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Abstract

Purpose This study systematically identified, evaluated, and synthesized qualitative literature on the experiences of breast
cancer survivors with lymphedema self-management.

Methods This systematic review followed the Joanna Briggs Institute meta-aggregation approach and was guided by the
ENTREQ, graded according to the ConQual approach, and evaluated using the Joanna Briggs Institute Qualitative Assess-
ment and Review Instrument (JBI-QARI). Qualitative studies related to the experiences in lymphedema self-management
among breast cancer survivors conducted until March 9, 2022, were searched. The selected studies were reviewed indepen-
dently, and the data were synthesized collaboratively into core themes.

Results A total of 24 studies were included, and 85 findings resulted in three synthesis findings: (a) breast cancer survivors
face challenges in lymphedema self-management, (b) breast cancer survivors are entangled in rebuilding a new balance
between different roles, and (c) breast cancer survivors seek internal and external resources to regulate negative emotions.
Conclusions Lymphedema self-management is a lifetime commitment and a challenge for breast cancer survivors, who find
it difficult to adhere to self-management and cope with their problems. They require timely and continuous effective self-
management education, and instrumental and emotional support from others, particularly healthcare providers and family
members.

Implications for cancer survivors Timely self-management education and access to lymphedema treatment and related
resources are important for survivors to prevent and manage lymphedema. Breast cancer survivors should develop coping
skills, and family members should participate in survivors’ lymphedema self-management.

Keywords Lymphedema - Breast cancer survivors - Self-management - Meta-aggregation - Qualitative studies

Introduction

Breast cancer is the most common cancer, with an estimated
2.3 million new cases in 2020 and a 5-year prevalence of 7.8
million cases worldwide [1]. The 5-year relative survival
rate for breast cancer is approximately 90% [2], and, with
breast cancer survivors living longer, their quality of life
must be prioritized.

Breast cancer-related lymphedema is a common compli-
cation of breast cancer treatment, with an incidence rang-
ing from 3 to 36.7% [3] and is mainly presented as pro-
gressive swelling of the upper limbs [4]. Lymphedema has
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various negative physical and psychosocial effects, including
decreased mobility and function, disfigurement, emotional
problems, and poor quality of life [4]. Lymphedema is an
incurable and lifelong threat to breast cancer survivors.
The International Society of Lymphology (ISL) 2020
Consensus stressed the importance of timely prevention
and management by tertiary prevention of lymphedema:
primary prevention to avoid lymphedema before its onset,
secondary prevention for treatment at an early stage, and
tertiary prevention for treatment at the late stage [5]. Self-
management plays a key role in the prevention and control of
lymphedema [6]. Self-management is defined as “the intrin-
sically controlled ability of an active, responsible, informed,
and autonomous individual to live with the medical, role,
and emotional consequences of one’s chronic condition(s)
in partnership with the social network and health-care
provider(s),” including medical, emotional, and role
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management [7]. To prevent the occurrence and progres-
sion of lymphedema, breast cancer survivors should engage
in timely and lifelong self-management [6]. However, pre-
vious studies have reported poor adherence to lymphedema
self-management [8, 9], which is why understanding how
patients truly feel and experience lymphedema self-manage-
ment is the first step toward improving their performance.
Several qualitative studies have explored the experiences of
survivors in lymphedema self-management [10—12]. Burck-
hardt et al. [13] described the experiences of female patients
with lymphedema. Ridner et al. [14] summarized ten catego-
ries of self-management activities and evaluated their level
of evidence. Dwarswaard et al. [15] identified the need for
self-management support from the perspective of patients
with chronic conditions. However, these studies did not
reveal how breast cancer survivors experience lymphedema
self-management.

Aims

This qualitative systematic review aimed to consolidate the
existing evidence regarding lymphedema self-management
of breast cancer survivors, which could enhance the under-
standing of health-care providers and allow them to provide
adequate patient-centered self-management support.

Methods

The qualitative systematic study followed the meta-aggre-
gation approach of the Joanna Briggs Institute [16]. The
study protocol was registered in PROSPERO and conducted
using the enhancing transparency in reporting the synthesis
of qualitative research (ENTREQ) checklist [17] (Online
Resource 1).

