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Luana Carla Santana Ribeiro’ ABSTRACT

Objective: To analyze the representations constructed by people living with HIV on
. . . the infection and their influence on the late search for diagnosis. Method: A qualitative
Maria Imaculada de Fatima Freitas’ study, conducted through an open interview with people who had a late diagnosis of HIV
infection. The theoretical framework adopted was the Theory of Social Representations
based on a critical approach. For data analysis, was used the Structural Analysis
of Narration method and the MAXQDA 12° software. Results: Eighteen people

Alain Giami?

" Extracted from the thesis: “Diagnéstico tardio
de infecgdo pelo HIV: magnitude do fenomeno

e trajetdrias de pessoas que vivem com HIV”, participated in the study. The following original representations were unveiled: AIDS
Programa de Pés-Graduagio em Enfermagem, as a transmissible and dangerous disease; disease of the other; severe, incurable and
Universidade Federal de Minas Gerais, 2018. deadly disease; and denial of risk due to trust in a steady partner. These representations
! Universidade Federal de Minas contributed to the late search for diagnosis, either because of the attitude of distance
Gerais, Programa de Pés-Graduagio em from susceptible people, or because they did not perceive or deny the risks to which they
Enfermagem, Belo Horizonte, MG, Brazil. were exposed in their life trajectories. Conclusion: Understanding the reasons that lead
2 Université de Paris Saclay, Paris, France. people to a late diagnosis of HIV is imperative in the current epidemic scenario for the

planning and implementation of new strategies and policies for the timely diagnosis of
the infection.
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Representations of people living with HIV: influences on the late diagnosis of infection

INTRODUCTION
HIV/AIDS has permeated the collective imagination

from the first cases in the early 1980s. Since it became a
worldwide epidemic, people in their different sociocultural
and life contexts construct their representations about the
phenomenon and attribute meanings to this problem.

In recent years, research in several countries around the
world has highlighted the problem of late diagnosis (LD)
of HIV infection with high prevalence rates. This is one
of the main obstacles to pandemic control and has serious
repercussions for populations, highlighting the increase of
infection spread, of morbidity and mortality of people living
with HIV (PLHIV) and the decrease in the quality of life
of those affected™*.

In the HIV diagnosis, is monitored the proportion of
PLHIV without treatment who arrive at the health service
with immunological impairments that are measured by the
value of CD4 T lymphocytes + (LT-CD4+). In 2015, in
Brazil, 42% of PLHIV sought health services late, when they
had already developed the syndrome, i.e., with a LT-CD4+
value of less than 350 cells/mm3®).

In studies focused on objective explanations of the prob-
lem, were found factors associated with delayed diagnosis
of HIV infection, such as older age®, male sex®, heterosex-
uality”, black race®, unemployed or low-income people®.
However, people’s subjective aspects influencing this phe-
nomenon are still poorly studied.

Several macro and micro determinant factors are related
to the problem of HIV infection, highlighting poverty, vio-
lence, low schooling, gender inequity and barriers to access
of health services. In the field of subjectivity, the follow-
ing factors stand out: the set of social representations on
AIDS, micro-modelling of the AIDS imaginary in feelings
of anguish and fear of the proximity of the unknown, dif-
ficulties to de-crystallize territories and ideologies already
established, the fatalistic conception of the disease, stigma
and the plurality of perceptions about HIV infection and
prevention® 19,

In this sense, the ways of thinking and acting in relation
to the risks of becoming infected by HIV and in relation to
the disease and the infection itself (among other representa-
tions composing this object) are determinants in the path to
discover the situation of the seropositive individual or with
AIDS.'The main question of the present study concerns the
influence of representations in the life paths of HIV positive
people in their search for diagnosis.

'The objective of this study was to analyze the representa-
tions built by people living with HIV on the infection and
their influence on the delayed search by diagnosis.

