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Abstract

Purpose Breast cancer-related lymphedema (BCRL) self-management plays an important role in the lymphedema therapy.
However, clinical knowledge of BCRL self-management remains minimal. This study aims to explore the experience surround-
ing lymphedema self-management from the perspectives of BCRL patients and healthcare professionals.

Methods Semi-structured interviews were implemented with BCRL patients and healthcare professionals. Audio-recordings of
interviews were transcribed verbatim and thematic analysis was undertaken to analyze the interview data.

Results Thirteen BCRL patients (aged 3465 years) and nine healthcare professionals (2 physicians, 4 nurses, and 3 lymphedema
therapists) were interviewed. Five themes emerged from interviews with participants: knowledge-attitude-practice surrounding
lymphedema self-management, emotional reactions towards lymphedema self-management, factors influencing lymphedema
self-management, support needs for lymphedema self-management, healthcare professional support of BCRL self-management.
Conclusions This study showed knowledge-attitude-practice, feelings, influencing factors, roles, dilemmas, and support needs
regarding BCRL self-management. Greater effort is required for healthcare professionals to strengthen the lymphedema self-
management. Providing more educational program and holistic support, and strengthening the facilitators and controlling the
barriers might benefit promoting lymphedema self-management. Likewise, healthcare professionals need adequate training to be
able to meet patients’ self-management support needs.
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Introduction significant negative impact on physiologic and psychological
well-being [5, 6]. Therefore, more attention should be paid to
the management of BCRL in order to improve the patient’s

health-related quality of life.

Breast cancer-related lymphedema (BCRL) is a prevalent
complication of breast cancer treatment and manifests as up-

per limb swelling [1]. Breast cancer patients who have under-
gone cancer treatments, such as sentinel or axillary lymph
node dissection, radiation therapy, and/or chemotherapy, are
easy to develop BCRL [2]. It is estimated that 14 to 40% of
breast cancer survivors suffer from this complication [3], and
BCRL may develop several days to 20 years after surgery [4].
BCRL is a chronic condition that may lead to lifelong impair-
ment of the affected upper extremity [2, 5]. BCRL has a
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Patients with BCRL may experience various physical
symptoms (e.g., pain, swelling, numbness, heaviness, and lim-
itation of movement) and psychological issues (e.g., depres-
sion and body image distress) [7]. In addition, they also en-
counter various challenges in their lives because of BCRL,
such as daily life impact (e.g., restrictions on personal life),
social impact (e.g., social withdrawal and isolation), financial
impact (e.g., treatment costs), and work impact (e.g., work
return and performance) [7-9]. Both of these may negatively
affect their abilities to fulfill the roles attributed to them in the
family and society [10]. Hence, it is essential to provide
enough supportive care to BCRL patients. However, current
social awareness for BCRL is still limited [11]. Insufficient
awareness and knowledge for BCRL were found in both
BCRL patients and healthcare professionals [11]. Evidence
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showed that healthcare professionals considered BCRL less
serious than breast cancer and they trivialized the influence of
BCRL [8]. Currently, BCRL is an incurable but manageable
condition; it requires therapist-delivered treatment. Moreover,
it is of great significance for BCRL patients to engage in
lifelong lymphedema self-management to control lymphede-
ma symptoms and slow the progression of lymphedema [12].
Supporting lymphedema awareness can strengthen patients’
self-management of BCRL, which may contribute to lower
lymphedema grades and fewer infection [11].

An increased emphasis has been placed on the importance of
active self-management in prior literature [13]. Self-
management is defined as the individual’s ability to manage
one’s own chronic condition, including its symptoms, physical
and psychosocial consequences, and treatment, and integrate
this management into daily routine to achieve an optimal qual-
ity of life [14]. While self-management plays an important role
in lymphedema therapy, current self-management regimens are
labor intensive, time-consuming, and never-ending,
representing a huge burden for BCRL patients [15]. The chal-
lenge of lymphedema self-management is multi-factorial and
includes medical management (managing symptoms/treat-
ment), role management (relationships with healthcare
providers/family members/friends), and emotional manage-
ment (managing emotions/positive self-image and preparing
for an uncertain future) [16]. It has also been observed that
patient adherence to prescribed lymphedema self-management
activities was associated with achieving and maintaining suc-
cessful treatment outcomes [17]. As reported in the literature,
BCRL self-management adherence rates are sub-optimal, rang-
ing from 28 to 69% [18]. Poor compliance with BCRL self-
management may lead to progressive swelling and trophic skin
changes, resulting in a poor quality of life. Therefore, it is nec-
essary to understand the issues and challenges surrounding pa-
tient self-management, thereby taking actions to optimize pro-
moting strategies to strengthen lymphedema self-management.

Self-management support is an effective disease management
strategy that provides patients with educational and supportive
interventions to increase their skills and confidence in the man-
agement of their chronic condition [16]. Providing self-
management support to BCRL patients requires identifying their
self-management needs. However, this is currently poorly ad-
dressed in the literature [10, 19]. A published qualitative study
explored breast cancer survivors’ views on lymphedema self-
management support needs; patients mentioned that they needed
social support, resources for self-care activities, and self-
advocacy [19]. Another qualitative study, which investigated
the lived experiences of patients with BCRL, found that the
supportive care needs of BCRL patients were physical, psycho-
social, medical, and financial in nature [10]. A few qualitative
studies have evaluated patient perceptions of BCRL self-
management [4, 12]. A previous study about the patient percep-
tion of success and benefit in the self-management of BCRL
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found that patients had different degrees of acceptance and ad-
justment to life with BCRL and identified seven enablers and
blocks to BCRL self-management [12]. Similarly, a prior study
reported that physiologic, psychosocial, and psychological fac-
tors were barriers to successful BCRL self-management [4].

Despite a current body of literature that focuses heavily upon
lymphedema self-management, little is known about the per-
spectives of patients and healthcare professionals on this topic.
It is well known that healthcare professionals play a significant
role in the treatment of BCRL, in particular by teaching patients
lymphedema self-management methods [20]. Healthcare pro-
fessionals can also provide social support to assist individuals in
BCRL self-management. Limited personal knowledge about
lymphedema self-management may impede the ability for
healthcare professionals to provide better management and sup-
port. Not understanding healthcare professionals’ views on
BCRL self-management limits the ability to devise strategies
for overcoming the challenges that they face when supporting
self-management. Moreover, prior research found that different
views and expectations on self-management support between
patients and healthcare professionals might cause tensions be-
tween them [21]. Therefore, in order to fill these gaps, a deeper
understanding of the experience of patients and healthcare pro-
fessionals surrounding lymphedema self-management is need-
ed, which may contribute to the development of targeted and
effective strategies for enhancing BCRL self-management.