Search methods

A three-step search strategy was used [16]. Initially, we
searched PubMed and CINAHL and analyzed the text
words contained in the title, abstract, and index terms
used to describe lymphedema self-management. Then, the
second search using medical subject headings (MeSH),
terms, and free-text keywords was performed across Pub-
Med, Web of Science, Embase, CINAHL, PsycINFO, and
Cochrane from inception to March 9, 2022, and was lim-
ited to the English language. As the concept of self-man-
agement lacked clarity, this study did not use search terms
related to self-management but those related to “breast
cancer-related lymphedema” and “qualitative research.”
The search strategy for each database is shown in Online
Resource 2. After the second-step search, the studies
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were screened according to eligibility criteria. Finally,
we searched the reference lists of all included articles for
additional studies.

Eligibility criteria

Participants Individuals aged > 18 years who were diag-
nosed with any stage of breast cancer were included, without
restriction on the diagnosis of lymphedema. Studies were
included when breast cancer survivors had participated in
lymphedema self-management, along with the prevention
and management of lymphedema. Participants with primary
lymphedema and other types of secondary lymphedema
(except breast cancer-related lymphedema) were excluded.
Moreover, studies of different types of lymphedema but no
reporting data about breast cancer-related lymphedema in
particular were excluded.

Phenomena of interest This study explored lymphedema
self-management in patients with breast cancer.
Lymphedema self-management refers to the intrinsically
controlled ability of an active, responsible, informed, and
autonomous individual to live with the medical, role, and
emotional consequences of lymphedema in partnership
with social networks and health-care providers [7]. Studies
that only explored how lymphedema affected patients’ lives
but did not describe how breast cancer survivors dealt with
lymphedema were excluded.

Context Patients with breast cancer need to implement long-
term self-management during survival. This review consid-
ered studies conducted in all settings (e.g., home, primary
care settings, hospitals, and rehabilitation centers).

Types of studies This review included qualitative studies but
is not limited to those that used designs such as phenom-
enology, grounded theory, ethnography, and hermeneutics.
Mixed-method studies and dissertations were included when
there was a separate report in the qualitative data, and only
those published in English. Abstracts with no comprehensive
description of findings were excluded.

Quality appraisal

The quality of the studies was evaluated using the stand-
ard Joanna Briggs Institute Critical Appraisal Checklist
for Qualitative Research (JBI-QARI) [16]. Two independ-
ent reviewers assessed methodological quality, and disa-
greements were resolved through discussion or by a third
reviewer. A predetermined minimum of “yes” responses for
six items is required for inclusion.
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Data extraction and synthesis

Two independent reviewers extracted qualitative data
using Microsoft Excel 2019 (Table 1). The findings were
extracted by a primary reviewer and confirmed by a sec-
ondary reviewer. The principle of extraction is to maintain
the same level of extraction within a certain article, themes,
subthemes, or the authors’ rich descriptions under themes.
Moreover, two reviewers assigned credibility to each find-
ing—unequivocal, credible, and unsupported (Online
Resource 3).

Qualitative research findings were synthesized using a
meta-aggregation approach. Two researchers categorized
these findings based on similarities in their meanings. Only
unequivocal and credible findings were included in this
aggregation. These categories were then aggregated to pro-
duce a single comprehensive set of synthesized findings,
and each synthesized finding was graded according to the
ConQual approach [16].

Results
Search outcomes

As shown in the PRISMA flow diagram, the initial elec-
tronic database search resulted in 1163 articles, 599 of
which were duplicates and thus removed (Fig. 1) [18]. The
authors excluded 512 citations after screening the titles
and abstracts according to the eligibility criteria, and the
remaining 52 studies were included. However, eight of the
selected studies did not have a full text. After careful exami-
nation of the 44 studies with full texts, 20 were excluded
and 24 included.

Characteristics of studies

Table 1 presents the characteristics of the studies. The 24
studies were published between 2001 and 2021 and were
located in Australia (n=2), China (n=1), the USA (n=15),
Turkey (n=2), Japan (n=2), Canada (n=1), and Sweden
(n=1). They had various interests, including the experience
of living with breast cancer-related lymphedema (n=9),
self-management lymphedema (n = 10), perspectives on self-
management support, and support needs (n=35).

Methodological quality

The JBI-QARI quality assessment of the 24 studies is
reported in Online Resource 4 [16], and all of them scored
between 7 and 9 on the 10 questions. However, most stud-
ies did not perform well in three questions (Q1, Q6, and
Q7). Four studies showed a strong correlation between

methodological and philosophical approaches, five studies
located the researcher, either culturally or theoretically, and
only one addressed the influence of the researcher.

