MM. These adjust-
ments occurred around routines, medications, and emotional
states, as nothing felt certain anymore. Participants described
continually feeling like they were never in a state of stability,
requiring them to constantly readjust to the ever-changing
aspects of their disease and, therefore, their life. Upon just
starting to reestablish a pattern in their lives, their MM would
suddenly wreak havoc through pain crises, relapse, infection,
or symptom burden. Everything would have to change again
causing them to lose any small trace of stability they had man-
aged to construct. “I was just getting into a routine. I was just get-
ting to know that drug and how it affected me, because you have to
learn all of that with each new treatment” (P2). “The aspect of see-
ing my body changing and not knowing if it’s caused by the cancer,
or if it’s just normal” (P6).

Category 7: Dynamic Supportive Needs: Multiple Concerns
Require Multiple Solutions

The seventh category, ‘dynamic supportive needs’,
described how individuals required varying levels of support
for spiritual, physical, emotional, and psychosocial needs,
whether coming from friends and family, healthcare provid-
ers, or support groups at different times in their MM trajec-
tory. Participants described the need for a broader dynamic
support system that ebbed and flowed with the multi-faceted
challenges that arose over the course of their illness. All par-
ticipants talked about how important the support they received
from their families and close friends was in their cancer jour-
ney, and how they felt they could not survive without this pri-
mary support network. However, participants acknowledged
that, at times, despite the high level of dedication, their pri-
mary support network of family and friends was insufficient to
meet their evolving needs. “I had a whole bunch of friends and
family stand up and help me out in the beginning. That was huge.
They still do, but to a much lesser extent. After my main treatment
was done, people disappeared. I mean I get it, everyone’s busy and
figuring out their lives, but I still have cancer. And I just wonder if
I'm ever going to hear from them again” (P4).

Participants described the support they received from
peer support groups as extremely significant in having their
ever-changing supportive needs addressed. The ability to con-
nect with someone who was living with MM, in contrast to
family, friends, and healthcare professionals who did not have
the disease, was felt to be particularly helpful in making par-
ticipants feel they were not alone. “Sometimes you just want to
talk with another myeloma person. My wife doesn’t understand
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everything I'm going through, but another myeloma patient would.
Someone who’s had multiple myeloma can get a grasp of where
another multiple myeloma patient is at” (P4).

DISCUSSION

This study was designed to explore the experiences of indi-
viduals living with MM and how a palliative approach to care
affected the experience of living with incurable cancer. It is
clear from the data that the experience of living with MM is
underpinned by multimodal suffering. There are numerous
descriptions from participants describing emotional, psycho-
logical, physical, and spiritual suffering in varying degrees
throughout the illness trajectory. However, despite clear
instances where a palliative approach could have been benefi-
cial for this population, results from this study revealed that a
palliative approach was infrequently used; specifically, physical
suffering was usually the only type of suffering addressed, and
often not well enough in the view of the participants.

A palliative approach to care is patient- and family-centred,
with central tenets involving open communication with the
individual and their family members, advance care planning,
psychosocial and spiritual support, and pain and symptom
management (CHPCA, 2012). The CHPCA (2012) and Health
Canada (2018) posit that a palliative approach to care should
be the gold standard for all patients with life-limiting illness,
and should be provided by all healthcare providers, not just
specialists.

Interestingly, during the research interview, when partic-
ipants of this study were provided with an explanation of a
palliative approach to care and how PC could support them,
participants generally conveyed support for the idea and
thought that such an approach was beneficial. However, when
asked if they themselves would be open to receiving an inte-
grated palliative approach to their care to help address their
specific unmet physical, emotional, and practical needs while
still pursuing any treatment that aligned with their goals, the
majority of participants reverted to conflating PC and end-of-
life care; they stated they were not at a point in their illness
trajectory where they needed PC because they were not at the
end of their lives. This paradox occurred despite previously
sharing how they were struggling and would be open to an
approach to care that specialized in addressing suffering.

This perspective on a PC approach indicates that not only
do individuals with MM have unmet needs, but also people
may be so conditioned to the term PC as equivalent to end of
life, that even when explicitly told it is not exclusive to end of
life, participants still regarded the terms as one in the same.
Some studies suggest that changing the terminology from
PC to a different, less-stigmatized term, such as support-
ive care, may improve the perception amongst patients and
healthcare providers and, thus, utilization of the service over-
all (Dalal et al., 2011; Fishman et al., 2018). However, despite
stigmatization of the term palliative care being one of the
greatest barriers to individuals receiving PC, early identifica-
tion and integration may be the foremost problem with indi-
viduals not receiving a palliative approach to care (Murray
et al., 2017). This identification is notably more difficult for

CANADIAN ONCOLOGY NURSING JOURNAL « VOLUME 34, ISSUE 4, FALL 2024

REVUE CANADIENNE DE SOINS INFIRMIERS EN ONCOLOGIE

individuals with long-term, life-limiting conditions, like MM,
whose functional decline occurs differently than the typical
trajectory of progressive cancers. Until upstream changes to
standard practice occur, where a palliative approach to care
is simultaneously integrated within oncology care from the
point of diagnosis, individuals will continue to experience
avoidable suffering.

