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ABSTRACT

Background: Younger breast cancer survivors face a unique set of treatment-related issues that have enormous impact on quality
of life and psychological well-being. Although there is often a profound and distressing impact of treatment on self-image and
sexual function, women rarely receive any attention for these issues. Unfortunately, most clinicians receive no training on how
to inquire about these problems and most clinicians feel unprepared to discuss them. Often this silence is due to a lack of ready
resources and uncertainty of appropriate strategies for rehabilitation. Cultural barriers may also contribute to lack of attention
to these issues. Objective: The aim of this paper is to not only elucidate common problems regarding self-image and sexual
dysfunction, but to also offer concrete guidance about inquiry using a simple checklist approach as well as tips for resources
and other evidence-based intervention strategies. Samples of a checklist and resource sheet for women written in Spanish are
included, and cultural considerations within a Hispanic/Latina framework will be noted. As the great majority of young breast
cancer patients are now becoming long-term survivors, it is essential for clinicians to learn how to address distressing treat-
ment-related late effects including diminished self-image and sexual dysfunction. (REV INVES CLIN. 2017;69:114-22)
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INTRODUCTION

Breast cancer is currently the most commonly diag-
nosed cancer for young women between the ages of
15 and 391 Despite the high incidence, advances in
breast cancer screening and treatment have led to pro-
longed survival, with five-year rates around 90%?2.
However, the very treatments that allow young women
to live cancer-free come with a range of longstanding
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physical and psychological difficulties. Young survivors
face unique challenges to their quality of life in the
survivorship phase of care, including body image and
sexual function. These experiences must be under-
stood and addressed in order to help young women live
full and satisfying lives after breast cancer.

Breast cancer treatment typically involves full or par-
tial surgical resection of the breast, chemotherapy,
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and radiation. Additional hormonal (anti-estrogen)
treatment is also given to the majority of women with
estrogen receptor (ER)-positive cancers3. Due to bio-
logical differences in breast tissue, compared to their
older cohort, young women generally face more ag-
gressive cancers and subsequently more aggressive
courses of treatment*. After these treatments, young
breast cancer survivors typically contend with various
physical changes, including partial or complete loss of
the breast, premature menopause, and subsequent
changes in sexual functioning and fertility>. The need
to face changes that can be both dramatic and abrupt,
and subsequently make adjustments during a time in
life when good health is generally assumed, has
far-reaching psychological implications. In particular,
we will focus on body image and sexual function, both
of which have enormous impact on a woman’s overall
sense of femininity and self.

It is important to note that women’s psychological
experience of sexuality and body image is also inte-
grated within a broader socio-cultural context®. Along
with understanding women’s general experience of
changed womanhood after cancer, it is vital to under-
stand how this experience plays out within a particu-
lar cultural environment. This paper will review the
impact of breast cancer on the self-image of young
female survivors, with an emphasis on changes to
body image and sexual function. The review will in-
clude a discussion of how these issues may be expe-
rienced specifically within the Hispanic/Latino culture.
Finally, this article will provide practical suggestions
and resources for clinicians on how to engage young
breast cancer survivors around the sensitive issues of
self-image and sexuality.

SELF-IMAGE

Broadly speaking, disruptions to self-image occur
when the “social assumptions which define (survi-
vors) as women no longer match their own interior
definitions of what it means to be a woman”’. In gen-
eral, the experience of a familiar sense of the body,
the self, and social interactions come together to em-
body a view of “me.” From this “me,” an expectation
develops of how the body will function and respond
in certain situations. When this familiar definition of
the self is interrupted by the physical changes of can-
cer, especially in a younger woman who expects a
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healthy and functional body, the self-image no longer
feels familiar and safe®.

The self-image of a young breast cancer survivor is
influenced by both physical and psychological compo-
nents. Both of these elements can be examined inde-
pendently but with the understanding that they are
overlapping constructs. In other words, the experi-
ence arising from the physical body informs a wom-
an’s subjective sense of femininity and attractiveness,
and of being able to enjoy the body as a medium for
self-expression and way of being in the world®. More-
over, a young woman'’s subjective perceptions of her-
self may have an enormous influence on how her
physical body responds. Although an artificial distinc-
tion, self-image can be examined through the lens of
both of the above components, specifically through
the psychological construct of body image and the
physical aspects of sexual functioning. Below, these
are reviewed separately in order to help elucidate a
woman’s breast cancer experience.