Findings of the review

In the 24 included studies [10-12, 19-39], 85 findings were
identified and classified as unequivocal (76) and credible
(9) (Table 2). They were aggregated into eight categories
based on similar meanings and three synthesized findings,
and the final synthesized findings were graded according to
the ConQual summary of the findings, as shown in Table 3.

Synthesized finding 1: breast cancer survivors face
challenges in lymphedema self-management

Breast cancer survivors have a long road to lymphedema
self-management and encounter different challenges at dif-
ferent stages of the disease. There are four types of situations
in lymphedema self-management: insufficient and conflict-
ing information, a hard road to treatment, poor adherence to
self-preservation, and problem-focused coping.

Category 1: insufficient and conflicting information Most
breast cancer survivors lacked knowledge of lymphedema
self-management [10] and were unaware that lymphedema
was a complication [28]. There was limited access to
lymphedema knowledge; however, most breast cancer sur-
vivors rarely requested more education because they per-
ceived that healthcare professionals were too busy [21].
Some received inaccurate and inappropriate information
that did not meet their needs [21]. They attempted to find
information from the Internet by trial-and-error attempts
or through incidental discovery via social networking
[34]. However, the information they searched for was frag-
mented and insufficient to help them with self-management.
Additionally, some survivors are aware of the dangers of
swelling, but they often fail to remember this information
because of severe distress or insufficient understanding of
cancer diagnosis [29]. Overall, survivors received inade-
quate and delayed education on lymphedema self-manage-
ment. A lack of education has reduced breast cancer survi-
vors’ confidence in monitoring and managing lymphedema
on their own [21], and they yearned for timely education
and instruction [10], “Um, one question that I have had is
so how long do I continue with these exercises, you keep
doing it forever? But no one answered that question, I don’t
actually know? There sort of not a lot of long term follow
through” [21].

Category 2: a hard road to treatment Breast cancer sur-

vivors believed that the most challenging experience with
lymphedema was the struggle at the beginning when they
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Fig. 1 Literature identification

Identification of studies via databases and registers

CINHAL (n=149) > automatically by EndNote X9

Records removed before
screening (n=599)
Duplicate records removed

(n =448)
Duplicate records removed
by man (n =118)

Records excluded (n = 512)
Not about lymphedema self-
management (n = 402)

Not qualitative study (n=110)

Records not retrieved (n =8)
Conference abstract(n=8)

\4

Records excluded (n=20)
— > Not about lymphedema self-
management (n=9)

process
Records identified (n=1163) from
c PubMed (n=219)
= WOS (n=332)
S Embase (n=397)
£ Psycinfo (n=42)
S Cochrane(n=24)
Records screened
(n =564)
Records sought for retrieval
(= (n =52)
‘S
(]
o
8 A 4
Records assessed for eligibility
(n =44)

Data from breast cancer
related lymphedema patients
was not separately report
(n=10)

The results of the dissertation
are identical to the included

(n =24)

Studies included in review

published articles(n=1)

engaged in a long period of searching for a diagnosis and
treatment [20]. When breast cancer survivors notice symp-
toms associated with lymphedema, they usually seek help
from surgeons. However, some surgeons do not know about
lymphedema and do not elaborate on the cause of arm prob-
lems, methods of self-management, and available therapy
[27]. The lack of adequate information affect their proper
diagnosis, and delay access to training in self-management
skills and referral to treatment. Kozak et al. [19] reported
that some surgeons suggested taking aspirin or diuretics.
However, lymphedema specialists do not advocate these
therapies because they are ineffective. Improper induction
has made the road to treatment difficult, and survivors seek
further help from books, the Internet, and self-help groups
[27]. Moreover, in hospitals, particularly in an emergency,
they had to be constantly vigilant to remind medical profes-
sionals that there was no blood pressure or sticks on the

@ Springer

arm [22]. They felt frustrated that lymphedema was not
addressed, as in other chronic conditions, and there was a
general lack of awareness, resources, educational investment,
and insurance coverage allocated to the care of lymphedema
[22].

Adherence to the treatment to control arm swelling
is another difficult process. Many breast cancer survi-
vors experience physical discomfort as their arms swell
and seek intensive physical therapy again [35]. However,
most are afraid of wrapping their arms and are unwilling
to return to intensive physical therapy, which requires
visiting a physical therapist two to four times per week
for four to six weeks [35]. In the absence of financial
insurance, physical therapy is considered costly to cover
lymphedema therapy. Breast cancer survivors need medi-
cal and financial support to obtain lymphedema treat-
ment and manage their lymphedema, including attention
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from healthcare professionals, education, lifestyle coun-
seling, and access to healthcare sources [12].

