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Experience of sexuality after breast cancer:
a qualitative study with women in rehabilitation?
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Objective: to comprehend the psychosocial and cultural repercussions of breast cancer and its
treatment on the sexuality of women. Method: this is a qualitative study grounded in the Sexual
Scripts Theory with the participation of 23 women who were interviewed and participated in
focus groups discussion. Results: each category was related to a level of the sexual scripts. At the
cultural scenario level a discourse on sexuality that includes definitions of sexual attractiveness
and sexuality was highlighted. The interpersonal scripts level focused on the communication
regarding sexuality established with the partner and with healthcare professionals category; and
at the subjectivity scripts level the reports of improvement, deterioration and no change in the
sexual life after cancer were analyzed. Conclusion: the experience of cancer involves cultural,
relational, and subjective aspects that affect the sexual life, therefore, healthcare professionals

should be aware of them to improve integral healthcare.
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Introduction

Breast cancer is configured as a worldwide public
health problem. In Brazil, in 2008, 458,000 deaths were
caused by this type of neoplasm®), being the second
most frequent type of cancer among women. It was
estimated that in 2012, there were 53,000 new cases
in the country®. The treatment, in addition to breast
surgery — conservative or not, includes chemotherapy,
radiotherapy and endocrine therapy, which are
aggressive and invasive therapeutic measures, with
serious bodily consequences that affect the lives of
women. Side effects of the treatment may compromise
the well-being, causing nausea, vomiting, fatigue,
alopecia, induced menopause, decreased vaginal
lubrication, decreased sexual arousal, dyspareunia and
anorgasmia. Accordingly, the physical, psychological
and social effects of the treatment, as well as the
body region affected, can have consequences on the
sexuality®,

Cancer is a critical event that causes perplexity and
fear of finitude, while simultaneously fostering concerns
about the recovery and quality of the survival®. Often
the woman goes through a period of questioning and
revision about how she has lived her life so far, with a
reevaluation of beliefs and values. The literature also
highlights concerns related to the body image® and to
the relationship with the partner®, and apprehension
about sexuality and the sexual life?). Sexuality is a
psychosocial construct that includes biological, cultural,
relational, and subjective aspects. It embraces all the
physical and mental practices performed for the purpose
of obtaining sexual pleasure from a person, either with
oneself or with another; it integrates the personal identity
and contributes to human reproduction. Furthermore,
sexuality participates in an interplay between sex,
corporeity, cultural rules, and gender throughout the
individual and collective history®9,

This study adopted the theoretical framework of
Sexual Scripts, which includes the comprehension of
sexuality from social scripts resulting from the adaptive
demands of people to the social environment that are
presented at three levels: the cultural scenarios, the
interpersonal scenarios and the intrapsychic scenarios,
which dynamically interact®V. The cultural scenarios
are instructions for the collective life plan, and the
interpersonal scenarios concern the social interaction.
The adaptation and development of new scripts faced
with the demands of the cultural and interpersonal
scenarios lead the person to develop an internal rehearsal

with alternative outcomes in a symbolic reorganization
of reality at the intrapsychic scenarios level®1),

Studies that seek to comprehend the consequences
of the treatments for breast cancer on the sexuality
of women emphasize the relationship between the
psychophysiological and hormonal aspects of the
sexual function and the psychosocial aspects, such as
the relationship with the partner and the anxiety and
stress(12-13), The cultural aspects related to the experience
of sexuality in breast cancer are less discussed. It can
also be observed that sexuality is not usually a subject
discussed by healthcare professionals with patients and
their partners, as they fear sexualization of the care®%,
It is necessary that healthcare professionals, especially
nurses, comprehend the sexuality of the woman after
breast cancer, from the accompaniment during the
period of diagnosis, treatment and recovery, so that they
can provide better healthcare. This qualitative study
aimed to comprehend the psychosocial and cultural
repercussions of breast cancer and its treatment on the

sexuality of women affected.

