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PURPOSE: To explore whether patients with multiple
myeloma changed their construct of health-related
quality of life during treatment.

PARTICIPANTS & SETTING: 14 participants were
selected from 10 hematology-oncology departments
in Denmark.

METHODOLOGIC APPROACH: This interview study
used a prospective, longitudinal, exploratory design.
Semistructured interviews were conducted while
participants were undergoing active treatment for
multiple myeloma and six months after the baseline
interview. Interviews were analyzed using systematic
text condensation.

FINDINGS: The overall theme at baseline was
insecurity, and the overall theme at six months

was coping. The following subthemes were also
identified based on participants’ description of their
health-related quality of life: concerns about having a
meaningful life, dealing with everyday limitations, and
maintaining social networks; adjusting expectations
to abilities; expanding social networks; and exploring
a meaningful life.

IMPLICATIONS FOR NURSING: Patients’ ability to
use coping strategies should be considered when
screening for rehabilitation needs. During systematic
in-depth symptom screening, unmet rehabilitation
needs (e.g., physical functioning, fatigue, pain) may
become apparent.
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ultiple myeloma (MM) is the

second most common hemato-

logic cancer, with an incidence

of 7 in 100,000 people per year

(Padala et al., 2021). However,
the use of high-dose chemotherapy with autologous
stem cell transplantation and novel therapeutics has
improved survival (Rajkumar, 2020). Clinical presen-
tation of MM can include bone lesions, renal insuf-
ficiency, anemia, hypercalcemia, and immunodefi-
ciency, which can lead to infection (Kyle et al., 2003).
Most patients with MM present with a high symptom
burden and report lower health-related quality of life
(HRQOL) compared to patients with other hema-
tologic cancers (Baz et al., 2015; Boland et al., 2013;
Johnsen et al., 2009; Jordan et al., 2014). HRQOL is
defined as a multidimensional construct that encom-
passes perceptions of the positive and negative as-
pects of dimensions produced by disease or its treat-
ment (Osoba, 1994).

Results from HRQOL measures are increasingly
being used in healthcare decision-making, including
in oncology drug development, patient care, organi-
zational policies, and healthcare politics (Kluetz et
al., 2018). Changes in HRQOL in patients with MM
have mostly been investigated using patient-reported
outcome measures (PROMs), such as the European
Organisation for Research and Treatment of Cancer
Quality-of-Life Questionnaire-Core 30 (EORTC
QLQ-C30) and EORTC QLQ-Multiple Myeloma
Questionnaire (EORTC QLQ-MY20) (Aaronsonetal.,
1993; Cocks et al., 2007; Nielsen et al., 2017). One con-
cern with using longitudinal PROMs is that patients
may understand items and response categories differ-
ently as they go through new life experiences, making
comparisons between scores difficult (Edwards et al.,
2018; Sommer et al., 2020). Measurement invariance
is an important component of a PROM instrument
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and refers to a stable relationship between the item
and the latent construct being measured (Meade &
Lautenschlager, 2004). The EORTC QLQ-C30 has
been investigated for measurement invariance, and
studies have found that it provides valid results in
between-group comparisons with only a few excep-
tions (Costa et al., 2015; Sommer et al., 2020; van
Rojj et al., 2022). Measurement invariance evaluation
was not included in the development and validation
of the EORTC QLQ-C30 and EORTC QLQ-MY20 in
patients with MM (Cocks et al., 2007; Stead et al.,
1999; Wislgff et al., 1996).

In a systematic review of longitudinal studies
using the EORTC QLQ-C30 to investigate changes
in HRQOL in patients with MM, Nielsen et al. (2017)
found that improvements in HRQOL were reported
only in patients newly diagnosed with MM. Studies
have reported that patients with cancer, including
those with MM, can experience positive changes
in HRQOL that surpass changes in control group
scores, particularly when facing life-threatening dis-
ease (Cella & Tross, 1986; de Camargos et al., 2020).
This phenomenon, known as response shift, involves
changes in internal standards, values, or QOL con-
ceptualizations and has been recognized in several
studies (Danoff et al., 1983; Schwartz & Sprangers,
1999; van Rijn, 2009). The effects of response shift
have been investigated in patients with MM across
four domains of the EORTC QLQ-C30 (Kvam et al.,
2010). Kvam et al. (2010) found that patients with MM
who experienced deterioration during a three-month
observation period changed their internal standards
compared to baseline and experienced response shift.

