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RESUMO

Objetivo: analisar a estrutura das representagdes sociais de mulheres que vivem com
HIV sobre sexualidade. Método: Pesquisa qualitativa com referencial tedrico-
metodoldgico da Teoria das Representacdes Sociais, ancorada na Teoria do Ntcleo
Central. Foram coletadas evocagdes livres de palavras, nos meses de agosto a
novembro de 2018, de 191 mulheres vivendo com HIV em um municipio da Bahia.
Os dados foram processados pelo software Evoc conformando quadros de quatro
casas. Resultados: Em sua estrutura apresenta as palavras sexo, se prevenir, nao sei
e complicado. Os termos remetem a concepcao da sexualidade como algo “dificil”
de ser nominado e que demanda cuidados preventivos. Os elementos centrais e
periféricos apresentaram, sua maioria, uma conota¢do negativa da sexualidade.
Conclusio: As representagdes se ancoram em situagdes de temor e no medo em
expor a condicdo de vivéncia com o virus. Sugere-se que a temadtica possa ser
incorporada as praticas de cuidados de profissionais de satde.

Descritores: Sexualidade; Hiv; Mulheres; Atencao secundaria a satide; Enfermagem.

ABSTRACT

Objective: To analyze the structure of social representations of women living with
HIV about sexuality. Method: Qualitative research with theoretical and
methodological framework of the Theory of Social Representations, anchored in the
Theory of the Central Nucleus. Word-free evocations were collected in the months
of August to November 2018 from 191 women living with HIV in a municipality in
Bahia. The data were processed by the Evoc software, forming tables of four houses.
Results: In its structure it presents the words sex, to prevent, I do not know and
complicated. The terms refer to the conception of sexuality as something "difficult"
to be named and that requires preventive care. The central and peripheral elements
presented, for the most part, a negative connotation of sexuality. Conclusion: The
representations are anchored in situations of fear and fear of exposing the condition
of living with the virus. It is suggested that the theme can be incorporated into the
care practices of health professionals.

Descriptors: Sexuality; Hiv; Women; Secondary health care; Nursing.

RESUMEN

Objetivo: Analizar la estructura de las representaciones sociales de las mujeres que
viven con el VIH sobre la sexualidad. Método: Investigacion cualitativa con marco
teérico y metodolégico de la Teoria de las Representaciones Sociales, anclado en la
Teoria del Ntcleo Central. Se recopilaron evocaciones sin palabras en los meses de
agosto a noviembre de 2018 de 191 mujeres que viven con el VIH en un municipio
de Bahia. Los datos fueron procesados por el software Evoc, formando tablas de
cuatro casas. Resultados: En su estructura presenta las palabras sexo, prevenir, no sé
y complicado. Los términos se refieren a la concepcién de la sexualidad como algo
"dificil" de nombrar y que requiere cuidados preventivos. Los elementos centrales y
periféricos presentaron, en su mayor parte, una connotacién negativa de sexualidad.
Conclusién: Las representaciones estdn ancladas en situaciones de miedo y miedo a
exponer la condicién de convivencia con el virus. Se sugiere que el tema se pueda
incorporar a las practicas asistenciales de los profesionales de la salud.
Descriptores: Sexualidad; VIH; Mujeres; Atencién secundaria de salud; Enfermeria.
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Introduction

The World Health Organization (WHO) conceptualizes sexuality as
something that is influenced by several factors, such as: biological, psychological,
social, economic, political, cultural, ethical, legal, historical, religious and
spiritual.’> Thus, conceiving sexuality also pervades the sense of basic need of
human beings, considering that this dimension cannot be separated from other
aspects of life.!

In the context of sexual and reproductive rights, the experience of a
sexuality (free from discrimination and prejudice) must be guaranteed to all
people, and any decision, to be taken, in relation to sexual life, must be exercised
with autonomy, full consent, free, informed and without coercive practices.?

In this aspect, the strength of unequal gender relations evidences
conditions of inequalities between women and men, regarding the social
construction of sexuality. In this sense, women are taught to experience the
exercise of sexuality restricted to marriage, with a view to the satisfaction of the
partner, as well as for the purpose of procreation. In this regard, a survey
conducted in Mexico City, with doctors from public health services, revealed that
normativity on gender and sexuality still legitimizes and reinforces social
inequalities in reproductive health spaces, to the extent that body care is
addressed in consultations.?

