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identified regarding patients’ experiences with MM and their adaptation to the
illness. Outpatient nursing care related to MM patients’ adaptation to the ill-
ness requires understanding this unknown disease and its treatment, organiz-
ing one’s feelings about facing the illness, working with patients to provide
strategies for coping with the limitations due to the illness, including activity
limitations, and helping patients maintain a sense of normalcy and enjoyment
of life.
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1. Introduction

Multiple myeloma (MM) is a malignant disease in which clonal proliferation of
plasma cells in the bone marrow results in the production of monoclonal proteins
that cause end-organ damage [1]. It accounts for 1% of all cancers and approxi-
mately 10% of all hematologic malignancies [2]. In recent decades, the incidence
of MM has increased alarmingly, with approximately 86,000 cases occurring an-
nually worldwide [3], with an incidence rate of 7 per 100,000 persons in the United
States and a median age of onset of 69 years [4].

The treatment of MM continues to evolve rapidly with the introduction of sev-
eral new drugs and new data from randomized trials to guide treatment [5]. The
current standard of care includes conventional chemotherapy, high-dose chemo-
therapy with autologous hematopoietic stem cell transplantation (HSCT), and im-
munomodulators, which have increased the 5-year relative survival to 55.6%.
However, despite these tremendous advances, MM remains an incurable disease
with poor outcomes, especially in patients who are resistant to multiple drugs [6].

The characteristic end-organ damage of MM includes symptoms such as hy-
percalcemia, renal impairment, anemia, and bone lesions, termed CRAB symp-
toms [7]. with bone lesions, specially bone pain, being the first symptom reported
at disease onset in 60% - 80% of cases [8] [9]. Additionally, an estimated 70% -
100% of MM patients suffer from osteolytic bone lesions [10]. MM patients often
experience difficulties in maintaining their quality of life due to the chronic course
of treatment with novel agents that allow management of toxicity, while living
with CRAB symptoms and ongoing hospital visits. The high symptom burden and
reported low quality of life in MM patients has been previously proven [11]. In
fact, in a study of 16,095 cancer survivors, MM patients had the lowest scores for
both health-related quality of life and physical functioning [12]. Based on these
facts, we inferred that MM patients face many adaptation challenges in the process
of continuing treatment after developing the disease and in adjusting to the re-
quired lifestyle changes, with difficulty in overcoming these challenges. Therefore,
we decided to investigate how MM patients adapt to the difficulties associated
with the disease and their experience of living with this condition.

Previous studies of MM patients’ experiences of illness and treatment have in-
cluded hematopoietic stem cell transplantation [13] [14], symptoms [15] [16], and
caregiver experiences [17]-[19]. Among these, in contemporary MM practice,
Shapiro et al (2021) stated that since MM patients live longer with the chronic
burden of cancer treatment, it is essential to develop supportive care interventions
that maximize their quality of life and functional status [20]. In order to introduce
anew perspective into nursing care in response to the evolving MM treatment and
the experiences of patients undergoing it, a qualitative descriptive study was deemed
necessary to gain detailed understanding of the subject’s actual experience of liv-
ing with and adapting to the disease.

Adaptation refers to the state of mind and body in which the person is in har-

mony with the environment [21]. Since patient adaptation is used as a guideline
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for nursing practice [22], research on MM patient adaptation will contribute to
the development of guideline-based nursing for these patients. At present, how-
ever, there are only a few studies on the adaptation of MM patients, with consid-
erably fewer qualitative studies describing the actual experiences of a Japanese
population with MM.

The purpose of this study was to clarify the experiences of those affected by and
adjusting to MM in Japan. This study will contribute to the development of new
nursing care for Japanese patients with MM in the era of significant progresses in

pharmacotherapy for the disease.

2. Methods
2.1. Study Design

This study employed a qualitative descriptive research design to gain a detailed
understanding of the actual experiences of MM patients living with and adapting
to the disease. This design was adopted since it recognizes the subjective nature of
the problem and the diverse experiences of the participants, presents the findings
in a way that directly reflects or closely resembles the terms used in the initial
research questions [23], and is an excellent way to address important clinical is-
sues [24].