The purposes of this qualitative study were to (1) further
explore patient perspectives on lymphedema self-manage-
ment, including the experiences, knowledge, behaviors, moti-
vators, barriers, and support needs during lymphedema self-
management, and (2) gain insight into healthcare profes-
sionals’ attitude towards, challenges with, and role in lymph-
edema self-management.

Methods
Study design

This qualitative study, with phenomenological approach, was
conducted following the Consolidated Criteria for Reporting
Qualitative Research (COREQ) [22, 23]. Phenomenological ap-
proach is a strategy which focuses on giving a comprehensive
description of a phenomenon with regard to lived experience
[22].

Setting

The current study was performed in the breast surgery depart-
ment of a 3000-bed tertiary hospital in Guangzhou, China,
from September to November 2020. There was an established
lymphedema therapy center in the department.
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Participants

Purposive sampling method with maximum variation was
adopted in this study. The inclusion criteria for BCRL patients
were as follows: (1) age over 18 years; (2) diagnosed with
BCRL and prescribed a self-management program by a certi-
fied lymphedema therapist; (3) voluntary participation. Patients
were excluded if they were cognitively impaired or were unable
to communicate verbally unaided in Chinese. BCRL patients in
this department were outpatients or inpatients who were receiv-
ing targeted therapy or chemotherapy. Healthcare professionals
were included if they had more than 5 years of work experience
in the breast surgery department and were willing to participate.
Research ethical approval for this study was obtained from the
ethical committees of the hospital, and written informed con-
sent was signed by all participants.

Data collection

Participants who met the inclusion criteria were invited to par-
ticipate in semi-structured interviews. Patients were interviewed
according to the following interview guide: “How do you un-
derstand lymphedema self-management (namely take care of
yourself at home)?” “please tell me your lymphedema self-
management regimen?” “please explain your experiences and
feelings about lymphedema self-management?” “please de-
scribe your experiences regarding the barriers and facilitators
that influence lymphedema self-management?” “please tell me
what kind of support you received during lymphedema self-
management?” “please tell me what kind of support you need
to perform lymphedema self-management?” For healthcare
professionals, the interview guide included the following:
“what is your opinion of and attitude towards lymphedema
self-management?” “could you tell me what you have done
and what you will do about lymphedema self-management?”’
“what challenges/ barriers and facilitators have you experienced
while assisting patients with lymphedema self-management?”
Patients were interviewed via telephone or face-to-face at the
department. Healthcare professionals were interviewed face-to-
face in a private room at the department. Code names were
assigned to each participant instead of their real names. To
minimize bias, a trained female researcher (Huihui Zhao) who
was not part of the breast cancer department staff conducted the
semi-structured interviews. Each interview was digitally audio-
recorded and lasted from 20 to 40 min. Participant recruitment
was finished when data saturation was achieved, which was
when no new information emerged [24].

Data analysis
Audio-recordings of interviews were transcribed verbatim by

one researcher (Huihui Zhao). Data analysis was performed
using thematic analysis [25]. First, transcripts were read

independently by three researchers (Huihui Zhao, Chunlan
Zhou, and Yanni Wu) to have an overall understanding of
the text. They read the full text for several times and immersed
themselves in the data. After identifying the units of the anal-
ysis and extracting the key meanings, the initial codes of the
data were generated. Then, the results of the analysis were
compared and discrepancies were solved through group dis-
cussion with three other researchers (Wenji Li, Xiaojin Li, and
Liling Chen). Subsequently, these codes were organized ac-
cording to the relationship between different codes to
searching for themes. Finally, all elements were categorized
into main themes and theme names were identified by re-
search team. Data analysis software was not used in this study.

Rigor

This study is reported in accordance with the COREQ. To
enhance the dependability of the study, any disagreement of
the design, methods, data analysis, and results was all
discussed in the research team until a concordance was
reached. During the data analysis, all the participants’ points
of view were taken into account and all data were analyzed in
a team-based fashion. To guarantee authenticity of the study,
all categories were supported by participant quotations. To
establish transferability of the study, clear descriptions of the
sampling methods, inclusion criteria, exclusion criteria, and
participant characteristics were provided.

Results
Demographics

In total, 13 BCRL patients and 9 healthcare professionals were
enrolled and interviewed. Participant demographics are pre-
sented in Table 1.

Themes

Five themes were identified regarding the experience of pa-
tients and healthcare professionals with lymphedema self-
management: theme (1) knowledge-attitude-practice sur-
rounding lymphedema self-management; theme (2) emotional
reactions towards lymphedema self-management; theme (3)
factors influencing lymphedema self-management; theme (4)
support needs for lymphedema self-management; theme (5)
healthcare professional support of BCRL self-management.
Themes, subthemes, and exemplar quotes from participants
are shown in Table 2. A graphical representation of the rela-
tionship between the themes is presented in Fig. 1.
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Table 1  Demographic characteristics of participants

Variable

Frequency (%)

Breast cancer-related patients’ characteristics (n=13)
Age (years)
Gender
Male
Female
Occupational status
Employed
Unemployed
Education level
Primary school
Middle school
High school
College or above
Marital status
Married
Single/divorced/widowed
Family monthly income (Chinese yuan)
<3000
3000-5000
5001-10,000
>10,000
Residence
Urban
Rural
Type of surgery
Modified radical mastectomy
Treatments received after surgery
No
Yes, chemotherapy
Yes, radiation therapy
Yes, targeted therapy
Yes, endocrine therapy
Lymphedema staging
0
1
2
3
Location of the lymphedema
Whole arm
Hand
Lymphedema side
Left
Right
Time since lymphedema diagnosis, month
Healthcare professionals’ characteristics (n=9)
Age (years)
Gender
Male

Female
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Mean 50.3, SD (8.7), range (34-65)

0 (0.0)
13 (100.0)

5(50.0)
5(50.0)

4(30.8)
5(38.5)
2(15.4)
2(15.4)

13 (100.0)
0 (0.0)

1(7.7)
7(53.8)
4(30.8)
1(7.7)

10 (76.9)
3(23.1)

13 (100.0)

0 (0.0)
13 (100.0)
7(53.8)
1(7.7)
3(23.1)

0 (0.0)
5(38.5)
6 (46.2)
2(154)

11 (84.6)
2(154)

4(30.8)
9(69.2)
Median 8, 25-75% percentiles (4.5-17.5)

Mean 38.8, SD (6.5), range (30-53)

1(11.1)
8 (88.9)
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Table 1 (continued)

Variable Frequency (%)
Function
Doctor 2(22.2)
Nurse 4 (44.4)
Lymphedema therapist 3(33.3)
Years in profession
2-5 years 1(11.1)
5-9 years 4(444)
10-19 years 4(444)
Education level
Bachelor degree 4 (44.4)
Master degree 3(33.3)
PhD degree 2(22.2)

Theme 1 Knowledge-attitude-practice surrounding
lymphedema self-management

Lymphedema self-management knowledge Knowledge is the
foundation of action. However, some patients (4/13) felt that
they did not have a good understanding of lymphedema self-
management and two reported that their family caregivers
were also not knowledgeable. They recalled receiving lymph-
edema education to learn more about lymphedema self-man-
agement, such as the definition of self-management and self-
manual lymph drainage (MLD) methods.

