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Abstract
Purpose The triple negative breast cancer (TNBC) subtype,
known to be aggressive with high recurrence and mortality rates,
disproportionately affects African-Americans, young women,
and BRCA1 carriers. TNBC does not respond to hormonal or
biologic agents, limiting treatment options. The unique charac-
teristics of the disease and the populations disproportionately
affected indicate a need to examine the responses of this group.
No known studies describe the psychosocial experiences of
women with TNBC. The purpose of this study is to begin to fill
that gap and to explore participants’ psychosocial needs.
Method An interpretive descriptive qualitative approach was
used with in-depth interviews. A purposive sample of adult
women with TNBC was recruited. Dominant themes were
extracted through iterative and constant comparative analysis.
Results Of the 22 participants, nearly half were women of
color, and the majority was under the age of 60 years and
within 5 years of diagnosis. The central theme was a percep-
tion of TNBC as Ban addendum^ to breast cancer. There were
four subthemes: TNBC is Different: BBottom line, it’s not
good^; Feeling Insecure: BFlying without a net^; Decision-
Making and Understanding: BA steep learning curve^; and

Looking Back: BCoulda, shoulda, woulda.^ Participants
expressed a need for support in managing intense uncertainty
with a TNBC diagnosis and in decision-making.
Conclusions Women with all subtypes of breast cancer have
typically been studied together. This is the first study on the
psychosocial needs specifically of women with TNBC. The
findings suggest that women with TNBC may have unique
experiences and unmet psychosocial needs.
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Background

There are 3.1 million female breast cancer survivors in the
USA [1], yet women who are African-American, young, and
of low socioeconomic status have poorer survival rates than
many other sociodemographic groups [2, 3]. These women
are also more likely to be diagnosed with triple negative breast
cancer (TNBC), a breast cancer subtype that lacks receptors
for estrogen, progesterone, and human epidermal growth fac-
tor. TNBC is often associated with an aggressive histology
and higher rates of recurrence and mortality [4]. There is an
increased chance of recurrence within the first 5 years, which
peaks at year 3 [5]. There is no standard treatment or targeted
therapy for TNBC. In 2014, there were an estimated 231,841
new cases of invasive cancer in the USA [3] and TNBC rep-
resents 15–20 % of all new diagnoses [4]. Risk factors unique
to TNBC include young age, ethnic minorities, origin of an-
cestry, and BRCA1 mutations [4, 6].

TNBC incidence rates among African-American women
are at least twice those among non-Hispanic Whites [7], and
African women have the highest prevalence. Ghanaian wom-
en have a much higher incidence rate (82 %), as compared to
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African-Americans (26 %) and non-Hispanic Whites (16 %)
in the USA [4]. Similarly, women from Senegal and Nigeria
have higher rates for TNBC than American women and fre-
quently are diagnosed at younger ages [4]. Only 20 % of
TNBC is detected by mammography as many younger wom-
en have not yet reached the recommended screening age [4].

Psychosocial responses to a breast cancer diagnosis affect
recovery and quality of life [8]. Fears of recurrence, sense of
increased vulnerability, changes in mood, and adjustment
within social roles are common responses to a breast cancer
diagnosis [9, 10]. In addition, physical treatment effects such
as fatigue, sleep disturbance, pain, menopausal symptoms,
and sexuality concerns can continue beyond treatment [10].

While these symptoms may represent a universal experi-
ence for women with breast cancer, compared to other groups,
African-American breast cancer survivors have reported
greater malaise, poorer physical and social well-being, worse
physical functioning, andmore frequent inability to work [11].
They also report a greater need for information, emotional
care, and assistance in navigating the health care system
[12]. Young breast cancer survivors have poorer psychologi-
cal outcomes [13], greater fears of recurrence, more concerns
about body image [14], depression, stress, and worse quality
of life [15, 16]. Premature menopause and infertility resulting
from chemotherapy contribute substantially to a young
woman’s adjustment to breast cancer [15, 17, 18].

As there are no known studies on the experience of women
with TNBC, the purpose of this study is to describe the expe-
rience of women with TNBC and explore their psychosocial
needs. As younger women and African-American women are
disproportionately diagnosed with TNBC, which is a unique
subtype of breast cancer with no established standard treat-
ment, the findings from this study will contribute new infor-
mation on the coping and adjustment of these distinct breast
cancer populations. In this era of personalized patient-centered
cancer care, these data will provide insight and guidance for
providers to better address specific patient population needs.
As providers are better able to attend to these needs and as
patients are better able to cope with a TNBC diagnosis, health
outcomes may improve and quality of life may be enhanced.