2.2. Participants

The study participants were individuals who had been diagnosed with sympto-
matic MM for at least six months, were attending a hematology outpatient hospi-
tal and receiving pharmacotherapy for MM, and were at least 20 years of age and
were able to make their own decisions and express their willingness to participate
in the study, provided that they were physically and mentally fit to do so.

At the hematology outpatient hospitals in this study, the physician and head
nurse in charge of outpatient care were asked in advance to select candidates who
met the above conditions to participate in the study. The physician and head nurse
explained the study to the patients and invited their cooperation, and patients who
were interested in the explanation were referred to the researchers. The researcher
then explained the outline of the study to the potential research participants, and
those who consented to participate in the study were selected as research partici-

pants.

2.3. Data Collection

Semi-structured interviews were used for data collection. This method was appro-
priate for this study since it reveals complex events, such as MM patients’ experi-
ences related to the cancer and their adaptation to it, which are highly subjective
topics.

Interviews were conducted at the convenience of the study participants, in a

private room in the outpatient area of the medical facility where privacy could be
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maintained. Each interview was designed to be 30 - 60 minutes long, so as not to
be burdensome for the research participants. Interviews were conducted during
the period from November 2022 to September 2023 using a questionnaire devel-
oped by the researcher (Table 1).

Table 1. Interview guide.

1. What has been your treatment process since you were diagnosed with multiple myeloma?

2. How were you diagnosed with multiple myeloma and what was your physical condition and feelings at the time?
3. What changes in your daily life have you experienced and dealt with since you have had this illness?

4. What personal changes and coping strategies have you experienced since this illness?

5. What physical, psychological and social problems have you had and how have you dealt with them since you have had this
illness?

6. What do you feel you have lost or gained in your daily life or yourself since you have had this illness?

The questions referred to Roy’s model of adaptation [25], which states that peo-
ple are biopsychosocial beings who continuously interact with a changing envi-
ronment, and engage in complex coping processes involving regulatory and cog-
nitive organs to maintain adaptation to environmental stimuli; additionally, ques-
tions related to the changes due to MM and coping with it, including the physical,
psychological and social circumstances, were added. During the interview process,
the questions were used as a starting point, and more detailed answers were ob-
tained by using words such as “why” and “how” in the dialogue.

The interviews were recorded on an IC recorder with the consent of the study

subjects, and transcribed verbatim by the researcher.

2.4. Data Analysis

Data were analyzed using thematic analysis, as it is considered most suitable for
studies that provide systematic elements and attempt to make discoveries through
interpretation [26], since the aim of this study was to discover and describe the
experiences of MM patients through interpretation. In this type of analysis,
themes are those that capture what is important with respect to the research ques-
tions and represent some level of meaning or pattern in the data. The procedure
for the analysis was based on the six phases of Braun and Clarke (2006) [27], as
below:

1) Familiarizing oneself with the data: Active, repeated reading of data to look
for meaning and patterns.

2) Generating initial codes: Coding interesting features of the data in a system-
atic fashion across the entire data set, collating data relevant to each code.

3) Searching for themes: All coded data are grouped and examined to see how
the codes combine to form an overarching theme. The codes are classified into
sub-themes, and further classified according to similarity to determine candidate
themes.
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4) Reviewing themes: The themes are refined to ensure that the candidate theme
adequately captures the contours of the coded data.

5) Defining and naming themes: The relationship between themes and sub-
themes is identified to clarify the essence of each theme and to name them.

6) Producing the report: This involves final analysis and discussion of the data,
relating it back to the study question.

In addition, we analyzed not only the completed adaptations of the participants,
but also their awareness that this was an ongoing situation to which they were in
the process of adapting.

As a precaution to ensure the quality of the study, data collection was conducted
primarily by the principal investigator, who collected narratives as experienced by
the subjects through interviews using a neutral attitude, eliminating the stereo-
types for cancer patients that have been used in the past. The researchers belonged
to different organizations and had a broad perspective and thinking that was not
biased toward nursing care at any one facility. The fact that the researchers dis-
cussed and reviewed the data until they reached a consensus, such as data satura-
tion, contributed to the credibility of the study. In addition, data validation by a
single oncology nurse not involved in this study enhanced the credibility of the
data.

