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Abstract

Objective: Breast cancer rates are increasing among Samoan and
other Pacific Islander women, yet studies of their social support
needs are nearly non-existent. The purpose of this paper is to report
on the cultural dimensions of social support among Samoan breast
cancer survivors in Southern California.

Methods: Data for this paper came from a larger one-and-a-half
year study of the social support needs of Samoan breast cancer
survivors and their family and friends. In-depth, retrospective,
qualitative interviews were conducted with a purposeful sample
of 20 Samoan survivors who were recruited from an existing social
support program as well as the general community.

Results: We documented important informational needs and behav-
iors, social support needs and experiences, and spirituality issues
for the Samoan breast cancer survivors.

Conclusions: Our findings underscore the need for culturally-spe-
cific social support services for Samoans, as well as the necessity
of community-based participatory research to define and explore
social support and other survivorship needs in this understudied
population. Recommendations from the community report-back,
stressed the importance of expanding community Samoan cancer
social support groups through collaborations with Samoan leaders
and churches.

Introduction

There are an estimated 9.8 million cancer survivors in the United
States, approximately 2.2 million (22%) of whom are breast cancer
survivors." The psychosocial needs of breast cancer patients and
survivors are well-documented in the literature.* Unfortunately,
little research exists on the needs of ethnically diverse women
with breast cancer, many of whom have unique fears relating to
family and caregiving, coping, and spirituality.*> One significantly
unstudied population in cancer survivorship is Samoan Americans.
Of the nearly half a million Pacific Islanders (PIs) in the United
States, Samoans comprise the second largest population after Native
Hawaiians. In 2004 there were 60,520 Samoans living in the United
States, over 80% of whom resided in California.®” Breast cancer
is the leading site for cancer among Samoan women in California,
comprising approximately 27% of cancer cases.® Both national and
local data suggest that PI breast cancer rates are increasing, and
that the cancers are found at later stages of diagnosis compared
to white women.”!° Studies of the psychosocial needs of Samoan
breast cancer survivors, however, are nonexistent. The purpose of
this paper is to describe the findings from an exploratory study of
the social support needs and experiences of Samoan breast cancer
survivors in Southern California.

Methods

Partnership

Data for this paper come from a larger 1.5 year, cross-sectional
retrospective study of breast cancer experiences among Samoan
survivors, and their family and friends, in Southern California."
We engaged in a community-based participatory research effort

between two entities: the Samoan National Nurses Association
(SNNA) and the California State University, Fullerton (CSUF).
SNNA is a nonprofit organization founded in 1996 by a group
of Samoan nurse professionals to promote health education and
services, including monthly cancer social support groups, for the
Samoan community. CSUF is a teaching university, and members
of both SNNA and CSUF had successfully collaborated on two past
CBPR efforts, with the principles and activities described in previous
publications.'?!? In addition, a Community Advisory Board (CAB)
comprised of eleven leaders (including ministers, social workers,
health professionals, and breast cancer survivors) was convened by
SNNA and met quarterly with community and academic researchers
to inform, review, and approve all aspects of the study implementa-
tion and evaluation.

Participants

Eligibility for study participation included adults 18 years or older,
of Samoan descent, and having been diagnosed with breast cancer
and completed treatment for that cancer. We recruited 20 Samoan
breast cancer survivors using stratified purposeful sampling to
include those who participated in SNNA’s monthly social support
group program (n=10), and those who did not. The latter women
were found through announcements of the study at outreach activi-
ties, through personal contacts (such as family, friends, and church
members),and through community referrals. SNNA staff approached
each woman individually to introduce the purpose of the study, and
ask for their participation in one face-to-face interview; women who
agreed were scheduled for an interview at a location convenient to
the interviewee (usually the woman’s home).

Interview Questions

The interview guide was developed based upon existing literature
and social support theory,'* as well as from consultation with experts
in multiethnic breast cancer survivorship.? Two focus groups (one
with SNNA staff and the other with Samoan community leaders)
were conducted with 13 individuals to explore their views about
what topics (particularly cultural) should be included in the survivor
interviews. Lastly,the CAB revised and approved the final interview
guide, which included questions about needs during diagnosis, treat-
ment, and post-treatment, as well as impacts on feelings of sexuality
and body image, relationships with significant others, and spiritual-
ity/relationships with God and church. The guides were translated
into Samoan by a bilingual nurse at SNNA, reviewed by one CAB
member, and discrepancies were discussed and resolved by the two.
Instruments and procedures were approved by an IRB at CSUF, and
written informed consent (in English and Samoan) was obtained
from each survivor prior to the start of the interview.