Category 3: poor adherence to self-preservation Strategies
to prevent and manage lymphedema comprise exercise (arm
function exercises, walking, tai chi, and square dancing),
limb elevation, wearing compression sleeves, self-manual
lymph drainage (MLD), compression bandaging, and inter-
mittent pneumatic compression [10, 23]. Despite a high
level of engagement with lymphedema self-management,
patients generally do not perform lymphedema self-man-
agement per recommendations [23]. Some key measures
such as self-MLD and compression bandages are seldom
performed or practiced at a reduced frequency [10, 29], with
only a few survivors able to adhere to arm function exer-
cises regularly. Some participants had misconceptions about
exercise; they exercised only when they felt discomfort in
arms and stopped when their symptoms were relieved [23].
A few survivors purchased self-management devices (inter-
mittent pneumatic compression pump and home monitor-
ing devices) as recommended because they are expensive
and not affordable for most [26, 39]. The reasons for not
following the advice varied, such as a lack of interest in
achieving self-management requirements, insufficient goal
orientations and values placed on self-management, and pat-
terns of personal and family living that limit involvement in
self-management activities [28].

Survivors diagnosed with lymphedema had a better
understanding of lymphedema self-management than those
without it. They believed that self-preservation strategies
were important for controlling lymphedema and understood
that lymphedema could pose serious health risks if unman-
aged [29]. Although some survivors did not or could not
adhere to self-preservation strategies, most knew what to do
to make the best out of difficult situations [29]. Overweight
survivors face more difficulty in managing lymphedema and
reducing their weight simultaneously because medications
for breast cancer contribute to weight gain and make it very
difficult to lose weight, and excess weight makes it harder to
manage the symptoms of lymphedema [19].

Category 4: problem-focused coping Survivors encoun-
ter various problems during lymphedema self-manage-
ment. First, they had to adopt coping strategies to manage
lymphedema symptoms, such as deliberate efforts to manage
or change the situation [11]. They managed the situation by
changing the environment, themselves, or both [37], “I have
to think ahead. I can’t lift very heavy things with this arm,
such as moving files and other things, then I let my other arm
take the punishment” [37]. However, some survivors used
ineffective coping methods that worsened the lymphedema.
For example, a survivor learned to massage her arm through
a video but performed it incorrectly, and the lymphedema

@ Springer

then moved to her hand [32]. Additionally, racial and socio-
economic backgrounds affect coping recourses [32]. One
survivor described how being a White woman resulted
in having more personal resources to help her cope with
lymphedema, “I think in our culture, in general, it [being
White] affects everything. It doesn’t give us total access to
things, but it does give us access to things other people may
not have .... That’s just a reality .... There’s a lot of racism
still in this old rural state. So, yes, I think definitely the fact
that I have access to things, like good health insurance, you
know, have good jobs, definitely makes it easier for me to
cope with this” [32].

Second, lymphedema, or the risk of developing
lymphedema, has many physical function limits, such as car-
rying and lifting heavy objects [20]. Survivors had to accept
that lymphedema would limit their activities, disturb their
appearance, and require them to follow serious precautions
in performing daily tasks [32]. Initially, some patients over-
looked these limits and continued with previous practices,
but the exacerbation of swelling and other symptoms forced
them to acknowledge these limits [30]. Subsequently, they
had to develop many strategies to overcome the functional
limitations of lymphedema [20]; for example, to address the
limitations of lifting and carrying, they used roller bags [20].

Third, adherence to lifelong lymphedema self-manage-
ment was challenging. A lack of a routine for lymphedema
self-management causes a high likelihood of forgetting it,
irregular self-management, and unsatisfactory management
effect [30]. To establish a routine, some survivors made the
lymphedema self-management part of getting ready for the
day and for bed. To maintain the established routine, they
tried to foresee changes in their lives and plans [35].

Additionally, some problems could not be solved by sur-
vivors, and they needed medical system support, such as the
cost burden of wraps and compression garments not covered
by insurance [19], and a lack of sufficient antecedent and
empirical knowledge to reflect [28].