METHOD

TYPE OF STUDY

This is a cut of the qualitative axis of a mixed method
study based on the constructivist approaches of sociology,
in which the Theory of Social Representations from a crit-
ical approach was adopted as theoretical-methodological

reference™. This approach questions the reduction of rep-
resentations to the process of transformation of a scientific
theory into knowledge of common sense as a research par-
adigm®?. It also considers that science is not the only deter-
minant in the process, because the sources of representation
in social life are varied, and their exclusive function is not
defining conducts of a group and creating identity of belong-
ing to it"?, since they also unveil the non-belonging, such
as groups of vulnerability to HIV, and include intrapsychic,
intraindividual and interindividual functions®.

The conception of representations of this approach® lies
at the intersection between the cognitive basis of Flament(!?
and the psychoanalytic conception of Kaés"¥. According
to Flament’s conception, representations are revealed indi-
vidually and collectively and structured around a deep core
observed through representations called originals, which
are the oldest and last through a variety of life-long expe-
riences as an identity. Around the deep core are peripheral
representations more related to everyday life, and more eas-
ily modified by disagreements with reality in a process of
learning and knowledge™. The psychoanalytic conception
of Kagés states that the existence, constitution and persistence
of representations are directly dependent on the trajectory
of life backed up by individuals’ psychic process from the
imagetic nucleus of the object, and also express the ghosts
of individuals and provoke resistances®®.

SCENARIO

The study scenarios were the six Specialized Assistance
Services (SAE — Servigos de Assisténcia Especializada) of the
State of Paraiba in activity during the data collection period.
People living with HIV from all municipalities in Paraiba
are in regular follow up in these services.

SELECTION CRITERIA AND SAMPLE DEFINITION

The sample was obtained intentionally and included
people with a late or very late diagnosis of HIV infection.
Sample size was determined by the technique of theoret-
ical saturation or redundancy of information®. The final
sample comprised 18 interviewees. Inclusion criteria were:
people with HIV, above 18 years of age on antiretroviral
therapy (ART), with late or very late diagnosis, who partici-
pated in the quantitative study (previous phase of the study),
provided a landline number or a mobile phone number and
gave their consent for further contact with the researcher.

DATA COLLECTION

'The data collection period was year 2017. An open or
unstructured interview was used and the script was prepared
by the study authors with a central question regarding the
participant’s trajectory of life until the HIV diagnosis. The
initial procedure was the identification of PLHIV diagnosed
late (LT-CD4> = 200 cells/mm? and < 350 cells/mm?) or
very late (LT-CD4 < 200 cells/mm?®), and this information
was obtained in the medical record regarding the LT-CD4+
count at the time of diagnosis®?. Then, telephone contact
was made with people who provided their number in the
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first phase of the study (quantitative axis) and who lived in
the metropolitan region of Jodo Pessoa, the state capital,
because the region concentrated around 80% of the total
sample of the study.

From the verbal agreement of people contacted to par-
ticipate in the study, were arranged the days, times and
locations for each interview according to participants’ pref-
erences. The sites were their residences or the SAE where
they were in follow up treatment. The interviewees’ privacy
was ensured and they signed a written consent. The inter-
views were recorded with participants’ authorization and
later transcribed by the researcher. Transcripts were validated
through peer review.

ANALYSIS AND PROCESSING OF DATA

For data analysis, was used the method of Structural
Analysis of Narration®®, implemented with support of the
MAXQDA 12° software that performs the main functions
of text organization and codification of empirical material.
In the validation process of the coding in MAXQDA, was
performed a peer review by using as parameters the percent-
age of correlation between the coded textual segments corre-
sponding to 80% and the Kappa index acceptable from 75%.

'The analysis of interviewees’ narratives revealed rep-
resentations about the HIV/AIDS object, which were
organized according to the expression of density, and
importance for participants in original and peripheral rep-
resentations. Original representations are those expressed in
individuals’ discourses according to a chronological plan that
refers to the initial representations of HIV identified in the
social discourse, in a more lasting perspective as a nucleus
of permanence and grounding, and by which are identified
the stereotypes of sociological objects™. Peripheral rep-
resentations are related to subjects’ daily experiences, are
more flexible to changes and reveal contradictions that may
or may not be confirmed along their life trajectories, and
may contribute to the confirmation or undermining of the
original representations.