I don’t know much about lymphedema self-care. I didn’t
do it according to the prescribed self-management pro-
gram. I don’t understand what self-management is.
Please tell me, I really don’t understand [Patient, 13]

Attitude towards lymphedema self-management Most pa-
tients (7/13) had a relatively good acceptance and adaptability
towards lymphedema self-care. They realized that they should
take responsibility for their own body, whether that be active
or passive. They were willing to keep practicing lymphedema
self-management to control lymphedema better even though it
was troublesome.

There were several times that [ wanted to give up, but I
told myself I must do it (self-management). I will persist
in undertaking it. I want to become healthy physically
again. [Patient, 13]

However, there was one patient who misunderstood
lymphedema self-management. She complained that self-
management was not a form of lymphedema treatment and
that better methods for curing lymphedema should be provid-
ed to her.

At present...at present you only have this method. What
you have done just plays a role in relieving symptoms,
rather than curing lymphedema. Is this a form of thera-
py? No, it just relieved...relieved lymphedema, relieved,
without achieving the therapeutic effect [Patient, 4]

Self-management behaviors A majority of the participants
(11/13) said that they performed lymphedema self-
management activities. Activities performed by patients in-
cluded the following (frequency goes from high to low): ex-
ercise (rehabilitation exercises, walking, Tai Chi, square danc-
ing), limb elevation, compression sleeve, self-MLD, compres-
sion bandages, and intermittent pneumatic compression (IPC).
Two patients bought massage machines to do
pneumomassage at home. Despite a high level of engagement
with lymphedema self-management, patients generally did not
perform it according to the recommendations provided by the
lymphedema therapist. Some key measures, such as self-MLD
and compression bandages, were seldom performed, or were
practiced at a reduced frequency.

After the first phase of CDT, I seldom wore bandages,
maybe once a month. I just wore a compression sleeve
every day. [Patient, 11]
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Table 2 A full table of themes, subthemes, and exemplar quotes from participants

Themes

Subthemes

Examples of quotes

1. Knowledge-attitude-practice
surrounding lymphedema
self-management
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Lymphedema self-management

knowledge

Attitude towards lymphedema
self-management

Self-management behaviors

“She (lymphedema therapist) mentioned it (self-MLD) before, but she
did not emphasize how to do it, so I don’t know.” [Patient, 1]

“Anyway, I just engaged in self-management measures in my own way.
She (lymphedema therapist) didn’t tell me what kind of compression
garment should be used, so I just bought one on Taobao and I don’t
know whether it suits me.” [Patient, 9]

“I don’t know how to do self-MLD, I think my method that I massaged
myself was wrong. My husband knew that my arm was swollen and he
massaged me with great force, which made me feel very painful.”
[Patient, 2]

“For now, I will stick to do it (self-management). My arm is swollen,
there is no other way to cure it, so I have to do it (self-management).”
[Patient, 1]

“With my arm like this, I have always insisted on doing it
(self-management). If I do not undertake self-management, I will not
be able to go on with my life, it (lymphedema) affects me a lot.”
[Patient, 2]

“My own body, I must...In the past, I thought that... I was young and
didn’t pay much attention to it. Now... I must take care of myself
better.” [Patient, 3]

“Nobody wants to wear it (sleeve). It made me feel uncomfortable. It’s
uncomfortable, but I still have to wear it. If you don’t insist, it has no
effects on controlling lymphedema. Every morning when I wake up,
the first thing I do is to wear it. | have formed a habit of it.” [Patient, 6]

“I can’t stand my arm swelling like this, I must do it.”” [Patient, 7]

“I do not have any views on lymphedema self-management, it is not
tiring. [ think I can stick to it.” [Patient, 11]

“Sometimes, | wear the compression sleeve and massage myself. When |
am resting, I usually elevate my arm. But I seldom do
exercises.[Patient, 1]

“After the first phase of CDT, I did not conduct self-MLD or wear
bandages, and I seldom wore a compression sleeve. I just did exercises
and elevated my arm during bed rest sometimes.” [Patient, 2]

“After the first phase of CDT, my lymphedema self-management is to
wear bandages or a compression sleeve and go to Tai Chi every day. I
also elevated my arm during bed rest sometimes”[Patient, 3]

“I wear a compression sleeve and do exercises almost every day. I go for
a walk in the park every morning. At night, I elevated my arm with a
pillow during bed rest.”[Patient, 5]

“Over the past few years I have insisted on wearing the compression
sleeve every day, no day falls. I wear it for the whole day and take it off
when I go to bed at night. Besides wearing the compression sleeve, I
also do rehabilitation exercises twice a day, or go to square dancing in
the morning.”[Patient, 6]

“After CDT treatment, I wear bandages one or two days a week. In the
evening, I wear them (bandages) after taking shower. As for the
compression sleeve, (the frequency of wear compression sleeve)
almost four days a week. In addition to these measures, I seldom take
other self-management measures (e.g. massage).”’[Patient, 7]

“After CDT treatment, I seldom wear bandages, I just wear a sleeve
sometimes, but I am lazy, I do not wear it every day.” [Patient, 8]

“In general, | wear a sleeve at night. Sometimes, | massage myself or do
exercises.” [Patient, 9]

“For me, when I have time I will perform self-management, including
doing exercises, wearing sleeves and massage, but I seldom engage in
it.” [Patient, 12]

“In general, I wear a sleeve and receive intermittent pneumatic
compression therapy. I bought an intermittent pneumatic pressure
therapy apparatus at home. I wear the sleeve for 7-8 hours a day and
undergo intermittent pneumatic compression therapy for 3-4 times a
day.” [Patient, 13]
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Table 2 (continued)

Themes Subthemes

Examples of quotes

2. Emotional reactions towards Anxious
lymphedema self-management

Troublesome

Hopelessness

Desire

3. Factors influencing lymphedema Sense of self-value
self-management

Fear of aggravation

Discomfort

Restricted function

“I measured my arm circumference several times a day, but it was still as
big as before. I just wanted to know whether my arm can be
recovered.” [Patient, 11]

“I think it (self-management) is troublesome, troublesome.” [Patient, 1]

“I do not want to wear bandages and a sleeve, I feel very annoyed
(crying).” [Patient, 11]