Method

Qualitative inquiry is an appropriate methodology when the
reality of a target population’s experience is unknown [19,
20]. Interpretive description is a systematic approach to ana-
lyze data that goes beyond description and seeks to identify
patterns and relationships of the phenomenon [21–23].
Interpretive description is particularly useful in applied health
fields because it attempts to understand common themes, as
well as distinct variations within the area of interest [21–23].
Early stages of analysis focus on breadth and defining the

scope of the phenomenon, and later stages move to synthesis,
theorizing and reconceptualizing the data into a cohesive the-
matic outcome. Attention is also given to individual variation.
This study was approved by a human subjects review board,
and ethical guidelines were followed.

Sample

Purposive and convenience sampling techniques were used to
recruit women 18 years or older, English speaking, diagnosed
and treated for TNBC, with no evidence of recurrence prior to
study enrollment. Participants were recruited from ametropol-
itan hospital, community oncology practices, local breast can-
cer support groups, and health care provider referrals. Of the
29 women who contacted the principal investigator, 28 met
eligibility criteria and 22 consented to participate between
March 2012 and April 2014.

Data collection

Participants completed a questionnaire to obtain demographic
(age, race/ethnicity, marital status, children, living situation,
education, employment status, and income) and medical in-
formation (weight/height, cancer location, primary therapy,
radiation therapy, chemotherapy, receptor status, cancer stage,
menopausal status, cancer history, family history, and comor-
bidities). Semi-structured interviews were conducted at a lo-
cation convenient to the participant (see Fig. 1). Interviews
were audio-taped, and the recordings were transcribed verba-
tim. The transcriptions were entered into a data management
program, ATLAS.ti.

Data analysis

Three researchers coded the transcripts independently; any
inconsistencies were discussed among the group until consen-
sus was reached. In the first phase of analysis, 119 codes were
identified, and the second phase of analysis generated 68 s
level codes. Using constant comparative data analysis,

Tell me what it was like for you to have TNBC.

At what point did you learn you had TNBC?

What did you understand the diagnosis to mean?

From where did you get your information?

How have you coped with the diagnosis and treatment?

What have you found helpful?

What has not been helpful?

Is there specific support you wished you had?

What are your current needs ?

Fig. 1 Sample interview questions and prompts
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patterns and relationships were identified. Data collection con-
tinued until saturation of the dominant themes. Additional
data sources included field notes, personal reflections, and
expert opinion from authorities in psychosocial oncology,
qualitative research methodology, and medical oncology.

To ensure methodologic rigor, this study applied Lincoln
and Guba’s criteria for trustworthiness [24]. In qualitative re-
search, trustworthiness is a parallel to quantitative research
criteria of internal validity, reliability, objectivity, and external
validity. Trustworthiness includes credibility, the confidence
in establishing truth of the data; transferability, the degree to
which the data could be applicable to other settings or groups;
dependability, which considers the context in which the re-
search takes place; and confirmability, which reflects the ac-
curacy and relevance of the data analysis to findings.

Results

Demographic and medical findings

The sample consisted of 22 participants with a mean age of
53 years. Nearly half were women of color (45 %), and the
majority were within 5 years of diagnosis, under the age of 60
years, and had received neo-adjuvant or adjuvant chemother-
apy (see Tables 1 and 2).

Thematic findings

TNBC as Ban addendum^ to the common breast cancer re-
sponse described the dominant experience of the participants.
Four subthemes explained this perspective: TNBC is Different
BBottom line, it’s not good^; Feeling Insecure: BFlying without
a net^; Decision-Making and Understanding: BA steep learn-
ing curve^; and Looking Back: BCoulda, shoulda, woulda^
(see Fig. 2).

TNBC as Ban addendum.^ The central theme describes the
experience of women with TNBC as different than what they
knew about women with estrogen-positive breast cancer.