BODY IMAGE

Broadly speaking, body image is defined as the way
in which a woman perceives and evaluates the integ-
rity of her physical body. This encompasses an atti-
tude about the body being functional, whole, and
healthy!©. For young women who undergo breast can-
cer treatment, significant body changes can give rise
to concerns not only about body integrity, but can
also lead to self-consciousness about how to adapt
to and accept these often dramatic changes. Com-
pared to their older counterparts, younger women are
at higher risk of body image issues after breast can-
cer!l. From a developmental perspective, it is notable
that the younger stages of life typically center on
building self-confidence and developing a strong rela-
tionship with oneself and intimate others. When
young breast cancer survivors are forced to adjust
to significant physical changes during this sensitive
developmental period, there is often a notable
sense of loss around their physical functionality and
attractiveness?!?.

Body image issues secondary to breast cancer treat-
ment are often thought to stem from external, visible
changes. These kinds of obvious body alterations in-
clude the surgical loss of breast tissues and scarring,
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chemotherapy-induced hair loss and weight change,
and radiation-induced skin damage and discoloration.
In addition, there may also be significant changes that
are not obvious such as loss of sensation of the
breast, nipple, and surrounding skin. These transfor-
mations are in turn associated with changes in wom-
en’s perceptions about femininity, sensuality and with
distorted, negative views of her attractiveness!314,
Subsequently, increased body image concerns in
breast cancer survivors predict other domains of psy-
chological distress, including anxiety, depression, fa-
tigue, and a fear of cancer recurrence!“.

In terms of understanding this particular negative im-
pact of treatment for young women, permanent
physical changes can act as a constant reminder of
an ailing body or of a body that is vulnerable to dis-
ease. Cancer represents a breakdown of healthy
boundaries, an experience when one’s body feels per-
meable, exposed, and out of control®. Consistent with
this perspective, it has been shown that heightened
body image concerns are also associated with in-
creased physical symptoms, symptoms that reflexive-
ly serve to remind women of the bodily changes that
have resulted from invasive treatment!415,

With regard to how different types of surgical inter-
vention impact body image for young women, there
is inconsistency among the findings1¢17. Overall, evi-
dence indicates that women fare better with proce-
dures that conserve more of the breast (e.g. lumpec-
tomy), rather than those where more tissue is
removed (e.g. mastectomy). This is logical as more
conservative surgeries result in less-visible changes to
the breast. Similarly, studies indicate that women who
undergo prophylactic mastectomies without pursuing
breast reconstruction experience significantly more
distress around their post-surgical appearance, feel-
ings of femininity, and wellbeing in sexual relation-
ships. These adverse effects were lower for many, but
not all, women who chose to have reconstruction!81°,
These results indicate that broadly speaking, the
physical loss of the breast impacts body image, with
indications that for some women, reconstruction can
counter this effect. However, it is worth noting that
some literature reveals no differences in well-being
related to surgery type, with discussions highlighting
the importance of psychological factors on how a
woman experiences her surgery outcomes. The idea
is that having an active role in the surgery decision
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can help promote feelings of empowerment and sat-
isfaction with their body image post-surgery, regard-
less of the physical outcome?©-21,

Inconsistencies in findings regarding breast recon-
struction and body image likely reflect the complexity
of women’s perceptions of the breast. To clarify,
Langellier, et al. identified four separate but closely
related “breast concepts:” the “medicalized breast”
represents the diseased part of the breast, the “func-
tional breast” represents the female functionality of
the breast, pertaining largely to her relationship with
a child, the “gendered breast” represents femininity,
physical attractiveness, and beauty, and the “sexual-
ized breast” represents the visual and tactile experi-
ence of the breast??. As such, the decision to remove
or reconstruct the breast can be conflicted, depending
on how a woman identifies with various aspects of her
breast. For some, there is relief from the removal of
the diseased tissue. There can also be a sense of loss
over the healthy, feminizing, and socially sexualized
breast. For those who receive reconstruction, there
can be comfort in regaining the natural appearance of
the breast, but an accompanying disappointment in
the sensory loss that can come with the surgical pro-
cedures used to reconstruct the breast tissue?3.