Synthesized finding 2: breast cancer survivors are
entangled in rebuilding a new balance between different
roles

Lymphedema self-management interferes with survivors’
social roles, particularly those in the family. To rebuild a
new balance between diverse roles, survivors make changes
and need support from their families and peers. The fol-
lowing categories for entangled roles and rebuilding a new
balance were identified:

Category 5: entangled in different roles Survivors have many
social roles, such as housewives, mothers, and career women.
However, the patient role of lymphedema self-management
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restricts and interferes with social roles, particularly sur-
vivors’ roles in the family. When survivors followed their
doctors’ or physical therapists’ advice, they faced particular
challenges in completing household chores [38]. They had to
avoid using the affected arm to lift more than 10 pounds and
reduce the number of repetitive movements [35]. Arm mobil-
ity is also compromised because of swelling, pain, or treat-
ments. At the beginning of lymphedema treatment, the arm
is initially wrapped in up to eight layers of bandages, thus
making the use of the arm difficult because elbow motion is
decreased and the bandages must be kept dry [38]. Although
physical limitations interfere with household chores, survi-
vors do not want others to worry; thus, they delay informing
others about their condition [24].

For working survivors, lymphedema results in physical
limitations at work, and they feel handicapped and incon-
venient [33]. With visible signs of lymphedema, including
enlarged swollen arms, puffy swollen hands, or the compres-
sion garments they wore, they experienced much distress
[33]. The visible signs of lymphedema signal that survivors
have disability, but most do not want people to think that
there is something wrong with their arm; they try to cover
the arm during work [33]. For survivors who could not cover
their swelling arms, visible signs resulted in more distress
[33]. A waitress shared her experience, “My boss constantly
reminded me that I would better cover my hand well so that
our customers would not be scared. I understand that people
might lose their appetite if they see my swollen hand, or they
might think something worse. Every time I reminded myself
to only use the other hand to put food on the table so that [
do not give people the chance to compare [my hands], I am
really stressed out, as if I had something very disgusting”
[33]. Survivors whose work demands regular lifting may
receive aid without asking because of their visible symp-
toms although some managers are irritated by coworkers’
active assistance and yell at the survivor. To preserve their
employment, survivors frequently prefer to overlook their
employers’ verbal abuse.

Most survivors struggled with self-management activities
in the context of caring for others or other responsibilities
related to family life [25]. They felt obligated to sacrifice
time for self-management to take social roles and consid-
ered continuing normal social roles as a priority, particularly
for a survivor with child-rearing tasks [24]. Family roles as
wives or mothers would take up too much time, attention,
and energy, thereby leaving survivors physically and men-
tally exhausted to engage in self-management activities [25].

Category 6: rebuilding a new balance Breast cancer sur-
vivors made various changes to rebuild a new balance
between patient and social roles, with the degree of change
depending on the family’s previous patterns of functioning
and resources [36, 38]. Some survivors had strong family

support and could adapt well to a new balance [32]. Family
members often help bandage their arms, handle household
chores, and adjust work schedules or change jobs to accom-
modate the needs of survivors [11, 32]. However, those who
lacked family support experienced crises and required help
[36]. Survivors feel inspired when they receive support from
peers and hear stories and recommendations [10, 11]. How-
ever, they sometimes feel a lack of social support and receive
negative verbal and nonverbal reactions from others, such
as insensitive comments and strangers staring at their arms
[22, 24]. People around them usually seem oblivious to the
chronic nature of lymphedema [22], and, with insufficient
support, survivors may selectively disclose their illness [24].

To adapt to the patient role, survivors who do not want to
or do not perceive the need to stop participating in certain
family leisure activities because of lymphedema change or
rethink their participation (i.e., getting different equipment
and planning how they will participate more carefully). They
limit their participation in outdoor activities and take precau-
tions to protect themselves, such as avoiding sunburns and
insect bites that may lead to infection [38]. Moreover, they
stop participating in certain activities that may worsen the
lymphedema [31].

Synthesized finding 3: breast cancer survivors seek internal
and external resources to regulate emotions

Survivors experience negative emotions during lymphedema
self-management, and they must manage their emotional
state by adjusting themselves and getting support from oth-
ers. Two categories were identified: negative emotions and
emotion regulation.