“I think it (self-management) is very troublesome.” [Patient, 7]

“So tired, I just feel so tired because of lymphedema self-management.”
[Patient, 13]

“What makes me feel hopeless is...self-management can not cure it
(lymphedema). Now I do not know what to do.” [Patient, 6]

“Well, for BCRL, nothing can be done about it.” [Patient, 1]

“Lymphedema self-management is a life-long process, I felt hopeless.”
[Patient, 13]

“I just want to know if there is any way to cure it, can you tell me how to
treat my arm?”’ [Patient, 2]

“I hope that healthcare professionals could have a better way to treat it.
Just like taking a course of fast-acting tablets, my arm could be as
normal as before.” [Patient, 7]

“I hope that there is a better therapy to cure lymphedema.” [Patient, 1]

“What I only hope is that we can cure lymphedema as soon as possible.”
[Patient, 6]

“I want to return to my life before lymphedema.” [Patient, 11]

“Although my family members help me wear the bandage...sometimes
they are not at home, or because of other reasons they did not help me
with it. I should leamn to wear it by myself. It’s more convenient that I
wear it by myself. It’s impossible for every family member to learn it, I
can also do it by myself.” [Patient, 3]

“I’m just afraid that I can’t take care of myself due to BCRL. I’ll be sad if
it comes to that point. I am an independent person.” [Patient, 6]

“Now, I have returned to work because I want to live a normal life as
before. More importantly, when I do my work I need to elevate my
arm, which can relieve my symptoms.” [Patient, 11]

“After breast cancer surgery, I returned to work. Lymphedema self-care
has a positive impact on my arms, so I can work as capably and
dependably as before (prior to BCRL).” [Patient, 12]

“I will still continue to carry out self-management, I’'m afraid... I’'m afraid
of the condition will worsen. Because I have learned from a book that
failure to control lymphedema in the early stage may leads to the
development of elephantiasic crus. If in that case, I really don’t know
what to do.” [Patient, 6]

“My arm is so swollen. It’s ugly if it becomes more swollen. I want to
relieve my symptoms through self-care.” [Patient, 3]

“I conduct lymphedema self-care because I’m afraid of that it gets
worse.” [Patient, 13]

“It’s too hot in the daytime, isn’t it? So, L...took it (bandage) off and I
didn’t wear the sleeve. It’s too hot, I didn’t wear it. If I wear it, my skin
will become red with sweat, you know.” [Patient, 2]

“It’s so hot in summer, I can’t stand it. I can not stay in the air-conditioned
room all the time. I am waiting for the weather to get colder, and then I
may wear it again.” [Patient, 3]

“I have bought bandages, but I could not stand wearing it, I just wore it
sometimes. I left it out when I felt pain. Usually, I wore it at night and |
left it out in the mid-night.” [Patient, 11]

“When I wore the sleeve, it was inconvenient for me to perform work
activities.” [Patient, 2]

“It was easy for me to get it wet when I wore the bandages for housework
or taking a bath. It was impossible for me to do nothing at home. That’s
unrealistic, isn’t it? I didn’t have access to the basic necessities of life
because of'it.” [Patient, 4]
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Table 2 (continued)

Themes Subthemes

Examples of quotes

Lack of time and energy

Lack of skills and knowledge

Family assistance

Self-management effects

Financial restraints

Patient characteristics

@ Springer

“When I wore the sleeve, all my fingers became swollen, which made it
inconvenient for me to perform housework and work activities.”
[Patient, 12]

“I don’t have time to do it (self-management), because I go to work from
morning to night.” [Patient, 11]

“I’'m busy all the time. I rarely have leisure time, I rarely have leisure
time.” [Patient, 12]

“For some patients, they need not to return to work because of the
disease, so, they may have enough time to undertake self-management.
For the patients who return to work, it is difficult for them to undertake
self-management because of the nature of their job.” [Healthcare
professional, 8]

“If patients are busy with work, they will not have enough time to
conduct self-care.” [Healthcare professional, 1]

“In general, I wear the bandages by myself, I can wear it by myself, but
am unskillful. The night before yesterday, when I wore it, I felt it was
so tight, and all my arm was numb.” [Patient, 7]

“I don’t know how to massage by myself, so I seldom do it.” [Patient, 2]

“I can’t wear bandages by myself, so I seldom wear it.” [Patient, 4]

“I don’t know how and what I should do regarding lymphedema
self-management.” [Patient, 9]

“Lymphedema self-management is associated with the patient’s learning
ability. If patients have sufficient knowledge and skills, they may have
a better self-management (outcome).” [Healthcare professional, 1]

“Patients’ skills and knowledge of lymphedema self-care is an important
factor. Some patients have poor skills and insufficient knowledge, so
they can’t understand it.” [Healthcare professional, 7]

“My family is so busy that it’s hard for them to help me.” [Patient, 5]

“My husband is busy with work. My children are young. It’s difficult for
them to provide assistance to me.” [Patient, 7]

“My family is so busy, I have to deal with it (self-care) myself.
Furthermore, I need to fulfill my family responsibilities.” [Patient, 12]

“My husband is busy with work and he’s away lot. My children are still at
school. In general, I stay at home alone.” [Patient 13]

“In general, I always do everything by myself. My daughter and
son-in-law are busy with their work, and they don’t have time to take
care of me. I don’t want to bother them with my problems. Unless one
day I can’t walk and I had to stay in bed, I will need them to take care
of me.” [Patient, 8]

“When I wore the bandages, it helped with the swelling of my arm, but it
made the back of my hand become swollen.” [Patient, 11]

“I bought a sleeve, but I think there was no improvement in my
lymphedema symptoms. When I put on it, my swelling decreased.
When I took off it, my arm became swollen again.” [Patient, 12]

“When I wore the sleeve or bandages, the swelling in my arm lessened,
but my fingers become swollen. So I think there is no need to wear it.”
[Patient, 2]

“I engaged in self-care for a long time, but I don’t think it works.”
[Patient, 4]

“Sometimes...if the symptoms were not improved, I wore the sleeve with
a reduced frequency.” [Patient, 5]

“During the treatment, many patients may give up the treatment because
of the financial restraints. For some patients, the price of compression
hosiery is too high to buy it.” [Healthcare professional, 6]

“It is easier for young patients to learn about self-management skills. Of
the patients we followed, most of (the ones) who had good
lymphedema self-management skills were young people. For some old
patients they were unwilling or unable to learn it and tended to rely on
their family.” [Healthcare professional, 8]
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Table 2 (continued)

Themes Subthemes

Examples of quotes

Severity of the lymphedema

4. Support needs for lymphedema
self-management

Psychological support

Instrumental support

Social support

5. Healthcare professional support ~ The attitude of healthcare
of BCRL self-management
self-management

The role of healthcare professionals in

lymphedema self-management

professionals towards lymphedema

“The characteristics of patients are different, if the patient is a negative
person, she will not conduct self-management well.” [Healthcare
professional, 3]

