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Abstract

In recent years, there have been major advances in treatment options for myeloma and an improved prognosis as a result.
There is a wealth of literature that explores the experience of specific treatments from a clinical perspective but there is
comparatively little known about the reality of living with myeloma. This research aims to explore the experience of a mye-
loma diagnosis, to map out key patient experience literature, and examine common themes to support both medical practice
and the planning of further research. Following a scoping review methodology, PubMed, StarPlus (the University of Sheffield
online database), and Scopus were searched and |5 studies identified for analysis and qualitative synthesis. The literature indi-
cated that myeloma was increasingly being experienced as a chronic condition rather than an acute diagnosis and that there
are challenges meeting the needs of patients, understanding the overall symptom burden and the role of the family. The paper
identifies emotional and psychological adjustment and coping as a potential area requiring further exploration in the context
of a whole team approach to care.
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Introduction narratives, this scoping review aims to reveal the reality of
living with myeloma to help the medical team to appreciate
the information available and how this can be applied to
patients. Much of the literature focuses on the experience of spe-
cific treatment regimens, not allowing us to understand the
journey as a whole and appreciate its associated emotions.
When patients live in a constant state of uncertainly and
“limbo” (6) a significant proportion of time must be spent

Multiple myeloma is defined by Myeloma UK as “a blood
cancer arising from plasma cells, accounting for 15 percent of
hematological malignancies and 2 percent of all cancers.”
Patients are mainly diagnosed over the age of 65 but overall,
myeloma patients are a “very diverse population” (1). This
means that the presentation and treatment pathway for each indi-

vidual is highly variable. What each patient has in common coping and adjusting to this new fiagile way of living. Yet by
however, is that myeloma is an incurable, relapsing-remitting medicalizing the approach, the genuine needs of patients may
disease process and the lived experience of it is complex. For  pe overlooked. Patients are best placed to inform how to shape
example, patients can have periods of intense treatment, fol-  practice and hearing their stories is, therefore, the first step in

lowed by potentially years without intervention (2). Treatment  jmproving myeloma services. Refining the patient experience
pathways are in a constant process of change, meaning that treat-

ments continue to advance and the reality of survival has
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and access to services is central to the work of medical teams and
must occur alongside tremendous therapeutic advances.
Patients often speak highly of the care they receive and
can even find the experience of myeloma to be life affirming.
However, it is important to acknowledge that there are times
that specific patients or patient groups feel less well sup-
ported—there is a need to harness and coordinate the expertise
of the Multi-Disciplinary Team to provide a comprehensive
and effective service. It is with this in mind that we sought to
conduct a scoping review of the literature. Scoping reviews
allow the mapping of existing literature (7) and can build
context on the subject, creating a springboard for further
research. This qualitative scoping review aims to explore what
has been written on the experience of a myeloma diagnosis,
to map out key patient experience literature, and to examine
common themes to support both medical practice and the plan-
ning of further research. There has only been one previous study
(8) to synthesize this type of information. Here, the focus was on
providing “pragmatic results” for nursing staff. We seek to build
on this important study by identifying new work that has been
published since 2018 and at the same time identifying and
emphasizing gaps in existing approaches. Our aim is to guide
future research and consequently improve myeloma services.

Methods

This study has drawn on the framework outlined by Arksey
and O’Malley (7), following 5 stages to identify qualitative
papers that explore the experience of patients with myeloma.
These stages can be seen in Figure 1 and the findings of
these papers synthesized in the results (9). The literature
search took place between December 2020 and March 2021.

Results

The data from the 15 studies selected was charted to complete the
fifth stage of Arksey and O’Malley’s framework (full process
seen in Appendix 1). The results were however synthesized
and reported using a qualitative, interpretive approach (10). A
mix of thematic analysis and narrative summary was utilized.
As expected from preliminary reading, the themes identi-
fied included symptom burden, alongside unmet needs, and
support networks. The exploration of myeloma as a chronic
condition was a more subtle theme that hadn’t been seen else-
where in the literature focusing on the use of quality of life ques-
tionnaires. As the purpose of this scoping review is to highlight
areas for further exploration by focusing on narrative studies
only, an interesting discussion point subsequently emerged.
All studies were small-scale studies, with patients from a range
of hospitals and trusts, worldwide—this includes Ireland, United
Kingdom, Germany, France, Italy, Spain, Australia, United
States, and Canada. Studies used an interview format (to
provide the narrative feature as required by the inclusion criteria
seen in Table 1) which ranged from semistructured to unstructured
interviews as well as focus groups. The key themes that emerged
in this review were that myeloma was increasingly being