Appraisal is one method to understand individual
differences and changes in internal standards, values,
and conceptualizations related to QOL (Rapkin &
Schwartz, 2004). The QOL Appraisal Profile (QOLAP)
consists of the following four key parameters (Rapkin
etal, 2017):

m Frame of reference: the meanings the individual
attaches to questions

m Sampling of experience: specific experiences
within their frame of reference

m Standards of comparison: comparing previous
experiences within the frame of reference

m Combinatory algorithm: a combination process
that individuals use to consider different experi-
ences and arrive at an overall evaluation

QOL appraisal has been proposed to shed light on
response shift when measured repeatedly over time.
The impact that response shift has on changes in lon-
gitudinal HRQOL scores can be hard to understand

636 ONCOLOGY NURSING FORUM  SEPTEMBER 2023, VOL. 50, NO. 5

because the internal processes are not completely
understood. This makes it beneficial to examine
response shift when trying to interpret patients’ lon-
gitudinal HRQOL scores (Rapkin & Schwartz, 2004).

Qualitative methodologies, such as semistruc-
tured interviews, offer an informative approach to
investigate the impact of disease on patients’ lives
(Malterud, 2001). These methods can also explore
the cognitive and psychological mechanisms under-
lying the question-answering process (McHorney
& Fleishman, 2006). Although studies have been
conducted using interviews to explore HRQOL in
patients with MM, there is a lack of qualitative studies
using a longitudinal design that can capture fluctua-
tions in HRQOL (Hauksdéttir et al., 2017). Therefore,
the aim of this interview study was to explore whether
patients with MM change their construct of HRQOL
while undergoing treatment to six months thereafter.

Methods
Design, Sample, and Setting
The current study is a secondary analysis of a study
by Nielsen et al. (2020) of QOL in Danish patients
with MM (the QOL-MM study). This study was
inspired by hermeneutics philosophy and designed as
a prospective, longitudinal, qualitative study using a
semistructured interview with a six-month follow-up
interview. The QOL-MM study (Nielsen et al., 2020)
is an ongoing longitudinal survey, in which patients
newly diagnosed with MM and patients with relapsed
MM are evaluated at the time of treatment.

From September to November 2018, patients from
10 hematology-oncology departments in Denmark
were invited to participate in the interviews. Patients
were included if they were undergoing treatment for
newly diagnosed or relapsed MM, participating in
the QOL-MM study, able to understand Danish, able
to provide informed consent, and without a mental
disorder that would have prevented them from
independently answering the interview questions.
Patients who did not understand the Danish language
or were diagnosed with a psychiatric condition were
not eligible.

Data Collection

Participants who provided informed consent for the
current study were contacted by a research team
member to promptly schedule the baseline inter-
view. The location of the interview was based on the
participant’s preference, with privacy and individual
settings preferred for discussing sensitive HRQOL
issues (Edwards & Holland, 2013). Interviewers
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and participants were not acquainted beforehand,
and participants were assured that participation in
the interview would not affect their treatment. The
second interview took place six months after the
initial interview, with considerations given to par-
ticipants’ symptom relief and avoidance of relapse
for data interpretation. For patients undergoing
autologous stem cell transplantation, the six-month
interview was conducted no earlier than two months
after transplantation to account for symptom recov-
ery (Chakraborty et al., 2018). Both first authors
(L.S. and J.R.D.) conducted the interviews to ensure
consistency, and the same interviewer handled the
transcription. Interviewers had limited prior knowl-
edge of the participants, with only demographic data
being made available from the QOL-MM study.