“I think self-management ability is related to patient age.” [Healthcare
professional, 4]

“At present I think it is unnecessary for me to conduct self-care, as it’s
nothing serious. If it gets any worse, I will engage in self-care
seriously” [Patient, 7]

“I do not feel any discomfort at all, it (my arm) is just swollen.” [Patient,
9]

“I hope that there will be someone who can understand my pain and
provide psychological comfort for me.” [Patient, 6]

“For the method of wrapping the bandages, I still want to... um...be
trained about it, to be more skillful, and then I can wrap it by myself.”
[Patient, 8]

“Oversight from healthcare professionals and family members is needed.
Although follow-up was conducted in our department, improvements
need to be made. For example, we didn’t conduct follow-up visits
regularly and we didn’t perform encouraging measures to improve
patient adherence to self-care.” [Healthcare professional, 4]

“During the process of lymphedema self-care, when I encounter
problems that I can not solve by myself, it is difficult for me to get
assistance from healthcare professionals. Where I live is far away from
the hospital that has a lymphedema therapist. Many medical resources
were not available.” [Patient, 3]

“If the cost of the lymphedema treatments, including the cost of self-care
supplies and lymphedema therapist therapy, can be covered by health
insurance. | think there will be more patients have access to the
lymphedema treatments and willing to continue to undertake
self-care.” [Healthcare professional, 6]

“I live in the countryside, there is no BCRL treatment therapy in the local
hospital. I don’t have time to go to the hospital which has advanced
treatment methods for BCRL.” [Patient, 9]

“So...I think follow-up is important.” [Healthcare professional, 7]

“We should follow-up regularly to strengthen patients self-care.”
[Healthcare professional, 5]

“Self-management must be important.” [Healthcare professional, 3]

“Patients’ lymphedema self-management is necessary.” [Healthcare
professional, 5]

“Um, actually, I don’t know much about it (lymphedema
self-management). I feel like that I don’t know much about it.”
[Healthcare professional, 3]

“During the lymphedema self-management process, first at all, we health
professionals tell patient what lymphedema self-management is and
how to conduct self-management. Then we evaluate their daily
self-care measures and the effects of self-care to help maintain their
health. If patients conduct self-care measures in the wrong way, we
need to help them correct it in time and support them if they need
it...Additionally, if there are better treatments, or new information, or
updated knowledge, we will provide this to patients in time to achieve
an optimal lymphedema self-management.” [Healthcare professional,
6]

“A variety of health education for patients and their family caregivers
were provided by us to promote self-management within the
healthcare system. Furthermore, critical oversight was conducted to
remind patients to undertake self-management.” [Healthcare
professional, 3]
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Table 2 (continued)

Themes Subthemes

Examples of quotes

Healthcare professionals’ dilemmas in

lymphedema self-management

“We provide health education for patients to help them undertake
self-management at home. Additionally, we also play a reminder role
through following-up with them.”[Healthcare professional, 2]

“At present, | think it is difficult for us to promote lymphedema
self-management. This is because physician engagement is not high
enough. Some physicians mainly focus on the breast cancer
treatments. For lymphedema self-management they rarely emphasize
the importance of it, leading to decreased awareness of
self-management.” [Healthcare professional, 4]

“I think it (lymphedema self-management) is a dynamic process that
needs continuous evaluation. However, as far as I know, what we
conducted for patients is fragmented, rather than a complete
management system. We need to formulate a systematic protocol of
self-management and improve the self-management system.”
[Healthcare professional, 9]

This phenomenon was identified by one healthcare profes-
sional who said,

Through the follow up, we found patients’ lymphedema
self-management behaviors were not so good.
[Healthcare Professional, 6]

Theme 2 Emotional reactions towards lymphedema
self-management

Anxious Some patients (2/13) were concerned about the
lymphedema and wanted to control it quickly. Recognition
that lymphedema is an incurable disease and a lack of symp-
tom improvement and progression despite self-management
were the main reasons for anxiety.

Promoting

Attitude

Healthcare professionals <—— Role

a N

Identify barriers
and facilitators

Identify

Dilemma

Fig. 1 Graphical representation of the relationship between the themes
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support needs

I just want my hands to be recovered. I have no other
needs. I’'m anxious, anxious. I want to achieve a quick
symptom improvement. [Patient, 1]

Troublesome Many patients (5/13) voiced lymphedema self-
management was troublesome. They explained that lymph-
edema self-management is a complex and time-demanding
process and that they needed to spend a good deal of time
on it in their daily life, which made them feel annoyed and
increased their psychological distress.

I do not want to continue self-management, I want to
give up. I conduct it everyday, I am irritable, irritable. 1
think it is troublesome. [Patient, 5]

Knowledge \

Emotional

experience

\ /
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Hopelessness Although self-management can control lymph-
edema, it cannot cure it. Some patients (4/13) felt hopeless
because the effects of self-management did not meet their
expectations. They stated that their arms became swollen
again when they took off the sleeve or bandage. They were
depressed because they had to live with lymphedema through
lifelong self-care.

If I wear the bandage, my arm seems like normal, but
when I take it off, my arm builds up again. Could it be
non-recurrent through self-management? [Patient, 2]

Desire

Given the lifelong requirements of BCRL self-management,
many patients (6/13) described their expectations for lymph-
edema treatment. They desired a new therapy that could cure
lymphedema. They wanted to improve their health status and
live a normal life.

I hope that healthcare professionals could provide me a
better way to cure it, to relieve my pain. [Patient, 5]

Theme 3 Factors influencing lymphedema self-management

Motivators (sense of self-value, fear of aggravation, se-
verity of the lymphedema, and patient characteristics
(younger age, a positive attitude towards lymphedema
self-management, strong self-discipline, and a high edu-
cation level)) and barriers (discomfort, restricted function,
lack of time and energy, lack of skills and knowledge,
family assistance, self-management effects, and financial
restraints) were identified according to statements by pa-
tients and healthcare professionals. Whether these factors
were considered motivators or barriers is dependent on the
individual’s unique situation.

Sense of self-value Some patients (5/13) reported that they
learned to deal with self-management as part of their daily life,
for the reason that they still viewed themselves as an able
person. They wanted to be independent and to show that they
were still able to do many things with their bodies.

You know, if I discontinued self-management, I would
be unable to engage in some activities of daily life such
as eating and washing. I don’t want to be taken care of

by others. Additionally, I also do housework everyday. I
must learn to take care of myself, right? [Patient, 2]

Fear of aggravation Some patients (4/13) reported that they
continued to perform self-management activities because they
were afraid of exacerbating their lymphedema. They recog-
nized the serious consequences of not taking care of their
lymphedema (e.g., irreversible physical damage, altered phys-
ical appearance).