In the circumstance of a cancer diagnosis, individuals seek
remission or cure of their disease, where ideally they would
move from the status of an individual with cancer, to being an
individual who has no clinical evidence of cancer. However, with
incurable illness, individuals still seek remission, while ulti-
mately knowing they will never fully be disease-free. This places
them in a liminal space between living with MM and the knowl-
edge that they will eventually die from the disease. Participants
frequently discussed this paradox, a paradox that has been noted
by Vlossak and Fitch (2008) in their study of the impact of MM
on individuals and their families. Vlossak and Fitch reported
that individuals with MM did not hope for a cure, but for “a rela-
tively healthy life for as long as possible” (p. 145).

Participants in this current study often discussed perpetually
waiting for the next relapse to occur. There was a shared sense of
not always being able to fully enjoy their life when their disease
was stable because they knew at some point it would be taken
away from them. Within this study, it seemed that participants
who had experienced more than one relapse, while still living
with the concern of relapse looming on the horizon, consciously
chose to focus on the present moment and what mattered to
them the most. This focus was in comparison to that of partic-
ipants who had experienced one or no relapse who seemingly
had not developed this adaptive technique. The development of
this adaptive technique over time reflects findings of Karlsson
et al. (2014) who reported that individuals with advanced can-
cer often moved between existential certainty and uncertainty in
relation to their disease process.

Participants of this study talked about how being diagnosed
with MM contributed to a loss of identity, whereby individu-
als no longer recognized their own bodies. This notion of a
loss of a former self is consistent with other findings in the
MM literature (Kelly & Dowling, 2011; Monterosso et al., 2018).
For example, Kelly and Dowling (2011) described how physical
changes not only affected the personal identity of an individ-
ual with MM, but also affected how these individuals related to
others when they could no longer conceal their MM diagnosis
from others.

Participants of this study identified the need to become
more knowledgeable about their MM diagnosis, gleaning this
information from various places, such as support groups,
healthcare providers, and other individuals with MM. In a lit-
erature review of the needs of individuals with HMs, infor-
mational/educational needs ranked the highest out of nine
domains of needs (Tsatsou et al., 2021). The need for under-
standing how to best manage their disease was a common
finding among other studies of individuals with MM (Cuffe
et al., 2020; Kelly & Dowling, 2011; Vlossak & Fitch, 2008).
MM health education was seen as the most desired commod-
ity from healthcare providers, yet it was also often difficult to
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obtain due to healthcare providers’ time constraints and com-
munication skills, as well as recipients’ readiness to learn.
Most participants reported that they experienced ongo-
ing pain and symptom issues for years and struggled to find
relief from them. However, only two participants recalled ever
being presented with the option of receiving specialized PC
to address their pain and symptom management issues. A
number of participants spoke about how they felt they were
suffering from the side effects of their treatments including
neuropathy, pain, fatigue, and diarrhea. These results echo
those of Mols et al. (2012) and Cuffe et al. (2020) who reported
that the most prevalent pain and symptom issues for individu-
als with MM in their studies were fatigue, pain, and dyspnea.
Participants of this study talked about challenges with find-
ing their new normal, getting into a routine, and feeling famil-
iar with their life again. This is similar to the findings of De
Wet et al. (2019) and Karlsson et al. (2014) who reported that,
by shifting priorities, individuals with cancer in their studies
were not only able to feel more control over their lives, but also
feel more positive and in control over their situation overall.
Feelings of uncertainty were raised by every study partici-
pant. Uncertainty was typically caused by the fear of relapse,
waiting for it to happen, and not feeling the future was predict-
able. This was also underpinned by not knowing if treatment
was working, or when it would eventually stop, what changes in
lab values represented, or what symptom presentation meant.
Consistent with the literature, individuals with MM, regardless
of where they were in their illness trajectory, struggled with feel-
ings of uncertainty (Cuffe et al., 2020; De Wet et al., 2019).
Another common concept raised amongst the participants
in this study was that despite how much friends and family
wanted to be supportive, their support was not always enough.
One reason participants felt that family/friend support was
limited in utility was due to the prolonged time and required
effort these participants needed. This observation aligns with
the findings of Nipp et al. (2016), who found family caregivers
for individuals with incurable cancer had high rates of anxiety
and depression. At times, they experienced higher rates of anx-
iety than the individual for whom they were providing care.
One of the greatest challenges of living with MM for partic-
ipants in this study was balancing the amount of life bought
from undergoing treatment with the side effects and dimin-
ished quality of life that resulted from those treatments
(Figure 1). As the purpose of PC is to alleviate suffering in its
various forms (WHO, 2020), it is illogical not to take a pallia-
tive approach to care while administering life-prolonging ther-
apy, knowing the treatment and disease both involve some
form of suffering. The integration of a PC approach with
standardized care for individuals with MM is an effective way
to work proactively toward addressing avoidable suffering.
Participants received attention aimed toward their physical
suffering to some degree, but most could not recall conversa-
tions related to advance care planning or the acknowledgment
of their non-physical suffering. Therefore, the experiences of
these individuals were not consistently supported by a pallia-
tive approach to care.
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IMPLICATIONS