Measures

The interview guide consisted of two parts. In the
first part, the researchers used a semistructured
exploratory interview with open-ended questions to
encourage participants to speak freely about their ill-
ness, experiences, and needs. The second part of the
interview followed a more structured design. A short
briefing took place before conducting the interviews
to explain the purpose of the interview and address
any questions from participants. The researchers
ensured that the interviews were relevant for the
study aim but also allowed participants to elaborate

on perspectives and thoughts, even if they were not
covered by the interview guide (Brinkmann & Kvale,
2014). Throughout the interviews, the interviewers
were flexible regarding the order of questions if topics
were mentioned out of order.

The first part of the interview consisted of items
that were designed to allow participants to elaborate
on HRQOL in their own words. This included items
such as “What does the word ‘health’ mean to you?”
and “What does quality of life mean to you?” In the
second part of the interview, the researchers explored
the four elements of the QOLAP by developing inter-
view questions from PROM questionnaires used to
evaluate HRQOL in the parent study, including the
EORTC QLQ-C30, EORTC QLQ-MY20, and EORTC
QLQ-Chemotherapy-Induced Peripheral Neuropathy
modules. The following 12 HRQOL domains were
examined: physical functioning (e.g., “Do you have any
trouble doing strenuous activities?”); role functioning
(e.g., “Were you limited in doing either your work or
other daily activities?”); emotional functioning (e.g.,
“Do you feel depressed?”); cognitive functioning
(e.g., “Have you had difficulty remembering things?”);
social functioning (e.g., “Has your physical condition
or treatment interfered with your social activities?”);
fatigue (e.g., “Have you felt weak?”); pain (e.g., “Have
you had pain?”); disease symptoms (e.g., “Did pain
interfere with your daily activities?”); global QOL
(e.g., “How would you rate your overall health during

TABLE 1. Example Analysis of Interview Data From Initial Read to Baseline and 6-Month Follow-Up Interviews

Theme

“Itis very important for me to let my friends and family

Family

Physical functioning

Willpower

Code Example

Meaning

Concerns about maintaining social networks

know that I'm sick. | let them know relatively early on.”

“Suddenly, you are limited from lifting heavy boxes at

work to now you're barely allowed to lift 6 cans of cola.”

“This I find difficult . . . because my goal is that | have to

move forward all the time.”

Concerns about having a meaningful life

Adjusting expectations to abilities

Adaption “I've gotten better at accepting that | can’t do as much,
and | have gotten better at prioritizing my abilities.”
Individuality “It's important for me to have plans and something to

Social connections

look forward to.”

“She has always been a friend whom | rarely saw. She is

Exploring a meaningful life

Expanding social networks

a fantastic friend who has followed me on the sideline.”
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the past week?”); peripheral neuropathy (e.g., “Did
you have numbness in your fingers or hands?”); physi-
cal health (e.g., “During the past four weeks, have you
had any of the following problems with your work or
other regular daily activities as a result of your physi-
cal health?”); and mental health (e.g., “During the past
four weeks, have you had any of the following prob-
lems with your work or other regular daily activities
as a result of any emotional problems?”) (Aaronson et
al., 1993; Cocks et al., 2007; Postma et al., 2005; Ware
etal., 1996).

Because the domains of pain and disease symp-
toms are evaluated using similar items, these two
domains were combined under the same questions
in the interview guide. Closed-ended PROM items
were converted to open-ended questions in the inter-
view guide, and four questions were asked for each
domain. For example, the following questions were
used to elicit data about participants’ experiences
with pain:

m  “How do you assess whether you feel pain?”

m “What is your previous experience with pain?”

m “Who do you compare yourself to when you assess
whether you feel pain?”

TABLE 2. Patient Characteristics at Baseline

m  “Are there other conditions that apply when you
assess whether you feel pain?”