BI have a sense that [the TNBC experience] diverged a
lot in the beginning because it was confusing…trying to
understand what to do. And then once you start into
treatment, I think you feel like you’re all in the same
boat again with everybody. And now, sort of afterwards,
there’s slight differences.^

One participant described this divergence: B… the triple
negative is like an addendum to having [breast] cancer.^

TNBC is Different BBottom line, it’s not good.^
Participants learned about TNBC over time and understood
that it often has an aggressive histology with higher recurrence
and mortality rates and limited treatment options. Women
concluded that it was the least desirable of the breast cancer

Table 1 Sample characteristics
Demographics (N = 22) Number Percent

Race/ethnicity Non-Hispanic White 12 55 %

African-American 7 32 %

Asian 1 5 %

Hispanic 1 5 %

Mixed (Hispanic, Native American, White) 1 5 %

Age at diagnosis (years) 20–39 1 5 %

Mean 53.5 40–49 4 18 %

Range 25–68 50–59 11 50 %

60–69 6 27 %

Years since diagnosis <2 6 27 %

Mean 3.5 2–5 11 50 %

Range 1–12 >5 5 23 %

Annual household income >$60 k 15 68 %

$40 k–$60 k 0 –

$20 k–$40 k 7 32 %

Highest education Graduate school 9 41 %

College 4 18 %

Diploma program 2 9 %

High school 7 32 %
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subtypes. BThat’s the bad kind… the dangerous kind^ BI knew
this was the worst kind I could get.^ Women focused on re-
currence rates and believed that if they could get beyond year
5, they would be less anxious. BIf I can get past year three with
nothing, then I’ll start to relax a little bit.^ However, many
others continued to list fear of recurrence as one of their
Bbiggest concerns,^ even those beyond 5 years. The lack of
treatments targeted to TNBC compounded many of the
women’s fears. While some were relieved to not undergo ad-
ditional treatment, such as anti-estrogen therapy, others
expressed intense worry because they did not have an addi-
tional option to reduce their chance of recurrence.

Knowledge of TNBC evoked powerful emotions. Women
described experiencing Bterror^ and some required medica-
tion or professional support to manage their anxiety. Not only
was it a struggle for women to assimilate information about
TNBC and manage their emotions, but many found a lack of
support from their network of family and friends due to limit-
ed understanding about TNBC. BPeople kind of look at you
with three heads when you tell them you have breast cancer,
but it’s a different kind.^Because of common beliefs in society
that breast cancer is highly curable, many women with TNBC
felt that their concerns about TNBCwere unaddressed or min-
imized. BPeople don’t understand what you’re going
through…They’ll think, ‘Okay, you know breast cancer today
is really curable and…it’s scary, but,- ’…But, for triple nega-
tive, it’s not so curable and so they don’t understand your
fears…^ Participants found it confusing to discern which rec-
ommendations pertained to TNBC versus an estrogen-
positive cancer when well-meaning people gave advice or
participants came across information on breast cancer (e.g.,
the dietary recommendation to avoid soy, which potentially
affects estrogen levels).

Feeling Insecure: BFlying without a net.^ This theme cap-
tures a heightened degree of uncertainty that accompanies a
TNBC diagnosis. BI began to realize there’s more to the triple

negativity than just saying… you don’t take tamoxifen or
Herceptin®, because it won’t do you any good. It’s really
flying without a net.^ Women’s insecurity was especially in-
tensified with the knowledge that options such as anti-
estrogen or targeted therapy were not available to them, par-
ticularly when transitioning from active treatment to survivor-
ship. BI think it’s harder for triple negatives, because estrogen
positive people, when they leave their last treatment and they
walk out with their script with tamoxifen, they feel like they
have something to grip, to hold onto.^Women related that the
uncertainty was always in the back of their minds and
persisted well into survivorship. The knowledge of limited
treatment options was often accompanied by a sense of pow-
erlessness and lack of control. BI really kinda feel adrift…
given that I can’t take those drugs to give me that sense of
security.^

Women would have liked more attention from their pro-
viders or acknowledgement of their fears. BIt’s the uncertainty
and the always low level anxiety because of the fact that it’s
triple negative…And, that’s something no one has ad-
dressed…Somebody needs to address that legitimate fear.^

Table 2 Treatment
characteristics Treatment (N= 22) Number Percent

Stage I 10 45 %

II 11 50 %

III 1 5 %

Primary surgery Lumpectomy/radiation 14 64 %

Bilateral mastectomy 5 23 %

Mastectomy 2 9 %

Other 1 5 %

Mastectomy (n= 7) with or without reconstruction Yes 5 71 %

No 2 29 %

Chemotherapy timing Adjuvant 14 64 %

Neo 7 32 %

None 1 5 %

Fig. 2 TNBC as Ban addendum^ to the breast cancer experience
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Participants wanted protocols specific to TNBC rather than
being Bclumped^ together with all breast cancer patients. BIt
would be nice, …once you…get the pathology back that
you’re triple negative, then you’re channeled to a triple neg-
ative field, rather than being in the whole universe here.^
Women believed that more frequent contact with a provider
and monitoring would result in early detection of recurrence,
provide reassurance, and help manage their fears.