Since both the research participants and the researcher were Japanese, the re-
search processes were conducted in Japanese, and the papers were translated into
English by the researcher and subsequently proofread by native English speakers.
Additionally, the extracted themes were discussed and confirmed among research-

ers to ensure that no discrepancies in meaning arose from the translation.

2.5. Ethical Considerations

Our university ethics review committee and the ethics review committee of the
cooperating facilities reviewed and approved the research before it was performed.
The study complied with the ethical standards of the Declaration of Helsinki, and
participants were explained orally and in writing that their participation in the
research was voluntary, that they would not be disadvantaged if they did not par-
ticipate, that they would not be identified when the research was published in ac-
ademic journals, etc., and that they could withdraw their consent to participate in
the research at any time, following which their signed consent for study partici-

pation was obtained.

3. Results

The study included 11 participants, five males and six females, with an average
age of 69.7 years and an average interview duration of 46 minutes. Four of them
had a history of fracture and eight had received autologous hematopoietic stem
cell transplants (Table 2). The researchers determined that data saturation had
occurred when the study had 10 participants, after which they continued data col-

lection with one additional participant.
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Table 2. Participant characteristics.

Duration of the Transplant History of bone employment
Number  Gender Age ] : Housemate
disease experience fractures status

P1 M 70's 8 yes no spouse retirement
P2 M 20 10 spouse, second tract )

s es no contract employee

4 daughter, grandchild ploy

P3 M 70's 6 yes no spouse self-employment
P4 F 60 s 3 no yes Spouse, eldest son housewife
P5 M 50's 2 yes yes spouse full-time employee
P6 F 70's 7 yes no spouse housewife
pP7 M 70s 12 yes no spouse part-time employee
P8 F 70 3 Spouse, eldest h "

s no es ousewife

¥ daughter, grandchild

P9 F 60s 3 yes no eldest son full-time employee
P10 70's 0.5 no yes spouse housewife
P11 F 60 s 13 yes no no self-employment

Sixteen sub-themes and five themes relating to the patient’s experiences with

MM and adapting to it were identified (Table 3). Theme 1 represents the time of

diagnosis of MM as an event that required adaptation, and Themes 2 - 5 repre-

sented the participants’ experiences in the process of adapting to MM.

Table 3. Experiences of illness and adaptation among patients with multiple myeloma.

No. Theme Subtheme
Encountering an unfamiliar Body pains, fractures and blood abnormalities make this illness noticeable
1 .
illness No real sense of illness as it was completely unexpected
Discouragement that the disease cannot be cured, but trying to come to terms with it
Feelings regarding having an The arrival of new drugs leads to hope and relief
2 . .
incurable illness Desire to continue treatment despite uncertainty about getting well
Giving up on a cure, and living with the illness
The disease and treatment are out of my control
Transplantation performed, but treatment still continues
Recognition of the difficulties . .
3 . . Attention needed to ensure safe living
inherent to the illness
Multiple inconspicuous symptoms
Not getting the effect I want
Losses and how they Finding out how to deal with the illness
4 . .
harmonized with them Compromising, but regaining one’s former self
Living life putting myself first
Searching for how to live with ) . .
5 Interacting and conversing with others

this illness

Getting support from family members
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Characteristic narratives of the selected subjects are described below in quota-
tion marks. The number at the end of the sentence indicates the corresponding

participant.

3.1. Encountering an Unfamiliar Illness

Participants’ pathways to the diagnosis of MM differed, largely due to the presence
or absence of subjective symptoms.

This was reflected in the participants’ experience of unexpectedly encountering
an unknown malignant disease at the time of diagnosis, since, in some cases, the
participants had not considered that their unrelieved bone pain and fractures were
symptoms of MM, and, in other cases, the disease was discovered when they were
told to have a thorough blood test without significant subjective symptoms. In
both situations, their diagnosis of malignancy was unexpected. This theme con-

sisted of two sub-themes.