The interview guide was thoroughly reviewed
by all researchers to ensure that understanding of
questions and final study aims were clear. Following
the interview, a short debriefing took place where
participants could add comments or ask additional
questions. The same interview guide was applied for
the baseline interview and the six-month follow-up
interview.

Data Analysis

Interview data were analyzed using systematic text
condensation (Malterud, 2003). This method allows
for a descriptive analysis of participants’ perspectives
without exploring underlying meanings. The analy-
sis consisted of four steps. First, an overview of the
data was created by reading all transcripts, with each
researcher listing their preliminary themes and nego-
tiating confluent and diverging issues. Three themes
were chosen for further analysis. Second, meaning
units were identified, which were text fragments that
contributed to answering the study aim. Then, each
meaning unit was coded related to the previously

Patient ID Age Range (Years) Sex
N1 80-89 Female
N2 80-89 Male
N3 50-59 Male
N4 60-69 Male
N5 60-69 Female
N6 70-79 Male
N7 50-59 Male
N8 80-89 Female
N9 80-89 Male
N10 70-79 Female
N11 70-79 Male
R1 80-89 Female
R2 70-79 Male
R3 50-59 Male

MM Disease Status Underwent ASCT
Newly diagnosed No
Newly diagnosed No
Newly diagnosed Yes
Newly diagnosed Yes
Newly diagnosed Yes
Newly diagnosed No
Newly diagnosed Yes
Newly diagnosed No
Newly diagnosed No
Newly diagnosed No
Newly diagnosed No
Relapsed No
Relapsed No
Relapsed Yes

ASCT—autologous stem cell transplantation; MM—multiple myeloma
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negotiated themes. Third, all meaning units were
sorted into one of the three coding groups found
during the second step. The meaning units were
sorted into subgroups, each subgroup was analyzed,
and a condensate was created. Fourth, data were
reconceptualized, creating meaningful descriptions of
participants’ experiences. Each code group was given
a headline expressing the final theme. The themes
that emerged from the baseline and six-month inter-
views are illustrated in Table 1.

Through this process, one overarching baseline
theme and one overarching six-month theme, each
with three subthemes, were identified. Comparing
the fragments and meaning units from these two time
points allowed for the identification of any changes
in participants’ perceptions of HRQOL. Both first
authors (L.S. and J.R.D.) examined and discussed the
interviews to ensure consistency, and the findings
were discussed with all researchers to ensure objec-
tivity and validate the findings.

Ethical Considerations

In compliance with the Declaration of Helsinki
(World Medical Association, 2013), participants
received oral and written information about the study
and were included only after providing informed con-
sent. According to the Danish Act on Research Ethics
Review of Health Research Projects, approval is not
required for interview studies. The study was regis-
tered with the Danish Data Protection Agency, and
interview data were stored securely on a Microsoft
SharePoint site.

Findings

Of 43 eligible participants, 14 were included. The
median age of participants was 73 years (interquar-
tile range = 65-80). Eleven participants were newly
diagnosed with MM, and three participants had
relapsed MM. Participant characteristics are pre-
sented in Table 2. Overall, 14 participants completed
the baseline interview, and 12 participants completed
the six-month interview. In addition, one participant
died and one participant withdrew consent prior to
the six-month interview. Interview characteristics are
presented in Table 3.

The overall theme at baseline was insecurity,
and the overall theme at six months was coping.
Subthemes for insecurity were concerns about having
a meaningful life, dealing with everyday limitations,
and maintaining social networks. The subthemes
for coping were adjusting expectations to abili-
ties, expanding social networks, and exploring a
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TABLE 3. Interview Characteristics

Baseline (N = 14)

Follow-Up (N = 12)

Characteristic Median Range Median

Days from consent 14 4-34 4.5
to interview

Interview duration 59.52 32.02- 68.37
(minutes) 132.42

Characteristic n

Location

Patient’s home 8

At the hospital 4

Patient’s workplace 1

Via telephone 1

Note. Follow-up interviews took place 6 months post-treatment.

meaningful life. The following sections elaborate
on the overall themes and subthemes, citing par-
ticipants’ responses. Figures 1-3 present additional
reports from participants, illustrating changes in their
HRQOL.