ETHICAL ASPECTS

In compliance with Resolution number 466/2012 of the
National Health Council, the study was submitted to the
Research Ethics Committee and approved under Opinion
numbers 1.870.281 (UFMG), 1.932.530 (UFPB - HULW)
and 1.973.626 (UFCG — HUAC). The participation of
interviewees was supported by the Informed Consent form.
In order to guarantee the anonymity of participants, they
were named E1, E2 and so on, according to the sequence
of interviews.

RESULTS

Eighteen people participated in the study. All partic-
ipants were diagnosed late (16.7%) or very late (83.3%).
Of the total number of interviewees, 50.0% were male and
50.0% female; 61.1% were adults at the time of diagnosis,
in the age group of 25 to 49 years; 50.0% were married
or in stable union during the diagnosis period; 50.0% had

12 years or more of study, as opposed to 33.3% of those with
low schooling (from 1 to 8 years of study); 72.2% declared
themselves to be heterosexual, and most participants (66.6%)
acquired HIV through sexual intercourse with men.

The analysis of interviewees” narratives revealed the
following original or central representations: AIDS as a
transmissible and dangerous disease; AIDS as the disease
of the other, characterized as a person of ‘promiscuous’ life-
style with multiple sexual partners; the denial of risk due to
trust in a steady partner; AIDS as a serious, incurable and
deadly disease.

AIDS IS A TRANSMISSIBLE AND DANGEROUS DISEASE

'The original representation of AIDS as a transmissible
disease, either through continuous physical contact, objects
of common use, or through respiratory contact, among
others, was presented by participants as a basis for the fear of
becoming infected and hostility towards seropositive people.
Recognition of the high transmissibility potential of the
virus associated with the founding myth of HIV infection
as a dangerous disease that requires distance from infected
people exists in subjects’ life trajectories long before they
discovered they had the virus.

Ob, I felt so scared when I saw people. I thought I would get it
right away, just with the person talking (...) (E10).

On TV, they said it was dangerous, a contagious disease (... ) (E18).

Linked to the central idea of a dangerous disease, the
narratives reveal the preponderant representation of HIV
as a sexually transmitted disease, but there is also the
representation of transmission through the air.

(-..) I thought I got it like that, in the air, I did not think it was
through sexual intercourse. Then, there, today I live this (...).
1 did not know, I was not aware of (how) you get the disease

(-..) We knew it, we knew it was through sexual intercourse (E2).

Although participants in this study were aware of HIV
transmission through unprotected sex, they did not perceive
themselves at risk, even if having intercourse with their part-
ners without a condom.

(...) But it was the matter of not being cautious with people 1
had a relationship with (...) ... Its the matter of frust. (...).
Then, 1 did not believe it! Then, tons of things came into my head,
everything I've been through, because of people I already knew,
that I lived with, with whom I related, the lack of safety, really,
because of trust (ES5).

'The central representation of risk denial emerging from
the reports was sustained by a position of detachment from
the object, in spite of the frequent practice of unprotected
sex. This distance was mainly due to the feeling of trust
in relationships with a steady partner or official marriage.
The attitude of trust is anchored in the ideas that the
other - partner - is faithful, respects the relationship, allud-
ing to the romantic sense of love, and has a ‘clean’body, that
is, not contaminated with a virus that is historically related
to the stereotype of ‘promiscuous’ people with a ‘dirty’ body.

www.ee.usp.br/reeusp
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(-..) ‘Cause we should not trust everyone, right? Going out with
a person and without knowing better... (... ). We trust because you
look and say: “So-and-so does not have this disease, no, because he
is an acquaintance”. That’s where we get screwed up (...) (E3).