Category 7: troubled by negative emotions Breast cancer
survivors experience complex emotions during lymphedema
self-management [21]. Patients felt troubled when they
began treatment and management of lymphedema because
it is a complex and time-consuming process [10]. They felt
anxious because lymphedema was recently recognized as
an incurable condition and lacked symptom improvement
and progression despite self-management, and hopeless
because self-management did not work as they expected
[10]. It is frustrating, tiring, and annoying for breast can-
cer survivors to regularly deal with lymphatic limbs [34];
they many become depressed because they have to live with
lymphedema for the rest of their lives [10]. Additionally,
they felt marginalized that lymphedema was not addressed
as in other chronic conditions [10], particularly for survivors
whose jobs required lifting and constant use of the arms
and hands and those whose supervisors or employers were
neither understanding nor supportive [33]. One survivor
described her experience of being scared that she would
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lose her job at any time, “Mr. XX [my supervisor] did not
understand my situation as a breast cancer survivor with
lymphedema. He was upset when I tried to explain to him
the difficulties I had at work, such as holding the sample tube
for vibration and pushing or pulling heavy objects. When he
saw my swollen hand and arm getting worse, he yelled and
shouted at me, saying, ‘You should just stay home.’ I am
scared that I will lose my job any time” [33].

Category 8: emotion regulation To deal with negative emo-
tions, survivors compared their experiences with patients
whose condition was less understood, which helped them
feel better than others and generated a sense of gratitude and
comfort [11]. Another way is to adjust their values to pre-
sent-day reality, for example, accepting changes in physical
appearance, “I have changed my values. I don’t care about
things like that (the arm’s appearance) today. The main
thing is that I am healthy. So, that does matter” [37]. Some
patients use religious methods (e.g., prayers, meditation, or
believing in a higher power) to cope with lymphedema [32],
“I know that God just chose to answer my prayers in His
good time. That’s how I feel and now I ask more on behalf of
other people and for me to cope, not to change things” [32].

In addition, survivors seek psychologists to help them
manage their emotions because they trust experts more and
want encouragement, comfort, and a giving approach to reg-
ulate negative emotions. They also emphasize that receiv-
ing emotional support would empower them to cope with
self-management [10], and they need someone to rely on
[12]. Receiving sincere support, understanding, and prayers
empowered them to fight lymphedema [12, 32]. One survi-
vor said this about prayer, “My boss asked me if I wanted
him to put me on his prayer list at church. And I said ‘yes.’
And a couple of days later, I could tell. I could feel the dif-
ference... and it helped me cope” [32].

Discussion

Our synthesis provides insight into how survivors take
action to manage lymphedema. Breast cancer survivors
face many challenges in lymphedema self-management.
They lack knowledge about lymphedema self-manage-
ment and instructions on lymphedema treatment, and it
is challenging to adhere to self-preservation and cope
with various problems. Additionally, they have to rebuild
a balance between different roles and regulate negative
emotions. It is difficult for survivors to adhere to lifelong
lymphedema self-management; they need information and
instrumental and emotional support, particularly from
healthcare providers and families.

@ Springer

Lifelong lymphedema self-management
is challenging for survivors, and they need
information and instrumental support

The American Physical Therapy Association (APTA)
highlighted the fact that interventions for cancer-related
lymphedema should begin at the diagnosis of breast cancer
and continue through cancer treatment and survivorship
[6]. Therefore, effective early and continuous self-manage-
ment education is important. However, most survivors lack
sufficient knowledge, and always rely on surgeons. How-
ever, education is not the main duty of surgeons and they
tend to leave it to lymphedema therapists [19]. Hanna et al.
reported that majority of survivors received information
from their surgeons and medical oncologists, while only
a few were informed by physical/occupational therapists.
However, survivors thought useful information mostly
comes from physical/occupational therapists, while that
from surgeons and medical oncologists is not useful [40].
There was a marked underuse of rehabilitation services,
which might have led to low awareness of rehabilitation
by both patients and referring clinicians, restricted access
to services, and suboptimal adherence [41]. Thus, access
to physical therapy for patients with lymphedema should
be made more available, and physical therapists should
advocate their role in lymphedema education.

Recently, lymphedema self-management education is no
longer limited to printed materials; multimedia is gradually
being applied [42, 43], and survivors can acquire knowl-
edge on websites and applications. However, Omidi et al.
[44] found that group-based education is more beneficial
than social-network-based education. Thus, the cost-
effectiveness of the education model needs to be explored
further.