Procedures
Four bilingual SNNA staff, each of whom was born in Samoa and
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had over 20 years of clinical and community experience in the
continental US, were recruited and trained by study research staff
on qualitative interview methods. These training sessions were
held over two days for a total of 8 hours, and covered how to put
participants at ease, why and how to ask open-ended questions and
probes, how to address issues such as reticence or distress, and how
to obtain informed consent. Each interview was conducted in the
language of preference of the survivor, tape recorded, and lasted
approximately 2 hours. At the conclusion the survivor received a
small monetary honorarium as a token of appreciation.

Data Management and Analyses

All interview recordings were transcribed and translated verbatim
by the study team. A set of transcripts were read by the entire study
staff, with major coding schemes developed during a total of five
meetings with study staff and consultants. All transcripts were
then analyzed by one researcher using Atlas.ti to identify and code
emergent themes, with weekly meetings between the university
researchers to refine codes and ensure appropriate application to the
transcripts. Once preliminary analyses were complete, summaries
were created and shared with study staff and CAB members for
comments and reflections. A final report-back session was held with
study participants and approximately 30 other community members
at a local restaurant in order to obtain further feedback regarding
study findings, generate overlooked areas for analysis, and discuss
implications for future services.

Results

Of the 24 survivors who were invited to participate in this study,
20 agreed to participate for a response rate of 83.3%. As shown
in Table 1, survivors were generally born in Samoa, married, and
had a high school diploma or less. Some survivors told study staff
that they felt a responsibility to participate because they belonged
to a rare group of Samoan survivors and had an important story to
tell. Several also shared with us that their life experiences did not
adequately prepare them to deal with their breast cancers, and that
through discussing their emotional experiences they would hope-
fully help themselves and others in the future.

Informational Needs and Practices During Diagnosis

and Treatment

Many survivors discussed problems stemming from their perceived
lack of education and familiarity with cancer. One survivor whose
highest level of education was a high school diploma told her inter-
viewer, “I didn’t go to school that taught anything about a woman’s
body. So I think [breast cancer] happened because I didn’t take
care of myself.” Survivors also talked about how little cancer is
discussed in Samoa, and how they perceived it to be automatically
fatal. One survivor shared, “I kept asking, what is cancer? Can
anybody explain to me exactly what cancer is all about? I know for
a fact that during that time back home, they never heard of cancer.
But right here in America, there’s a lot of people that go through
and die from cancer.”

For women diagnosed in Samoa, their lack of knowledge may be
exacerbated by the lack of infrastructure to be screened and treated
in a timely manner. A survivor shared her experience after being
screened in Samoa: “[The doctor]did a biopsy and sent the speci-

Table 1. Demographic Characteristics of Samoan Survivors (N=20)
| n (%)
Age
30-49 years 4(20.0)
50+ years 16 (80.0)
Born in Samoa or American Samoa 18 (90.0)
Marital Status
Married 12 (60.0)
Widowed/Divorced 8 (40.0)
Single 0
Highest Level of Education Attained
High school or less 11 (55.0)
Some college or more 9 (45.0)
Health Insurance
None 2(10.0)
Private/Medicare 16 (80.0)
Medicaid 2(10.0)
Number of Children
None 5(25.0)
1-2 6 (30.0)
3+ 9 (45.0)
Years Since Diagnosis
<5years 8 (40.0)
6-10 years 6 (30.0)
11+ years 6 (30.0)
Stage of Breast Cancer
Early (Stage I or Il) 14 (70.0)
Middle (Stage Il) 4(20.0)
Late (Stage IV) 2(10.0)
Social Support
Member of SNNA's cancer support group 10 (50.0)
Not a member of SNNA's cancer support group 10 (50.0)

men to Hawai’i, and it was almost three months after the biopsy
was done and I still hadn’t received a word from the doctor. And
the next thing I know, the janitor from [the hospital] told me that
I have breast cancer.” A few other survivors shared frustrations
with getting information from their doctors. In one case, a survivor
described that after having a negative experience with her doctor
during diagnosis in the United States, she ran into a friend who also
served as a nurse at the hospital. Luckily, the friend not only recom-
mended a different doctor but was able to make an appointment for
the woman to see him. These kinds of informal connections were
commonly used among Samoan survivors to access information
that influenced their diagnosis and treatment decisions.