Decision-Making and Understanding: BA steep learning
curve.^ Decision-making was challenging for women with
TNBC because of the volume of information to be processed
and the Bsteep learning curve.^ BIt’s so much information
coming at you so intensely.^Women found that their emotion-
al responses and distress challenged their ability to process
information. BI didn’t know anything about triple negative.
And, I think at that point I was so devastated, you know, after
hearing the news, that I really didn’t even ask questions.^
Many of the participants reported that they did not fully un-
derstand the implications of the diagnosis and consequences
of the treatment options presented.

BI didn’t really truly understand everything what they
were telling me. I didn’t know what triple negative
meant. I didn’t know what- well actually they didn’t use
those words. They just said, … the estrogen is negative,
this is negative, that’s negative. But, I didn’t know what
that meant.^

The pace at which the information came varied for women.
Some women were overwhelmed with how quickly the infor-
mation came, and others felt the information came too slowly.
In addition to information from their providers, women turned
to other sources with mixed results. Information from the
Internet, friends, support groups, and second and third opin-
ions either helped clarify women’s understanding or led to
further questions and uncertainty.

Most women came to a greater understanding of their di-
agnosis during or after treatment. They did not fully compre-
hend TNBC when they were making treatment decisions. BI
didn’t fully grasp the whole triple negative until I was actually
in the midst of taking chemo and then going to the support
group. And, the reason being is because there is so much
information.^ Some women wished that they had more clear
information initially, while others preferred receiving informa-
tion over time so that they could manage their emotional re-
sponses. Even after treatment, several women commented that
they did not satisfactorily understand the diagnosis, which
affected their ability to feel comfortable in survivorship. BTo
be honest with you, I still don’t have a clear understanding of
it.^ BThere’s still some pieces to [TNBC] that I don’t complete-
ly understand.^ BI don’t know enough information to go out
and to say to someone, ‘I have triple negative and blah, blah,
blah.’ I just- I don’t have enough information.^ Almost all

women expressed a need to be kept informed of new research
findings going forward.

Understanding the number and types of treatment options
challenged the decision-making process. BThere’s like a mil-
lion choices they could give you, the platins…and all these
different chemos that you might also want to try.^ BIt was
confusing to try to figure out…and trying to understand what
to do.^ Women described feeling a sense of urgency in mak-
ing treatment decisions quickly believing that their tumor was
fast growing. BI was very confused and it was very scary and
the idea of- of this very aggressive cancer growing in my body
every minute that I delayed was very scary.^ Women listed a
variety factors and reasons which influenced their treatment
decision: aggressiveness of TNBC, doctor’s recommendation,
fear, sequencing of treatment, intuition, follow-up schedule,
body image, and witnessing loved ones’ experiences with
cancer treatment. Sorting through the number of treatment
choices and the perceived compressed time to make decisions
resulted in a stressed decision-making process.

Looking Back: BCoulda, shoulda, woulda.^ Upon reflec-
tion, many women felt that the information they had and their
understanding of TNBC was inadequate to make the best
treatment decision. Some doubted their choice. BIt’s hard to
say, ‘coulda, shoulda, woulda,’ but I might have gone-, opted
for the bilateral mastectomy had I truly analyzed it fully…So, I
know that’s ambivalent sounding, but I’m afraid that’s the way
it is.^ Several women expressed regret and wished they had
made a different decision. BI regret not having had the
mastectomy.^ BMy only regret was that I didn’t pursue having
a double mastectomy. And, I should have been a lot more
persistent in just having it done.^

The ambivalence and uncertainty lingered beyond the end
of treatment. BIn the back of my mind, I’m still like, ‘Did I do
the right thing?’ But, you know, you don’t know. You don’t
know.^ Persistent apprehension caused some women to be-
lieve that, if they had a recurrence, it would be because they
made the wrong treatment decision. Of the women who had
decisional regret, most believed that the better option would
have been to have had more invasive or aggressive treatment
than what they chose. Women believed that they would have
had greater peace of mind.

Discussion

The findings of this study suggest that a diagnosis of TNBC
adds a layer of complexity to the breast cancer experience.
The majority of women diagnosed with breast cancer report
information to be overwhelming and that decision-making is
often compressed, but the uniqueness of the biologic and
prognostic features and limited treatment options for TNBC
significantly contributes to increased stress. Cancer patients
with high stress levels at diagnosis are reported to have greater
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needs for information and decision support [25]. Women in
the current study believed that their uncertainty and stress
were particularly intense because of their perceptions that
TNBC is an aggressive breast cancer with high recurrence
rates. The level of ambiguity about their illness is related to
the amount of information, the disease complexity, and per-
ceived unpredictability of the disease [26].