Self-management education alone is insufficient for
survivors for lifelong lymphedema self-management [45].
According to the synthesized findings, survivors generally
did not perform the procedure according to recommenda-
tions [10, 29]. Brown et al. established that only 31% of the
survivors had > 75% adherence to all lymphedema self-man-
agement behaviors over 12 months [9], and greater adher-
ence was associated with stronger beliefs about lymphedema
controllability, self-efficacy, perceived consequences, and
perceived self-regulatory ability [46]. To improve patients’
adherence to lymphedema self-management, promoting
survivors’ positive beliefs regarding the controllability of
lymphedema should be combined with self-management
education [46]. Survivors need instrumental support to
adhere to self-management, which refers to tangible sup-
port, such as helping survivors perform lymph drainage and
wear compression sleeves [12]. Instrumental support can
effectively help them internalize knowledge and adjust their
daily lives [15].
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Survivors are entangled in rebuilding a new balance
between different roles and need family support

When self-managing patients assume the tasks of role man-
agement, they are deemed to maintain, change, or create new
meaningful behaviors or life roles to manage the disease
and its associated effects [7]. As survivors usually perform
self-management behaviors in a family situation [47], fam-
ily members can strongly support them [48], and survivors
benefit from solid partnerships with family members [48].
Therefore, it is better to encourage family members to par-
ticipate in lymphedema self-management programs for survi-
vors. However, lymphedema self-management programs are
often aimed at educating and instructing the survivors and do
not emphasize the participation of family members [42, 49].

Emotion regulation is important in lymphedema
self-management, and emotional support should be
valued

Emotional management is important, and the way individu-
als manage their emotions can influence how they perform
their roles and medical management [7]. Breast cancer survi-
vors may develop various negative emotions in lymphedema
self-management, such as fear, dread, overwhelming trou-
ble, hopelessness, and worry. Fu et al. [50] reported that
lymphedema caused survivors to have negative self-identity,
emotional disturbance, and psychological distress. Psycho-
logical factors lead to low adherence to lymphedema self-
management [8], which is why survivors’ emotions should
be considered. Breast cancer survivors require emotional
support to cope with self-management. However, a system-
atic review of self-management support strategies revealed
that only 43.9% of the studies in primary healthcare practice
involved strategies for psychological coping with conditions
[51]. Several emotional interventions significantly regu-
late the emotions of breast cancer patients, such as muscle
relaxation training [52] and yoga [53], keeping a diary, or
participating in meaningful charity activities [48]. In the
future, these effective emotional interventions should be
incorporated into lymphedema self-management programs.

Recommendations for practice

The practice recommendations were based on the catego-
ries and synthesized findings of this study, and the rec-
ommendations were graded according to the JBI grades
[16]. We compiled breast cancer survivors’ experiences in
lymphedema self-management, thus demonstrating that life-
long lymphedema self-management is complicated and that
survivors need various forms of support.

Healthcare providers should provide patients with breast
cancer with timely lymphedema self-management educa-
tion, and physical therapists should advocate their role
in lymphedema education, as they can provide the most
useful information to survivors. The cost-effectiveness of
the education model needs to be explored further (grade

B).

e Self-management education alone is insufficient for sur-
vivors to adhere to lifelong lymphedema self-manage-
ment, and instrumental and emotional support should be
provided to help survivors solve tangible and emotional
problems (grade B).

e Access to lymphedema treatment and related resources
should be more available, and financial support should
cover the treatment of lymphedema and associated medi-
cal expenses (grade B).

e Family members should participate in survivors’

lymphedema self-management, help survivors prioritize

self-management, and rebuild a balance between differ-

ent roles (grade A).

Strengths and limitations

This review synthesizes studies exploring the experience of
breast cancer survivors in lymphedema self-management.
Owing to English language limitations, we may have missed
studies published in other languages. Our synthesis excluded
participants affected by primary and secondary lymphedema
caused by other diseases and studies wherein data from par-
ticipants with lymphedema were not separately reported,
which might have led to a loss of useful information. As
most studies did not involve and clarify the definition of
self-management, the included findings were screened and
judged by the authors according to their operational defi-
nition of self-management, which would have led to some
findings being missed due to authors’ partial understanding.
Additionally, we did not include grey literature and might
have missed research that had not been formally published.

Conclusion

Lymphedema self-management is a lifetime commitment
and a challenge for breast cancer survivors. Survivors find
it difficult to adhere to self-management and cope with their
problems, and they require timely and continuous effective
self-management education. Moreover, they need instru-
mental and emotional support from others, particularly from
healthcare providers and family members.

@ Springer
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