Finally, it must be noted that body image is not dis-
rupted for all young women after breast cancer. Evi-
dence indicates that women who have a stronger body
image of themselves prior to their cancer cope better
with physical changes from breast cancer treatment?*©.
This finding suggests that body image distress may be
buffered by certain protective factors such as having
a foundation of positive self-regard and self-confi-
dence. Similar trends are observed in mental health
distress with survivors, where lower pre-diagnostic
anxiety and depression predicts lower overall psycho-
logical distress in survivorship®. Such findings have
important clinical implications with regard to the im-
portance of helping women develop compensatory
coping skills in order to build a more positive founda-
tion around body image and self-identity.

SEXUAL FUNCTIONING

Women’s sexual functioning is a multifaceted experi-
ence involving physical, psychological, and interper-
sonal factors. For women, sexual response has been



understood to consist of phases that rely on both
psychological well-being as well as physical respon-
siveness. As such, to achieve a satisfying sexual ex-
perience for a woman depends as much on having a
comfortable mental and interpersonal state as having
a responsive and healthy physical body?4. With this in
mind, it is understandable that concern about risk of
sexual dysfunction is particularly high in younger
breast cancer survivors®20,

For younger women, the far-reaching impact of can-
cer on sexual functioning is largely due to receiving a
pre-menopausal breast cancer diagnosis. Chemother-
apy often triggers premature ovarian failure, which in
turn leads to a loss of estrogen and associated meno-
pausal symptoms?2>. In addition to diminished levels of
estrogen and testosterone, hormones which effect
aspects of sexual functioning, menopausal changes
can also include hot flashes, night flushes, mood
changes, and sleep disturbances. In terms of sexual
function, the marked depletion of hormones is asso-
ciated with weakened libido and arousal along with
changes to the vulvovaginal area, including vaginal
dryness, decreased tissue elasticity, and increased
tissue fragility2¢-28. Taken together, these physical
changes cause discomfort or even pain during sexual
activity, whether alone or with a partner?®.

In addition to chemotherapy-induced menopause, each
year tens of thousands of young breast cancer survi-
vors also make the difficult decision to undergo ovarian
suppression treatment in order to reduce their risk of
cancer recurrence. Ovarian suppression can be induced
by either surgically removing the ovaries or biochemi-
cally suppressing ovarian function3°. These procedures
similarly lead to the same severe and disruptive side
effects of chemotherapy-induced menopause. Based
on recently revised treatment guidelines from the
American Society of Clinical Oncology, ovarian suppres-
sion is now being routinely recommended for young
breast cancer survivors with a history of ER-positive
breast cancer. Thus, the population of young female
survivors on ovarian suppression is rapidly growing3?!.

Further, acute physical changes secondary to treat-
ment-induced menopause are frequently accompa-
nied by the subjective experience of decreased sexual
interest, difficulty with sexually arousal, inability to
relax and enjoy sex, and difficulty reaching orgasm32.
It has been posited that for women, physical and
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psychological responses work in parallel to achieve
sexual satisfaction??. For example, alleviating physical
discomfort can often promote interest and arousal,
which can then further improve the physical response.
On the other hand, when a young woman finds herself
feeling hopeless and/or struggling with emotional dis-
tress and negative beliefs about sexual function, such
psychological and cognitive elements can in turn com-
pound decreased sexual desire and arousal, further
perpetuating sexual dysfunction33. This cycle high-
lights the importance of addressing both the physical
and psychological impact of sexuality for survivors.

In addition, sexual dysfunction for young breast can-
cer survivors is also significantly associated with the
quality of their intimate relationships3234. It has been
observed that survivors’ perceived satisfaction in their
intimate relationships is significantly correlated with
sexual satisfaction, pain during sexual activity, and
their overall sexual functioning, both during partnered
and non-partnered activity32. Although relationships
appear to be impacted by negative sexual changes,
studies also indicate that women who feel more sup-
ported by their intimate partners report fewer sexual
difficulties3>. This again indicates the integrative and
reciprocal nature of sexual function and intimacy.
That is, distressing sexual function can negatively im-
pact intimate relationships, and positive intimate re-
lationships can confer beneficial effect on sexual
function. Certainly in terms of clinical implications,
this research underscores the need to potentially de-
liver couple-based support in order to help a couple
achieve mutually satisfying intimacy, which may in-
corporate different sexual practices from those prior
to the cancer diagnosis®.

