
ABSTRACT This study was aimed at understanding the social representations of young people living with HIV. 
This is a qualitative study, based on the Social Representations Theory, carried out with 16 young people in 
outpatient follow-up. Data were collected between May and October 2022, through semi-structured interviews. 
For data processing, the lexical analysis technique was used, operationalized with the aid of the IRAMUTEQ 
software. The representation strongly associated with the diagnosis of HIV is related to lack of knowledge, 
prejudice and acceptance, also presenting positive elements such as a new beginning. Classes: Positive diagnosis 
for HIV: the new ‘me’; HIV in the face of ignorance and stigma; and Interpersonal relationships: dialogue, ac-
ceptance and respect necessary for young people. It was understood that the social representations of young 
people with HIV reflect their condition in society. The data show that there are different ways of experiencing 
HIV, often represented by fragility, resignation, and other times by strengthening. In order to minimize the 
vulnerability of young people to exposure to HIV and the risks of living with stigma and social prejudice, it is 
necessary to adopt strategies to raise awareness about the disease and to expand the dissemination of public 
policies that cover this topic.
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RESUMO O objetivo deste estudo foi compreender as representações sociais de jovens que vivem com o HIV. 
Estudo qualitativo, ancorado na Teoria das Representações Sociais, realizado com 16 jovens em acompanhamento 
ambulatorial. Os dados foram coletados entre maio e outubro de 2022, por meio de entrevista semiestruturada. 
Para o tratamento dos dados, empregou-se a técnica de análise lexical, operacionalizada com o auxílio do software 
Iramuteq. A representação fortemente associada ao diagnóstico de HIV está relacionada ao desconhecimento, 
preconceito e aceitação, apresentando, também, elementos positivos como recomeço. Classes: Diagnóstico positivo 
para o HIV: o ‘eu’ de agora; HIV em face do desconhecimento e do estigma; e Relações interpessoais: diálogo, 
acolhimento e respeito necessários aos jovens. Compreendeu-se que as representações sociais dos jovens com HIV 
refletem a sua condição na sociedade. Os dados deste estudo mostram que existem formas distintas de vivenciar o 
HIV, muitas vezes representadas pela fragilidade, pela resignação, e outras, pelo fortalecimento. A fim de minimizar 
a vulnerabilidade do jovem à exposição ao HIV e aos riscos de conviver com o estigma e preconceito social, fazem-se 
necessárias a adoção de estratégias de conscientização da sociedade sobre a doença e a ampliação da divulgação de 
políticas públicas que abarcam essa temática.

PALAVRAS-CHAVE Representação social. HIV. Síndrome de Imunodeficiência Adquirida. Adulto jovem. Assistência 
ambulatorial.
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Introduction

Youth is marked by several biopsychosocial 
transformations, such as sexual develop-
ment and maturation, in addition to the 
presence of uncertainties and insecurities1,2 
that, added to the fragility of access to sex 
education3, can contribute to the manifesta-
tion of Health Risk Behaviors (HRC)4. 

Therefore, adolescents and young people, 
aged between 15 and 24 years, are charac-
terized as a population vulnerable to in-
fection by the Human Immunodeficiency 
Virus (HIV), which causes the Acquired 
Immunodeficiency Syndrome (AIDS). 
Despite the reduction in infection rates, 
this age group does not follow the trend5. In 
Brazil, in the last decade, there was a 74.8% 
increase in the number of HIV cases among 
individuals aged 20 to 24 years6. 

In this scenario, the concern about HIV/
AIDS infection in young people is accen-
tuated, since, with the positive diagnosis, 
feelings, anxieties, and stigmas in society are 
evidenced, whether in the family environ-
ment or even by the individuals, interfering 
in their world perception, interpersonal 
relationships, and sexuality7. 

Discrimination and prejudice that involve 
the entire health-disease process of HIV/
AIDS can directly interfere with the ap-
proach to health services, access to monitor-
ing and treatment, as well as job, education, 
and socialization opportunities8,9.

