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Abstract

Objective: To analyze women’s social representations of different generations that live with HIV about their
sexuality.

Methods: Qualitative research with theoretical and methodological framework based on Social Representations
theory carried out in a specialized attention service, in Bahia state, northeast Brazilian region, with 39 women.
We processed the interviews with the Iramuteq software, which generated the Correspondence Factorial
Analysis and the Descending Hierarchical Classification.

Results: The representations revealed (im)possibilities that pervade the sexual and affective intimacy between
middle-aged women, the search for new strategies to experience sexuality for women of 30-44 years; the
reaffirmation of fear of older women in revealing the diagnosis; and, through all generations, the treatment
maintenance as a demonstration of affection to the partner.

Conclusion: The generational cutout revealed distinct aspects of social representations about sexuality
experience. We highlight the necessity of new studies about the theme.

Resumo

Objetivo: Analisar as representacdes sociais de mulheres de diferentes geracdes e que vivem com HIV sobre
sua sexualidade.

Métodos: Pesquisa de abordagem qualitativa, com referencial tedrico-metodoldgico baseado na Teoria das
Representagbes Sociais, desenvolvida em um servigo de atencdo especializada, no Estado da Bahia, regi&o
Nordeste do Brasil, com 39 mulheres. As entrevistas foram processadas pelo software Iramuteq, o qual gerou
a Andlise Fatorial de Correspondéncia e Classificac&o Hierarquica Descendente.

Resultados: As representages revelaram (imjpossibilidades que permeiam a intimidade afetivossexual entre
as mulheres de meia-idade; a busca por novas estratégias para vivenciar a sexualidade para mulheres com
idade de 30-44 anos; a reafirmagao do medo das idosas em revelar o diagndstico; e, perpassando todas as
geracdes, a manutencéo do tratamento como demonstragéo de afeto ao parceiro.

Conclusao: O recorte geracional revelou aspectos distintos das representacdes sociais sobre a vivéncia da
sexualidade. Ratifica-se a necessidade de novos estudos sobre a tematica.

Resumen

Objetivo: Analizar las representaciones sociales de mujeres de diferentes generaciones que viven con el VIH
sobre su sexualidad.
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Sexuality experienced by women of different generations and HIV positive

Métodos: Estudio de enfoque cualitativo, con marco referencial teérico-metodoldgico basado en la teoria de las representaciones sociales, llevado a cabo
en un servicio de atencion especializada en el estado de Bahia, region Nordeste de Brasil, con 39 muijeres. Las encuestas fueron procesadas por el software
Iramuteq, que generd el andlisis factorial de correspondencia y la clasificacion jerarquica descendiente.

Resultados: Las representaciones revelan (im)posibilidades que se impregnan en la intimidad afectiva-sexual de las mujeres de mediana edad, en la
blsqueda de nuevas estrategias para vivir la sexualidad en mujeres entre 30 y 44 afios, en la reafirmacion del miedo de las mujeres mayores a revelar el
diagnéstico y en mantener el tratamiento como demostracion de afecto al compafiero, que abarca a todas las generaciones.

Conclusion: El recorte generacional reveld distintos aspectos de las representaciones sociales sobre la vivencia de la sexualidad. Se confirma la necesidad

de nuevos estudios sobre esta tematica.

Introduction

Sexuality as a complex phenomenon is constructed
and incorporate multiple dimensions that, accord-
ing to the social, cultural, and religious context,
suffer variation and promote changes of conception
and individual experiences. In contemporary societ-
ies, sexuality is settled in distinct and available cul-
tural representations, including those proposed by
Biomedicine, which reinforces the (cis)heteronor-
mativity as a pattern to sexual practices. "

Since its discovery, the Acquired immunodefi-
ciency syndrome (AIDS) is strictly related to sex-
uality, is configured as a global phenomenon for
causing damage of great intensity to the popula-
tion, and unleashed, in society, the debate about
the pertinent values to sexual liberty, moral and
gender relations.” The epidemic is dynamic and is
related to the living conditions, gender, ethnic, and
age groups of the affected population.® The social
vulnerability that borders this reality goes through
issues related to the exercise of citizenship and hu-
man rights. In this aspect, people that live with the
Human Immunodeficiency Virus (HIV) face a set
of specific problems, among them prejudice and
discrimination. @

The greater vulnerability of women to HIV
infection raises complex issues that go from the
“expected” sexual behavior to each gender, the so-
cial role of men and women to be fulfilled, to the
power dynamic between genders. ® In that sense,
women still have their sexual autonomy compro-
mised, which maintains gender inequality and
asymmetry of relations that potentialize and overlap
vulnerabilities.