(-..) Because you live with a person, you trust a lot. (...) You will
not imagine that person will get something like that and will
give it to you. Never! Because you trust too much (E18).

From this perspective, the idealized being, the partner, is
legitimized by the feeling of trust and by the belief that the
other is special, ‘perfect’and incapable of doing harm, includ-
ing ‘incapable’ of transmitting the ‘evil’ represented by HIV.

The narratives show the association of the distancing
position regarding HIV and the feeling of invulnerability.
Therefore, is adopted the practice of unprotected sex, and
denial of the risk of infection.

(-..) And there were even comments (about the risk, because it
was sexual contact), even seen as a_joke (...). But I never cared,

really (E2).

People used to tell me it was in the relationship, but that couldn’t
get into my mind. Now, after I caught it, I faced the reality, the
real thing (...). I thought it was even a lie (E4).

'The representation of the partner as someone free from
HIV infection is related to the representation of oneself
as a person with a clean body, invulnerable to the risk of
contamination and with a single steady partner. The fact
of denying the risk leads to inertia in the face of the prob-
lem and, consequently, the non-performance of preventive
practices, which favors one’s contamination and the delayed
search for the health service.

AIDS IS THE DISEASE OF THE OTHER

'The representation of oneself refers to the original rep-
resentation of AIDS as a disease of the other. Participants’
discourses revealed who was this ‘other’, and that HIV
infection was not an object that permeated their thoughts.
It was characterized as something that could only happen
with other people, what makes the feeling of invulnerability
evident once again.

(...) This story of HIV never crossed my mind, back in 1997,
right? (...). At that time, I heard about Cazuza, right? About
that Sandra Bréa too, but it never crossed my mind that it could
reach me. It could be with some famous singers, they could take

drugs ... I used to think that way, you know? (...) (E4).

Because this is something that happens to others, but it never
happens to us (E16).

Inherent in this central idea of AIDS as a disease of the
other, is identified the founding myth of the risk group. In
essence, this discriminates the self, not susceptible to HIV,
from the other, who is exposed to the risks of infection. In
this study, this other is characterized as somebody with a
‘promiscuous’ lifestyle, which is defined as the way of living
life, especially men who have sex with men (MSM) and

sex workers:

(...) I thought it was more who? People such as homosexuals,
women, people who live off the night. I thought it was more

these people, who were at greater risk. As I lived at home with
my husband, I did not think so (...) (E7).

(...) Usually, we saw that it was more with homosexuals, you
know? Those that caught these things. Also women who live
with all kinds of men would catch it (...) (E12).

In addition to identifying this other person that is vul-
nerable to HIV as a person with ‘promiscuous’lifestyle, there
is an intrinsic representation of risky behavior. However,
in discourses, this concept of risk behavior is close to the
concept of risk group, since the first expression is used with
the meaning of an individual with multiple partners, and
not as any subject that has sexual intercourse unprotected.

Promiscuous peaple (seropositive peaple). The worst possible peo-
ple (...) So, I did not consider myself as person engaged in risky
behavior. I had friends who went to nightclubs, steam rooms,
all these things ... So, for me, this was something for exposed
peaple (E13).

AIDS IS A SERIOUS AND INCURABLE DISEASE

Based on interviewees’ narratives, the original representa-
tion of HIV as a serious and incurable disease was revealed
without considering the difference between seropositivity
and syndrome, which is characterized as the advanced stage
of the disease.

The most horrible things in the world, right? It is an incurable
disease, one dies from if, people used to say there wasnt even a
treatment for it (E11).

What I did not know before I became infected, was the difference
between HIV and AIDS (E17).

'This indifferentiation of the represented object contrib-
utes to the fact of the infected person only searching the
health service in the presence of symptoms. Even in the
illness process, usually there is no relation of the illness with
the possibility of diagnosis of HIV infection, this judgement

is not made by the subject or only made as a last alternative.

