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Abstract

Objective: Breast cancer is the most commonly diagnosed form of cancer and the leading cause of cancer-related death
among Latina women in the United States. One aspect of recovery that has been underrepresented in the English-language
literature is the recovery of Latina women who have developed lymphedema, a debilitating condition characterized by
persistent swelling of the arm, hand, chest, and/or breast. To fill this research gap, a study was conducted to examine
the lived experiences of Latina women with breast cancer-related lymphedema.

Methods: Given the limited scholarship on this topic, qualitative methods were used to obtain a foundational and
nuanced understanding of Latina women’s experiences. Semi-structured interviews were conducted with a sample of
10 Latina survivors with breast cancer-related lymphedema. Data were analyzed through thematic analysis and constant
comparison methodology.

Results: The data analysis yielded three major themes: knowledge of lymphedema, impact of lymphedema diagnosis,
and coping with lymphedema. Participants had limited knowledge of lymphedema and its risk factors upon diagnosis, in
addition to barriers accessing quality care. They also noted psychological distress related to a significant financial burden
as well as social anxiety related to interacting with others while wearing compression gloves or sleeves. A major coping
strategy was receiving social support from friends, family, peers in structured support groups, and spiritual/religious
groups or practices.

Conclusions: Our findings bring to light contextual factors that may place Latina breast cancer survivors at increased
risk for lymphedema and for experiencing a high burden managing their condition. Recommendations are provided for
primary, secondary, and tertiary prevention.
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Women’s Health

In this article, we explore Latina women’s unique experi-
ences living and coping with lymphedema. Among Latina
women, breast cancer is the most commonly diagnosed
form of cancer and the leading cause of cancer-related
death.! With improved survival rates, 96% of Latina
women with local cancers, and 85% of Latinas with
regional cancers, will survive at least 5 years following
diagnosis.! Considering Latinxs comprise the largest eth-
nic minority group in the United States, with predictions
for dramatic increases in the aging population,? the num-
ber of Latina survivors will rise significantly in the coming
years. In addition, estimates suggest that 30% to 40% of
women who have undergone breast cancer surgery develop
breast cancer-related lymphedema (BCRL).? Thus, it is
critical to understand the experiences of Latina women liv-
ing with this disabling condition in the United States.

The American Cancer Society defines lymphedema as a
chronic condition resulting from lymph fluid build-up
under fatty skin tissue.* Women with BCRL may experi-
ence persistent swelling of the arm, hand, breast, and/or
chest; feelings of heaviness or fullness; decreased mobil-
ity; aching or tingling; and skin tightness or hardening in
the affected region.*® There is no cure for BCRL; there-
fore, it requires diligent consistent care to manage the con-
dition.* Research on women’s experiences with BCRL has
been conducted primarily with White non-Latina women
in the United States and internationally. Findings show
that breast cancer survivors have limited knowledge of the
existence of the condition and its risk factors, placing them
at further risk.>”® This is concerning given the ways in
which BCRL influences quality of life. BCRL may result
in physical, occupational, psychological, and interpersonal
difficulties. Physical limitations include restricted arm
movement, increased breast pain and swelling, fatigue and
difficulty sleeping, feelings of weakness, and achiness.*!
Symptom management requires significant time and
energy, such as engaging in physical therapy, bandaging,
wearing visible gloves or compression sleeves, avoiding
heavy lifting and strenuous activities, limiting the use of the
affected arm, and modifying or withdrawing from activities
at home (e.g. housework, childcare), work (e.g. heavy lift-
ing), or leisure (e.g. exposure to the sun) that exacerbate
swelling.*!° Having to rely on others for help can interfere
with the timely completion of tasks and result in feelings of
aggravation and distress.!

Additional psychological sequelac may include body
image concerns and low quality of life.>'*!? To avoid the
appearance of having a disability, and to prevent others
from staring and asking questions, women may try to hide
their compression sleeves or not wear them in public.>!?
Given the challenge of finding clothes that fit, women also
may spend considerable time dressing.>® Some women
have reported that BCRL serves as a reminder of their
breast cancer diagnosis and treatment,'? triggering fears of
recurrence and worry.’ Studies conducted with a majority
of non-Latina White women in the United States and

abroad show that women with BCRL have better psycho-
logical outcomes when drawing on social support, engag-
ing in faith-based practices, and using active coping
strategies.>’

Even though several factors place Latina women at risk
for lymphedema, there is a dearth of information about
their experiences with BCRL. Compared to non-Latina
White women, Latinas are more likely to be diagnosed
with larger tumors,'? at later disease stages,'> and with
more aggressive cancer types;'>'* to have mastectomies; '
to receive unnecessary axillary surgery;'¢ to be diagnosed
before the age of 50;!7 to have limited access to healthcare,
and to have lower levels of income and formal education.'®
These factors place Latinas both at higher risk of develop-
ing lymphedema and at a disadvantage in terms of access
to post-treatment rehabilitative care, especially if they are
Spanish monolingual speakers.'”2! Psychosocial risk fac-
tors such as employment in labor-intensive occupations
that require heavy lifting or greater use of hands,?? may
further contribute to disparities in the development and
experience of BCRL among Latina women.