The infection by the human immunodeficiency virus (HIV), which was
previously seen as a condition restricted to minority groups (gays, hemophiliacs
and sex workers), has reached other population segments, such as heterosexual
women, often in stable relationships, with repercussions in their daily lives and
in everything that is intertwined in it: social relationships, affective relationships,
sexual practices, self-esteem, pleasure and sexuality itself.*

However, it is considered that HIV infection has repercussions on the
dynamics of sexuality, by compromising and limiting libido and sexual
satisfaction, health professionals need to break with the biological practice
regarding the care provided to people living with HIV. Thus, the approach in
their care should contemplate issues related to subjectivity, since this can
interfere in people's well-being. Especially, when studying women who are
vulnerable (those living with HIV) by gender and historical inequities, whose
illness process is closely associated with the culture of patriarchy and the power
relations established in marriage.?

Epidemiological data revealed that the population group of women in
Brazil, in 2008, presented a higher rate of AIDS detection among women aged 30
to 34 years (37.2 cases/100,000 inhabitants); in 2018, the ranges with the highest
detection were women between 40 and 44 years of age (20.5 cases/100,000
inhabitants). In the distribution by sex, there was a reduction in the detection rate
among women in the last 10 years in all age groups, except between 15 and 19
years.>

To cope with the HIV/AIDS epidemic in Brazil, it is necessary to have
clinical management of Sexually Transmitted Infections (STIs) in the sexually
active population, such as heterosexual cisgender women. However, it is
observed that the issues related to gender and autonomy of the exercise of
sexuality are still neglected, the experience of female sexuality is linked to the
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function of contraception, so that these women end up blaming themselves and
holding themselves responsible in relation to the events that occur as a result of
sexual and reproductive life, where traditional gender norms are strongly
installed.

A study conducted with people living with HIV, in the state of Sdo Paulo,
revealed that the participants signaled that the infection/syndrome is still
permeated by hegemonic representations, which stigmatize and discriminate by
privileging the process of illness to the detriment of subjective aspects.

Evidence points to the existence of a gap in the provision of care by health
professionals, such as nurses, regarding issues related to sexuality, therefore, the
deconstruction of barriers that surround the theme becomes relevant.7-

Thus, it is observed that sexuality is rarely a topic discussed in the context
of the training and/or care practice of nurses. These are aspects that potentiate
the difficulties, to the extent that they need to address the subject with service
users during care, even understanding this need.9 Moreover, in the search
system for PUBMED, BDENF and SCOPUS articles, through the descriptors
"sexuality" and "women" and "HIV" and "social representations", in Portuguese
and English, six articles on the subject were identified in the last five years.

Among the Sustainable Development Goals (SDGs) related to the theme,
goal 17 highlights Health and Well-Being, as important to ensure a healthy life
and promote well-being for all, at all ages. In line with goal 3.3, Brazil commits
by 2030 to reducing the impacts of epidemics of AIDS, viral hepatitis and other
neglected diseases by ensuring universal access to sexual and reproductive
health services and inputs with a focus on health education and sexuality.1

Therefore, it was asked: how are the social representations of women
living with HIV about sexuality structured? To help answer this question, the
objective was to analyze the structure of the social representations of women
living with HIV about sexuality.

Method

Field research of the qualitative type, with a theoretical-methodological
focus on the Theory of Social Representations (SRT), guided by the tool COREQ
(Consolidated Criteria for Reporting Qualitative Research).!! Theory is
understood as a space of production of everyday life, where common sense is
seen as an appropriate force to reinvent and displace the subject.’? The option to
privilege the Central Core Theory was supported by being one of the strands of
SRT, consisting of structured information and constituted by the sociocognitive
system that is organized into two subsystems: a central (or central nucleus) and
a peripheral one.

The research was developed in a Specialized Care Service for HIV (SAE),
being the only service in the municipality of Feira de Santana-BA, the main road
axis of the North/Northeast of the country that provides care to about 1,200
registered women. The nurses responsible for the NCS approached the
participants and invited them to an initial conversation with the researcher,
where they were presented with the objectives of the study and, after acceptance
and signing of the Free and Informed Consent Form (ICF), the data collection
instrument was applied. The study included 191 women, selected through non-
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probabilistic convenience sampling, who met the following inclusion criteria:
being 18 years of age or older, being followed up at the Specialized Care Service;
and, being in use of Antiretroviral Treatment (ART). Those users of the service
who were pregnant at the time of collection were excluded.