Insecurity

During the baseline interview, participants expressed
feeling distressed about the uncertainty of the disease
trajectory and treatment effectiveness, leading to
concerns about future changes in their lives, such as
job security and housing stability. The unpredictable
nature of MM, with alternating periods of remission
and relapse, made it challenging for participants
to anticipate the course of their lives. In addition,
maintaining close social support was a concern for
participants because they hesitated to openly discuss
their uncertainties about the disease trajectory.

Concerns about having a meaningful life: Partici-
pants emphasized the significance of health in their
overall HRQOL, considering it a vital aspect for
mental and physical well-being. Participants wanted
to continue experiencing passion, fulfillment, and a
purpose in life: “I would like to experience the last
years of my life, where I can control my own life,
where I have time to enjoy things, time to do things”
(participant N4).

Participants also emphasized the need for freedom
and the importance of living a life unrestricted by
physical symptoms: “The worst health must be some-
body who . . . just sits down and doesn’t do anything
other than, well, they have lost their passion and, of
course, they are very sick, right?” (participant No).
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Concerns about dealing with everyday limitations:
Participants were experiencing physical limitations
because of symptoms related to MM, particularly
symptoms affecting the bones. As a result, they were
advised to avoid activities such as carrying heavy
shopping bags and were dependent on help from
friends and relatives: “You are bound in this way that
you are dependent that someone is coming. You can’t
do this and this. You are limited” (participant R1).
These limitations were perceived as frustrating and
limited participants’ senses of individuality because
they had previously been able to perform housework
and daily chores independently: “I have been chal-
lenged. It irritates me that I have to ask for his or my
children’s help, where I think . . . you should be able to
handle this yourself” (participant N4).

Concerns about maintaining social networks:
Participants hesitated to engage in intimate conver-
sations about their disease with friends and relatives.
They also found it challenging to speak openly about
uncertainties because they feared being met with
discomfort:

I have tried a few times with some friends we
know . .. who didn’t say anything when we met.
And it really annoyed me. . . . It’s the worst thing

FIGURE 1. Citations From Baseline and 6-Month
Follow-Up Interviews Comparing Concerns About Having
a Meaningful Life Versus Exploring a Meaningful Life

Concerns About Having a Meaningful Life

m “The future, no, I haven't really imagined it. The future we used to
think was a given is not there anymore.”

m “Ifitis the disease raging within me, | simply don’t know. And those
insecurities are not nice to have to think about.”

m “We hope for better times, that’s how | would say it. We hope what
the doctor says is right. That | will get better again.”

m “I've wanted [to be healthy] where I'm able to do things . . . and still
be a part of something. The fact that people still want to listen to
you, | have discovered in hindsight, that has meant so much to me.”

Exploring a Meaningful Life

m “Well, sometimes | feel-God, this is great, meaning that I'm doing
great in spite of obvious things missing. But actually, I'm OK. I'm
thriving, so to speak, in my everyday life.”

m “Yes, of course, | count on all [my] dreams coming true.”

m “I can’t make plans like | used to, but while I've had the disease,
I've gotten used to things being like that and that | have to accept.”

m “I've started learning to live with the fact that | have this disease
and that I've just had to live with it. But on these premises that |
have the disease and received treatment, | can only be content.”
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people can do. It’s not because they need to talk a
whole lot about it. But just ask and acknowledge,
“I know that you are sick, and so what.” (partici-
pant N3)

Participants struggled to rely on their partners for
support because their partners were also grappling
with uncertainties about the future and the fear of
potential loss: “He must see me alive in some way, so
I have spared him a lot . . . but it wears him out. . . .
He must figure our relationship out because we have
been married for 51 years. ‘Do I lose her?” (partici-
pant N1).