Although research is limited, Black, Indigenous, and
People of Color with BCRL have reported more severe
symptoms than non-Latina White survivors.?® This is
important to note, as it suggests a need to further investi-
gate those factors that contribute to, and maintain, these
disparities, as well as to identify ways to ameliorate them.
In particular, Latina women have reported significantly
higher rates of swelling, pain, depression, and fatigue from
BCRL than their non-Latina White peers.?! In addition,
Latina women have reported (a) receiving limited infor-
mation about their risk of developing BCRL, (b) feeling a
sense of loss related to changes in their level of independ-
ence, and (c) difficulty coming to terms with the chronic,
lifelong nature of the condition. These findings are con-
sistent with a growing body of research showing that,
overall, Latina women report more negative outcomes
related to mental health, physical health, and quality of life
than non-Latina breast cancer survivors.!”?* Despite their
disproportionate burden, in our review of the literature we
only identified one study focused exclusively on the lived
experiences of Latina women with BCRL,** and another
that included Latinas within a multiethnic sample.?! Given
the limited data about this population and current data sug-
gesting great needs within the population, we designed a
qualitative study to examine the lived experiences of
Latina women with BCRL.?>?® The study was modeled
after a similar study conducted with non-Latina White
women by Heppner et al.!!

Methods
Methodological approach and design

In the current study, qualitative methods were utilized to
examine the lived experiences of 10 Latinas with BCRL
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living in the United States. This sample size is consistent
with that of similar studies reporting on understudied
health-related topics.!'?” These methods are indicated for
studies exploring and generating a nuanced understanding
of understudied areas of human behavior and experience.?’
Following an interview guide, individual interviews were
conducted to capture a description of the cultural, social,
and psychological aspects of the participants’ experiences.
Thematic analysis and constant comparison methodology
were used to analyze and develop interpretations of the
interview data.?®

Measures

Demographic questionnaire. Data were obtained about
women’s demographic factors such as age, immigration
history, formal education attainment, and marital status.

Interview guide. An interview guide was modeled after a
protocol created by Heppner et al.!' To develop the items,
the authors drew from the extant literature on lymphedema
and coping, as well as from their expertise on nursing
aspects of lymphedema and psychosocial aspects of prob-
lem solving. After conducting a pilot interview, they
refined the wording of the questions and incorporated
additional questions to assess the desired content. Using
their interview protocol as a starting point, we reviewed
each question’s relevance to Latina women and added
some specific questions to elicit cultural and language
issues. The updated protocol was pilot tested by the first
author with one Latina breast cancer survivor with BCRL
who worked as a staff member for a cancer support organi-
zation. With her feedback, we made minor edits to make
the language easier to understand. The final interview
guide consisted of 31 questions that focused on (a) the par-
ticipant’s history of BCRL, including lymphedema-related
difficulties, stressors, and symptoms (e.g. “How did you
find out that you had lymphedema?” “What changes to
your body or symptoms did you experience due to
lymphedema?”), (b) psychosocial issues such as coping,
social support, and the impact of lymphedema (e.g. “What
has been for you the most difficult part of having
lymphedema?” “Who or what has been the greatest help in
dealing with lymphedema?”), and (c) cultural and lan-
guage issues (e.g. “Do you think your cultural background
or religion affects in any way how you take care of your
health, especially the care of lymphedema?” “In what lan-
guage do you prefer to receive information regarding your
health?”). The complete interview protocol is available
from the first author.

Procedure

We recruited participants through gatekeepers in several
nonprofit organizations that serve the needs of Latina

breast cancer survivors in Florida, New York, and
Washington, DC. Our intention was to recruit a sample
that would yield a variety of experiences. Specifically,
we contacted gatekeepers at each of these organizations
and gave them information to publicize the study to cli-
ents diagnosed with lymphedema. Those women who
indicated interest in the study were subsequently con-
tacted by a research team member to ascertain their intent
to participate and to schedule the interview. The study
had Institutional Review Board approval #05203 from
the University of Illinois, and approval #1039429 from the
University of Missouri-Columbia. Participants provided
verbal informed consent, which contained all the ele-
ments of written informed consent, prior to the start of
the interview. Oral consent was obtained to lower poten-
tial barriers to participation, as women from immigrant
communities may not feel comfortable providing written
documentation of their full names and signatures. At the
beginning of the interview, women were read an informed
consent script with opportunity to ask questions. After
they agreed to participate and provided verbal permis-
sion to audiotape the interview, the interview started.
Acknowledgment of participants’ verbal consent was
recorded on file with their interview. For their participa-
tion, they received an informational package on health
promotion topics.