 Although Brazil was one of the pioneer-
ing countries in the creation of public health 
actions and policies to treat and prevent 
HIV/AIDS, this scenario has changed, since 
studies on the subject, especially with young 
people between 20 and 24 years old, are still 
incipient10–12. Reflecting on the representa-
tional contents arising from the perception 
of young people living with HIV, combined 
with the singularities and repercussions in 
the lives of people living with the disease, is 
believed to contribute to the understanding 
of the experiences inherent to the chronicity 

of HIV and AIDS and contribute to the 
health and quality of life of these subjects. 

Given the context, and for a better under-
standing of the study phenomenon, the Social 
Representation Theory (SRT) was adopted, 
which is based on the premise of a social 
phenomenon, built from the manifestation 
and communication of groups, according to 
their experiences, conceptions, and principles 
originating from everyday life13. 

The application of SRT in studies based on 
the understanding of the meanings attributed 
to the subjects, especially concerning experi-
ences related to HIV/AIDS, allows an in-depth 
reflection on the symbolic constructions that 
permeate the personal and interpersonal re-
lationships of young people, given that they 
integrate meanings and re-significance from 
the perspective of the individual14. Thus, this 
study aims to understand the social represen-
tations of young people living with HIV. 

Material and methods

This is an exploratory study with a qualitative 
approach based on the Social Representation 
Theory, which seeks to address the significant 
construction of a common sense based on indi-
vidual or collective interaction of subjects with 
similar characteristics13. This study was based 
on the Consolidated criteria for Reporting 
Qualitative Research (COREQ)15.

The study was conducted at the Municipal 
STI/HIV/AIDS and Viral Hepatitis Outpatient 
Clinic of a medium-sized municipality in 
southern Brazil, which serves 30 municipali-
ties in a Regional Health Department. In the 
outpatient clinic, diagnosis, monitoring, coun-
seling, medicine distribution, and guidelines 
for the prevention of Sexually Transmitted 
Infections (STIs) are carried out.

Sixteen young people, of both sexes, with 
HIV/AIDS in outpatient follow-up partici-
pated in the study. Participants were selected 
based on convenience criteria. For the eligibil-
ity of the participants, the following inclusion 

SAÚDE DEBATE   |  RIO DE JANEIRO, V. 48, N. 141, e8986, Abr-Jun 2024



‘A part of me knew this would happen one day’: experiences of young people with HIV/AIDSHIV/aids 3

criteria were adopted: age between 20 and 
24 years, characterized as young people1, 
diagnosed with HIV/AIDS, and who have 
been attending the specialized service to 
care for people with HIV seropositive for 
at least three months. Patient follow-up 
time is justified by the incubation period 
and onset of symptoms, which may take 30 
to 60 days after infection16. Young people 
who had cognitive impairment, described in 
the medical record, that could hinder their 
participation were excluded.

Data collection was carried out between 
May and October 2022, according to the sched-
ule of appointments, in a private space, in the 
service itself, free of noise and the traffic of 
people, so that the participants could reflect, 
feel comfortable, and have some privacy. 

Refusals to participate in the research 
were mainly justified by the difficulty of 
young people in talking about the subject, 
due to their experiences with the disease 
and the social discrimination they face in 
their daily lives.

For the investigation, the following were 
used: 1) a questionnaire containing informa-
tion on sociodemographic characterization, 
health monitoring (time of diagnosis, time 
between diagnosis and start of treatment, 
frequency of consultations, and reason for 
testing), and health risk behaviors (sexual 
partner, drug use, unsafe sexual practices, 
exposure to health risk behavior); 2) a 
semi-structured interview, to understand 
the representational contents of HIV; 3) 
a field diary, as a methodological tool to 
record experience and subsequent analysis 
of the researcher.