Support groups play an important role, with many survivors
crediting SNNA’s monthly cancer support group program for pro-
viding information during and after their treatment. For all of the
women (n=10) who participated in SNNA’s support groups, being
with people who were the same ethnicity is part of the benefit, as
in the words of one younger, married survivor who said, “With my
own I can kind of adjust and kind of weigh out some of the things
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someone may say, versus being somewhere openly put on the spot.
I think I am more comfortable here.” Additional benefits were the
ability to talk about their treatment processes, and maintaining the
motivation to follow-up with treatment regimens. For women who
were not participants in the SNNA program (n=10), some still found
support groups that helped them better understand their disease and
treatment options. A younger divorced survivor described looking for
information with her sister for more information by stating: “I found
[the support group] through my medical team at Torrance Memorial.
They referred me to a couple of cancer support groups and I studied,
I read, I attended a lot of meetings and that’s how I found out a lot
more and more about cancer and [now] understand it.” However, it
appeared that fewer of these women relied on family members or
friends for support, suggesting that they either did not need support
or were unable to find needed support for their concerns. Younger
survivors appeared to be more comfortable than older ones in using
support groups, regardless of language spoken.

Traditional Samoan treatments were not widely used among the
survivors. “My grandma ... knew the best fofo (massage),” stated
one relatively younger survivor. “But she...just told me to keep go-
ing to the doctor. She more or less told me that fofo is for something
else and that ‘this kind of sickness is for you to go to the doctor.
That’s what the doctor is for.””” According to another older survivor,
Samoan treatments could also be harmful, stating, “I’m afraid the
more they massage [the breast] when they manipulate the tissues
so much, it kind of spreads [the cancer] around.” In only one case
did the survivor use Samoan treatment, after receiving radiation for
her early stage cancer.

Social Support Needs

Over three-quarters of the survivors talked about how losing their
breast was not the major concern of theirs. According to a younger,
married survivor diagnosed with stage IV breast cancer, “I told [the
doctor] you took my breast away. I don’t really need it now, I can
go without it. It doesn’t make me less of a woman than I am now,
so fine.” Similarly, an older widow of four explained that she was
less concerned about the cancer and more concerned about the loss
of her hair. “You know, so I thought that’s the only way I can get
on, get rid of this cancer. Then I was thinking, oh my God, when I
have a surgery I’'m going to have chemo. What will happen if my
hair all falls out?”” Only one younger Samoan survivor described
the change of her breast appearance as important. According to her,
“[The doctor said] oh you’re beautiful. But when I see myself in
the mirror and I think about the things that I went through, I can’t
see what is so beautiful. For me being alive is beautiful, but just the
physical part is what I have to get over.”

Breast cancer influenced the ways that survivors were able to
fulfill their roles as mothers and spouses. According to one widowed
survivor, being a mother and attending her only child’s gradua-
tion was more important than getting immediate treatment for her
stage III breast cancer. She shared, “I asked if we can postpone
[the surgery] until after...my oldest son’s graduation. My brother
said, ‘your surgery will be done and you will make it for your son’s
graduation. The longer it will not be done the bigger it gets. We will
schedule your surgery before the graduation and I promise you will
g0.” So I said okay.” The survivors, however, discussed the need for
assistance with routine chores such as doing the laundry, washing

dishes and cooking meals became challenging for many because
of the fatigue from chemotherapy. Many women shared that they
were not prepared to adjust their life from being the major source
of caretaking for the family, to being the one who needed support
and care from spouses and children. Most appreciated it when others
offered to help, although the survivors also recounted the burden
they felt by imposing on others. Dealing with her stage IV cancer
diagnosis soon after her husband’s death, this mother of nine said, “I
went through all [with] the support of my children and I didn’t want
to be a handicap to them, or like even going to my appointments,
the doctor said I'm not to drive...but I managed to drive with my
left hand. So this is how stubborn we are sometimes.”