Then, when you find out, it’s already late! (...) I almost died. It
was just that I did not know what was happening to me (E3).

If I had found out sooner, I would not have got to this point. I
thought I was going to die! (E10).

In their imaginary before the diagnosis, interviewees
kept the representation of AIDS as a serious, debilitating
and incurable disease, in spite of advances in antiretroviral
therapy, which increased the quality of life of PLHIV, and
the configuration of chronicity related to HIV infection.

As a peripheral representation linked to the representa-
tion of AIDS as a serious disease, there is the stereotype
of the extremely thin person that confirms the image of a
debilitating disease. This representation used to be in inter-
viewees’ abstract plane, and was legitimized to pass to their
concrete plane of experiences when they were diagnosed late
and, therefore, with the advanced disease.

1 was scared to see those more advanced cases, when I saw that
person who was already weakened, debilitated ... Severe! Pre-

cisely because of the issue of healing (ES).
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I was already very bad, a lot of fever, I was very thin, had no
appetite (...) (E9).

AIDS IS A DEADLY DISEASE

Most participants also represented AIDS with the
meaning of death, ineluctable and rapid. Despite the
advances in the fight against the epidemic and the estab-
lishment of its chronicity in the country, people still con-
struct their representations about the phenomenon with
the sense of fatality and imminent death, as expressed in
the following speeches.

1t was a death sentence. We only think about this, as if there were
no worse things (E2).

Because it was and is seen as a deadly disease, right? That big
disease, that very strong thing, which at the time was very, very
stigmatized, right? (...) I thought if I found out, I was going to
die soon, in a short time (E15).

The representation of AIDS with the analogous meaning
of death through psychic mechanisms of appropriation of
representation, can lead individuals to avoid thinking about
their possible infection by posing it as a problem distant
from their reality. Avoiding to think about the HIV object

can also be interpreted in the record of fear of death and

thus, fear of AIDS.

1 used to hear about it, but today I live it. I did not know it
was that dangerous. (...) One would catch it, and if catching i,
would die soon. Then I would not put it in my head, I would not
put it in my head that I would (die), right? (...) (E1).

When Cazuza died, I was in Rio. That was it... I was scared
to death (E9).

Distancing from the problem led to (lack of) knowledge
about the risks linked to the infection throughout the inter-
viewees’ life trajectory. They only sought health care when

the disease was very advanced and severe, which reaffirmed
the meaning of death linked to AIDS.

MEetapHORS OF AIDS

Participants of the study gave metaphorical meanings

to HIV/AIDS by using terms such as ‘horror film’ and
‘boogeyman’:
(...) Twenty years ago, this was a horror film, because it was,
to this day there is a lot of discrimination, but not so much as
back then. Then, people who discovered to have such a problem
thought their days were numbered (...) (E2).

It was a boogeyman. I thought it was the end of life (E16).

'These images of HIV infection as ‘boogeyman’ or ‘horror
film’refer to the original representations of a serious, incura-
ble and fatal disease, given the meaning of these expressions.
'These terms connote the idea of something frightening, ter-
rifying, and contribute to an attitude of distance as a reaction
of escape, evasion and inhibition as a result of fear.

Other representations that support the idea of death in
the experience of living with HIV were expressed by terms
such as ‘curse’, ‘calamity’, and ‘something very monstrous’.

That it was a curse, that it came and exterminated you, and you
had no room to say like: “Ull fight this’. It was something like, I
cannot explain, it was something very monstrous, really mon-
strous. But nowadays, I know it is not like that (E13).

People used to say it was a calamity, they were frightened. In
the past, it was difficult that a person died, but in a certain way,
when catching this disease, died slightly (...) (E14).

The representation of HIV as a curse is related to the
founding myth of incurable disease, which leads to an immi-
nent death, and to something undeserved that one does not
understand why it happened to him/her, and refers to a
feeling of guilt. A curse that leads to the extermination of
the guilty person with no opportunity to fight. Monster and
a calamity are expressions explaining the notion of disgrace,
of catastrophe imposed by fate, which is frightening, and
alludes once again to the fear of death. Such psychosocial
bases often condition the escape or distance from the prob-
lem with consequent late diagnosis of HIV infection.