Coping

During the follow-up interview, patients began seek-
ing coping strategies to manage their MM diagnosis
and accompanying symptoms while maintaining daily
activities. This new approach instilled hope in them,
enabling them to continue leading a meaningful life
despite their diagnosis. By adapting to limitations
and actively participating in everyday life, partici-
pants felt that they were making a positive impact
within their community again. Participants empha-
sized the growing significance of social support, with
many finding solace within their close social circle or
through online groups. As a result, participants expe-
rienced a renewed sense of hope for the future and
discovered innovative ways to navigate their altered
circumstances.

Adjusting expectations to abilities: Compared
to baseline, participants experienced worse levels of
symptoms six months after treatment, particularly
fatigue and pain. Regardless, they described navigating
everyday life and finding ways to maintain activities of
daily living. Therefore, they did not report any limita-
tions when completing the HRQOL measures:

I try to readjust it in a way, so my work function
will suffice, so when I have worked three hours,
then I need to do something else. Then, I need to
rest my leg for an hour because it will swell and
get very tight. (participant R2)

Participants adjusted their daily activities based
on their physical capabilities and started accepting
that they had to do things differently compared to
how they would do them prior to diagnosis. This
meant that participants were still positive about
their ability to cope with their physical difficulties
and did not find their limitations important enough
to report when asked: “When I go shopping, for
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example, in amall . .. then I know I need to go there,
and then to the other end. There will be benches
all the time. . .. I'll sit and pretend I'm doing some-
thing” (participant N8).

Expanding social networks: Seeking out social
support online and in person made it easier for partic-
ipants to speak openly with friends and connect with
acquaintances who were also dealing with malignant
disease: “I had never thought that I would share it on
Facebook, but it was a way to keep people updated. . . .
It has actually felt really good. . . . It has become easier
to talk about it” (participant N3).

Participants reported that they had old friends
reaching out, and connections were reestablished.
Being more open about their disease meant that par-
ticipants were also able to communicate with loved
ones and share the difficulties they were facing more
openly: “I was thinking afterwards that I barely spoke
with my own children about it. . . . I expect that we
will talk more about it . .. so we can [process it]” (par-
ticipant N2).

Exploring a meaningful life: It was important for
participants to still lead an independent life and have
the same values as they did prior to their diagnosis.
They started comparing themselves to other patients
with MM and still perceived their HRQOL as good,
although their physical functioning had declined:
“Well, I think considering that I have bone marrow
cancer, then it’s fantastic. And if I have to compare,
then I have to compare to others who also have it”
(participant N3).

Patients were grateful that they were able to con-
tinue participating in household-related activities and
hobbies. They felt they still had a meaningful life and
things that they still wanted to accomplish: “I myself
am astonished that ’'m not [afraid]. I don’t know. I
think ’m simply too busy living my life to the extent
that I can” (participant R3).

Discussion

This is the first qualitative interview study of
patients with MM that included a follow-up inter-
view examining potential changes in constructs
of HRQOL during a six-month treatment period.
Semistructured interviews were selected based on
the QOLAP to obtain a deeper understanding of
the processes influencing patients’ HRQOL. Based
on participants’ responses, two main themes of
insecurity and coping were identified. Adapting to
symptoms and reduced functioning can be perceived
as a coping strategy resulting from recalibration. The
reconsideration of values and priorities, reflected
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FIGURE 2. Citations From Baseline and 6-Month

Follow-Up Interviews Comparing Concerns About Dealing
With Everyday Limitations Versus Adjusting Expectations

to Abilities

Concerns About Dealing With Everyday Limitations

m “I don't feel significantly more tired, but | don’t mind lying down for

an extra half hour.”

m “Within the means of my capacity, | just try to use it as much as

possible.”

m “Yes, [to be] more mobile, that is what | wish for because if I'm not,

we can’t manage this house anymore.”