To make social representations emerge, 
there were some guiding questions, such 
as: What does HIV/AIDS mean in your 
life?; How did you feel when you learned 
that your test was positive?; How is/was 
it for you to live with HIV and share your 
diagnosis with people? Data were collected 
until saturation, that is, until the proposed 
objectives were achieved17.

The interviews were recorded using 
a digital device, transcribed in full in 
Microsoft Word®, and lasted, on average, 
40 minutes. After this step, the media were 
destroyed. The content of the interviews 
was available to the participants, but they 
were not requested. Characterization data 
were typed and inserted in a Microsoft 
Excel® spreadsheet. The rigor of the study 
was ensured through the evaluation criteria: 
credibility, transferability, reliability, and 
compliance18.

Lexical analysis was performed using 
the software IRAMUTEQ (Interface de R 
pour les Analyses Multidimensionnelles 
de Textes et de Questionnaires) 0.7 ALFA 
2.3.3.1. Initially, a text corpus was built 
based on the key excerpts of the interviews, 
which manifested the social representa-
tions attributed to the senses and meanings 
that encompassed the experience of young 
people with HIV. 

Text corpus processing was carried out 
in seven seconds, using 71.16% of the text 
segments (227 of 319 segments), revealing 
good use of information19. The Similarity 
Analysis was then used, with the construc-
tion of the maximum tree20, allowing the 
observation of representational contents 
and their correlation and hierarchy between 
the connections of the narratives of people 
living with HIV/AIDS.

The analysis followed the precepts of the 
theoretical framework adopted13. We analyzed 
the key expressions (selected excerpts from 
the interviews that best describe the content); 
the central ideas of the speeches (the synthetic 
formulas that are similar in the different indi-
viduals) that configure the nucleus of meaning; 
the anchoring (the synthetic formulas that de-
scribe the values and the belief of the answers). 
This analysis allowed us to understand the 
interviews as a speech representative of a 
group (young people with HIV/AIDS). 

The study followed the ethical guidelines 
established in Resolutions No. 466/201221 
and No. 510/201622 of the National Health 
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and Complementary Council and was ap-
proved by the Research Ethics Committee 
of the signatory institution, under CAAE 
No. 48980821.5.0000.0104 and opinion No. 
5.202.623/2022. All participants were invited 
to read and sign the Informed Consent Form 
(ICF), in two copies of equal content. The keep 
the participants anonymous, the letter J [for 
jovem (young) in Portuguese] was adopted, 
followed by the number corresponding to the 
order of the interviews (Example: J 10).

Results

In order to learn more about the experience of 
young people with HIV/AIDS and understand 
their social representations, the 16 partici-
pants were characterized. They were between 
20 and 24 years old, with a predominance 
of men (14); homosexuals (10); single (12); 
with more than eight years of academic back-
ground (14); self-declared whites (8). Among 

the participants, six lived with their parents.
Concerning clinical follow-up, ten young 

people reported that they received the diag-
nosis between two and six years before they 
were approached; twelve started treatment 
before completing the first year of diagnosis, 
and nine attended appointments over more 
than six months. As the main reason for testing 
(positive diagnosis), seven performed routine 
rapid tests. The HIV transmission routes were: 
sexual route (10), vertical transmission (1), 
lack of knowledge of the route (5).

The health risk behaviors of these young 
people were non-use of condoms during sex 
(8) and drug use (7).

The similarity analysis is shown below 
(figure 1), which makes it possible to identify 
the occurrences between the words spoken by 
the participants and their dimensions. Their 
words reflect their experience with the virus. 
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Figure 1. Tree showing the similarity analysis regarding the text corpus of the interview conducted with young people with HIV/Aids. Maringá, Paraná, 
Brazil, 2023

Source: Organized by the software IRAMUTEQ®. 
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This representation revealed that young 
people brought elements that place them as 
a ‘person’, as a central nucleus.