Method

The study was conducted in a city in the northeast
of Sdo Paulo state, with about 600,000 inhabitants and
a strong economy due to commerce, service provision,
agriculture, agribusiness, industry, and education.
The data collection was carried out in a rehabilitation
service for women after the diagnosis of breast cancer
associated with the University where the study was
performed. The research project was approved by the
Research Ethics Committee (protocol No. 1074/2009)
and all the participants signed the Terms of Free Prior
Informed Consent, according to Resolution 196/96 of
the National Health Council®®, To ensure the anonymity
of the participants, the names presented in this study
are fictitious. The performance of semi-structured
interviews and focus groups was chosen, in which
the scripts were developed based on the theoretical
framework mentionedV. The data collection took place
between September 2009 and December 2010. The
combined use of distinct data collection strategies made
it possible to acquire rich material for analysis, because,
while the interview allowed access to the information
that involved intimacy, the focus groups made it possible
to obtain opinions on socially debated subjects®®),

A total of 23 women diagnosed with breast cancer
who were attending a cancer rehabilitation service

participated in the study. All the women were invited
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to participate in both the individual interviews and the
focus groups. A total of 15 women were interviewed
and two focus groups discussion were conducted, with
five and seven individuals in each; four women were
participants of both data collection strategies. The total
number of participants was defined by the saturation
of the themes related to the aim of the study. The data
were recorded and fully transcribed, constituting the
corpus of analysis. The socio-demographic data and
information related to the diagnosis and treatment were
collected with the participants, and from a consultation
of the medical records.

The desire was to obtain a wide diversity of reports
about sexuality in the context of breast cancer by
giving priority to the psychosocial and cultural aspects
involved in the experience. Obtaining this variability of
experiences and opinions was only possible due to the
inclusion of participants with different prognoses and
therapeutic approaches. In this sense, it was decided to
conduct a brief characterization of the participants and
to include the time interval between the diagnosis and
the data collection, as it is understood that the diagnosis
of the disease itself brings questions and reflections
about the sexuality of the woman.

As already mentioned, the sexual scripts theoretical
framework adopted in this qualitative study guided the
sexuality comprehension process and the analysis of the
thematic content, as well as its interpretation®V. The
material was coded with the aid of the NVivo 9 computer
program, from thematic categories constructed by the
researchers themselves. The data were triangulated to
examine the convergent and divergent aspects among
the thematic contents®. A certain level of sexual script
(the cultural, interpersonal, and intrapsychic scenarios)
was attributed to each analytic category, according to
the dominant thematic content. The intrapsychic level
was renamed as the subjectivity level(®,

Results

The 23 participants were between 36 and 76 years
of age. Twenty women were in long-term affective
relationships. The majority of the participants had
children, declared themselves Catholic, had completed
less than nine years of schooling, and were not pursuing
paid professional activity. The diagnosis had occurred
between 1992 and 2009. The time between the
diagnosis and the data collection ranged from 10 months
to 18 years. A total of 11 participants had undergone
total mastectomies, five quadrantectomies and seven

lumpectomies All of them underwent at least one (neo)
adjuvant treatment.

The analytical categories that emerged from the
corpus constructed from the individual interviews
and the focus groups were grouped according to the
three sexual script levels: Cultural, interpersonal, and
subjectivity scenarios. In the cultural scenarios category
a discourse was highlighted regarding sexuality marked
by the traditional gender relationships in which feminine
sexual attractiveness is an attribute which is highly
valued and aspired to. Definitions were given of sexual
attractiveness and beauty, composed of culturally valued
standards and interspersed with subjective aspects.
In this sense, the opinion of others was considered
to be an important validation source of their own
impressions. Some participants considered themselves
to be beautiful, but not sexually attractive. For them,
sexual attractiveness was related to body beauty,
slimness and youth, whereas beauty referred to facial
features and subjective characteristics such as kindness
and friendliness. Others did not differentiate sexual
attractiveness from beauty and considered themselves
attractive even after the treatment. These reports
refer to an idea of beauty that is available to women
of all ages through the use of aesthetic treatments and
clothing. Some reports expressed feelings of grief and
devalorization, bought about by the post-treatment
bodily changes, as they involved physical characteristics
related to the culturally valued models of beauty and
femininity.

Sexuality was conceptualized from the reports
that wove a distinction between what sexual conduct
is socially acceptable, based on traditional gender
relationships characterized by a sexual double standard,
where female sexual desire is denied and that of the
male is naturalized and overvalued. The existence of an
active female sexuality would be admitted only in the
social role of the prostitute. Conversely, the male sexual
desire is instinctive and urgent, since men would always
be ready for sexual intercourse, as proof of their virility.