Adjusting Expectations to Abilities

m “I've realized that | have to learn to manage my limitations instead

of smiling and pretending I'm fine.”

m “Volunteer work and stuff—and that I've been able to do [it] in my
tempo. ... That has been, some of that, has been a blessing.”

m “I'think | have a reasonably good health and a good attitude toward
life, so | can’t put that [health-related quality of life] in the worst

category.”

in participants’ reports of their increased need for
social support and a meaningful life, suggests repri-
oritization. Stage of disease and future possibilities
became more influential in participants’ percep-
tions of HRQOL, indicating reconceptualization
(Sprangers & Schwartz, 1999). These findings sug-
gest that participants may have experienced changes
in their construct of HRQOL during treatment,
which is consistent with previous findings (Kvam et
al., 2010).

This study revealed that when participants were
asked about their overall HRQOL, their responses
did not reflect an increased symptom burden.
However, when directly asked about specific symp-
toms and functional limitations, such as fatigue or
pain, participants expressed worse symptoms and
reduced function. This suggests that patients may
not attribute significant importance to their symp-
toms when responding to a questionnaire, despite
experiencing an increased symptom burden. In
addition, participants began to compare themselves
to other patients with MM, gaining new insights
into their symptoms and limitations. This shift in
perspective may have positively influenced their
HRQOL scores. This finding also highlights the
importance of adequate supportive care, which
extends beyond disease control and patients’ phys-
ical well-being because perceptions of HRQOL
contribute to patients’ perceptions of maintaining
a meaningful life.
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In this study, participants reported that their
HRQOL was good during the follow-up interview,
although they were experiencing side effects from
MM and its treatment. This discrepancy between
patients’ increased symptom burden and its effect
on HRQOL could be explained by response shift.
Vanier et al. (2021) proposed a revised model of
response shift, reporting that response shift occurs
when observed changes cannot be fully explained
by changes in the intended outcome being mea-
sured. However, further investigation is necessary
to establish evidence supporting a revised model of
response shift based on discrepancies found with the
QOLAP (Rapkin & Schwartz, 2019; Sawatzky, 2019;
Sprangers et al., 2021). In addition, considering the
definition of HRQOL, a clear distinction of whether
the documented changes in HRQOL are a result of
new experiences, a result of changes in the influence
of physical health on HRQOL, or the development of
HRQOL during treatment cannot be made based on
the findings of the current study and warrants further
investigation.

Hauksdéttir et al. (2017) found that patients with
MM employed physical and emotional coping strate-
gies. These coping strategies helped patients maintain
a sense of equilibrium while navigating challenges
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m During the disease trajectory and treatment course of multiple
myeloma, patients’ construct of their health-related quality of life
can change.

m Changes in patients’ construct of health-related quality of life
while undergoing treatment for multiple myeloma were found to
affect data collected from patient-reported outcome measures.

m Conducting interviews with patients may elicit data about their
treatment experience that could be overlooked or otherwise not
captured in data from patient-reported outcome measures.

from their diagnosis. The current study found that
similar coping strategies were employed by partic-
ipants during the six-month period. Participants
developed new ways to manage their physical limita-
tions and sought emotional support from their social
networks. Coping strategies play an important role in
helping patients deal with the negative physiologic
effects of a chronic disease like MM.

During the six-month follow-up interview, partici-
pants expressed an increased need for social support,
which they considered significant when assessing
their HRQOL. This shift in focus from physical abil-
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ities to social support contributed to higher HRQOL
scores (Molassiotis et al., 2011). The interviews also
revealed unmet needs regarding seeking out new
forms of social support, which may not have been cap-
tured through HRQOL measures alone.