3.1.1. Body Pains, Fractures and Blood Abnormalities Make This Illness
Noticeable

Participants who had bone symptoms when they were diagnosed with MM un-
derstood that their symptoms were caused by the disease. In addition, participants
who were diagnosed with MM based on abnormal blood tests were puzzled by the
discovery of a hidden disease, but recognized that they were fortunate to have this
disease discovered sooner, rather than later.

This theme was elucidated in the participants’ words, as:

“MM, so my bones are probably weak. .. so when I stumbled, it resulted in the most
crushed fracture I ve ever seen. In hindsight, I figured that was the cause.” P4

“A few years ago, I went to the hospital for a blood test because I thought I had
a heart problem, since I kept fainting and falling. Although my heart was fine,
blood tests revealed myeloma. The diagnosis of myeloma was totally unexpected,
since I only thought I had a bad heart” P8

3.1.2. No Real Sense of Illness, as It Was Completely Unexpected

At the time of the diagnosis, none of the participants had any knowledge of MM.
Since the disease was unfamiliar and unknown to them, they did not appreciate
its implications, even when bone symptoms were present or abnormal blood tests
were noted.

In the participants’” words:

“I went to a nearby clinic with the intention of getting blood pressure medica-
tion, with no subjective symptoms except for light-headedness. But when I was
told to go to a hematologist, I thought, “ Are my symptoms because of such a dis-
ease?” And when they did some tests and talked about a transplant, I realized that
it was bad.” P

3.2. Feelings Regarding Having an Incurable Illness

Based on the doctor’s explanation, the participants were discouraged by their af-
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fliction with an intractable malignant disease, but they accepted it and attempted
to transform their feelings in order to achieve psychological stability. This theme

consisted of four sub-themes.

3.2.1. Discouragement That the Disease Cannot Be Cured, but Trying to
Come to Terms with It

Although the participants were discouraged by the MM and its intractable nature,
and they almost lost purpose and meaning in life, they tried to deal with the dis-
ease by not fixating on the intractable nature of MM and, instead, intentionally
coming to terms with the disease.

In the participants’ words:

“I looked up MM on the internet with no good results, only bad...no cure” P2

“Don’t get too depressed because you have myeloma, if you don’t get better,
that' s okay” P4

“The doctor casually told me that this disease could not be cured. At that time,
1 realized that there was no cure. However, I thought that my life expectancy
would be the same as that of a normal person my age, about 10 or20 years.” P9

3.2.2. The Arrival of New Drugs Leads to Hope and Relief
The treatment of MM has improved significantly over the past two decades, with
the development of therapeutic agents such as proteasome inhibitors, immuno-
modulators, and monoclonal antibodies [28]. Against this backdrop, many of the
participants were treated with several different regimens, and although the MM
was refractory, the availability of multiple treatments gave them hope and reas-
surance that they would not die yet, since more medical treatments for MM would
also likely be developed in the future.

To quote a participant:

“I was wondering why I had such a disease when I found out that there was no
cure for it, but I heard that new and better medicines were being developed, so I
felt that I should not give up hope.” P3

3.2.3. Desire to Continue Treatment Despite Uncertainty about Getting
Well

Participants were uncertain how well their MM would respond to anticancer drug
treatment and how long they would live, but still requested that they continue to
receive treatment.

As one participant said:

“I've taken the necessary treatment rather than focusing on whether the disease

Is getting better or not, and now will take it as it comes.” P3

3.2.4. Giving up on a Cure, and Living with the Illness
Participants realized that they could not change the fact that MM was intractable,
and they gave up aiming for a cure. They began to think that they could live with
the disease by taking treatment, although without fighting it aggressively.