A difference between the “old times” and “modern
times” was established. In the “old times” sex should
only take place within the context of marriage, currently
in the "modern times”, there would be greater freedom
for the woman to enjoy a sexual life. However, this
behavior was criticized by some participants because
this would create sexual relationships of a superficial
and disposable character. Some stated that it is the duty
of the wife to have sex with her husband whenever he
desires. There were reports describing the use of the
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sexual practice as a servile obligation of the woman in
the marriage, which was independent of her will and did
not give her sexual pleasure. Otherwise, the man would
need to placate his instinctive sexual desire with other
women, seeking extramarital relationships. The wife
would thus be threatened with losing her husband.

The experience of sexuality and sexual relations
plays a key role in the field of human relationships,
especially among women who were always competing
with each other for the attention of a man. For this, it
is necessary that the woman is always well “presented”
and physically attractive, and willing to vary the sexual
repertoire with the partner, since there would be strong
competition in the affective-sexual market. If this is the
fundamental role of female sexuality in a relationship, it
can be considered that cancer and its treatments, which
involve pronounced bodily modifications, configure the
threat of abandonment by the husband as one of the
most feared consequences for the women. Many of the
participants stated that “the man leaves the sick woman”.
Interestingly, none of them went through this experience.

Other reports highlighted a concept of sexuality as
important for the well-being of the woman. From this
perspective, an unbalanced view is presented of the
argument that places female sexuality as intrinsically
passive, a past description, formerly belonging to the
“old times”.

Participant of focus group 1: [...] If there is no dialogue and
kissing on the mouth, the marriage is finished. This is to live just
sticking it out, to live out of obligation, right. [...] With a man you
have to be sexy with him, understand? How are you going to go
to bed with a man without passion? (Luana, 52 years, divorced
and currently dating, cleaner).

Desire and feminine sexual pleasure were
considered to be extremely important elements to
liven up the sexual relationship. Sexual intercourse,
which was not conducive to pleasure and an orgasm
for the woman, was compared to the use of a toilet,
as the partner would use the female body for simple
discharge and obtaining satisfaction for his physiological
needs. From this concept the sexual experience would
best be enjoyed by the woman when dialogue and the
companionship of the couple prevailed, since sexual
desire in the woman would be less exuberant than in
the man. This is because women have major concerns
about the family, child care, household chores, and
work; and would need caressing and a romantic climate
for intercourse to be initiated.

In the
communication

interpersonal scenarios category

about sexuality established with

the partner and with healthcare professionals was
highlighted.
on sexuality permeated the

It was observed that the discourses
interactions that the
participants established with the people surrounding
them. Many partners became carers for the women
during the treatment and provided emotional support
and help for the practical issues of daily life. The
concerns and difficulties that the treatments produced
in the sexual life of the couple were themes that were
discussed, particularly with regard to the reduction of
desire, difficulty with vaginal lubrication, pain during
intercourse, and reduction or absence of female orgasm.

Sexual problems of the partner, such as difficulties
in arousal and erection, attributed to aging, were
frequent subjects of conversation. Such difficulties of the
partner were viewed with concern, as some participants
expected men to always manifest intense sexual desire.

Interviewee: [...] then again I said to him: Funny, why is it
that there are women that have a husband who is excited at our
age, eh? [...] Then he said: Ah, I think it depends a lot on each
person. I must have some problem, because it is not possible
(Tatiana, 54 years, married, housewife).

There were reports of seeking advice from healthcare
professionals with the aim of promoting the adaptation
of the sexual life after breast cancer and dealing with the
sexual difficulties of the partners. The incentive for the
couple to seek assistance from healthcare professionals
for solving such problems was mentioned.

The need was stressed for the woman and the family
to be informed regarding the physical and psychological
consequences of the treatments from the beginning, the
woman especially needs to be informed about possible
changes in the sexual life. One participant reported “step
by step” instructions that she received from a physician
for the resumption of sexual activity after the treatment.