Maintaining an active life was of great value to
participants, and they found it challenging to refrain
from engaging in hobbies and social gatherings the
same way they had prior to diagnosis and treat-
ment. During the six-month period, participants
engaged in new activities or activities that had been

FIGURE 3. Citations From Baseline and 6-Month Follow-Up
Interviews Comparing Concerns About Maintaining Social
Networks Versus Expanding Social Networks

Concerns About Maintaining Social Networks

m “When you know that the loss of a relationship is the second worst
thing that could happen to a person, then it is worth dealing with in
situations where it is being tested.”

m “Then there are other friends who we thought would visit us, but

they just call.”
m “He hatesit. . . . He hates hospitals. He cannot handle the fact that a lower priority before their diagnosis (e.g., volun-
lamill.” teer work, less physically demanding hobbies). This

meant that participants still experienced a sense of
meaning in their lives, which correlates to findings
from Hauksdottir et al. (2017), who found that when
people are diagnosed with MM and other forms of
cancer, it creates a sudden need to redefine previous
priorities.

The implications of changes in HRQOL and
their impacts on PROM scores should be consid-
ered when using HRQOL measures for healthcare
decision-making. With the continued importance
of establishing patients’ HRQOL, researchers have
explored methods to examine the effects of new life

m “That made me mad.. .. They are really good friends who we talk to a
lot, but we sat down for an hour, and they did not mention anything.”

Expanding Social Networks

m “But my quality of life, | think that is having the [social] network that
I'do. ...l can assure you thatitis almost every week that a neigh-
bor stops by and asks if they can help with something.”

m “Some | have gotten a closer relationship with. Now, | have got to
say that I never had a big social circle.”

m “You could say that they are my psychologist, my friends, and
family.”

m “Especially in the relationship between my daughter and me, there
are things that have improved.”

experiences on PROM scores (Rapkin & Schwartz,
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2019; Sawatzky, 2019; Sprangers et al., 2021; Taminiau-
Bloem et al., 2010).

Limitations

The limitations of this study pertain to the qualita-
tive data collected through interviews, the method for
analyzing the data, and the low response rate (33%),
all of which limit generalizability. The researchers’
preexisting understanding of the underlying factors
affecting changes in HRQOL may have influenced the
interpretation of the data. Of note, any description
can be influenced by interpretation, and the aim of
the study already guides the researchers’ perspectives
(Malterud, 2003).

A larger sample size would have provided a broader
range of patient characteristics and increased the
transferability of findings. Participants had few comor-
bidities, and half were treated at the same hospital
in Copenhagen, Denmark, which suggested a higher
socioeconomic status. The burden of participation,
involving HRQOL measures completed during a two-
year period followed by interviews, may have deterred
patients who were experiencing comorbidities or those
with a higher symptom burden from participating.

Because participants received treatment at differ-
ent hematology-oncology departments, the support
they received from hospital staff varied. Although
guidance provided by clinical staff regarding disease
coping strategies and other psychoeducational initia-
tives is not typically considered in the interpretation
of HRQOL scores, previous studies have shown a
positive impact of such interventions on HRQOL in
certain groups of patients with cancer (Setyowibowo
et al.,, 2022; Wang et al.,, 2020). Therefore, future
intervention studies should explore the effect of psy-
choeducation on HRQOL, specifically in patients with
MM.

Implications for Practice

The ability of patients to use coping strategies should
be considered when screening for rehabilitation
needs, as well as when providing person-centered
care. Screening for unmet needs using data captured
from PROMs can enable broader screening; however,
important patient needs may be overlooked. During
systematic in-depth symptom screening, unmet
rehabilitation needs, such as physical functioning,
fatigue, and pain, may become apparent. Despite
these challenges, in-person screening still provides
important information about patients and the obsta-
cles they are facing because of their MM diagnosis
and treatment.

WWW.ONS.ORG/ONF

Conclusion

This study shows that there are changes in patients’
constructs of HRQOL during treatment for MM. The
findings indicate that these changes can interfere with
HRQOL based on the direct comparison of patients’
scores on PROMs over time. However, whether these
changes are a result of new life experiences, a change
in the construct of HRQOL as a concept, or a result
of the development of HRQOL while undergoing
treatment is not possible to determine based on the
data collected and warrants further investigation.
The findings also highlight that data from PROMs
obtained from clinical trials and other longitudinal
surveys of patients with MM should be interpreted
with caution.
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