Now, I just hope that my swelling will be stable without
changed symptoms. What I’'m afraid of is the deteriora-
tion of swelling. It scares me to death, right? I'm afraid
that my arm will become more swollen. [Patient, 2]

One healthcare professional shared the same opinion.

For some patients, they feel uncomfortable and want to
be healthy. All of these may promote them undertaking
self-care measures. [Healthcare Professional, 6]

Discomfort Some patients (4/13) stated that they felt uncom-
fortable (e.g., pain, numbness, itchy) when they wore a sleeve
or bandage, especially during the summer. Two patients said
that they felt very hot when they used compression garments
in the hot weather, leading to a poorly used compression gar-
ments. Increased discomfort from sleeves/bandages decreased
patient’ compliance with self-care.

When [ wore the bandage in the evening, I felt a pain in
my arm, all my fingers were numb and my skin was
itchy. It was uncomfortable, so I seldom wore it.
[Patient, 7]

This factor was also identified by one healthcare
professional.

Although there is relative more comfortable to wear
sleeve than bandage, patients also experience discom-
fort caused by the sleeve, leading to poor compliance
with self-care. [Healthcare Professional, 6]

Restricted function A few patients (4/13) reported that they
experienced restrictions and negative impacts of lymphedema
self-care on their daily lives and activities. The use of a sleeve
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or bandage indirectly interfered with activities, such as house-
hold chores, bathing, taking care of children, and work.

I need to take care of my grandson. The sleeve restricted
my movement if I wore it. It was inconvenient for me to
take care of my grandson. I was afraid of getting it wet
and things like that.... [Patient, 8]

Lack of time and energy Patients (3/13) and healthcare pro-
fessionals (2/9) reported that time and energy constraints in-
fluenced self-management. They needed to deal with many
things other than BCRL. Patients had to cope with and man-
age other chronic diseases or were busy with housework,
work activities, or taking care of children. They therefore
did not have enough time and energy to conduct appropriate
lymphedema self-management.

I rarely used the bandage, I am very busy now. I need to
take care of my grandson. In addition, I suffer from too
many other diseases, such as diabetes and hypertension,
and my neck and waist also hurt. I am more concerned
about the diseases that cause pain. I don’t have much
time and energy to conduct lymphedema self-manage-
ment. | pay little attention to it (lymphedema) now.
[Patient, 8]

Lack of skills and knowledge Skills and knowledge are impor-
tant to lymphedema self-management. Some patients (5/13)
noted that they lacked the knowledge and skills required for
self-care, especially with respect to bandaging and massaging.
However, they rarely asked healthcare professionals for more
educational training because they thought that the healthcare
professionals were too busy. Two healthcare professionals
(2/9) also identified a lack of skills and knowledge as barriers
to lymphedema self-care, but did not realize that the reason
why no help was sought was because the patients did not want
to disturb them.

I can’t wear it (bandage) well. Sometimes I felt that it
was too tight to bear, and sometimes I felt that it was too
loose. In a word, I can’t wear the bandages by myself. I
want to learn the skills from a lymphedema therapist,
but they are so busy that I don’t want to disturb them.
[Patient, 8]

Family assistance Some patients (5/13) complained that they
could not get enough support from their family regarding self-
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care. They explained that their family was busy with work
activities and most of their children were at school, so it was
difficult to receive appropriate support from family. The pa-
tients therefore had to cope with self-management alone.

I can’t conduct the self-MLD by myself. I can massage
my own arm, but it’s impossible for me to massage my
back and neck. My husband is busy with work and my
kids are at school. Nobody can help me. [Patient, 2]

Other patients (2/13) reported that they did not need family
assistance. Because social conformity and collectivism are
important in Chinese culture, they wanted to avoid burdening
their families and preserve a harmonious relationship with
their family.

I don’t need (help) from my family anymore and I think
what they have done was enough for me. I don’t want to
increase the burden on my family. [Patient, 6]

Self-management effects Some patients (5/13) stated that the
effects of self-management influenced their positivity of un-
dertaking self-management. They complained that there were
only slow progressions or unimproved symptoms after
performing self-management. They also noted that the use of
bandages/sleeves resulted in swelling of other parts of their
arm.

When I put on the compression sleeve or wore the ban-
dages in the daytime, my fingers become swollen and
my arm was still swollen without any improvement. If I
did not use the sleeve or bandages, there was no increase
in arm swelling, so I did not want to wear it. [Patient, 2]

One healthcare professional shared a similar opinion.

Whether or not self-management has an obvious effect
also affects patients” motivation, doesn’t it? [Healthcare
Professional, 4]

Financial restraints One patient (1/13) expressed that she
could not bear the costs of self-care. For example, she was
not able to buy new sleeves and bandages, because they were
expensive and not covered by health insurance. One
healthcare professional (1/9) also said that the high cost of
BCRL treatment is an economic burden on patients and leads
to reduced compliance with lymphedema therapy.
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It (the costs of compression hosiery) was so expensive
for me and it was not covered by health insurance. I
don’t want to use it anymore. [Patient, 10]

Patient characteristics Healthcare professionals (4/9) stated
that patient characteristics such as age, education level,
attitude, and self-discipline may influence compliance
with and the effects of lymphedema self-management.
They indicated that younger patients, with a positive atti-
tude towards self-management, strong self-discipline, and
a high education level, may have a better understanding of
and skills with self-management, leading to better lymph-
edema control.

For the patient who has strong self-discipline, she can
completely undertake lymphedema self-management
measures according to healthcare professional direction
and she thinks that what healthcare professionals say is
beneficial to the treatment of lymphedema. Besides self-
discipline, I think that patient education level is also a
factor. If a patient has a higher education level she may
search for lymphedema self-management knowledge on
the Internet to learn more about it. [Healthcare profes-
sional, 5]

Severity of the lymphedema According to the statements of
patients (3/13) and healthcare professional (1/9), severity of
the lymphedema may be seen as a motivator for self-manage-
ment. Lymphedema severity is evaluated with circumferential
tape measurements and an assessment of symptom severity.
Patients explained that if they suffered from mild lymphedema
with slight lymphedema symptoms, they might not focus on
it. If the condition worsened, they might take self-
management seriously.

For me, it (lymphedema) doesn’t have significant nega-
tive impact on my life, so I do not pay attention to it.
[Patient, 12]

One healthcare professional noted that if a patient had mild
lymphedema, less importance would be attached to self-care.