Financial concerns were also important. Sixty percent of the
survivors were working full-time when they were diagnosed with
their breast cancers, and many shared the pressure they felt to go
back to work in order to support their husbands, children, and /or
larger community responsibilities. Women talked about how money
was a stressor, often because they were an important source of fi-
nancial support for their families. In the words of one middle-aged
mother of two who felt comfortable sharing her financial problems:
“[During treatment] I guess, I was going through a lot...and I was
really kind of forced ... back to work, cause at the time my family
needed support from me work wise because now my husband was
gone and financially that put us in a bind.”

Otherimportant areas of assistance included language, transporta-
tion,and child care. For instance, several Samoan-speaking survivors
relied on family to interpret with doctors. As briefly stated by one
Samoa-born survivor of stage III breast cancer, “I did not fully un-
derstand what [the doctor] was telling me, but my daughter was the
one I spoke to and she explained what the doctor was telling me.”
Similarly, survivors described spouses and older children as taking
care of younger ones, with distance (eg, in the case of the survivor
who was diagnosed in Samoa but received treatment in Hawai‘i)
posing an added challenge.

As we expected, survivors experienced many different kinds of
emotions throughout their diagnosis and treatment processes, includ-
ing depression associated with the fear of dying (during diagnosis)
and fear of recurrence (after treatment was completed). In addition,
some women described the strain breast cancer treatment put on
their relationships with their family members. In the case of a young
married woman who lived with her parents and other siblings: “I
had this one cousin who...was there to advise my parents on things
that they can help me. Because, you know, we as Samoans, [parents]
sometimes kind of talk down to you, and say ‘maybe you shouldn’t
have done that,” or ‘if you would have listened.” But they didn’t do
that, because they were advised by my cousin who was close to
me at the time. She talked to them, and so we had a [positive] time
because my parents were understanding, and they knew what I was
going through.”

Another problem a few survivors discussed was the influence of
breast cancer on their relationships with their spouses. The younger
survivor, who thought her spouse felt guilty when they had sex,
stated, “For a while he thought he did something that caused me
to get cancer. I said ‘no, I don’t think so,” but it changed a lot. Our
intimacy with each other wasn’t the same. .. it felt different. He was
afraid he might hurt me or something.”
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Social Support Experience

With regards to who helped the survivors cope with their many
stressors, the Samoan survivors we interviewed talked at length
about the emotional support they received from their family mem-
bers. Most often, survivors told only their spouses or children about
their diagnoses and treatments, and these family members helped
the survivors cope. “I feel my family should know about it. I need
them to pray for me.” Not all family and community members,
however, were able to provide the support that the survivors wanted.
In the case of many who lived in Samoa, breast cancer treatment
meant traveling and living abroad for extended periods of time apart
from their families. She said, “I was lonely because my husband
was in Samoan and only my kids were here. Every time he called
from Samoa I get home sick; it was really hard to stay here and go
through all this without my spouse.... Of course my kids were here
but it wasn’t the same.” In another survivor’s case, the spouse was
with her but was not as supportive. She shared, “Because I was
trying to get comfortable with the whole idea of the way that I look
underneath.... I just kind of felt uncomfortable. And then, for me
when I look at him, he felt uncomfortable. We never talked about
it.... I wish there was somebody that can talk to us.”

A few survivors, however, believed that strong Samoan women
should be self-reliant and take care of themselves, including cancer.
In one Samoan-born survivor’s words, “I didn’t feel like I needed
somebody, even my kids.... I'll be strong enough to do my own
things, you know, in order for me to have somebody help me out
or anything like that.” Part of the reason was because women did
not want to burden others with their own problems. According to
the survivor who had previously described her role as the family
breadwinner, “I don’t want no one to think, ‘Oh I need to go and
help her do this, do that.” I don’t want that. I don’t want no one. I
don’t wantto burden.” Some believed that their cancer was a private
matter that others should not know. According to one survivor, this
meant not telling her family: “It was my decision to remove my
breast and I didn’t even think about telling my daughter or kids.”
None of the women who described the desire to be self-reliant
shared any depressive thoughts or feelings during their diagnosis
or treatment experiences, suggesting that the cultural value of self
sufficiency may be viewed as a cultural asset rather than a negative
coping mechanism for women.