The Free Association of Words Technique (TALP) was used for data
collection, composed of a script with two inducing stimuli "sexuality" and
"sexuality for people living with HIV". In addition, the script included items (age
group, level of education, race/color and economic situation; and data related to
the disease and the affective sexual relationship), with a view to
sociodemographic characterization, in order to delimit the group of belonging,
considering that this is an essential aspect for the research anchored in the SRT.1?

It is reiterated that TALP is a projective technique that allows the
apprehension of verbal and/or written production through one or more
inducing stimuli. This technique, in addition to allowing speed and expanding
access to different participants, allows the constitution of the semantic universe
of the term or object of representation, through latent elements in the discursive
productions.!3

The participants responded to the TALP individually via a form
previously prepared, from August to November 2018, in a reserved room at the
institution, in order to ensure confidentiality. In the application of the TALP the
participants were asked to evoke up to five words, to come quickly to mind when
listening to each of the inducing terms, the evocations were recorded and
transcribed. The participants took an average of 45 seconds to respond promptly
to each stimulus verbalized by the researcher. Then, in the stage of data
organization, the evoked terms were stemmed for each stimulus and
conformation of the corpora.

The corpora were processed by the software Ensemble de Programmes
permettant 1'analyse des Evocations (EVOC), in the 2005 version, which issued the
Panel of Houses, which enables prototypical analysis by considering the criteria
of hierarchy and salience, pointing to the possible elements that make up the
central and peripheral systems.!41> For the stimulus "Sexuality", the mean
absolute frequency of 16 and the minimum of 12 was defined; the criterion of
salience of the mean order of evocations (OME) and the Rang adopted, was 2.4.
These data organized together gave rise to the table of four houses (Figure 1),
90.1% of this corpus was obtained. The analysis of the second corpus, with the
inducing term "Sexuality of people living with HIV" (Figure 2), had an average
absolute frequency of 19 and a minimum of 13, with Rang of 2.7 and use of 95.4%.

The research project was approved by the Research Ethics Committee and
was conducted according to the required ethical standards.

Results and Discussion

The study allowed to characterize the profile of women whose ages
ranged between 18 and 75 years, with a higher concentration between 33 and 42
years (37.7%); were black/brown (97.9%); with eight and eleven years of
schooling (62.3%); regarding marital status, (69.1%) reported consensual union
and/or married, and 50.5% revealed seroagreement with the partner; regarding
paid work activities, (36.1%), while the others depended on the income of

REVISA. 2023 Apr-Jun; 12(2): 350-60

353



Suto CSS, Paiva MS, Porcino C, Couto PLS, Rodrigues AS, Jesus MEEF, et al.

partners and/or family members. A significant number of women had lived with
HIV for more than six years (40.3%) and 11.5% of them for more than 15 years.

The data from the evocations, processed by the Evoc software, considered
the average and minimum frequencies and OME in each of the four-house tables.
The responses to the inducing term "Sexuality" contributed with 639 words
evoked, among these, 112 were different, as shown in Chart 1.

Table 1 - Table of four houses to the inducing term "sexuality". Feira de Santana,
Bahia, Brazil, 2020.

Central core First periphery
Frequency>= 16 Rang< 2.4 Frequency>= 16 Rang> = 2.4
Sex 68 2,088 Affection 20 2,550
Prevent 30 2,233 Woman 17 3,118
yourself
Sexual 28 2,036 Partner 16 3,125
Relationship
I don’t know | 21 1,619
Pleasure 18 1,889
Idon't wantit | 17
anymore
Contrast elements Second periphery
Frequency< 16 Rang< 2.4 Frequency< 16 Rang> = 2.4
Love 15 1,933 Man 15 2,467
Good thing 14 1,786 Relationship 15 2,467
Nothing 14 2,000 Fear 13 2,692
Watching out | 13 2,231 Condom 12 2,750

Source: EVOC Software.

In turn, the data from the stimulus "Sexuality of a person living with HIV"
resulted in 746 terms, 79 of which were different, the table in Chart 2.