In the participants’ words:

“I have to live with the medicine now. I have given up on being cured. I think I
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have to live with the disease.” Pl
“I've already got this disease, so I m resigned to it, and will live with the disease

while taking medicine.” P4

3.3. Recognition of the Difficulties Inherent to the Illness

In addition to the widely recognized physical pain due to bone involvement, MM
patients experience other aspects of the complex pain, including social and psy-
chological pain [29]. This theme indicated the participants’ experience of recog-
nizing that life with MM involves holistic suffering, and that the disease is not as
straightforward and is more formidable than they would like it to be. This theme

consisted of five sub-themes.

3.3.1. The Disease and Treatment Are out of My Control

Participants repeatedly recognized that although they hoped that the disease
would not progress further than its current state, this was, of course, not under
their control.

In the words of some participants:

“Although I kept taking the medicine, its effect gradually diminished, so the
medicine was changed several times. I've been doing well with that medicine so
far, but I have to try the next new medicine to see if it is right for me.” P6

“The doctor said, “ There will definitely come a time when it will get worse
again.” I wonder when it will get that bad again.” P4

“Even if I have information about the treatment, I cannot decide for myself

which treatment is best” P3

3.3.2. Transplantation Performed, but Treatment Still Continues
Although HSCT is considered a curative treatment for many hematologic malig-
nancies, the outcomes after transplantation vary depending on the type of disease,
remission status at the time of transplantation, type of donor, and other factors
[30]. HSCT can lead to fatal complications, including side effects associated with
conventional chemotherapy, such as infections related to extreme immunosup-
pression immediately after transplantation [31]. Eight of the study participants
had undergone autologous HSCT, and although the harshness of the treatment
had given them the feeling that they would be able to overcome the MM if they
could withstand this treatment, their experience was contrary to their expecta-
tions.

To quote the participants:

“I thought I would be cured after a stem cell transplant, but after about 3
months, my blood test numbers went back up.” Pl

“I thought I would be cured now that I had a stem cell transplant, but in fact I
was wrong.” P6

“I was told by the doctor that I would have to be on maintenance therapy for
about2 years after the transplant. If s now been over?2 years, so I said, “I d like to

stop the medication”, but he said, “No, you can't stop if’. So if s still ongoing” P9
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3.3.3. Attention Needed to Ensure Safe Living

Participants were limited in their activities of daily living due to bone symptoms
and adverse reactions to medications, and were at risk of injury if they were not
careful. They were aware of many of these risks and took measures to ensure their
safety and comfort.

To quote the participants:

“I car’'t lie on my back because of the pain. I car’'t sleep on my back, I have to
bend over to walk, I get short of breath when I walk. That's a bit of a problem.”
s,

“I had a collection of china dishes, but they were a little too heavy for me to
carry, would fall and break, and my joints hurt anyway.” P11

“I think my bones are still weak and that s why I m afraid to cough. I have to sit
down gently, if I sit down with a thump, ' m in trouble” P4

3.3.4. Multiple Inconspicuous Symptoms
Adverse reactions to outpatient pharmacotherapy are less frequent and less severe,
and are basically within the patient’s ability to self-manage. Although this might
lead others to believe that they are living a life comparable to that of healthy peo-
ple, the participants had multiple symptoms, although they appeared to be “unre-
markable” at first glance.

In the participants’ words:

“I always stay home and don’ t go anywhere for two days after the infusion, be-
cause my immunity is lowered and I m prone to infection. It s scary.” Pl

“I take dexamethasone (adrenal corticosteroid) on Thursday, wake up perfectly.
The side effects are hand cramps, slight hoarseness of voice, and constipation.” P7

“Sometimes ' m slow because I'm tired, sometimes I'm frustrated because I

can’'t move.” P4

3.3.5. Not Getting the Effect | Want

The participants had many hopes that they would be cured as a result of continued
drug therapy, or that their doctors would tell them that their disease had stabilized
and that they no longer needed drug therapy, even if achieving a cure for MM was
difficult, but they felt disappointed that the actual outcome was not what they had
hoped for.