From the similarity analysis, young people 
brought terms related to the organization 
of hypothetical classes, starting from the 
central terms, integrating other nuclei, 
through the structural analysis proposed 
by the maximum tree. 

The hierarchical connection between the 
representational terms originated classes, 
which lead to the discussion of the content 
grasped: Positive diagnosis for HIV: the 
new ‘me’; HIV in the face of ignorance and 
stigma; and Interpersonal relationships: dia-
logue, acceptance, and respect necessary for 
young people. 

When seeking the social representations of 
HIV, it is necessary to understand that young 
people yearn for belonging in society and being 
accepted as people, regardless of their condi-
tion. The sense for the various meanings at-
tributed to the condition of having HIV/AIDS 
are identified by the central nucleus, when the 
person, inserted in a certain social context and 
in their interpersonal relationships, realizes 
the difficulty in living with the disease and 
everything that surrounds their condition. 

The peripheral systems portray the pres-
ence of HIV, its coping and acceptance, the 
initiative of starting again despite the disease, 
preventive care and disease care, the family 
as a support, dialogue, and support network 
for sharing their condition, health care, and 
the need for behavior change.

Class 1: Positive diagnosis for HIV: 
the new ‘me’ 

HIV in young people’s lives takes a long road, 
ranging from the revelation of their diagnosis 
to their current reality. The empirical data 
described in the narratives reveal the feelings 
that permeate the lives of the subjects, with 
frustration and disappointment with them-
selves, until the understanding and acceptance 

of their diagnosis, enabling an awakening to 
self-care, considering the fragility of sexual 
knowledge associated with situations of vul-
nerability and virus infection.

From the reports, it was possible to grasp, 
from the perspective of the young people, 
the difficulty that living with HIV imposed 
at first, having to understand life despite HIV, 
triggering self-knowledge and acceptance of 
their condition.

The disease itself, for me, does not mean anything 
and does not discourage me to live... to want to 
grow, to conquer what I want. Quite the contrary. 
(J14).

[...] today I can talk... about my illness. (J7).

Today I feel strong, a warrior, it’s a learning expe-
rience... I like to tell people my story. I’m not afraid 
to tell, and it’s a motivation. (J1).

In relation to accepting the diagnosis, there was 
nothing I could do, I was already positive [...]. (J3).

In the young people’s speeches, which 
involved affective relationships, a duality of 
feelings was observed, which varied between 
trust and the absence of it in relationships. A 
change in behavior due to self-care was ob-
served in most participants, seeking a greater 
connection between intimacy and safety, de-
noting self-care. 

[...] I wasn’t lucky enough because my partner did 
not tell me (about the disease), and I ended up 
being infected, [...] we can’t trust everyone... (J12). 

My boyfriend said that it could have been my ex 
who had infected me with (HIV)... and after we 
broke up, I found out that he was the one who had 
infected me. (J3).

You should pay attention to whom you hang out 
with because not all people will do you good, they 
want to harm you. (J2).

SAÚDE DEBATE   |  RIO DE JANEIRO, V. 48, N. 141, e8986, Abr-Jun 2024



‘A part of me knew this would happen one day’: experiences of young people with HIV/AIDSHIV/aids 7

Class 2: HIV in the face of ignorance 
and stigma

The person is placed as a central focus of rep-
resentations of living with HIV. The subjective 
elements that permeated the experience of 
those living with HIV were portrayed at the 
time of discovery of the virus infection. They 
expressed their emotions in the form of fear, 
insecurity, hopelessness and also strengthen-
ing – what they felt.

I was destroyed..., I thought I was going to die 
instantly, in a few days... (J2).

Deep down, a part of me knew that this would 
happen one day because I was very irresponsible 
about it [...] hearing that [diagnosis] has blown 
my mind. (J6).

At first, it means death, having to give up 
everything... (J7).

[...] it was a moment of adaptation and apprecia-
tion of my personal life. (J14).