Chart 2 - Table of four houses to the inducing term "sexuality of people living
with HIV". Feira de Santana, Bahia, Brazil, 2020.

Central core First periphery
Frequency >=19 Rang< 2,7 Frequency>= 19 Rang> = 2,7
Difficult 59 1,746 Fear 40 2,825
Normal 48 1,625 Acceptance 40 2,700
Complex 32 1,813 Prejudice 23 2,870
Prevent 27 2,407
yourself
Can't anymore 22 2,091
Horrible
Contrast elements Second periphery
Frequency <19 Rang<27 Frequency <19 Rang> =27
Barrier 15 2,133 Do not speak 18 3,500
Sadness 13 2,308 Responsibility 18 2,889
Changed 13 2,462 Partner 17 3,235

Source: EVOC Software.
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Discussion

The profile of the participants in this study is consistent with a study
conducted in Ceard, with women of childbearing age living with HIV, where it
was evidenced that low income increased the chance of infection by four times
and that the main markers of vulnerability to infection of the virus, among
women, were associated with socioeconomic aspects and programmatic
components.16

In social representations, the elements that are arranged in the central
nucleus do not compose it only by quantitative criteria, but also by qualitative
aspects considering the manifestation of social thought. Thus, the centrality of a
given element needs to be defined based on the meaning attributed to the
representation. Thus, each social group represents its reality and reconstructs it
in its cognitive system, in view of its symbolic repertoire in a given socio-
historical-cultural and ideological context.!?

When considering the overhang criterion (Chart 1), the term 'I don't know'
presented the lowest OME, due to having been the most readily evoked. It is
inferred that this aspect refers to the (inter)subjective/affective dimension of
sexuality, based on the difficulty reported by participants in approaching sexual
life, probably due to the fear of revealing to others their serological condition or
the experience of exercising sexuality. Consequently, sexuality, when associated
with sexual practices, sex and/or linked to social discourses, can produce and
reaffirm genders, polarities, patterns and differences that bear the marks of
biopolitics and power relations established in societies still governed by
patriarchy. Such marks have repercussions on the experience of sexuality due to
the maintenance of taboos, stigmas and coercive practices, which prevents
discussion on this subject in public spaces.?1”

The analysis of the central nucleus reveals that the meanings attributed to
a given object by the subject come from information related to the practice and
dynamics of its interrelations. In this sense, the central nucleus of SR manifests
social thought and corresponds to the identity and constancy of the social
group.!? The meanings attributed to sexuality by women living with HIV
revealed an attitudinal dimension through the elements 'to be prevented' and '1
don't want anymore' and evidenced the "fear", translated into estrangement, to
the extent that they are added to the taboos and hegemonic discourse. Such
findings reinforce the stigma and prejudice around people living with HIV,
especially by pointing to a serological condition resulting from contamination
resulting from sexual practice.1®

Social representations can be classified into three types: hegemonic,
emancipated and controversial.!® In this study, by presenting as central elements
'sex/sexual-relation/pleasure’ we can point out that this representation is
hegemonic due to being widely (with)shared by the members of the group. Thus,
the representational structure, with regard to social aspects, reveals the meaning
attributed by society, where sexuality is still seen as synonymous with sex and
sexual practice.

Sexuality is constituted as the desire for contact and affection that can
include affections and pleasures. This aspect is important for the human being
because it encompasses not only the sexual act, but a reflection of broader social
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changes and stage of important identity achievements and for a new order of
individualization and pleasure.’® The first periphery of figure 1 contains
evocations that approach idealized romantic love, connoting an opposition to the
elements of the central core. For, due to the load of meanings and meanings
constructed historically-socially and attributed to the sexual behavior of women,
the terms "love and affection", given their range of senses, feelings and values,
are considered and socially accepted as essential elements for the composition of
the affection that is demonstrated among people, especially by women.

In the structure of the SR on sexuality, the elements that make up the
second periphery reaffirm the meaning of sexuality objectified in the 'sexual
practice' and denote, for the studied group, aspects concerning the experience of
sexuality itself. The theme of sexuality is conceived as universal and, at the same
time, singular for each person for carrying historicity, practice, behavior and
symbolizations lived.®

The second table of four houses (Chart 2), had in its central nucleus two
terms that presented the highest frequencies (59 and 48). These evocations
allowed us to infer the existence of two ideas, one centered on the 'denial' of
sexuality/sex and the other signaling a notion of 'normal(age)' that requires
attitude/action of the woman as 'being careful' and 'preventing'.