Of the 10 interviews, one was conducted by the first
author, a bilingual and bicultural Latina scholar with
extensive training and experience conducting qualitative
studies with Latina breast cancer survivors. The remaining
nine interviews were conducted by a fully bilingual Latina
graduate student who obtained training and supervision
from the first author. Participants had the option of com-
pleting the interview in Spanish or English; six partici-
pants elected to have the interview in Spanish. Each
interview lasted 60 to 90 min, was conducted by phone,
audiorecorded, transcribed, and reviewed for accuracy by
a bilingual research team member.

Data analysis

Two graduate student researchers conducted the thematic
analysis with training and supervision from the first
author. The analysis involved a systematic, iterative pro-
cess of coding transcripts to identify conceptual catego-
ries that captured participants’ lived experiences.?® First,
the coders independently engaged in open coding of two
transcripts, identifying salient aspects of women’s experi-
ences. Next, they discussed their coding process with the
first author, and consensus was established on the most
appropriate preliminary conceptual categories that fit the
data. Subsequently, each coder was assigned two different
transcripts in English and Spanish to code individually,
followed by a third transcript coded by both, to continue
ensuring consistency across coders. After reviewing
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coding of the third transcript, the remaining transcripts
were distributed across the two researchers for coding. As
the coding evolved and was refined, team members
returned to previously coded transcripts to ensure the cod-
ing scheme was consistently applied across all transcripts.
Thus, the credibility and trustworthiness of the findings
were enhanced by carefully training the coders, docu-
menting every step of the analytic procedures, and hold-
ing consensus meetings to establish agreement on thematic
categories.?® To further promote the trustworthiness of the
study, the Results section includes thick description, pro-
viding context for the participants’ comments and quotes.
In cases where the original quotes were in Spanish, they
were translated by fully bilingual researchers using the
back-translation method. Given the potential to identify
participants, research data are not shared.

Results

Participants

A national and diverse sample of 10 Latina women partici-
pated in the study. All identified as White. Nine out of 10
participants were immigrants and had lived in the United
States for 3 to 36 years (M=18.67; SD=11.51). Regions
represented include the Caribbean, Central America, and
South America. A diverse sample is important when
attempting to explore varied experiences. Participants’
ages at the time of the interview ranged from 40 to 68
(M=52.60; SD=9.65). Six participants were currently
married, and nine reported having children. Participants
lived with their spouse and children (n=4), their spouse
(n=1), their children (n=1), with roommates (n=2), and
alone (n=2). Formal education levels ranged from no for-
mal education (n=1), middle school (n=1), high school
(n=1), and some college (n=5), to college graduation
(n=2). In terms of access to healthcare, four participants
did not have any type of medical coverage, four had
Medicaid or Medicare, and two had private insurance.
Only four participants were employed outside the home.

Participants’ ages at diagnosis ranged from 38 to 64
years (M=49.00; SD=10.04). The surgeries they under-
went included lumpectomy (n=4), simple mastectomy
(n=1), lumpectomy and simple mastectomy (n=1), radi-
cal mastectomy (n=3), and simple and radical mastectomy
(n=1). All participants reported experiencing recurring
symptoms, such as arm swelling. Six participants reported
comorbid conditions such as depression, anxiety, asthma,
arthritis, high blood pressure, and osteoporosis.

Qualitative findings

Data analyses yielded three major themes: knowledge of
lymphedema, impact of lymphedema diagnosis, and cop-
ing with lymphedema. Each of the themes is discussed in
the subsequent sections.

Knowledge of Iymphedema. Participants reported that
knowledge was critical in managing this condition. How-
ever, many of them did not learn about BCRL until they
were diagnosed. Given their lack of information, many
engaged in behaviors that enhanced their risk of develop-
ing BCRL. Also, women reported inaccurate information
about BCRL, and when they were given information by
healthcare professionals, at times it was hard to process. In
the following paragraphs, we present these findings in
more detail.

Learning about BCRL. Six out of the 10 women did not
know that lymphedema was a side effect of breast can-
cer treatment, and only learned about the condition after
experiencing symptoms. One participant reported being
unaware of the condition’s name even though she had seen
the doctor:

[The doctors] did not mention the word “lymphedema” to me
at all; they only told me . . . that I was retaining liquid in that
arm . . . but I never heard the word “lymphedema” from the
doctors’ mouths; rather, I learned it when we started talking in
the support group . . .

Another participant explained: “[When I went to the doc-
tor, it] was the first time I heard of that illness because I did
not know that a mastectomy could lead to it.” Despite their
need for information and the fact that some participants
had complicating comorbid conditions, only three women
reported having regular access to healthcare information.
The six participants who chose to be interviewed in
Spanish reported a preference for Spanish-language mate-
rials, and the four participants who chose to be interviewed
in English reported a preference for English-language
materials. However, all participants agreed that it was
more difficult for Spanish monolingual Latina women
than for English-speaking women to find quality informa-
tion about BCRL.