CULTURAL FACTORS

Before offering guidance on how to concretely inquire
about and address common problems regarding body
image and sexual function, it is also important to
acknowledge that sexuality and femininity are social
constructs that vary across cultural contexts. There
are historical factors and socio-cultural factors which
give rise to differential trends within cultural sub-
groups. Of course, exceptions arise with generaliza-
tions, but being aware of trends can help inform a
more culturally sensitive approach to a survivor’s
experience.
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Overall, evidence indicates that women across ethnic-
ities report similar self-image concerns related to
their breast cancer treatment3¢-38, However, studies
also reveal some distinct variations, with Hispanic/
Latina women more likely than non-Hispanic/Latina
women to report difficulties one year post-treatment
with sexual desire, relaxing and enjoying sex, and be-
coming sexually aroused and having orgasms3é. There
are traditional and spiritual values present in the His-
panic/Latino culture around gender roles and sexual-
ity that may be influencing these differences. For one,
traditional gender roles identify the male role as more
dominant, independent, and protective of the family,
while the female role is traditionally characterized as
being more of a caregiver, less independent, and more
submissive3240, Within this traditional perspective,
virginity and female sexual purity are honored, mak-
ing open communication about issues of a woman’s
sexuality and sexual pleasure more constrained. In
keeping with this outlook, qualitative interviews have
observed a trend of immigrant Hispanic/Latina breast
cancer survivors feeling anxious or worried about
their male partner’s reactions to their missing breast
and their loss of sexual desire*142. Although Hispan-
ic/Latina women may worry about partners’ reactions
to these changes, these concerns may also be buff-
ered by good communication and perceived partner
support.

Also, like most women, Hispanic/Latina women per-
ceive cultural messages about feminine ideals and
normative body image*3. Traditionally, Hispanic/Lati-
no cultures visualize the feminine ideal of a curva-
ceous body that includes prominent breasts. The
breast in particular is associated with sensuality and
fertility44. Qualitative studies of Hispanic/Latina
breast cancer survivors provide clear examples of
how, based on very personal negative experiences of
their altered breasts post-cancer, women perceive: (i)
a loss in feminine power, and (ii) a loss in their ability
to attract a partner and feel attractive*>. Some His-
panic/Latina breast cancer survivors have reported no
longer feeling accepted as sexual partners by their
husbands*6. One young survivor in that study ex-
plained that based on the somewhat narrowly con-
strained perception of femininity in “macho” culture,
she no longer feels perceived as a wife or lover by her
husband, but rather only as a mother or housekeeper.
This said, the traditional ideals of the Hispanic/Latina
body are shifting in the contemporary culture, in
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particular observed in young immigrants living in the
USA. Younger generations immersed in cross-cultural
media are integrating Westernized body ideals, in-
cluding “thinness”4347; as such, it is important to rec-
ognize that body image concerns may differ among
Hispanic/Latina survivors depending on the extent to
which they adopt traditional cultural views*4.

Religiosity/spirituality is another cultural factor that
has been studied within Hispanic/Latina breast cancer
populations. Coping with the challenges of cancer
through religion and spirituality has been shown to be
common amongst Hispanic/Latina survivors. This
trend is consistent with a cultural framework that
places high value on religiosity/spirituality*84°. Some
studies have found that higher levels of religiosity/
spirituality are associated with positive reports of
health-related quality of life in young Hispanic/Latina
breast cancer survivors#8. However, this finding is in-
consistent in the literature, and does not focus on
quality of life issues specific to body image and sexual
functioning>°. The overall lack of studies on this topic
calls for further research on how religious identifica-
tion may be related to specific facets of body image
and sexual functioning in this group.