Consequently, reducing the feminization of
aids “implies increasing and developing the de-
bate about sexuality and the experienced dilem-
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mas related to this issue in an open manner and
without prejudice.” ® Because the smaller decision
in affective and sexual relations and the myth of
unstable relations is still configurated as expanded
risk situations to the HIV independently of age/
generation. ©

In Latin America, in recent years, there was a
large development of social-anthropological analy-
sis with a focus on generations that aimed to inter-
calate with gender and sexuality thematic. However,
the studies are centered on themes related to older
adults, generations, and male homosexuality. ” By
recognizing this gap, we aimed through this study
to understand the social representations of women
to learn about the sexuality phenomenon.

In front of this perspective, this study is justified
by the necessity of comprehending sexuality under
women’s point of view, considering generation as-
pects, aiming the strengthening and maintenance
of health service bounds. This aspect could provide
recognition by professionals when considered that
sexuality is a demand for care in health, given the
specificities and the necessity of greater attention at
the scope of National Health System (SUS).

The study aimed to analyze the social represen-
tation of women in different generations that live
with HIV about their sexuality. This is a project
from the thesis entitled: “Sexuality of women in
different generations after the HIV diagnosis” asso-
ciated with the Post Graduate Programme in Nurse
and Health of the Universidade Federal da Bahia
(UFBA).

Methods

Exploratory research, with a qualitative ap-
proach, based on the Social Representations Theory



(SRT) for using mental tools that operate individu-
al experiences in varied contexts. Although we have
accessed the representations through discourse, they
are elucidated by the nexus that establishes with the
social surrounding. ®

Women that live with HIV participated in this
study and were monitored by one of the Specialized
Attention Service (SAE) from a large city in the
Northeast region of the Bahia State, Brazil. The
respective municipality is known as the biggest
town in population of the state’s countryside, the
sixth-largest inland city, and with a population
higher than eight Brazilian capital cities.

We used intentional sampling once they corre-
sponded to the predefined criteria: people over 18
years old and under the antiretroviral treatment
(ART). As exclusion criteria, we used: those who
were under the use of medicine as a prophylactic
measure for HIV’s vertical transmission.

We invited the participants to integrate the re-
search through the nurse team while they were wait-
ing for professional care. The sample was composed
of 39 women. We adopted the saturation criteria to
finish the collection. ©

The data generation was carried out with a so-
cial profile characterization form application and
through a semi-structured interview. We collected
the data in a private room of the institution in the
period from September to November 2018, guided
by a script with questions related to the experience
of sexuality and its relation to the HIV diagnosis.
We recorded the statements and fully transcript-
ed them to the corpus construction and analysis.
Aiming to preserve anonymity, we identified partic-
ipants with the letter P followed by a chronological
sequence of participation, age in years, and HIV
diagnosis time.

In the data processing stage, we used
Iramuteq (Interface de R pour les Analyses
Multidimensionnelles de  Textes et de
Questionnaires) which is a free software for con-
tent and lexicometry analysis. ' Hence, for the
analysis, we defined the Descending Hierarchical
Classification (DHC) that classifies texts according
to their specific words. The respective software has
organized the data in a dendrogram providing re-
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sults that allowed the description of each one of the
five types') and enabled the construction of four
empirical categories.

Later, we organized the excerpts of lines extract-
ed from the interviews identifying the central ideas
in complementarity to the CHD findings and the
contrast analysis of variables modalities through the
Factorial Correspondence Analysis (CFA). In CFA,
the first factor (F1) explains 34,9% of total inertia,
the second factor (F2) explains 26,2% allowing the
presentation of variables between generations.

This research was approved by the Research
Ethics Committee from the Nursing School of
UFBA (#2.776.570/2017).

Results

The age of the 39 participants of this study varied
between 22-74 years old, mean age 43 years old.
The average time of HIV diagnosis was nine years,
and the majority supported themselves through
their own work and/or depended on Illness Aid or
the partner’s income. Regarding the education level,
11 had completed middle school, 21 high school,
and seven higher education. After lemmatization,
the interviews composed the corpus that the soft-
ware separated in 898 segments of text through the
initial context units (ICU) with the exploitation of
91.65%. We adopted the CHD composed only by
terms with p < 0,0001 on each one of the types.
Based on the CHD, we analyzed the set of words
present in each one of the types and its relation to
the object of research to the denomination of the
categories. We carried out the identification of cen-
tral ideas for each category, as exposed in figure 1,
substantiated in the SRT.