As described in the subtheme, Feeling Insecure: BFlying
without a net,^ limited information and understanding, in addi-
tion to having a disease with poor prognosis, directly contrib-
uted to uncertainty. Uncertainty is related to poorer psycholog-
ical adjustment and physical health [27]. Young women with
cancer are more likely than older women to experience uncer-
tainty and are particularly vulnerable to psychosocial distress
[28]. Many women are not prepared to deal with their uncer-
tainty and do not have the resources to manage their distress
[26]. Transitioning from active cancer treatment to survivorship
can be a time of increased uncertainty for the majority of wom-
en with breast cancer [29] and was especially pronounced in
this study of women with TNBC who were not candidates for
anti-estrogen therapy. Another facet of uncertainty during the
transition to survivorship phase is learning to navigate the per-
sistent side effects of treatment and fears of recurrence [30].
Uncertainty during this phase of the cancer trajectory can affect
long-term adjustment, and psychosocial support to manage fear
of recurrence and emotional distress is indicated [26, 31].

Many of the participants in this study questioned their de-
cisions, and some even expressed regret. Anxiety over a diag-
nosis, along with a sense of urgency, can lead to decisional
regret [32]. Decision satisfaction is associated with a patient’s
preferences and values [33]. None of the women in this study
reported being asked about their preferences and values in the
decision-making process. Providing time and support for
women to clarify their values while contemplating various
treatment options has been suggested as a way to facilitate
decision-making [34]. Shared decision-making contributes to
increased levels of patient satisfaction [33, 35]. In contrast,
assuming a passive role in the decion making process results
in higher levels of distress and lower quality of life [36, 37].
Sociodemographic factors are known to influence the
decision-making process and contribute to decisional regret.
Racial and ethnic populations, such as African-Americans,
may have specific information and support needs [38].
Younger women who live alone and who are highly educated
are more likely to experience distress over their decisions [33].

Even though decisional conflictmay be present in patientswith
other breast cancer subtypes, in TNBC, it may be related to the
urgency women feel to make decisions because of the aggressive-
ness of TNBC and the woman’s incomplete information about the
disease at the time of choosing treatment. The most common
regret that participants expressed was related to the participant’s
surgical choice. These women perceived mastectomy as a better
option than breast conserving surgery. Even when presented with

evidence on the equivalent survival outcomes [39], many partici-
pants stated that a mastectomy or bilateral mastectomies would
have alleviated some of their anxiety about recurrence.

Although this study has relevant findings, there are some
limitations. A purposive sampling technique generated a sam-
ple with higher income and educational levels than the target
population. For that reason, it may not fully reflect the popu-
lations who are commonly diagnosed with TNBC. Self-
selection bias may have also contributed to the non-
representative sample. Only English-speaking women were
eligible to participate in the study; thus, the experience of
non-English speaking women was not represented.

Conclusions

This study addressed a gap in the literature on the experience
of women diagnosed and treated for TNBC, and the findings
have implications for research and practice. Future research
should explore patient informational needs around the
amount, sources, and pace of the information received, as well
as help with understanding and managing emotional re-
sponses. Research could also explore ways of supporting
women with TNBC cope with uncertainty around attributes
of the disease, such as its aggressiveness and limitations in
treatment. It would be useful to know if women with TNBC
would benefit from the use of a decision aid and support.
Decision aids have been found to be useful in helping cancer
patients make treatment decisions and increase decision satis-
faction [39, 40]. Patient decision satisfaction was also related
to help with clarifying personal values and feeling supported
in decision-making [34].

Clinically, health care practitioners may benefit from
knowing that patients with TNBC may be more likely to ex-
perience heightened fear and insecurity. Future research might
assist health care providers to assess the level of involvement
an individual would like in their treatment choices [35].
Women who believe their cancer is aggressive may value
anticipatory guidance from their providers and resources for
information and support. It is also important for providers to
monitor their patients’ levels of distress during treatment and
beyond and to make referrals, if needed. Many of the women
in this study believed that TNBC differed significantly enough
from other breast cancer subtypes to warrant distinct treatment
and follow-up guidelines. As the science of TNBC builds,
researchers and practitioners should consider the appropriate-
ness of separate clinical guidelines for TNBC.
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