As stated by the participants:

“I have been on various anti-cancer drugs, but eventually it came back again
and I was not cured. I have been treated with the same drug for2 months to up to
one year at a time, depending on the drug” P1

“Because the medicine doesn't suit everyoné s body and I don’ t know if it will

suit me, every time the medicine changes, I wonder how it will be this time.” P6

3.4. Losses and How They Harmonized with Them

This theme illustrates the experience of participants who had to forgo many of

their targets with respect to their physical behaviors and life plans due to the MM,
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but who made compromises and took steps to adapt to the situation rather than

continue to grieve about their condition. This theme consisted of two sub-themes.

3.4.1. Finding out How to Deal with the Illness
The participants were able to tolerate the physical aspects of the disease and its
treatment, such as reduced range of activities due to physical symptoms caused by
MM and adverse reactions to medication, and found specific ways to live with
them and maintain a life that they were comfortable with.

To quote the participants:

“I ve already learned how to work when it s tough, so I dort’t feel that the job is
that hard” P3

“I can no longer move freely. But I try not to think about it too much. I go to
work and come back home, and my life is normal” P>

“I'm trying to figure out how to do this while cutting corners in my lif€ s activ-
ities. I ve become lazy in the eyes of my family, but I dor’'t care if I m lazy any-

more.” P8

3.4.2. Compromising, but Regaining One’s Former Self

One participant’s identity was shaken in part by the fact that he was no longer able
to engage in some of the functionally independent life activities he had been en-
gaged in before he developed MM, which used to be an important aspect of his
identity.

However, patients were able to come to terms with and reach a compromise in
areas where they could not return to their pre-morbid lifestyle behaviors, and once
they acknowledged that they were still the same person they were before the ill-
ness, they gradually regained a sense of self.

As stated by some participants:

“I can’t move even though I would like to move a little more. Still, I m gradually
getting back to my old life” P4

“For now, my family does the housework, so I live the same way I did before.”
Po

3.5. Searching for How to Live with This Illness

This theme represents the experience of participants accepting MM as one of the
factors that make up their lives, exploring how to live this life, and in doing so,
reflecting on and finding what is of value to them in their immediate lives, using
this as a guide for living.

This theme consisted of three sub-themes.

3.5.1. Living Life Putting Myself First

Since one’s lifetime is finite and the remainder of one’s life is uncertain, the par-
ticipants found direction in life by putting themselves first, with the desire to live
their lives with conviction despite their illness.

In the participants’ words:
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“Everyoné's life has an endpoint. I was thinking about how many more years I
have left to live, and I decided to do what I want to do.” P2
“Do what you want to do, eat what you want to eat, you have to go with it now,

even though you can’t do everything 100 percent.” P8

3.5.2. Interacting and Conversing with Others
After reflecting on how they could spend their lives with MM and what was im-
portant to them in their lives, participants realized once again that they would
benefit from interaction and conversation with others, and considered it as some-
thing they needed to do.

As some of the participants stated:

“I talk to a lot of people to keep up my spirits, that way I feel at ease.” P7

“I write about my day on my blog, the theme is like a group of people with
myeloma. There is one person I have become close to through the disease. I trav-

eled to see that person.” P9

3.5.3. Getting Support from Family Members
Participants realized that their families were considerate about the limitations im-
posed on their lives by the MM and its treatment, and did not interpret this as a
burden. This helped them adapt to MM with the help of their families in a natural
way, aiming for a stable life.

To quote one of the participants:

“Basically, I am alone. If I have to, I ask my oldest son to come over. I have three
children, and if I need something, I just send them an email and they help me with
what I need. I really rely on my oldest son a lot, but I m getting by.” P11

4. Discussion

This study led to the extraction of five themes related to the patients’ experience
of MM morbidity and their adaptation to it. Our findings will serve as a powerful
resource for the development of outpatient nursing care for MM patients in Japan,
since the study was conducted on patients currently receiving drug therapy in out-
patient clinics. Below, we discuss the experience of MM from a Japanese patient
perspective, along with the scope of outpatient nursing care for MM patients, fo-
cusing on each of the themes identified.