If the patient has mild lymphedema, she may not care
about it. If severe swelling occurs, the individual may
attach more importance to it. [Healthcare Professional,
6]

Theme 4 Support needs for lymphedema self-management

Psychological support A few patients (2/13) reported that they
hoped that healthcare professionals would provide psycholog-
ical support for them, such as encouragement, comfort, and
ways to reduce negative emotions due to their lymphedema.
They emphasized that receiving psychological support from
healthcare professionals would empower them to cope with
self-management. They were more likely to listen to
healthcare professionals.

I hope that the healthcare professionals will give us psy-
chological guidance. It is better if the healthcare profes-
sionals provide us with some encouragement, comfort,
or instruction. What healthcare professionals say is more
convincing, because they are professionals. [Patient, 1]

Instrumental support A minority of patients (2/13) said that
they had insufficient self-management knowledge and skills
and that they wanted to receive instruction and information
from healthcare professionals. They needed more tailored in-
formation about establishing a self-management daily routine
and appropriate bandaging techniques.

For the lymphedema self-management, healthcare pro-
fessionals are professional. I hope that they can provide
me with instruction regarding how to self-manage dur-
ing daily life. I really don’t know it. In general, I just do
it in my own way, I hope [the healthcare professionals]
can provide me with information accordingly. [Patient,
13]

Social support Both patients (3/13) and healthcare profes-
sionals (4/9) indicated that social support was needed to im-
prove compliance with lymphedema self-management. Such
support included encouragement from peers, intensive follow-
up by healthcare professionals, and the availability and acces-
sibility of medical resources. Patients expressed that the en-
couragements about how other patients implemented different
adaptive tasks would help them to practice self-management
better. Both patients and healthcare professionals emphasized
that follow-up evaluations were helpful for promoting self-
management. Participants also talked about difficulties that
reduced their access to better medical services, such as living
a long distance from lymphedema therapy and the high costs
of lymphedema self-management.

Uh...it is better...to establish a Wechat Group comprised
of many other BCRL patients. In this way, we can
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communicate with each other online, and I can learn
self-care experience from other peers. Furthermore, gen-
eral reminders (e.g., text messages) related to lymphede-
ma self-care are necessary to remind us to conduct the
self-care activities (e.g., exercise). [Patient, 1]

Theme 5 Healthcare professional support of BCRL
self-management

The attitude of healthcare professional towards lymphedema
self-management Healthcare professionals (3/9) stressed the
importance of lymphedema self-management. They consid-
ered lymphedema self-management to be an important part
of lymphedema treatment. The importance of self-
management support with respect to CDT treatment, which
is home-based and crucial for patients to control lymphedema,
was particularly emphasized.

I think lymphedema self-care is important. It is neces-
sary to strengthen self-management, because the second
phase of CDT is mainly conducted in the patients’
home, so the patients can’t rely on us entirely.
[Healthcare Professional, 4]

However, one healthcare professional reported that it was
the nurse’s duty to encourage patients to engage in a lymph-
edema self-management program, rather than the physician.

In fact, lymphedema self-management was mainly done
by nurses. We physicians seldom did it. I think physi-
cians are responsible for cancer treatments and nurses
are responsible for lymphedema care. We should have a
clear division of labor and do our own job well.
[Healthcare Professional, 7]

The role of healthcare professionals in lymphedema self-
management Healthcare professionals (4/9) said they serve
as support providers, health educators, and supervisors of
lymphedema self-management in order to motivate patients
to cope with the self-management. They described themselves
as working in the healthcare system to support patients to
improve their lymphedema self-management. When patients
alerted them to symptom exacerbation or consulted with these
healthcare professionals, they facilitated further assessment
and action as quickly as possible. Healthcare professionals
also described themselves as key to providing health educa-
tion and oversight of the self-management process. They
taught patients lymphedema management options such as
symptom self-monitoring, self-management skills, and a
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healthy lifestyle. Irregular follow-up evaluations were con-
ducted by them to remind patients to continue self-care.

We have provided patients with a platform that could be
used by the patients to give feedback or consult us with
their problems. Patients can learn lymphedema knowl-
edge on the WeChat Official Platform and they can
communicate with us through WeChat when they have
problems with lymphedema self-management. For ex-
ample, when an individual reports a symptom exacerba-
tion, after teaching her to measure her arm circumfer-
ence at home, initial assessment and instruction will be
conducted to enable the patient to return to self-
managing her health. If the patient’s problem can not
be solved through an online consultation, we will advise
them to come into the lymphedema clinic for further
treatment. [Healthcare Professional, 1]

Health educators must possess adequate lymphedema self-
management knowledge. However, a few healthcare profes-
sionals (2/9) noted that healthcare professionals who were not
lymphedema therapists were unfamiliar with lymphedema
self-management and could not provide appropriate instruc-
tion to BCRL patients.

Only lymphedema therapists have an overall under-
standing of lymphedema self-management. Many other
medical staff in our department were unfamiliar with
lymphedema self-management. So, when patients go
to a medical consultation, they may not be able to give
patients the right guidance, which may mislead the pa-
tient in some way. [Healthcare Professional, 6]

Healthcare professionals’ dilemmas in lymphedema self-
management Healthcare professionals (3/9) identified several
dilemmas that they faced while promoting lymphedema self-
management, namely insufficient human resources, a lack of
physician involvement, and incomplete self-management sys-
tem. They explained that there was a lack of trained lymph-
edema therapists or lymphedema specialist nurses to manage
BCRL in their department. They also mentioned that physi-
cians paid little attention to lymphedema self-management,
which had a negative impact on the patients’ awareness of
self-care. They also cited that the current lymphedema self-
management system is fragmented and lacks a systematic pro-
tocol or flow, which needs to be improved upon.

On the other hand, the human resources, the number of
the healthcare professionals who are responsible for
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BCRL management are insufficient. Most the time,
there is only one lymphedema therapist who undertakes
lymphedema management, including lymphedema
treatments, follow-up and so on. It is difficult for only
one person to finish these things, which may have a
negative effect on promoting lymphedema self-manage-
ment. [Healthcare Professional, 6]

Discussion

This qualitative study provides an deep understanding of the
perspectives of BCRL patients and healthcare professionals
towards lymphedema self-management. The current study ex-
plored the myriad experiences of BCRL patients with regard
to lymphedema self-management, including knowledge, atti-
tude, behavior, emotional experience, influencing factors, and
support needs. The attitude of healthcare professionals and the
dilemmas that they faced in the promotion of lymphedema
self-care and the support of self-management were also iden-
tified. Overall, these experiences provided a holistic view of
the multi-faceted issues surrounding lymphedema self-man-
agement. Patient knowledge-attitude-practice and emotional
experience were four important aspects of the implementation
of lymphedema self-management protocols. Healthcare pro-
fessionals supported self-management by identifying barriers,
facilitators, and support needs to help patients better engage
with self-management.