Engaging in risk behaviors. Lacking knowledge of the
condition, many participants inadvertently engaged in var-
ious risk behaviors. One participant reported,

No . . . I did not know anything at all [about lymphedema]
because nobody talked to us about that, no. I learned about it
when my arm was already very swollen. Because I traveled to
[country] . . . and once I got there, I noticed after a few days
that my wrist was [swollen] . . . I was washing clothes by
hand [when I saw the swelling]. My daughters asked me
“What is going on? You are washing clothes by hand? Stop
doing it.” So I stopped . . . Truthfully, [we] thought [washing
clothes caused the swelling].

The fact that this participant carried a suitcase, was not
wearing compression sleeves on the flight, and washed
clothes by hand, likely contributed to her worsening symp-
toms. The participant further shared that only after she
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returned to the United States and attended a breast cancer
support group, did she learn these were lymphedema
symptoms; the group facilitator, who was a healthcare pro-
fessional, recommended she seek medical care and begin
treatment.

Reported information about BCRL. During the inter-
views, participants reported inaccurate information about
the condition. Four participants believed that lymphedema
could be cured: “I want it to disappear, for the swelling to
be gone from my hand in two or three years.” Similarly,
another participant said: “Well . . . that’s why I am taking
care of myself, I hope . . . that it does not return, because
who knows how it will be later, no, no, I can’t imagine it.”
One participant, in fact, reported that her healthcare pro-
vider suggested the swelling would go away:

I told him, “Look at my hand, it’s swollen.” And he said, “Oh
yeah, it’s a little swollen.” He wasn’t surprised, it wasn’t that
big anyway. But for me, it looks big, and he said, “Yes, it is
lymphedema, that’s okay. It will disappear after chemo is
over,” that’s what he said. And now chemo is over and still I
have it.

One participant did recall being told about lymphedema as
a side effect of breast cancer surgery. For her, obtaining
this information during the critical time of breast cancer
diagnosis and treatment implicated cultural and psycho-
logical complexities:

Being raised in a third world country, cancer means dying . . .
[The doctors told me I was going] to have a surgery where
they remove your lymph nodes from your arm . . . [and I
thought], just do the surgery, do what you have to do to keep
me alive. They said: “We took 18 lymph nodes.” I was like
“Ok. . . what is that?” Whatever, I mean; it’s too hard [dealing
with a breast cancer diagnosis]. [ mean, I didn’t understand it,
lymph nodes and all this. And I had my surgery, and everything
went smoothly ... So, she [the doctor] did mention
[lymphedema] when she was talking about all the things.
[But] it’s a lot of information that they give to you for
somebody who doesn’t have the knowledge skills.

Another woman reported,

... you have to do research on your own because there is
nothing out there . . . [the doctor said:] “By the way, you may
get this [condition] called lymphedema.” Oh yeah! I am going
to remember after having chemo and ... 6 months of
radiation? You want me to remember something about
lymphedema?

Overall, women reported acquiring a dearth of information
about lymphedema risk factors, symptoms, and prognosis.
Some participants did not have access to this information
even after showing symptoms. It was clear, however, that
lymphedema would eventually have a significant influ-
ence on their daily lives.

Impact of the lymphedema diagnosis. Being diagnosed with
BCRL affected participants in various ways. Experiencing
new physical symptoms resulted in a significant burden for
them and influenced their psychological well-being as
well. Their experiences in these two areas are presented
next.

Burden of lymphedema symptoms. Participants reported
symptoms that included swollen and/or firm arms, swol-
len wrists and fingers, numbness in the fingers, elbow
discomfort, and pain in the affected areas. They experi-
enced these symptoms as a great burden, and as a result
were unable to fully engage in daily activities as they had
prior to diagnosis. They reported experiencing limita-
tions when carrying heavy objects, getting dressed, and
engaging in housework; they also noted feeling easily
fatigued and uncomfortable while sleeping. One partici-
pant shared,

[lymphedema] does cause stress. It limits me, it means that I
have to ask others to stop what they’re doing to come and help
me . . . If my arm is too swollen and I’m in too much pain, I
can’t do things that I want to do.

Psychological well-being. Given that many symptoms
of lymphedema are visible, women reported changes in
their body image, which in turn influenced their psycho-
logical well-being. One participant reported: “When I
would see that one hand was thicker than the other . . .
that made me depressed.” One woman explained that
she felt self-conscious about others noticing she was dif-
ferent when wearing a compression glove: “one devel-
ops a psychological hang-up.” Being out in public was
particularly bothersome for participants. One woman
explained that people would ask about her arm, making
her self-conscious:

When I’'m out in public and when people see my arm or see
me with the stockings on my arm . . . they stop and ask me
whatitis. . . and why am [ wearing that? Why is my arm big?
Some people become persistent and then they want you to
explain and . . . not all the time do I have the time nor feel
inclined [to explain it].