NEXT STEPS: HOW TO START

Despite the often-severe consequences on both body
image and sexual function, these issues typically go
unaddressed for most young women®!. From diagno-
sis through the survivorship phase of care, women
often get little or no support around these issues and
they are left feeling both isolated®? and confounded
by distressing changes®3>4 Given the unique and
deeply distressing consequences related to body im-
age, sexuality, and identity for young breast cancer
survivors, it is imperative for clinicians to address
these issues. Yet this is not an easy task. To begin, it
is necessary to acknowledge a range of barriers that
often prevent young patients and survivors from get-
ting the help they need. Although Western culture is
saturated with sexual content, there is a notable si-
lence for most patients and survivors about real sex-
ual function and problems. For the most part, clini-
cians do not receive formal training in speaking about
sexual function with patients®>®> and clinicians report
feeling both unprepared and embarrassed about ad-
dressing these issues>#3%57. More specifically,



clinicians worry about upsetting or embarrassing their
patients if they ask about these issues, and they also
acknowledge worrying about asking questions re-
garding potential problems that they will not know
how to answer8. There are also a myriad of practical
challenges such as the lack of time and resources that
clinicians cite when they are asked about barriers to
communication®®.

In order to assist clinicians who want to help young
women suffering from these treatment-related prob-
lems, the rest of this paper will be devoted to offering
concrete guidance and helpful steps for both ap-
proaching clinical inquiry and addressing common
problems.

To begin, it is essential for clinicians to have a basic
framework for inquiring about these issues. Most val-
idated sexual health assessment inventories for fe-
male cancer survivors are typically lengthy and too
time-intensive to be employed for use in outpatient
oncology treatment settings. However, another op-
tion to jumpstart a clinical inquiry is to use a check-
list-based approach (see Table 1 in the Supplemental
Material)®®.

This checklist provides a straightforward roadmap for
clinicians to use in a brief clinical conversation in order
to identify if a woman is struggling with treatment-re-
lated sexual dysfunction. In addition, after asking
about concerns on vaginal health, one might also ask
if a patient has any concerns about body image. This
checklist offers simple language and prompts the cli-
nician to inquire further if necessary. For a young
breast cancer survivor who is used to deafening si-
lence in this context, the process of asking a few
straightforward questions can signal an open clinical
environment that validates the reality of her concerns
and encourages further dialogue if needed. If 2 wom-
an is satisfied with her sexual function and is not
bothered by other changes, inquiry may cease and
little time is wasted. However, if a young patient or
survivor endorses items on this checklist, it is incum-
bent on the clinician to have the basic information and
resources for rehabilitation available. This is especially
true given that patients are less likely to raise the
topic of body image concerns or sexual difficulties in
clinical settings because they do not want to embar-
rass their doctor®!. It is important to be aware that
when women are accompanied by family or friends in
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the consulting room, they may be less comfortable
answering these questions. One tip for clinicians is to
announce to the patient that he or she would like to
inquire about side effects of treatment, including sex-
ual function, at which point family members or friends
may choose to step out of the room during this brief
part of the clinical encounter.

WHAT TO DO

Clinicians do not address these topics because they
are understandably unsure of what to say if a patient
endorses a problem. It is our belief that inquiry about
sexual function should be rolled into a general review
of systems and be approached from a similar perspec-
tive. If the message is that we inquire about sexual
function no differently than about bone health, pain,
and/or nausea, we de-stigmatize these issues. When
patients are given appropriate education and neces-
sary resources, they not only gain knowledge but also
an increased sense of perceived competence to ad-
dress the issues moving forward®2. However, it is un-
derstandable that a clinician might avoid asking if he
or she is not sure how to proceed with an endorse-
ment of a problem.

Body image

If a woman endorses concern or distress about chang-
es in body image, it is important to convey the essen-
tial idea that adjustment is a process that depends
upon both acceptance and change. The process of
improving body image involves identifying the chang-
es one needs to adapt to (e.g. loss of nipple sensation,
alterations in physical appearance), and actively mak-
ing changes that lead to improved physical strength,
body integrity, and self-efficacy. A handful of studies
have reported on interventions aimed at addressing
difficulties with body image in survivors. One useful
approach is using an exercise-based intervention. Of
two previous studies, one assigned breast cancer sur-
vivors twice-weekly resistance training for two
months®3, and the second provided twice-weekly
strength training in a group guided by a trained fitness
professional for 13 weeks, followed by encourage-
ment to continue exercises independently for one
year®4. In each study, both younger and older survi-
vors reported significant improvements in body image
concerns up to one year after completing the
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intervention. Both studies imply the importance of
exercise in improving women’s self-confidence and
control over their bodies, in addition to building phys-
ical strength. Thus, clinicians can suggest that start-
ing a regular, structured exercise program can provide
the combined benefit of improving post-treatment
physical capacity and strength while also improving
women’s satisfaction with physical appearance. Both
factors buffer the negative impact cancer treatments
can have on women’s perceived body “wholeness” and
attractiveness.