DISCUSSION

The fear of contracting HIV infection was a striking
idea in the narratives. However, this fear of transmission
did not cause a confrontational and preventive reaction in
interviewees, such as the practice of safe sex, but the attitude
of hostility and distance from people infected.

The original representation of danger unveiled in this
study was associated with a feeling of fear related to conta-
gion or transmission. In a study conducted with long-dis-
tance truck drivers, were also identified notions of danger
and risk related to the fear of acquiring the infection and
contaminating the family, which strengthens the meaning
of AIDS as a moral threat"”. The representation of AIDS
as a dangerous disease or the idea of danger related to HIV
infection was also evident in other studies®®1?,

'The representation of HIV as sexually transmissible has
become socially commonplace. Studies demonstrate the
existence of this information in societies’®?. Participants’
narratives revealed that experiencing the diagnosis of HIV
infection modified the representation of the form of virus
transmission. In other words, the interactions with health
professionals and the need to learn to live with HIV have
approximated the subjects of the scientific knowledge with-
out necessarily abandoning altogether the previous ideas
about transmission, in a confusing and lengthy process of
rethinking the world. This process begins with distancing
from the HIV problem, and in association with the (lack
of) knowledge on the object, it may have influenced the
non-perception of risks of infection and the failure to adopt
primary prevention measures, which led to transmission and
late discovery of the disease.

The closeness of the affective-sexual partner coupled
with the idea of a single, steady, intimate and reliable part-
nership led to denying the risk of contracting HIV and
thus, the absence of preventive care for protection against
the infection. The feeling of trust is related to the idea of
romantic love®?, which is not liable to error and cannot
harm the loved one. Implicit in this meaning of love, is
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the interpretation of HIV transmission as a malicious and
intentional action hence, it cannot be practiced by someone
who loves and trusts. The trust in relationships with steady
partners as a mediator of the attitude of denying the risk of
becoming infected with HIV was a result also observed in
other studies(719-20:22-23),

Having a steady sexual partner is considered a protec-
tive factor, and does not encourage condom use, which can
increase vulnerability to HIV and other sexually transmitted
infections. Married women generally feel protected from
infection, since they attribute meanings of fidelity and secu-
rity to the marriage, but do not consider the possibility of
their partners having extramarital affairs. For these women,
the relationship with a steady partner represents a lower
probability of exposure to risk because of feelings of trust
and exclusivity towards their spouses®.

At the same time, men have sex with their steady and
official partners without a condom, because they feel safe
in their relationship with the ‘woman at home’, and also
because of the trust, symbolic closeness and affectivity
inherent in the family context with its relationships and
values’”). For most men, marriage does not necessarily
involve monogamous behavior, but there is the conviction
that wives are faithful and always monogamous, which may
favor the feeling of invulnerability as a reflection of their
hegemonic masculinity®.

An implication of the representation of denial of risk is
the delay in performing HIV screening and, consequently,
the late diagnosis. The attitude of not realizing the risk is
an obstacle to the test®, while there is also a distinction
between the ‘self’ and the ‘other’, which in turn clarifies the
dichotomy between ‘my group’, in which there is no risk or
danger, and the ‘other groups’that are considered as high risk.

The reference of HIV infection related to the lifestyle
of celebrities is one of the first stereotypes of AIDS, of the
group of risk of drug users and sexually ‘promiscuous’. The
representation of AIDS as a disease that affects famous peo-
ple is related to the idea of consequence of ‘deviant’behaviors
presented by this public. These behaviors are those related to
drug abuse, practice of sex with multiple partners and with
people of the same sex®).