To avoid raising curiosity, some participants changed
their habits and dress. For example, one participant sacri-
ficed a great deal of her social life, reporting that she
“would stay away from people” to avoid being asked
questions.

Women also experienced financial burdens and related
stressors that influenced their psychological well-being.
Due to their symptoms, four participants were unable to
continue working and one worked on call, experiencing
loss of income and additional stress to make ends meet.
One participant was greatly affected by her inability to
continue in her profession, given the need to use her arm
when working:
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But this goes beyond what one thinks or what one wishes . . .
in the sense that life has changed . . . I was a cook . . . and
now [ can’t do it . . . So I have not earned a penny since this
happened to me . . . It has affected me physically, spiritually,
emotionally . . . because it was my best time ever [when [ was
working], when I was the happiest.

Because lymphedema is expensive to treat, partici-
pants’ additional financial burden was particularly
stressful: “When I have to . . . buy the wraps . . . every
time is like $70 something dollars. When you’re not on a
stable income, it becomes very difficult . . . [the treat-
ment] is very costly; products for lymphedema are very
costly.” Similarly, another participant reported . . . [It]
is very expensive, I mean just the sleeve that you use . . .
it cost me $125 dollars.” Thus, women bore the addi-
tional psychological burden of facing these unantici-
pated expenses, which came after undergoing costly
breast cancer treatment.

Participants noted additional factors that enhanced,
and that hindered, their psychological well-being. On
the one hand, for a participant who was aware of the
condition before developing it, knowing her risk and
being able to control the symptoms was a protective fac-
tor. Another participant who was given information and
understood the risk of developing the condition reported,

I didn’t feel negative about [being diagnosed with BCRL]. . .
because, you know, because from the surgery I knew that
something would happen . . . they explained to me that with
massage therapy and with the different stockings . . . it was
something that could be dealt with.

At the same time, she did not anticipate the chronic nature
of the condition:

I wasn’t prepared to know that [lymphedema] is going to be a
life-long problem . . . So I’m just having to learn to deal with
it . . . after a while, it depresses [you] . . . if | have had [the
arm] swollen for say, three or four days straight . . . it cuts
down on my activities, my ability to do things for myself;
being able to pull the zipper up or do buttons or undo buttons,
and open things. It bothers me because I live alone

Women also felt distressed to have a constant reminder of
their breast cancer diagnosis. One participant made a dis-
tinction between willing and unwanted reminders she
could not ignore:

You know, if I want to be reminded of having had the surgery
or [breast cancer], because I, I’'m dealing with it by helping
others, that’s fine, that’s my choice . . . [Lymphedema] is a
constant reminder, you know, getting up one morning and
because it’s draining, my fingers look like toads, they are so
swollen. Overall, for participants, the far-reaching impact of
living with lymphedema was a source of considerable
functional, financial, and psychological burden.

Coping with lymphedema. As participants learned to control
the chronic nature of lymphedema symptoms, they found
them more manageable. Women reported using a variety
of coping strategies: they received social support, engaged
in downward comparison, and in passive and active cop-
ing. Each strategy is discussed next.

Social support. Emotional, informational, and instru-
mental support were critical to participants’ coping process.
Emotional support refers to interactions where support
was conveyed through verbal and nonverbal expressions
of caring. Informational support includes interactions
where support was conveyed through the provision of
information about the diagnosis, prognosis, and treatment
of lymphedema, whereas instrumental support encom-
passes interactions where support was provided via mate-
rial goods or services. Because of the distinct nature of
each type of support, we describe women’s perceptions
about them in separate paragraphs.

Participants reported receiving emotional support from
multiple sources: friends, family, peers in structured sup-
port groups, and spiritual/religious groups or practices. The
benefits of emotional support for the participants included
increased hope, strength, comfort, and the opportunity to
vent frustrations. For example, one woman described how
her friends’ concern and actions increased her sense of
well-being: “[My friends] have been the few closest [peo-
ple whom] I tell what is going on, and they are concerned
[about] what is going on with me . . . they pray and give me
hope that things will be better for me and my kids.” In addi-
tion, women often perceived religion and/or spirituality as
a source of emotional support, both through participation in
church groups and through prayer. One woman said, “I
pray using the rosary and so that has comforted me much.”
Also, some women reported receiving emotional support
from peers through their participation in structured groups.
Hearing other women’s stories was inspiring to them.

All participants reported receiving some type of infor-
mational support after the diagnosis. The information they
received was critical because it exposed them to key signs
and symptoms as well as strategies for managing the con-
dition. Sources of information included health profession-
als (i.e. doctors, nurses, physical therapists) and peers. One
woman stated, “[The massage therapist] taught me exactly
what I should do and what I should not do . . . she referred
me to a different place to go get a different glove and we
got the right measurements.” Furthermore, participants
received referrals, recommendations, and tips that helped
them manage their condition effectively from support
group peers and facilitators: . . . I found a woman who
also had lymphedema in the arm . . . she was going to the
same hospital . . . talking to other people is when you find
out . . . what places are the best [for treatment].”