Our findings indicate that although most patients and
healthcare professionals had a positive opinion towards
lymphedema self-management, their self-management knowl-
edge was insufficient. Moreover, there was a misunderstand-
ing of lymphedema self-management among them. For pa-
tients, this lack of knowledge has a negative impact on their
ability to implement self-management activities and perceive
the benefits of treatment [12]. Knowledgeable healthcare pro-
fessionals play an important role in facilitating lymphedema
management [26]. However, those healthcare professionals
who were not lymphedema therapists possessed insufficient
knowledge of self-management, which coincided with the
findings of prior work [27]. Therefore, additional lymphede-
ma educational programs should be offered to improve both
healthcare professional and patient knowledge about lymph-
edema self-management. Healthcare professionals should em-
phasize that lymphedema self-management is an important
way to slow the progression of lymphedema. Moreover, this
study found that physicians had a low sense of participation in
the promotion of lymphedema self-management. This is be-
cause conservative treatments are still the primary therapies
for BCRL in China and most of these treatments are conduct-
ed by lymphedema therapists (nurses). Most physicians were
more concerned about breast cancer treatment than BCRL

treatment. However, as positive nurse-physician collaboration
is increasingly important to quality patient outcomes [28], the
participation of both groups of clinicians is necessary to ade-
quately promote lymphedema self-management.

Data from this study revealed that some patients did not
undertake self-management activities despite the recommen-
dations provided by healthcare professionals, or they did not
spend enough time per day on self-management activities.
These observations are in line with those of a previous report
[29]. Healthcare professionals should regularly evaluate if pa-
tients are performing lymphedema self-management activities
and what activities are being performed through follow-up or
during patient encounters. Modifications to self-management
activities can only be performed if the resulting regimen is
adequate for controlling the patient’s lymphedema. While
self-management regimens should be individualized, it is nec-
essary to develop standardized lymphedema self-management
regimens based on evidence-based nursing and to provide
patients with scientific instructions.

Participants in this study identified a set of facilitators and
barriers that affected lymphedema self-management, namely a
sense of self-value, fear of aggravation, discomfort, restricted
function, lack of time and energy, lack of skills and knowl-
edge, insufficient family assistance, self-management effects,
financial restraints, patient characteristics (age, education lev-
el, attitude, and self-discipline), and severity of the lymphede-
ma. These findings were supported by previous reports [4, 12,
17, 29-31]. To some extent, there is an interaction between
these factors and their role as facilitator or barrier is inter-
changeable [12]. For example, family assistance was regarded
as a barrier in our study because patients largely received
insufficient family support. However, family may become a
potential facilitator of increased adherence to self-
management if enough family assistance is provided to the
patient. This suggests that health education for families to
increase their awareness of the demands of lymphedema
self-management is needed. There was a conflicting substan-
tive relationship between self-management effects (barrier)
and severity of the lymphedema (facilitator). A marked symp-
tom improvement with self-care contributes to good adher-
ence, but mild lymphedema symptoms were associated with
poor attention to self-care. Therefore, healthcare professionals
need to be aware of the relationships between facilitators and
barriers, and are encouraged to take actions to strengthen the
facilitators while controlling the barriers to improve adherence
to self-management, such as for therapy-related factors, pro-
viding modified therapy measures may improve patient dis-
comfort and function.

According to our results, most healthcare professionals de-
scribed themselves as support providers, health educators, and
supervisors. They also discussed the challenges they faced
during their work. For the roles healthcare professionals
played, most of them still played a traditional role that told
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patients what to do [32]. In that case, patients tended to pas-
sively follow their instructions [16]. Literature shows that pa-
tients’ self-efficacy is significantly associated with their ad-
herence to self-management [33] and health beliefs about the
controllability of illness [18]. These indicate providing moti-
vation and encouragement to empower patients to increase
their self-efficacy and beliefs is of great importance. It has
been reported that self-management and patient-centered care
are closely linked [34]. It is necessary for healthcare profes-
sionals to develop a relationship of trust and cooperation with
patients. Moreover, various health education methods, such as
Teach-Back Method [35] and avatar-based technology [36],
can be utilized for the self-management training. Planned
follow-up by WeChat, telephone, or email is needed to mon-
itor patients. With regard to challenges healthcare profes-
sionals faced in the promotion of lymphedema self-manage-
ment, greater effort is required for the administrators of hos-
pitals to assign human resources rationally and optimize the
self-management system.

Of note, some patients participating in our research
expressed their emotional reactions towards lymphedema self-
management, including anxiety, troublesome, hopelessness,
and desire. The nature of time-consuming and the complexities
of self-management regimens negatively affected their psycho-
logical health. With high distress patients suffered, they would
like to be provided with psychological support. Besides
psychological support, patients also had need for instrumental
support and social support. Emotions can influence patients’
self-efficacy to cope with challenging situations [16]. It has
been demonstrated that psychological support and social sup-
port have positive impacts on individual’s physical and psycho-
logical health [37]. Therefore, more attention should be paid
to patients’ emotional problems. Furthermore, peer support
program has been found to have promising effects for BCRL
patients [38], but healthcare professionals should be cautious
when using the web-based group peer education without peer
training, which may have adverse impacts on outcomes [39].
With regard to the problem of the availability and accessibility
of medical resources, there is a need for government to provide
patients with financial support to reduce their economic burden;
for example, lymphedema therapy costs can be covered by
health insurances. Moreover, literature shows that actively in-
volving primary care physicians is beneficial to BCRL manage-
ment [40], which may contribute to providing patients with
universal and equitable access to lymphedema care. In that case,
BCRL education and training for primary care providers are
essential.

Limitations

This qualitative study was a monocentric study with small
number of patients. The participants involved in the present
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study were all female patients and there were fewer patients
having severe lymphedema (stage 3) and subclinical lymph-
edema (stage 0); thus, the generalization of the findings and
conclusions should be explained with caution. Further study is
required to confirm these results. Future research should be
conducted with diverse participants. Furthermore, studies that
explore the perception of patient’s family members are also
recommended.

Conclusion

In conclusion, our study provides insights into the perspec-
tives of BCRL patients and healthcare professionals on BCRL
self-management, which is crucial to improve the promotion
of lymphedema self-management and to enable patients to
achieve a better quality of life. Our findings suggest that it is
necessary to carry out more lymphedema educational pro-
grams to improve the level of knowledge and adaptive skills
of both patients and healthcare professionals. A deeper under-
standing of the factors that influence compliance may contrib-
ute to providing targeted interventions and appropriate ser-
vices. Better nurse-physician collaboration in the support of
BCRL self-management is needed in the future and more ho-
listic support should be provided to BCRL patients so as to
enable them to properly adapt to their condition.
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