First, MM patients “encountered an unfamiliar disease” at the time of diagnosis.
Some participants were aware of unrelieved pain and delayed the MM diagnosis
by first seeing an orthopedic surgeon. Some of the participants suspected other
diseases and went to see a doctor and had blood tests done, which revealed MM.
Rowland et al. [32] MM patients were confused because they did not know that
multiple myeloma was cancer before being diagnosed, Cuffe et al. [33] reported
that most patients with MM were confused about the diagnosis because none of
them had anticipated having this disease, and because of the relatively intangible
nature of MM compared to solid tumors, such as breast cancer, resulting in it

being more emotionally traumatic. Indeed, solid tumors are generally easy to vis-
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ualize since they have more specific presentations based on the organ affected, and
subjective symptoms are likely to raise the suspicion of cancer in that organ. In
comparison, MM patients are prone to presenting with more general symptoms,
such as bone pain or other symptoms, so that they are less likely to suspect MM.
Since MM is a rare cancer, its symptoms are generally not well recognized by the
general public [34]. Therefore, it is important for nurses to provide the patient
with the appropriate amount and quality of knowledge and information about
MM at the time of its diagnosis in the outpatient setting, based on the assumption
that the patient is not likely to have prior detailed knowledge about MM, and de-
pending on the patient’s ability to understand the disease.

In addition, since lack of early detection and referral to an oncologist might lead
to delay in the diagnosis and inadequate symptom control [35], nurses play an
important role in educating the public about anemia, fatigue, bone pain, and other
symptoms that may be caused by MM.

Second, coping with MM includes the psychological aspect of adapting to living
with MM, along with the “feelings regarding having an incurable illness”. The
main reason participants were discouraged by MM was that, in addition to being
a malignant disease, it was also refractory to treatment. Dahan et al [36] reported
that MM patients “must accept living while dying.” In this context, Viitala et al.
[37] stated that incurable cancer patients have no choice but to accept their disease

>«

and, over time, develop a positive attitude, similar to MM patients’ “Feelings about
the incurable illness”. MM patients should not continue to mourn the incurable
aspects of MM, but rather find their own way of “accepting” and “coping” with
the illness, which is one of the factors that will help them to adapt. Nurses should
deal with the patients’ emotions as they try to come to terms with MM, provide
opportunities for them to sort out their feelings about facing their illness, and
continue to monitor and support their psychological changes and behaviors as
they adapt.

In addition, the development of new and effective therapeutic agents has given
MM patients hope for life and motivation for treatment. Although the efficacy and
benefit of treatment in MM patients is uncertain, the hope is that they will con-
tinue to use this uncertainty as a strength and be willing to accept treatment, since
uncertainty is said to be the gateway to possibility [38]. Therefore, nurses who
support their hope of living over the long term naturally need to be sensitive to
trends in MM treatment.

Third, MM patients’ experiences of adjusting to their illnesses included “recog-
nition of the difficulties inherent to the illness.” This experience is due to the cur-
rent situation in which the goal of treatment is stabilization of the patient’s con-
dition, or for the patient to be in a situation where he or she will be able to com-
plete drug therapy once the condition is stabilized, but that goal is not reached.
Patients who have undergone autologous HSCT, in particular, have high expecta-
tions of the treatment because of its intensity and adverse drug reactions, assum-

ing that the severity of treatment is an indication of its efficacy, and will enable
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them achieve the desired outcomes. However, they are made aware of the tough-
ness of MM when the outcome does not meet these expectations. These experi-
ences make it difficult for MM patients to set clear goals for their treatment, and
leaves them with the feeling that the disease and its treatment are not something
they can manage on their own, depriving them of the motivation to undergo treat-
ment and fight the illness. In addition, while adverse reactions, such as peripheral
neuropathy and infection, might not be obvious or pronounced, living with these
persistent symptoms is a challenge that only patients can understand. Rubins et
al. [39] state that the symptoms themselves tend to trigger more complex emo-
tions, that perpetuate the difficulties of experiencing illness.

It is important for nurses to understand the physical pain and complex psycho-
logical aspects of the patient’s MM treatment characteristics, to be supportive
when it is in their capacity to help control these symptoms, and to help patients
feel confident about the treatment.