The types revealed that the material faced frag-
mentation, resulting on four thematic axes: the first
relates desires/wishes (type 5); the second compre-
hends two types and relates them to new ways of
living sexuality and the absence of self-care (types 2
and 3); the third encompasses family setting and the
everyday relations (type 4); and the fourth points
out to issues directly related to the health/treatment

(type 1).
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Women’s sexuality after HIV diagnosis
[ ‘ ] [ ‘ ]
Category 4 | | Category 3 | | Category 1 | | Category 2 |
\ : I )
Type 1 | | Type 4 | | Type 5 | | Type 3 | | Type 2
[ [ [ [ [
Care guided by the Family setting and Between the desire and
physical-biological everyday relations in the action: new paths in New ways of living the sexuality and
dimension the experience of HIV the experience of sex without protection (21.1%)
(22.7%) (21.0%) sexuality (22.7%)

test mother taste condom Sexuality
physician son flirting using condom live
take my house man people complicated
psychologist grandson know relation virus
month brother want person normal
blood sleep desire relationship person
medicine night remove happen find
strong study put involve sex
god listen different not-using-condom partner
consult friend invent moment side
admit call woman become pregnant pleasure
service father alone contraception situation
schedule friendship partner understand
repeat expose great prejudice
benefit lie other care
reach body i

Figure 1. Thematic structure about women’s sexuality representation after the HIV diagnosis

Category 1- Between the desire and the action:
new paths in sexuality experience

This category, composed of type 5, contains
words that relate to daily desires and wishes of
the experience of sexuality after the acknowl-
edgment of the diagnosis. In the statements, the
key-expressions were condensed in the core “like/
want/will/man”. This organization was pointed
out by the patients as an important support base
of sexuality guided by the (cis)heteronormativity
with (im)possibilities and/or perceived differenc-
es, highlighting the fragility that permeates the
affective and sexual intimacy and the search for
new strategies.

“For this flirt I'm something new but I no longer
see him differently from me” (P 05, 56 years old,
positive for 4y)

“This feeling of wanting or not a partner remains,
at the beginning I didn’t” (P 13, 62 years, positive
for 16y).

Category 2 - New ways of living the sexuality and
sex without protection

The construction of this category encompasses
types 2 and 3, in which the contents transcend the
daily difficulties, prejudice confrontation, and the
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impacts on the affective relationship, expanding
them to the social context. The assigned score to the
terms “using condom/not-using-condom/relation/
virus/complicated” seems to express negligence re-
garding the self-care present in the sexual relations.

“Before the virus, we were really not used to think-
ing about ourselves.” (P 03, 26 years old, positive

Jor 3y).

“I did not use condom, I did not think about preg-
nancy, I only found out later” (P 02, 33 years old,

positive for 8y).

Category 3 - Family setting and everyday
relations in the experience of HIV

The words belonging to this category, derived from
type 4, were highlighted because of their personal
and intimate character, once that the contents ap-
proached were the affective network and the family
dynamic. The words “mother/son/grandson/broth-
er” reaffirmed the importance of family interaction
given the secret maintenance and the fear of reveal-
ing the diagnosis and their sexual practices.

“I suffered when I told my two boys [...] I was feel-
ing very down” (P 20, 52 years old, positive for
16y).



“[ feel kind of revolted because my family and my
children were really outraged” (P 14, 69 years old,
positive for 10y).

Category 4- Cuidado pautado na dimensao fisico-
bioldgica

This category incorporates the terms of type 1,
pointing out changes and difficulties experienced
by participants in the course of the diagnosis.
Furthermore, it revealed aspects associated with
the routine, especially those related to the exams
and drug treatment. This axis moves away from
the subjective and emotional contents relating
itself to real objects of the HIV infection care/
treatment.

“We take care of one another [...] he reminds me
that I have to take the medicine” (P 06, 22 years
old, positive for 4y).

“It is hard, everything changes on a daily basis,
there must be a time to take the medication.” (P
02, 33 years old, positive for 8y).

“Not missing the appointments, doing the exams,
[ am always around.” (P 27, 57 years old, positive

Sfor 12y).

“l did the exam because I flirt a lor” (P 15, 64
years old, positive for 30y).