A secondary approach to helping women improve
body image rests on using a counseling approach, ei-
ther individually or as a couple. One previous study
provided six sessions of couples and sex therapy with
women and their partners starting two days prior to
mastectomy surgery. Sessions involved a combination
of communication training, exposing the mastectomy
scars to the couple, sensate focus, and body imag-
ery®s. Significant improvements were observed in
women’s body image both when looking at themselves
and when facing their partner, as well as improve-
ments in certain domains of sexual functioning. Simi-
larly, other ongoing studies using couples-based inter-
ventions for women after breast cancer show promising
results®®. Thus, if a woman notes that body image is
of concern and conveys worry about the impact of
breast cancer on her relationship, couples therapy may
be appropriate. However, being sensitive to cultural
differences, some women may not feel at ease dis-
cussing such issues with a partner and would be better
served to work with a counselor individually.

Sexual health

In terms of addressing sexual dysfunction, as has
been previously suggested, the majority of young
breast cancer patients often need a limited number
of simple solutions to address common problems such
as vaginal dryness, pain with intercourse, and de-
creased arousal®’. Women need to be informed about
the basics of addressing vaginal health after breast
cancer treatment, including the need to restore mois-
ture, stretch, and blood flow to vaginal tissue. Women
should be counseled about the use of vaginal mois-
turizers and lubricants as well as pelvic floor exercises
that can directly help improve sexual function. For
example, a woman and/or her partner may simply not
know that lack of vaginal moisture after breast cancer
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is directly related to loss of natural estrogen, and that
this situation is not a reflection of a woman’s ability
to become sexually aroused or her capacity to be
sexually satisfied. However, when a woman or her
partner has this misconception, this can lead to con-
sequences such as emotional distancing, loss of sex-
ual self-esteem, and confirmation of a woman’s neg-
ative conception that she is no longer feminine or
capable of being a fulfilling sexual partner. A 2011
paper by Carter, et al. overviews a detailed presenta-
tion of vaginal health promotion after cancer®’, and a
more recent paper by Coady, et al.¢® offers a similarly
detailed overview of how to address treatment-relat-
ed sexual pain. Table 2 in the Supplemental Material
provides an example of a handout that has been used
with Spanish-speaking patients and can be given di-
rectly to women. This “tip sheet” provides an overview
of many of the basic strategies that young women
need to be aware of regarding sexual health.

In summary, we encourage clinicians to be sensitive
to both the physical and psychological aspects of the
equation. Because the issues of body image and sex-
ual function are truly at the nexus of psychological,
physical, and interpersonal factors, it is helpful for
clinicians to identify individual counselors, social
workers, and/or couples therapists that they can po-
tentially refer to. In general, it is our strong recom-
mendation that inquiry is made about body image and
sexual health in parallel with any other review of sys-
tems. Comparable to the way that women may be
asked about pain, nausea, or fatigue, the checklist
that we have provided offers a straightforward model
for how to ask about these common, distressing prob-
lems that are often completely ignored. Inquiry is an
important initial step as it opens the door to providing
women who endorse difficulties with effective inter-
ventions. Although intervention research in sexual
health is gaining attention, further study is needed
around developing and implementing treatment
across groups. In particular, there is an enormous un-
met need to evaluate the effectiveness of strategies
with low to middle income populations and with wom-
en receiving community-based care. Research is also
needed to translate and adapt current interventions
across cultural contexts.

Given the enormous emphasis that understandably
goes to saving lives of young women with breast can-
cer, it is critical we pay attention to the quality of life



after treatment ends. As positive body image and
satisfying sexual function are life-affirming and re-
storative by nature, we are undoubtedly responsible

for

doing everything we can to help women repair

these experiences and live fully long after their diag-
nosis of breast cancer.

SUPPLEMENTARY DATA

Supplementary data is available at Revista de Investi-
gacion Clinica online (www.clinicalandtranslationalin-
vestigation.com). These data are provided by the
corresponding author and published online for the
benefit of the reader. The contents of supplementary
data are the sole responsibility of the authors.
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