The process of adaptation by MM patients also includes a feeling of “losses and
how they harmonized with them”. MM patients lose variable degrees of their
physical, psychological, and social identity, including developing fractures and
susceptibility to fractures, reduction in social activities due to adverse reactions to
treatment, and knowing that they will be unable to achieve their vision for their
future. Monterosso et al. [40] also reported that MM patients experience feelings
of loss because the illness and its treatment have changed their lives. In such a
situation, MM patients are able to open up and harmonize with their loss as they
come to accept the loss, and understand how to deal with the illness. Additionally,
despite knowing that they might not be able to return to their pre-affliction phys-
ical selves, they will regain themselves if they realize that some parts of themselves
have not changed.

This is related to what Weerahandi et al [41] says about MM patients experi-
encing a transformation of identity, where they discover a new self while main-
taining their old self. Nurses should provide a holistic perspective to MM patients,
so that while there is a sense of loss, they can be aware of the parts of themselves
that have not been lost. Molassiotis ef al. [42] noted that MM patients have con-
siderable difficulty accepting their reduced activity levels, including frustration
with their inability to do things and difficulty accepting their decreased autonomy.
In order to cope with the reduced scope of activities, it is desirable to provide spe-
cific information on how to make up for the reduction in daily activities and re-
sources, with safety as the top priority. We believe that incorporating such infor-
mation into the patients’ daily life will enable them to realize that they have not
changed, and will make it easier for them to adapt to the changes in their lives.

Finally, as MM patients adapted to MM, there was a “search for how to live with
this illness”. LeBlanc et al [43] state that the relentlessness of active treatment is
what differentiates modern MM treatment patterns, the course of this chronic ill-
ness and its treatment involves much uncertainty, with the patient groping

through trial and error in dealing with the changing physical and mental condi-
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tion of the body and mind due to the pathology, its treatment and symptoms. In
this search, it is important to be sensitive to the patient’s confusion and distress,
and to help the patient find some measure of resolution, since their own resources
and energy might not be adequate. Participants in this study viewed family coop-
eration as beneficial, and family members were an important part of the patient’s
life with the illness. However, the lives of family members themselves can be dis-
rupted, which might also add to the patient’s stress. de Wet et al. [44] reported
that the support of family and friends is important to many MM patients, although
they also reported additional anxiety about being a burden on their loved ones.

Therefore, it is important to consider the relationship between MM patients
and their families, directly interview the families during outpatient visits about
their living conditions and feelings toward the patient, and to provide support for
the patients and families, so that problems, if they arise, can be resolved promptly.
Parsons et al. [45] also reported that what MM patients wanted most from their
treatment was help in maintaining as normal (and enjoyable) a life as possible. It
was mentioned by participants in this study that enjoyment in life is often derived
from interaction with others. It is important to support these social interactions
appropriately, keeping in mind that the maintenance of normalcy and enjoyment
for the patient contributes to his/her adaptation to life with MM.

5. Limitations and Future Issues

The participants in this study were patients at two Japanese hospitals, so selection
bias is undeniable and the study cannot be said to be a comprehensive description
of the entire experience of MM patients in Japan. We would like to continue to
explore this topic with an even wider range of participants in the future. Future
work should use this study as a foundation to develop an outpatient nursing
model for MM patients, should test the usefulness of this model in actual clinical
practice, and contribute to the practice of more advanced nursing care for MM

patients.

6. Conclusions

MM patients need to adapt to this unfamiliar and intractable disease and find ways
to live with it. In the process of continuing treatment, they recognize the tough-
ness of the disease when the treatment outcomes do not meet their expectations.
Although they experience certain losses and limitations in their daily lives, they
seek ways to live with and harmonize with the illness in their own unique ways.
Our study suggests that outpatient nursing care that facilitates MM patients’
adjustment to their illness, helps them to understand this unknown disease and
its treatment, helps them understand their feelings about their illness and sort
out their feelings about facing their illness, that works with them to develop and
provide strategies to help them accept their loss, including activity limitations,
and helps them maintain a sense of normalcy and enjoyment of life, is much

needed.
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