As a possibility to show possible contrasts be-
tween the modalities of instituted variables in this
study, for instance: person, age, time of diagnosis
in the CFA (Figure 2), we used the vocabulary re-
duction in the following terms (“ind”, “ida”, and
“dia”). The studied variables presented consonance
with the composition of each one of the types in the
DHC, and it exposes them distributing in quad-
rants. Hence, in the quadrants to the left are the
contributions allocated in category 1, with a ten-
dency of approximation in the ordinate Y; in the
bottom left the category 2 assumes opposition to
category 4, grouped more to the right; in direct op-
position and assuming the centrality of the abscissa
is the category 3.

Suto CS, Coelho EA, Paiva MS, Porcino C, Barros AR, Cajuhi AS, et al

"”.CQ E“ Category 3 ‘

Category 1
L *ind: 08
vind 54

. e Ndados .
- _: ............. ,:@3;04.J.d..a,_m9ﬂ'5"1?:‘3. ...................

*ind_39

Category 2

Category 4

Figure 2. Correspondence Factorial Analysis of the variable’s
modality by category

In Figure 2, we realized that in type 1 we have,
numerically, more participants among the ages (ids)
of 45-59. In type 2, we have a bigger number of
participants between 30-44 years. For type 3, we
have the greater participation of women over the
age of 60 years. Type 4 stood out because it has par-
ticipants with a time of diagnosis that vary from 6
to 15 years, however without a specific contribution
to age groups, indicating the participation of all age
groups.

Discussion

Since the XX century, with the advent of aids, it is
possible to conceive sexuality as one of the key-ele-
ments of the human experience. In that sense, it is
necessary to understand it to confront the problems
caused by the epidemic.

Participant’s social profile characterization of
this study revealed that 29 (74%) of them com-
pleted higher education. A research carried out in
Pernambuco with 256 people living with HIV indi-
cated that 21.9% of them had the same education
level. 12

Regarding the first category, exposed in the
Figure 1 dendrogram, we emphasize the fragility
that permeates women’s affective and sexual intima-
cy that live with HIV. The constitutive elements in-

Acta Paul Enferm. 2021; 34:eAPE02734.. u
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dicate a distancing between what women desire and
what they experience in sexuality, besides pointing
out heteronormativity.

Female sexuality remains relevant in Brazilian
society because it is conceived as a male control
(13)

object transpassed by gender issues. ' That way,
the most evoked words (Category 1) revealed issues
from the affective and sexual life that may reso-
nate in the affective, physical, psychic, and social
dimensions of women and their partners. We ob-
served that women around the age of 45-59 years
old (middle age) were the group that contributed
the most for this category conformation. In their
testimony, we highlight that the presence of ‘desire’
and/or the ‘denial of the desire’ is associated with
the fear of revealing their serological condition.

Therefore, despite all the movements in search
of sexual liberty for women the modern discourse
still sustains the repression of sexuality experience.
Given that, insofar as the sex is talked about the
repression connotes a certain transgression resolu-
tion. " In that sense, the participants’ testimony
that composes category 1 sustained in the oppo-
sition between expressing the desire or denying it.
The aspects reaffirm the experienced difficulties as
if according to the positivity of HIV, the abstention
for sexual practices were the rule for this genera-
tional group.

Women’s oppression by men has emphasized
the way of reproduction of sexuality experience, the
sexual violence, and the women’s human rights sub-
traction so that the difference between the sexes and
genders would only no longer be structural as much
as the exercise of power change. In that sense, fem-
inism is an important tool that serves for the analy-
sis of the political and cultural revolution changes,
contradictions, limits, possibilities, and objectives
initiated in the XIX century. 1

We organized the second category, nominated
“new ways of living the sexuality and sex without
protection”, in opposition to the previous one when
we grouped participant’s testimonies around the
ages of 30-44 years old (Figure 2). For this gener-
ational group, the difliculties and prejudices expe-
rienced in the family scope and the affective and
sexual relationships indicate an objectification of
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sexuality in their representations of the terms “com-
plicated” and “without a condom”.

The reported experiences expose the asymme-
tries of relations and the difficulties faced in the
preservative use negotiation as well as the partner
resistance of use. This aspect may indicate the pow-
er/gender relation and in what circumstances the
sexual practices occur without the preservative.
Hence, in the experience of sexuality women en-
countered themselves without information about
infection and perspectives of prevention that affects
the quality of life directly. In their reports, adult
women revealed that the knowledge of prevention/
protection related to HIV before the beginning of
the treatment practically did not exist.