~
STAGE 1 — Identify the Research Question.
‘What can patient narratives reveal to us about the
experience of a diagnosis of myeloma?’
J
STAGE 2 — Identifying Relevant Studies. h
Search terms used - ("multiple myeloma" or myeloma)
and ("patient experience" or interview or narrative)

l l l

PubMed

StarPlus Scopus

402
studies

134 65 studies

studies

STAGE 3 — Study Selection.
Title and abstract evaluation

30 studies
included.
Inclusion
criteria seen
in Table 1

571 studies
excluded

Reference lists
reviewed and
4 further
studies
included

STAGE 4
Charting
the Data.
15 studies
included

15 studies
excluded

v

STAGE 5 — Collating, Summarising and Reporting the
Results.
To follow in Results and Discussion section.

Figure 1. The process of searching the literature and identifying
relevant studies.

experienced as a chronic condition, the challenge of meeting the
needs of patients, the challenge of the symptom burden in the
overall experience, and the role of the family.

Myeloma as Chronic Condition

The theme of myeloma being experienced as a chronic disease
process emerged in around half of the studies included in this
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Table 1. Inclusion and Exclusion Criteria Used During the Search Process.

Inclusion criteria

Exclusion criteria

Reported original data

Focussed on patient experience of Myeloma
Primary data from patient’s own perspective
Published between 2000-202|

Reported in a language other than English
Published before 2000
Primary focus on therapeutic regimes
Primary focus on Quality of Life
Another haematological cancer was the predominant focus
Primary data from carer’s perspective

review (2,6,11-15). The therapeutic options for both transplant
eligible and ineligible patients have advanced significantly.
This means that for some patients instead of managing a short-
term diagnosis, myeloma is instead experienced as a chronic
condition, intruding into daily life, and demanding a high
degree of self-management (13). It appeared, as a result, that
the typical approach to managing myeloma in the clinic may
be out of step with the lived experience of the condition.
Seven of the 15 articles focused on the experience of
myeloma as a relapsing condition that inevitability induced
fear and anxiety (2,5,12-16). Many of the patient narratives
explained the heightened anxiety leading up to appointments,
this would feed into a feeling of living in a state of prolonged
uncertainty. One patient described it as living with a “darker
force” and remarked that they were anxious about “running
out of time,” and that it left them “afraid to look ahead”
(2). This was not the only description of its kind. The inabil-
ity to forward plan has a huge impact on both the individual
and family (12), predictably leading to increased emotional
and psychological stress. This is something that has been
highlighted in an important previous qualitative synthesis (8).
Some patient narratives also outlined that although symp-
toms were expected to be the largest burden, the complex
threat of recurrence and fragility in maintaining a normal life-
style caused the most distress (4,11,12). One article described
that living in an “ever-shifting perspective between illness and
wellness consequently maintains a state of uncertainty” (11)
and the impact of this cannot be underestimated. Approaching
myeloma treatment with a different mindset, one that appreci-
ates its chronic nature, has the potential to improve services
and support to help patients adapt to living and coping with
myeloma. With further research, we might be able to better
understand the exact changes that could be made to benefit
patients, making this an area worthy of further exploration.

Meeting the Needs of Patients

Accessing healthcare is a very personal experience (2) and
this was well supported in the literature. Although one
article described the utility of patient support groups (16),
another mentioned the use of denial and not accessing infor-
mation as a preferred coping mechanism (17,18). For one
patient, this was undoubtedly the method of choice and
they opted to not access information as otherwise, “you’d
go out of your head” (17). Healthcare professionals cannot

be expected to immediately know the most appropriate strat-
egy for each patient. However, by appreciating and improv-
ing emotional guidance for patients through the process, it
may be possible to build more trust in the healthcare
system (12,13). For example, without full understanding of
how to access services and the limits on continuity of care
(2,14,15) (which can increase trust and comfort in accessing
healthcare), patients may not feel confident enough to reach
out for extra support. This leaves them with unmet needs
and a feeling of bewilderment at the healthcare system
(17). Looking at integrating emotional guidance could be a
simple first step to improving patients’ experiences.