Women reported that instrumental support from family,
friends, and health professionals was critical in their coping
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process. Nonmedical sources of instrumental support
ranged from help with household duties (e.g. cooking, car-
ing for children) to assistance with treatment such as giving
massages, coming along to medical appointments, serving
as interpreters, checking on swelling, and paying medical
bills. For example, one woman reported,

I have to be careful with [the laundry basket] if it is heavy.
I have to turn around and ask all the time, “Can you do this
for me?” “Can you carry this for me?” “Can you grab this
for me?”

Among sources of instrumental support, participants per-
ceived their immediate family members as the most con-
sistent providers. Finally, several participants reported
needing financial assistance, a type of instrumental sup-
port, beyond what was originally required for their cancer
treatment, particularly given added costs not covered by
insurance. Paying for services (e.g. massage) or equipment
(e.g. sleeves) was difficult for them; they noted the com-
plications that can arise from delaying these purchases
with a condition like BCRL. For many participants, finan-
cial needs went unmet.

Downward comparison. Several women compared their
experiences to those of others whose condition was more
acute than their own. One woman reported using down-
ward comparison to cope with breast cancer, and noted it
was a helpful way to cope with lymphedema as well. She
stated,

... I always remind myself that as bad as this may be, there
are others that are going through a lot worse and there are
others that are more limited. There are others, you know, that
can’t do half of what I do.

Another participant reflected on the fact that she had more
knowledge about the condition than one of her peers: “So,
my hand didn’t get that big. [ have it controlled and learned
to [manage the condition] . . . and I went to the doctor, but
[another] lady [had] lymphedema and she didn’t know
.. .” Feeling that they were better off than others, these
women expressed a sense of gratitude and comfort. One
woman shared, “. . . My arm swells, but [ know someone
in my support group who is worse off than me. Truly,
sometimes I think, ‘my goodness, thank God my symp-
toms are not like hers’.” Thus, through downward com-
parison, women appeared to contextualize the severity and
impact of their symptoms.

Passive and active coping. Women used a variety of
coping strategies to manage their lymphedema symp-
toms. These strategies included passive coping, such as
efforts to avoid or “wish away” the situation; and active
coping, such as deliberate efforts to manage or change the
situation. Participants did not use one of these strategies

exclusively; generally, they used passive coping to allevi-
ate the emotional toll of BCRL, and active coping to man-
age their symptoms.

Examples of passive coping included crying, feeling
helpless, and being resigned to accept the condition or
endure the symptoms. One participant expressed a wish to
engage in a behavior (e.g. exercise the arm) without fol-
lowing through. Another said: “I cry alot. . . Icryalot. I
try not to let people see me . . . I take a pill and go to
sleep.” Active coping strategies included engaging in self-
care behaviors (e.g. not putting strain on the affected
arm), using medical equipment as recommended, and
attending support groups and medical appointments regu-
larly. For instance, a participant engaged in several activi-
ties to help manage BCRL: “I have become more spiritual,
involved in church, reading, I listen to music, and do

yoga.”

Discussion

To our knowledge, this is only the second published study
focused specifically on the unique experiences of Latina
breast cancer survivors living with BCRL in the United
States. As presented in subsequent sections, many of our
findings are consistent with those of previous studies with
women of other ethnicities within the United States and
abroad, which suggests the universality of many issues
experienced by women with BCRL. Our major finding,
however, is the unique burden faced by Latina women liv-
ing with BCRL while experiencing limited access to
healthcare as well as financial strain.

First, we found that participants’ access to information
and quality care was severely restricted. High-quality infor-
mation was especially difficult to obtain for women seek-
ing materials in Spanish. Our participants had low incomes,
some had limited English-language fluency, and 80% had
Medicare or no health insurance coverage—all factors
associated with low health literacy, low quality care, and
poor health outcomes.?® Lymphedema care requires having
knowledge of the condition, identifying symptoms early,
and having access to ongoing and coordinated care, much
like other chronic conditions.* Thus, to successfully man-
age BCRL, women must establish an ongoing relationship
with a healthcare provider who will maintain their records,
coordinate care, and be available for consultation between
visits—all of which is hampered by financial strain, lan-
guage barriers, and limited access to care.

Consistent with prior research with Latina and non-
Latina samples in the United States, as well as with inter-
national samples, participants had limited knowledge of
their risk for lymphedema.>”32* This is likely to have
influenced their health outcomes, as knowledge is a major
factor in empowering women to manage chronic cancer-
related conditions.? Prior to their diagnosis, many women
had never heard of the word lymphedema; two-thirds of
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participants did not know they were at risk of developing
the condition. Knowing about risk factors would have
helped women lower their probability of developing
BCRL, as well as prompt them to seek immediate medical
care for emerging symptoms. Instead, the majority of par-
ticipants learned about BCRL after their symptoms began
to appear, and in many cases they had to research the con-
dition on their own—an especially challenging task for
patients with low levels of health literacy.