The difficulty in prevention during sex con-
forms with the findings of research with young
women that recognized the female preservative as
a technology that provides autonomy and protects
from Sexually Transmitted Infections (STI), how-
ever, they reported discomfort and strangeness. 19
We highlight that the aids confrontation in Brazil
and the handling of STT in the sexually active pop-
ulation is challenging considering the reduction of
preservative use. ”)

Another aspect revealed in category 2 was the
prejudice present mainly in affective and sexual in-
timacy. In that sense, a study with asymptomatic
women around the age of 27 to 37 years old and
followed in an SAE in Recife also evidenced stories
marked by discrimination in everyday experience
since the diagnosis occasioning the occultation of
their serological condition. *®

In our study, the third category entitled “Family
setting and everyday relations in the experience of
HIV” had as a characteristic the participation of
women over the age of 60 years old (old). These
women, when talking about sexuality, denoted as-
pects concerning the family relations through the
words ‘mother/son/grandson/brother’.  Women,
most of the time, are still seen as ‘mother/young/
wife’, an aspect that restricts the inclusiveness of
other possibilities and excludes women that do not
fit this profile.

In the manifestation of aids, we observed
multiple feelings or determinations given the



tendency to greater longevity of people that live
with HIV.4929 When addressing the effects of
the aging process in the experience of sexuality
and gender of subjects among the ages 52-82
years old, referred to as homosexual men, the au-
thors observed that there is an “unstoppable re-
lation between aging and sexuality” and analyzed
a tendency of these subjects to transform them-
selves into “more discreet men.”” Regarding the
participants of this study (women), their social
representation seems to reveal that such phenom-
enon is strongly identified.

Currently, in Brazil, the epidemic of aids is
confronted with services of reference in assis-
tance, technology for prevention, and treatment.
However, its implementation on SUS still is low,
mainly in the majority of Brazilian northeast in-
terior cities. This reality indicates a gap that en-
ables the visualization of the decentralization and
integrality limits as difficulty factors for the ac-
cess to the health services and the universality of
SUS in the last 30 years. %2V

Considering the fourth category of this study,
which approaches the “Care guided by the physi-
cal-biological dimension”, its composition revealed
elements of women’s discourse around the ages of
22-74 years old. The contents depict HIV therapeu-
tic treatment and indicated that even when access is
guaranteed, the discomfort of arriving and remain-
ing at the SAE was embarrassing. Because this as-
pect may constitute itself in elements that enable
the revelation of their condition (someone living
with HIV) to the community.

In this category are present elements that denot-
ed the modifications in the routine of HIV seropos-
itive women, as much as they experience sexuality,
once that the care with the disease became primor-
dial. The participants’ reports elucidated that going
to the health service, the examining, and the aban-
donment of sexual practices, not thought before,
became a constant in their lives.

The studied categories with the generational cut-
out revealed distinct aspects of the social represen-
tations about the experience of sexuality. Therefore,
women between the ages of 30-59 years old revealed
the subtlety between desire and the action in the
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search for new paths for the experience of sexuality
by developing strategies and avoiding sex without
protection. For participants over the age of 60 years
old the family context and the everyday relations
overlap sexuality. However, independently of the
age, the representation also goes through the care
guided in the physical and biological dimension, as
far as it pulls away from the emotional and subjec-
tive contents.

The Social Representations (SR) constitute
themselves in dynamic processes that embrace sub-
jective aspects, affections, and cognitions that in-
fluence the change of attitudes and/or someone’s
practices in a given social context. ® Hence, on one
hand, the experience of sexuality may carry beliefs
and opinions built and shared by individuals and
groups. On the other hand, it may result in the in-
terpretation of the symbolic and social universe of
the investigated group in their environment and/or
social surroundings, as far as it provides the main-
tenance and/or resignification of the behaviors and
social practices of women living with HIV.

Conclusion

Women’s social representation that lives with HIV
about sexuality presented divergences between
generations. It revealed (im)possibilities and/or
fragilities that pervade the sexual and affective
intimacy between middle-aged women; adult
women searching for new strategies to experience
sexuality; older women reaffirmed the fear of re-
vealing the diagnosis and their sexual practices to
partners/relatives. The daily care/treatment rou-
tine was a highlight in women’s life, independent-
ly of generation. In these circumstances, sexual
representation pervades by occulting the willing-
ness/desire and prioritizing the improvement of
quality life and the established relationships that
impact the support. The generational issues stood
out by distinctly influencing the contribution and
confirmation in the representative categories. We
highlight, therefore, the necessity of new studies
that approach this thematic and that privilege the
generational category.
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