The narratives of living with myeloma also reveal dispari-
ties in perceived and experienced needs. A common example
of this is when doctors perceived a lack of time to provide
information to patients (6,12,16) when realistically, patients
in these studies indicated that their information needs were sat-
isfied. Such needs are, after all, built into the management
process. So while the previous qualitative “meta-aggregation”
(8) has highlighted the importance of emotional well-being,
new research since 2018 and the publication of this paper high-
lights the importance of emotional and psychological support
(17) as a prominent sentiment in the literature. Many patient
narratives expressed thoughts similar to one patient who felt
they “didn’t want to burden the doctors” with their “emotional
problems because that wasn’t their job...their job is to see to
the physical problems” (17). Through experiencing an
illness, many patients learn firsthand the practical matters
related to their illness and with personal research (11) and a
wealth of appointments, many do become the ‘“expert
patient” (15). However, learning to mentally cope and navigate
healthcare is a hard process which can require specialist input
and personal acceptance (17). In a handful of articles, this psy-
chological support was organized and provided by a nurse-led
team and when in place, was highly regarded (6,11). This
review adds to the strong literature base, mainly centered on
nursing (8), to suggest that perhaps the whole team who
have regular interactions with patients, may be able to
provide more sustained emotional support. Clearly, further
work is needed to explore what this might mean.

Symptom Burden and Overall Experience

In all this literature, the physical experience of symptoms
tends not to be the focus of distress, but rather, the symptoms
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themselves tend to trigger more complex emotions, that per-
petuate the difficulties of experiencing illness. Peripheral
neuropathy, fatigue, and hair loss were all mentioned as prob-
lematic because these symptoms had the power to change
patients’ sense of who they are (5,6,11,18,19). This was artic-
ulated by one patient, who described, “I am not liking what I
am seeing. I don’t like being the way I am right now because
it doesn’t look like me. It doesn’t feel like me. It’s not what I
am really.” By bringing patient narratives to the fore it is clear
that visual symptoms and inability to function in work and in
the home (2,5,18) are the symptoms that make it impossible
to hide from the label and feeling of being “ill” (17).
Narrative studies have been favored in this scoping review
in contrast to more widely seen “quality of life” question-
naires which seek to quantify symptom burden because nar-
ratives can explore in more depth the social and
psychological dimensions of patient experience. These
aspects of the experience can be masked when a predomi-
nantly clinical approach to analysis is adopted making narra-
tive interviews important for identifying gaps in the
knowledge base.

When focusing on diagnosis, most patients tell a story and
focus much more on key phrases, emotions, and lifestyle
changes (20) rather than the actual physical, medical issue
at the time. This redirects the focus of research to look at
the whole experience rather than only the biomedical
approach (12). Myeloma tends to have a chaotic and
delayed pathway to diagnosis (21), so when the diagnosis
is given, there is no alteration in physical symptoms.
Instead, it is a lifestyle and an inner feeling that changes
almost instantly. One patient compared his feelings at the
time of diagnosis to when he had spun off an icy road in
his car. Although he escaped the accident unscathed, he
was left with a “numb feeling.” He likened this feeling to
how he felt when listening to his diagnosis and rather than
experiencing an emotional response, he “digested the infor-
mation without a reaction” (20). This transition period is
clearly complex, with some patients not realizing they truly
were ill until the chemotherapy drugs were already
“pumping” into them (20). Coping with this appears to be
neglected in interactions with doctors, with a demand for a
holistic focus prevalent in the literature.

The Role of Family

Family was the final prominent feature of the research find-
ings in the literature. In most cases, families were purely pos-
itive, providing a strong support network. For others, the
complex emotional and physical experience led to people
pushing away friends and family in an attempt to protect,
to feel “normal,” or to prevent becoming a burden to their
family (18). Indeed many expressed feelings similar to this
patient who stated, “a lot of stuff that I had feelings about,
I just kept quiet.” Support from family was largely seen in
the diagnostic process and family often encouraged patients
to stop normalizing symptoms, seek help and not delay the

process any further (21,22). Although family dynamics (5)
are individual to each patient, they form a central part of
the qualitative research and clearly, the patient experience.

Discussion

For medical professionals, patient narratives provide a
unique opportunity to understand the other side of their clin-
ical practice. By removing the pressures and societal norms
that may prevent patients from being genuine in their interac-
tions with doctors and providing a space for patients to be
candid, we can more effectively explore the needs of our
patients. By bringing patient narratives of myeloma to the
fore, this review reveals the subtle factors that contribute to
the experience of myeloma. The rich evidence provided
can help the whole team including doctors appreciate the
emotional impact of the disease process on patients and the
importance of managing this. Much of the previously pub-
lished literature has focused on nurse-led emotional
support. In conducting this research, we can appreciate that
support from doctors and other members of the team may
also form an important aspect of clinical care. This would
lead to all members of the MDT working together, to
support patients. If this were the case then there may well
be potential to make real change. It may also be the case
that specific interventions either derived from clinical psy-
chology or other evidence-based approaches could be inte-
grated into care pathways.