The representation of risk groups was strongly built at the
beginning of the epidemic, generated stigma, and remained
significant in the representation system of participants in
this study. The permanence of this representation linked to
‘promiscuous’ people, MSM, sex workers and drug users has
also been identified in other studies**?. A study conducted
with university students found an association between rep-
resentations of risk and ideas of carelessness, promiscuity
and irresponsibility. Inherent in these representations, is an
attitude of condemnation of the practices of those exposed
or who have been exposed to the infection, blaming them
for their present condition®.

'The aforementioned representations of AIDS as a trans-
missible, dangerous disease that affects only the other con-
tributed to people’s late search for health services because
they did not perceive the risks to which they were exposed.
'This delayed search was corroborated by representations of

AIDS as a serious, incurable and deadly disease, which led
individuals to seck services only when they were already sick.

The representation of AIDS as a serious and incurable
disease was also mentioned in other studies'*??. The idea of
incurable disease is associated with the certainty that after
confirmation of the infection diagnosis, there is no way back,
and the life of HIV-positive individuals will be marked by
the presence of the disease until their death®.

'The representation of HIV and AIDS as a single object
characterized as a severe and debilitating disease, leads to
people’s lack of planning or practicing secondary prevention
actions, such as periodic tracking of the virus in case of
unprotected sex. As a consequence, the search for diagnosis
in health services is delayed, because it is only performed in
the face of illness and aggravation of symptoms.

In another research, most participants only sought health
services and did the HIV test because they were already sick.
Out of the 31 interviewees who were diagnosed because of
their illness, 14 reported symptoms for more than six months
before the HIV test®®,

The representation of AIDS as a disease that causes
unavoidable death was also found in other studies®%26-27,
The idea of death linked to HIV/AIDS is unrestricted and
reaches people of all kinds, which shows how intense is the
anchoring of this original representation®?.

Historically, death has been the object of representation
of all individuals in their sociocultural and particular contexts
of life. Preponderantly, in the various cultures, meanings of
intense grief, sadness, mourning, and despair are attributed
to death through the permanent loss of the dying being. In
many subjects, this can generate an attitude of denial and
escape from thoughts about dying.

In recent decades, despite the evolution of sciences in
the treatment of diseases, there is a growing fear of death
and it remains a taboo®®. Probable reactions to fear are
escape, inhibition/paralysis and aggression/struggle, which
are ambivalent behaviors common to men and the animal
kingdom. In addition to these reactions, human beings have
the ability to manage fear with courage and master it®.
Respondents reacted to the fear of AIDS and death before
being diagnosed, either by fleeing from danger, or by inhib-
iting any adaptive resolution related to the threat.

The articulation between AIDS and death was reinforced
by fear and by the feeling of impotence in the face of its
inevitability, which was manifested by the strong meaning
of metaphors forming the nuclear dimension of the rep-
resentation system™. Historically, the central dimension
of the representation of AIDS as a synonym of inevitable
death is an invariant permeating diverse cultures. It appeared
at the beginning of the epidemic and remained strongly in
the collective imaginary, despite advances in coping with
the epidemic and the effectiveness of current antiretrovi-
ral treatments®,

By conceiving HIV infection as a curse or calamity,
respondents have given HIV/AIDS a sinister sense, an evil
coming from the action of fate and thus a threat beyond their
control. A possible conclusion is that there is no introjection
of vulnerability to HIV and awareness that the infection
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occurs due to the lack of prevention, by not using a condom.
As aresult of not perceiving the risks, study participants did
not seek HIV screening after exposure situations and thus,
were not aware of their HIV infection at an early stage. The
lack of perception of individual vulnerability associated with
the representation of AIDS as a severe/advanced disease,
certainly contributes to the late search for diagnosis.

CONCLUSION

The late diagnosis of HIV infection is one of the main
obstacles for epidemic control and a multifaceted and com-
plex problem. In this study, this phenomenon was analyzed
based on the interpretation of representations about HIV
constructed throughout the life trajectory of people diag-
nosed late.