When noticing symptoms and approaching their doc-
tors, many women reported feeling their concerns with
swelling were trivialized. Also, although there is no cure,
some women were told that symptoms would resolve on
their own, creating false expectations and further eroding
women’s trust in their doctors. As a result, they turned to
other BCRL patients for information regarding treatment,
reflecting shortcomings in the quality of care they received.
In previous research, Latina survivors have indicated feel-
ing dismissed by their doctors, feeling like a “file,” rather
than a “patient.”® Together, these data point to structural
issues that need attention if we are to enhance outcomes
for Latinas with BCRL.

Despite their limited access to resources, participants
reported that, generally, their management of BCRL
improved over time. At the same time, significant chal-
lenges remained. Consistent with reports from research
with Latina and non-Latina populations,®***° continued
swelling and other symptoms rendered participants less
able to engage in activities independently than prior to the
diagnosis. Their occupational lives were disrupted as well,
consistent with previous reports in the literature about
Latina and non-Latina White breast cancer survivors.2¢3!
In our sample, the burden was especially high for a partici-
pant whose occupation felt very fulfilling, but was no
longer a vocational option for her given the areas of her
body that were affected.

For many participants, the added financial burden of
BCRL increased their psychological distress. Past research
has documented Latinas’ emotional toll related to the
financial stress triggered by a breast cancer diagnosis;>
this was exacerbated by the added out-of-pocket costs
required to manage BCRL.* In addition, Latinas experi-
ence greater financial repercussions given their dispropor-
tionate representation in occupations that require manual
labor at the time of diagnosis.3'** As such, they did not
have some contextual supports reported in other studies by
non-Latina White women with BCRL, such as generous
sick leave policies that would allow them to rest and
recover during crisis periods, flexible work hours without
cuts in pay, and employer-based health insurance to cover
the cost of the sleeves—all of which would ameliorate
their financial burden.?® Thus, the prohibitive cost of wraps
and occupational limitations made it difficult for partici-
pants to afford the most basic and necessary treatment for
BCRL.

Psychologically, wearing compression gloves and
sleeves contributed to feeling self-conscious in social situ-
ations and served as a constant reminder of their breast
cancer. Also, women reported a need to rely on family
members to fulfill many household duties; all of these
stressors have been noted by non-Latina women with
BCRL as well.®%!12 Thus, the diagnosis influenced vari-
ous realms of women’s lives, from their work life and body
image, to their finances and familial life. Given their many
challenges, women found various ways to cope.

Social support emerged as an important factor that
helped women manage the stressors associated with
lymphedema, consistent with reports from other stud-
ies.!!"** Participants reported finding comfort, hope, and
strength when sharing their experiences with a social net-
work of friends, family, support group members, and reli-
gious groups. Furthermore, women coped passively (e.g.
crying, avoiding others) and actively (e.g. engaging in
self-care, attending church). Consistent with findings in
previous research with non-Latina White samples, partici-
pants reported that having a positive attitude helped them
cope.!!

Contributions and limitations of the study

Through this study, we sought to expand our knowledge
of Latina women with BCRL, a topic that is underrepre-
sented in the English-language literature. Through quali-
tative inquiry, we gathered rich and nuanced information.
Findings revealed important factors that influenced wom-
en’s psychological and physical well-being and highlight
the great need for focused intervention with this
population.

As with any study, there are limitations. First, partici-
pants were recruited through organizations that offered
supportive services to Latina survivors. As such, it is
unclear if our findings would be transferable to women
who do not have access to supportive services, who are
likely to have even greater needs. In addition, our sample
included women who had limited English proficiency;
women fluent in English may have higher levels of health
literacy and self-efficacy navigating the US healthcare sys-
tem, resulting in different experiences. Finally, this was a
cross-sectional sample. It is possible that women’s needs
and level of distress change over time. In the remainder of
the article, we note implications and make recommenda-
tions for practice and future research.

Implications and recommendations

Given the progressive nature of BCRL, in the following
sections we discuss implications and provide practice rec-
ommendations tailored for primary prevention (i.e. to
lower the incidence), secondary prevention (i.e. to mini-
mize the negative effects), and tertiary prevention (i.e. to
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optimize survivors’ quality of life). We also highlight areas
for future research.