Health Canada (2018) and the CHPCA (2012) suggest that
PC can be provided by healthcare providers throughout a vari-
ety of settings, and that few people require specialized PC ser-
vices. They suggest that basic PC should be the responsibility
of all healthcare providers. However, in many settings, the
belief held by the general public (Fliedner et al., 2021), as well
as by healthcare providers, including physicians and nurses
(El-Jawahri et al., 2020; Tay et al., 2021), is that PC is equivalent
to end-of-life care.

Nurses typically spend the most time with patients and
are, therefore, well positioned to provide primary palliative
care. However, they could benefit from additional training
on a palliative approach to care. Research related to nurses
who are not working in a PC setting suggests that while these
nurses usually report feeling fairly competent in addressing
pain and symptom management issues, they feel consider-
ably less comfortable with integrating other principles of PC.
These other issues include communication techniques, and
the psychosocial-related aspects of providing PC, including
but not limited to engaging in difficult conversations (Hao
etal., 2021).

Challenging conversations related to prognosis, advance
care planning, and end-of-life care are, therefore, often avoided
by general nurses. This avoidance may be due to feeling uncer-
tain about which healthcare provider’s responsibility it is for
initiating these conversations, fear of taking away a patient’s
hope, or a belief that the timing of these conversations should
occur when patients are deteriorating (Hjelmfors et al., 2015).
Greater emphasis should be placed on providing palliative care
education, including communication and psychosocial sup-
port skills, to nurses to empower them to feel confident pro-
viding primary PC.

A tool that could be implemented by nurses to promote
primary PC delivery, or a palliative approach to care, is the
Serious Illness Conversation (SIC) guide. The SIC guide is a
document created to support clinicians in having effective and
sensitive conversations with individuals facing life-limiting ill-
ness about their preferences, goals, and values (AHS, 2018). As
open communication is a central tenet to a palliative approach
to care, communication regarding an individual’s wishes and
quality of life should occur early in the disease trajectory when
an individual is well, and often throughout the course of the
illness trajectory to ensure that the goals of both the patient
and their healthcare providers are aligned. Currently these
conversations are generally not happening often enough
or early enough in patients’ illness trajectories (Bernacki,
2014). Nurses, in particular, should be prepared to engage in
these conversations, as often the conversations occur sponta-
neously at the bedside during routine care (Beddard-Huber
et al., 2021). Undergoing SIC training and feeling prepared to
engage in these conversations can assist nurses with providing
a palliative approach to care, as these spontaneous conversa-
tions can be some of the only advance care planning conversa-
tions that occur.
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STRENGTHS AND LIMITATIONS

This study included participants with a broad range of
ages, as well as years living with MM adding to the heteroge-
neity of the sample and, thereby, improving the quality of the
research. However, this study has some limitations to con-
sider. A small sample size was used, which limits generaliz-
ability, but is consistent with the grounded theory research
methodology of Corbin and Strauss. Additionally, the sam-
ple was taken from a single site. The sample was entirely
Caucasian, thus limiting the intersectionality of experiences
that different racial backgrounds could have provided to
enrich the understanding of a palliative approach to care for
MM. This is pertinent, as the incidence of MM is twice as
high in people of African descent compared to Caucasians
(Kanapuru et al., 2022). Further, all participants were in a
long-term relationship, thus limiting the understanding of
how the needs and experiences differ for people who do not
have a spousal caregiver, and how a palliative approach to
care may fill their supportive need gaps.
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Appendix
Semi-Structured Interview Guide
1. What has it been like for you living with multiple myeloma?
2. What was it like being diagnosed with multiple myeloma?
3. Can you talk to me about what you understand about your illness?
a. What does it mean to you?
4. Can you talk to me about what you understand about your prognosis?
5. What has it been like receiving care for your multiple myeloma?
a. What were some of those things like?
6. Who or what has been most helpful to you during your cancer journey?
7. Do you feel like you have been suffering (mental/spiritual/physical/emotional)?
a. What could have been helpful?

b. If something like symptom management from a dedicated team been available, would that have been appealing to
you?

8. Would there have been any benefit for you to have worked with someone from Spiritual care? Palliative care? Psychosocial
care?

9. Who has addressed the suffering you're talking about?
10. Who's been supporting you?
a. Have you seen anyone from Spiritual care? Palliative care? Psychosocial care?
i. What was that like?
11. Have you heard of the term palliative care?
a. What does that term mean to you?
b. How did you learn about it?

12. In looking back on your experience, what kinds of people or services do you think you could have benefitted from seeing
more of?
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