The results showed that representations of AIDS as a
transmissible and dangerous disease that affects only the
other have favored the late search for diagnosis in health

services. People did not perceive the risks to which they
were exposed and felt invulnerable. This delayed search was
confirmed by representations of AIDS as a serious, incur-
able and deadly disease, and by the lack of recognition of
asymptomatic HIV infection, which led to the search for
services only after the onset and worsening of symptoms.

The main consequence of the lack of perception of
individual vulnerability is not performing primary and sec-
ondary prevention actions, such as the use of condoms in
sexual intercourse and the periodic tracking of the virus after
exposure situations. Together, these factors contribute to
susceptible individuals not discovering their HIV infection
early, which results in the late diagnosis.

The results of this study provided a more in-depth
knowledge of this serious public health problem, which is
the late diagnosis of HIV and therefore, may contribute to
the design of new strategies and policies aimed at the timely
diagnosis of the infection.

RESUMO

Objetivo: Analisar as representagdes construidas por pessoas vivendo com HIV sobre a infecgio e sua influéncia na busca atrasada
por diagnéstico. Método: Estudo de abordagem qualitativa, realizada com pessoas que apresentaram diagnéstico tardio da infecgdo
pelo HIV, por meio de entrevista aberta. O referencial teérico utilizado foi a Teoria das Representactes Sociais, a partir de abordagem
critica. Para a andlise dos dados, utilizou-se do método da Anilise Estrutural de Narragio e do programa MAXQDA 12°. Resultados:
Participaram do estudo 18 pessoas. Desvelaram-se como representagdes originais a aids como doenga transmissivel e perigosa; doenga
do outro; doenga grave, incurdvel e mortal; e negagio do risco devido 4 confianga em parceria fixa. Essas representa¢des contribuiram
para a busca atrasada por diagnéstico, ora devido 2 atitude de distanciamento das pessoas susceptiveis, ora por ndo perceberem ou
negarem os riscos aos quais estavam expostas em suas trajetérias de vida. Conclusdo: A compreensio dos motivos que conduzem
as pessoas a descobrirem tardiamente sua soropositividade é imperiosa no atual panorama da epidemia, para que sejam planejadas e
implementadas novas estratégias e politicas que visem ao diagnédstico oportuno da infecgio.

DESCRITORES

HIV; Sindrome de Imunodeficiéncia Adquirida; Diagnéstico Tardio; Enfermagem em Satude Publica.

RESUMEN

Objetivo: Analizar las representaciones construidas de personas viviendo con VIH acerca de la infeccién y su influencia en la busqueda
retrasada por diagnéstico. Método: Estudio de abordaje cualitativo, llevado a cabo con personas que presentaron diagnéstico tardio de la
infeccién por el VIH, mediante entrevista abierta. El marco de referencia teérico fue la Teoria de las Representaciones Sociales, desde un
abordaje critico. Para el anilisis de los datos, se utilizé el método de Andlisis Estructural de Narracién y del programa MAXQDA 12°.
Resultados: Participaron en el estudio 18 personas. Se desvelaron como representaciones originales el SIDA como enfermedad transmisible
y peligrosa; enfermedad del otro; enfermedad severa, incurable y mortal; y negacién del riesgo en virtud de la confianza en pareja fija.
Dichas representaciones contribuyeron a la busqueda retrasada por diagnéstico, ora en virtud de la actitud de alejamiento de las personas
susceptibles, ora al no percibir o negar los riesgos a los que estaban expuestas en sus trayectorias de vida. Conclusién: La comprensién de
los motivos que conducen a las personas a descubrir tardiamente su seropositividad es imperiosa en el actual panorama de la epidemia, a fin
de que se planifiquen e implanten nuevas estrategias y politicas que tengan como objetivo el diagndstico oportuno de la infeccién.

DESCRIPTORES
VIH; Sindrome de Inmunodeficiencia Adquirida; Diagnéstico Tardio; Enfermerfa en Salud Publica.
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