In the theoretical-reflexive basis of the Theory of Social Representations,
in its structural aspect, it is assumed that the elements of social representation
with importance for the central nucleus occur due to their prototypical character,
considered as the most accessible to consciousness, while the less evoked terms
form the peripheral elements.'?1* The most readily evoked terms form the
association 'difficult, complicated, can no longer and horrible' - when added
together they appeared 138 times - revealing the presence of fear, to the extent
that they signal the impossibility of experiencing sexuality when the person
presents the HIV positive serological condition.

Thus, it is possible to affirm that the social representation about 'Sexuality
of people living with HIV' is anchored in fear. Thus, it is possible to conceive that
"fear" is subliminally present in the representational field and reaffirms the
difficulty of experiencing sexuality after knowing the serological condition for
HIV. It is noteworthy that due to constant vigilance, fear and stress are related to
care not to transmit or be infected by other STI or other subtypes of HIV.

It is observed in research that the use of antiretrovirals is being
increasingly common as a prevention technology, before exposure to HIV, called
pre-exposure prophylaxis therapy.20 Despite the progress that has happened,
since the introduction of new therapies, the fear of contagion/transmission is still
seen as a threat to the physical integrity of the human being. In this sense, the
terms 'fear' and 'prejudice', which make up the peripheries, are consistent with
the idea of sexuality being considered something difficult and complicated for
someone living in this condition. However, the reception and social support
perceived/received, whether in the service or in the family environment,
indicates that the condition of "normality" can be reestablished. It is considered
that good adherence to treatment and coping with the disease may have
repercussions on the elevation of the level of self-esteem and maintenance of
quality of life.
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Moreover, the acceptance of living with HIV as a chronic disease, which
requires uninterrupted care and attention, tends to interfere with people's quality
of life and can result in levels of limitation and disabilities.

However, a study conducted with people living with HIV attended in
public health services showed that quality of life was positively evaluated,
especially in the psychological, spirituality, religion, personal beliefs and social
relationships, which revealed the importance of interpersonal relationships and
the social support network to ensure better levels of quality of life, especially in
a chronic health condition, which involves stigma, prejudice and exclusion as
major challenges to be faced.?!

However, with regard to sexuality, the quality of life can be presented
differently, so that the representation about the sexuality of people living with
HIV also proved hegemonic by assigning through "fear", an (inter)subjective
dimension, constructed from the social imaginary and incorporated by them
when pointing to (im)possibilities(s) in experiencing the exercise of sexuality.

Thus, this study was conducted in line with the qualitative approach, as
such, a situated study, which relied on a specific, intentional and non-
probabilistic sample. For this reason, the data presented here do not allow the
generalization of the results, except with the group itself. It is noteworthy that
the scarcity of studies in social representations with interface to sexuality and its
specificities in the experience of chronic illness made it difficult to establish
greater comparisons between the findings of the research and the reality of
similar vulnerable population groups, in different national/international
contexts. Thus, the limitations of this study are the restriction of data collection
to a single service in the Northeast region of the country.

It is expected that these findings, when revealing the social
representations of women living with HIV, point out demands, subsidize the
implementation of permanent education actions and changes in the work process
and in the qualification of care care for health professionals, particularly for
nurses. Since social representations are a guide for changes in practices and
attitudes, aspects related to and referred to the "fear" of experiencing sexuality,
in the face of HIV positivity, can have repercussions on well-being and quality of
life, as well as on treatment adherence. These aspects need to compose nursing
planning and care focused on sexual and reproductive autonomy/health.

Conclusion

The representational structure pointed out that sexuality was conceived
by women living with HIV as something difficult to be named and associated
both with sexual practice and demands preventive care to be lived, as well as the
need to stay away and/or distanced due to their serological condition.

The participants reveal the meaning given to sexuality as equivalent to sex
and the sexual practice that brings them closer to society in general. By
attributing meaning to the sexuality of people living with HIV, the women
interviewed represent them through negative and/or impeding connotations
and anchored in the fear of revealing their serological condition. Ideas that need
to be accepted by health professionals as a problem to be considered in the
systematization of care from the perspective of the expanded clinic.
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