Spirituality

All of the survivors referred to spiritual strength throughout their
cancer experiences. For some, the spirituality helped them to
find meaning and reason for what was happening to them. “I was
strong and fearless because I wanted to live for my kids and use
my life for Christ.” For others, spirituality helped them cope with
the challenges they faced. For instance, a young woman expressed
how she dealt with her diagnosis of stage III breast cancer: “My
courage came from God. That’s basically what helped me through
a lot of different obstacles I was going through, is the courage to
let go and you know there were just things you can’t fix.” Spiritual
strength came not only from the survivor’s prayers, but also from
feeling the support from their family and friends. According to an
older, widowed survivor, “The most helpful thing to me...was my
children’s prayer and support for me. You know, because all these
things, my surgery and everything, there’s no one [else in] my fam-

ily [who] knows about it.” A previous publication describes these
results in more depth."

Conclusion

This was the first study to explore and document the social support
needs and experiences of Samoan breast cancer survivors. First,
we found a lack of knowledge regarding cancer in the Samoan
community, particularly among women who were more recent im-
migrants from Samoa, which has been previously described among
the general Samoan population in the past.'” Clearly, however, the
need for information becomes paramount for women faced with
making crucial treatment decisions without understanding the basics
of breast cancer disease and progression, and we found evidence
that programs such as SNNA serve as trusted sources of needed
information and assistance. Second, we found that many survivors
prioritized their family roles and obligations many times over the
timely receipt of treatment for themselves. In some cases, it was not
until trusted sources (such as family and SNNA) underscored the
importance of treatment in order for survivors to continue fulfilling
theirroles did they agree to be treated. While some women described
the comfort they received from supportive spouses and/or children,
some also described their desire to remain self-sufficient (often in
order to remain the family care-taker rather than the care-receiver).
Also, sexual issues of intimacy were discussed by several women,
with younger age a possible indication of higher body and sexual
intimacy needs. Lastly, spirituality was a source of support for all of
our study participants, underscoring the important potential role the
church plays for not only Samoans but many other ethnic popula-
tions.'® All of these themes point to the need for culturally appropriate
and timely support from trusted family and community sources to
minimize distress for future Samoan breast cancer patients.

In a community where breast cancer is a highly stigmatized dis-
ease, the fact that Samoan survivors shared the breadth and depth
of their experiences regarding sensitive subjects was a testament
to the CBPR process and the trust they felt toward the SNNA in-
terviewers. Despite this significant study asset, however, we faced
many challenges in planning and implementing the study design.
Designing the questionnaire proved to be challenging due to the
highly sensitive nature of discussing sexual relationships, and the
CAB provided invaluable guidance on how to ask this of women in
culturally appropriate ways. Another challenge was recruitment of a
purposive sample of Samoan survivors, particularly the 10 women
who did not participate in SNNA’s cancer support group, and the
interviewers had to draw upon their considerable knowledge of the
community in order to assure survivors of their privacy and confi-
dentiality. Scheduling also proved a challenge, and the interviewers
estimateO that it took an average of four hours per survivor to con-
tact, schedule, and conduct each interview in a private atmosphere.
Lastly, we realize that our sample was biased toward survivors who
could be called “thrivers,” since so many of them were long-term
survivors who had successfully completed their treatments.

Despite these challenges and limitations, however, we feel very
fortunate to have learned so much about the cultural dimensions
of social support needs for Samoan survivors. For instance, at the
community report-back session, both study participants and general
community members expressed their overwhelming support for not
only continuing SNNA’s cancer support groups, butexpanding them
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by working closely with Samoan churches and other community
organizations. This may be particularly important for survivors
who do not naturally become members of SNNA’s support group
because of their own interests. In these cases, the churches can
help promote the importance of support groups. For instance, the
minister of a Samoan church recommended that church leaders
make announcements to their congregations about the service and
the need to support Samoan cancer survivors. Based upon this and
other recommendations, study staff have proposed the creation of
a community navigation program in collaboration with such orga-
nizations. We hope this study spurs more research on, and services
for, survivorship among Samoans and other ethnic-specific popula-
tions.
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