Primary prevention. Primary prevention efforts include
strategies aimed at precluding the development of the con-
dition. The National Comprehensive Cancer Network rec-
ommends that patients be (a) educated about lymphedema,
(b) monitored for lymphedema, and (c) referred for
lymphedema management when symptoms become appar-
ent.3® Yet, most study participants did not know what
lymphedema was. It is imperative that during the treat-
ment planning phase, healthcare providers educate Latina
patients about potential BCRL symptoms while normaliz-
ing the condition. For Latina women with limited English
proficiency and/or who may have low health literacy, med-
ically trained interpreters should be used when needed. In
addition, culturally relevant written or audiovisual infor-
mation should be available in Spanish, written at a low
literacy level, and presented in a format that is easy to
understand.’” Given the physical and emotional toll of
breast cancer treatment, providing resources that women
can access on demand (e.g. via a website or smartphone
application) may also be beneficial. However, a review
and evaluation of online Spanish health resources for
lymphedema was consistent with women’s perceptions;
the authors found that most materials were at a ninth-grade
reading level, showing deficiencies in understandability,
actionability, and cultural sensitivity.*® At the moment, two
websites designed specifically for patients present high-
quality information at a relatively low literacy level. These
are the National Cancer Institute and Centers for Disease
Control and Prevention Spanish-language websites “/in-
fedema” pages, which provide an overview of the condi-
tion, the lymphatic system, risk factors, symptoms,
treatment, and prognosis.***

Through research, it would be possible to identify mes-
sages and delivery formats that are most effective for pro-
moting early reporting of symptoms. Longitudinal studies
are also needed to explore whether interventions at the pri-
mary prevention level affect the development of BCRL. It
is also unclear whether comorbidities influence the devel-
opment of BCRL in Latina women. There is some research
suggesting that Black women who have undergone chem-
otherapy and have hypertension are at greater risk of
developing the condition than women without these risk
factors.*! Greater information about risk factors for Latina
women will help tailor effective interventions.

Secondary prevention. Secondary prevention of lymphedema
refers to strategies that reduce the condition’s impact. First,
it is important for women to feel respected as patients and to
be given accurate information about ways to manage their
condition. There is a growing body of research documenting
the failure of doctor—patient communication with Black,
Indigenous, and People of Color.*>* Thus, health profes-
sionals should be cognizant of potential communication

barriers with Latina patients. In addition to doctors, support
organizations play a major role in educating women. One
pilot study found promising results from a support program
for Latinas that provides information about lymphedema in
the first of three sessions.** Additional psychoeducational
programs that have empirical support are critically needed
to maximize women’s potential to manage BCRL.

Latina survivors manifesting symptoms of BCRL
should be able to obtain care before symptoms worsen.
Systemic changes are needed at the health system level to
ensure women are monitored for lymphedema. Health pro-
motoras, or community health workers, may help women
navigate medical systems, obtain timely services, and
identify sources of financial assistance to cover the costs
of gloves, sleeves, and other equipment. Cultural factors
should also be considered. For example, given the interde-
pendence among family members in Latinx culture, and
the fact that managing BCRL may require women to depart
from expected roles, service providers should consider
offering information sessions for women and their families
on activities to avoid and how to care for a loved one living
with BCRL (e.g. lift heavy objects for them).

Regarding research, longitudinal studies would provide
information about ways in which women’s support needs
change over time, as well as the most appropriate points for
individual and family intervention, with the goal of stop-
ping the progression of the condition. It would also be criti-
cal to examine how the progression of BCRL may contribute
to the development of, and may be influenced by, comorbid
conditions in Latina breast cancer survivors. Women in our
sample reported depression, anxiety, asthma, arthritis, high
blood pressure, and osteoporosis. Their combined manage-
ment has implications for outcomes related to BCRL. In
addition, more research is needed to improve doctor—
patient communication and relationship building, to facili-
tate early recognition and reporting of symptoms. Research
focused on assisting health professionals in identifying any
biases that may affect their ability to empathize and com-
municate effectively with patients is greatly needed, as well
as studies focused on best practices on the use of medically
trained interpreters.

Tertiary prevention. Tertiary prevention approaches aim to
optimize quality of life. It is critical for women to have
access to rehabilitation and mental health services. Mental
health professionals should be knowledgeable of the ways
in which BCRL influences women’s psychological well-
being. In particular, they should be prepared to help women:
(a) become comfortable negotiating changing roles in their
family, (b) address body image concerns and the process of
living with a constant reminder of cancer, and (c) develop
coping skills and strategies for reentering the workforce.
Given the benefits of social support for Latina breast cancer
survivors,* mental health professionals should help women
identify possible sources of support. Overall, the goal of
mental health treatment at this stage would be to normalize
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their experiences with BCRL and facilitate the acquisition
of skills and resources to enhance well-being. In this effort,
more research is needed to understand the role of language
and acculturation, and the efficacy of various therapeutic
approaches, in the attainment of optimal mental and physi-
cal health outcomes. We hope that by implementing our
recommendations for practice and research at all three lev-
els of prevention, progress will be made in ameliorating
cancer health disparities among Latina breast cancer survi-
vors living with BCRL.
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