The literature suggests that clinic appointments are a
complex experience for patients in which they feel, for
unclear reasons, that they are only able to focus on clinical
matters (11). As a result, patients may find it inappropriate
to bring up matters associated with emotional support and
instead, be left coping independently with the psychological
impacts of illness. Without emotional needs fitting into a test
result or the time-pressured environment of clinics, it can
seem difficult to approach the subject. Addressing the psy-
chological needs of patients—a clearly central part of the
experience—is therefore something that needs to be carefully
considered. When talking about symptom burden in inter-
views, patients tended to lead on to how this had impacted
them emotionally. By undertaking further narrative inter-
views, we may be able to better understand why these barri-
ers arise and work to improve the integration of emotional
support into the patient journey.

The key themes established in this qualitative scoping
review can provide useful synthesized evidence on the expe-
rience of myeloma, both to guide research into better meeting
the needs of our patients (23) and also to provide useful infor-
mation to those practicing medicine. Previous research has
described how myeloma treatment (and therefore the experi-
ence and prognosis) is undergoing change, which is only set
to continue. Yet in most of this literature, it seemed that most
patients were still being approached as if they had an acute,
life-threatening diagnosis, leaving little time for adjusting
in everyday life. Myeloma patients are experiencing both



Rubins et al.

acute and chronic diagnoses and it seems it is time to explore
how to appropriately address both dimensions of this
condition.

Care pathways exist to guide treatment and therefore
shape the patient journey. These care pathways are unique
to each malignancy, in each area making them a useful tool
for comparison and evaluation. For example, in Sheffield
and Oxford (UK), care pathways are built on chemotherapy
guidelines (24,25). As a result, patient contact is based on
these cycles. This research suggests that patients should
have access to both medical and psychological support at
the beginning and end of each cycle. It would be an interest-
ing next step to explore the efficacy and degree of patient-
centered care involved in various care pathways. It is
evident from this review that without advocacy from family
or others throughout the care pathway, many patients may
well not be receiving enough emotional support.

Current approaches to care find it easy to provide sympto-
matic support, but still have far to go when it comes to the
topic of mental health and emotional support. The feeling
of discomfort and intrusion when broaching this subject
can be felt by the doctor and indeed reciprocated by the
patient. It would be a generalization to expect all patients
to want to receive emotional support from healthcare profes-
sionals. However, by shying away from this topic routinely,
we appear to be depriving support to groups of patients.
Much of the literature has described apprehension building
as appointments approach, with the experience of appoint-
ments developing into an emotional climax. This can
prevent patients from interacting naturally during the
appointment and therefore not benefitting as much as possi-
ble from the interaction. Exploring ways this could be
addressed is not only what patients deserve but could also
have a significant positive impact on outcomes and cost.
Without research into this aspect of care we will not really
know how far this might be true.

Conclusion

Overall, it appears that appointments center around results,
treatment regimes, physical symptoms, and management. In
a society where we are looking to change the narrative and
speak openly about mental health and illness, it seems only
fitting to challenge our approaches to patients with
myeloma. Coping with a chronic disease process is signifi-
cantly different from an acute illness, with both having the
power to instantly change the lives of those who experience
them. In a public healthcare system, it is impossible to
approach every single patient in a personalized way, but
alongside the advances in treatment, we are capable of scru-
tinizing care pathways and trialing new methods, structures,
or approaches to advance the patient experience and optimize
services. This scoping review has allowed the general context
of the experience of myeloma to be more comprehensively
understood. The main themes identified in this process do
corroborate with what was expected. However, the literature

has directed the focus of future research more toward emo-
tional coping and adjustment than initially expected.

Limitations and Next Steps

This qualitative scoping review has only been able to map out
the literature and therefore no changes or interventions have
been suggested. To do so, further narrative interviews will
need to be conducted, as well as comparison to other services
internationally alongside more research into outcomes, cost
efficiency, and other factors. The data reported in this
paper is taken from around 100 participants, from different
healthcare systems worldwide. Future research on more
patients, from different demographic groups, is needed.
The literature reported here was synthesized qualitatively
rather than being critically appraised for its methodology
and reliability. This is a potential area of improvement but
one that was chosen as the findings of the study could be
more eloquently presented in this way. This scoping review
purposely excluded the literature that focused on carers and
their needs, in an attempt to focus on the reality of the
patient experience. However, the complex experience of
chronic illness along with all the accompanied uncertainty
appears in the literature to be sometimes better articulated
by those around the patient and may form part of future
research.
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