Participant of focus group 2: [...] She explained to me: [...]
pass one year without relations, it is going to hurt, everything.
Then you will use a lubricant [...] You’ll start making out. [...]
you're going to hug, you’re going to kiss. On another night, you
will be stroking [...] until you reach the sexual part. [...] on one
day it hurts, the other day less until you let yourself go. You will
start making love (Rita, married, 54 years old, retired).

It can be noticed, from the reports that the advice
given by the healthcare professionals was mostly
prescriptive, without opening space for the dialogue and
reflection of the women about their needs in the area of
sexuality.

In the subjectivity category reports about the
sexual life of the participants were highlighted. It was
noticed that the concepts of sexuality intermediated by
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the culture and the interpersonal relationships revealed
themselves by the way that the woman dealt with the
unfolding of the treatments and its consequences on
the sexual life. Despite reports about changes in sexual
function, such as decreased desire, reduced arousal and
vaginal lubrication, and anorgasmia and dyspareunia,
which can be caused by the treatments, differing
assessments of the sexual life were given. Some of the
women reported an improved sexual life, others stated
that it remained the same as before the illness, and
some participants reported a worsening of the sexual
life. Enrichment of the sexual life after breast cancer
was justified by improvements in the loving relationship,
with the expression of greater affective involvement
from the companion.

Some reports referred to the change in attitude
of the woman after having gone through a period of
reflection during diagnosis and exposure to treatment,
which allowed more harmony and openness to enjoy
pleasurable sexual relations.

Interviewee: [...] But I think the change has brought peace
to enjoy that moment. [...] I have more orgasms than I had
before. Many more (Amanda, 51 years, married).

Some of the discourses indicated that the sexual
life remained the same as before the breast cancer, good
or bad, according to the relationship pattern maintained
with the partner.

E: Did you find that the breast cancer could cause a change
in the sexual life of the woman?

Interviewee: I'll speak for me. No. (Carolina, 59 years
old, married).

Some participants felt that the sexual problems
of the partner, for example erectile dysfunction caused
by health problems, such as hypertension, or aging,
were more relevant than the cancer. In the focus
groups there were reports of a decrease in sexual
frequency and sexual pleasure, which was attributed to
menopause rather than the cancer. This is an important
issue because many women are already experiencing
a process of transformation of the sexual experience
related to aging when they are diagnosed with breast
cancer. In these cases, the treatments can accelerate
the menopause resulting in the women being unable to
distinguish the characteristics of aging from the adverse
effects of the treatments, as the agents of changes that
interfere in the sexual activity and that could be, in some
way, managed by the healthcare professional.

The same issues described by the previous group
integrated the reports regarding the perception of a
worsening of the sexual life after breast cancer. Some

participants indicated that the physical changes caused
by the treatments made the sexual life worse than it
had been.

Interviewee: [...] Now there is another thing... slowly,
carefully [...] there’s pain, you say to stop. [...] It changed a lot.
We played a lot when we were together. Today it’s a very serious
thing, a ritual, something strange (Rita, 54, married).

There were also reports of a more distressing sexual
experience due to fear of loss of sexual attractiveness
and fear of rejection from the partner and statements
that revealed complaints about sexual abstinence after
the treatment due to the lack of sexual desire of the
husband, an idea that appears connected to the lack of

virility.

Discussion

In Brazil, as in most Western societies, there has
been a long struggle for the rights of women. There
have been major social transformations over the last 40
years in the country, which have allowed greater equality
between the sexes('”). However, such transformations
are perceived in different ways by the political, public
and private spheres. These changes have not been
fully assimilated by the Brazilian cultural scenarios, at
least with regard to the intimate and private themes.
The country has a varied sexual culture, in which
greater sexual freedom is observed more for certain
social groups than for others(*®, The accounts of the
participants showed part of this cultural diversity. Being
a tropical country, the exposure of the body is intense,
particularly in certain places such as in the residence of
the participants. Furthermore, there is an overvaluation
of female body beauty linked to youth, with the body
being considered a capital that can guarantee the
woman who personifies the culturally exalted standard
a gateway to success in her social, sexual, and loving
relationships®®. Thus, the bodily changes caused by
the breast cancer treatments may generate anxiety
for people who consider such representations to be
important. It is considered that the adoption of broad
definitions of sexual attractiveness could minimize
feelings of exclusion, as this strategy would allow the
current reality of a physical appearance altered by the
breast cancer treatment to be regulated with culturally
valued standards, making the women feel members
of their own definitions, while not contemplating the
physical attributes of the social ideals.

The set of reports allowed two basic discourses
interrelated with traditional

on sexuality gender
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relationships to be identified. Such relationships were
described as fixed and polarized in one discourse and
presented in a diffuse way in another discourse, since
the female role is more malleable than that of the male.
The discourses on sexuality allow the comprehension
that the cultural scenarios include models and rules of
social conduct that, although hegemonic, can coexist
with other standards, since society and people are
constantly changing and participate in a realignment
process in which sexual scripts are followed, questioned
or modified. Social interactions occurs from the adoption
or adaptation of culturally widespread social norms®b,
In this respect, non-communication about sexuality
or communication truncated by the indirect approach
may be related to the discourse on sexuality strongly
influenced by the asymmetrical power relationship linked
to gender that allows men a wide expression of sexuality
and denies that freedom to women, whose sexual life
should be regulated and restricted to marriage(%20-21),
Since female sexuality is denied, it should not be a
subject of conversation, even among women.

The findings
the partner are convergent with other studies that

regarding communication with
emphasizes the need to establish good communication
between the couple so that the sexual and intimate
life can be renegotiated after the illness, to take into
account the needs and feelings of each person®.
Clear communication between the couple and seeking
information and guidance from the healthcare
professional can improve the adaptation of the sexual
life after breast cancer?,

There were reports of a worsening of the sexual life
related to the effects of the breast cancer treatments, as
highlighted in most academic works on the theme(7-8),
The positive evaluations that some women made about
the quality of their sexual lives and the reports about no
changes of their sexual lives corroborate other studies
that discussed the importance of the perception of
support and affection from the partner in the adaptation
of the sexual life after cancer breast cancer(?>?%, For
some authors female sexuality has a greater erotic
plasticity than that of the male due to suffering greater
pressure from the sociocultural standards of beauty
and sexual attractiveness, with a relationship between
the dissatisfaction with the bodily appearance and
difficulties in the female sexual function that impair their
experience of sexuality®®. In this sense, it is considered
that the reports of some participants evidence how the
concern about being sexually attractive to the partner
prevented a satisfactory sexual experience.

This study provides the production of new
knowledge, to show how the diversity of reports of
women treated for breast cancer can be interpreted
in the light of sociocultural concepts about cancer and
sexuality, and how the experiences of cancer influenced
their relationships with partners and provided different
rearrangements in the experience of sexuality. Regarding
the possible impact of the knowledge produced by this
study for healthcare practices, it can be stated that the
results provide support so that healthcare professionals
can address sexuality as an important aspect in the
care for oncological patients. Care for the psychosocial
aspects, in addition to the physical consequences of the
treatments, may assist the patient care and alleviate
suffering in the sexual experience after cancer®.

Considering the limitations of this qualitative
study, it should be mentioned that it is not possible
to infer generalizations regarding the consequences
of the treatments on the experience of sexuality of
women affected by breast cancer. Another aspect refers
to the inclusion of patients attending a breast cancer
rehabilitation service as the study participants, as
these women had more access to information about
the disease and the consequences of the treatments on
sexuality than the users of outpatient services.

Final considerations

This qualitative study aimed to comprehend the
psychosocial and cultural repercussions of breast cancer
and its treatments on the sexuality of women affected.
Sociocultural representations regarding sexuality that
circulate in Brazilian society are assimilated in different
ways by women. These discourses about sexuality were
reflected in the communication regarding topics such
as sexual pleasure, adapting the sexual life after the
disease, and the changes in the sexual life attributed
to aging, with the sexual difficulties of the partner also
being addressed. The communication with healthcare
professionals related to sexuality was described as
prescriptive, with little space for dialogue and reflection.

The diversity of reports obtained in this study show
that the experience of sexuality of women treated for
breast cancer does not necessarily become worse, even
after undergoing the treatments that adversely affect
the sexual function. It is important that healthcare
professional take into account the complex interaction
between cultural, relational, and subjective aspects that
is present in the sexual experience after breast cancer,
in order to provide better oncological care.
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