For people with HIV/AIDS, experiencing 
prejudice represents social exclusion. There was 
a strong connection between the subjective ele-
ments associated with the stigma that permeates 
the lives of people living with the disease.

 [...] people are not open to learning more about 
HIV, to knowing what it is like to live with an un-
detectable person, what it is like to relate... if you 
say you are HIV seropositive, it already causes 
some sort of astonishment and strangeness. (J3).

My greatest difficulty at the beginning was the 
fear of exposure, prejudice, and everything that we 
would carry for the rest of our lives. (J14).

The speeches point to the lack of guidance 
and knowledge about sexual health and the 
adoption of healthy and preventive behaviors 
– accountability. 

My lack of knowledge, ignorance, made me have 
attitudes such as unprotected sex, which led to 
the disease. (J9).

HIV still brings the 1980s/1990s’ ideas that people 
diagnosed with HIV had received their death sen-
tence. There is a lack of information. (J14).

Researching more about the disease... most people 
do not have much knowledge about how it is trans-
mitted, about how an HIV-positive person lives 
their life. There are many people who still think 
that the diagnosis of HIV is a death sentence, as 
it was in the past. I think this can help a lot. (J8).

Class 3: Interpersonal relationships: 
dialogue, acceptance, and necessary 
respect for young people

Families are related to acceptance, although it 
is not always represented in this way. Young 
people’s speeches are also marked by the 
association between the experience of the 
disease and family relationships. There was 
a strong connection between person, mother, 
and cry. The maternal figure is related to care, 
acceptance, and support, constantly present 
in the speeches of young people – they want 
to be accepted as a person. 

[...] When I came back home... after a while, I told 
my mother. (J8).

I feel really sad. I almost got depressed. At first, I 
didn’t want to accept it, but I had a lot of support 
from my mother. (J12).

[...] My mother and father, likewise, always support 
me in my treatment, they never even pointed the 
finger at me and said, ‘look, you were wrong’. Quite 
the contrary, they accepted me even more. (J2).

The vulnerabilities that are intrinsic to 
the youth can directly interfere with their 
health. In general, risk behaviors are linked to 
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affective relationships, and therefore, knowl-
edge can help in maintaining a healthy life. 

[...] even though you have a boyfriend... Even 
though you love him, I think we should take more 
care of ourselves [...]. (J12).

[...] they are going to take advantage of your inno-
cence or because you are having a happy moment... 
So, be careful with the people you walk with and 
always take the test. (J2).

The hesitation to reveal one’s serological 
tests to partners highlights a conflict between 
the fear of risking the relationship by being 
transparent and the desire to protect these 
bonds from the potential judgment that 
sharing this information could provoke. 

When the person doesn’t know [about HIV], you 
feel a little uncomfortable, you know? Like, even 
though you have safe sex, it gets kind of uncomfor-
table. (J4).

I intend to share [the diagnosis] when I am in a 
serious [relationship] with a person. (J8).

I try to share with partners when I think it is ne-
cessary to do so. Otherwise, as I am aware that I 
am undetectable... (J14).

The speeches demonstrated the importance 
of disseminating information about HIV to 
the population and, especially, among young 
people. In this class, the social representations 
of scientific knowledge and common sense 
about HIV/AIDS and how it is transmitted, 
prevention mechanisms, and forms of treat-
ment emerged – what is known about HIV. 

[...] using a condom could reduce, like almost to 
zero, the risk of getting any disease. (J8).

I don’t know if the problem was the fact that I 
am gay... being gay and not having access... not 
talking to other people about sex, because gay sex 
is different from straight sex. (J9).

Discussion

The speeches reveal a complex and sometimes 
contradictory view of the strategies for coping 
with HIV/AIDS experienced by the young 
people in the study. There is a fatalistic version 
as to the virus infection and also the possibil-
ity of living with it without harm to life. The 
search for self-acceptance and the acceptance 
of family and partners is associated with the 
fear of social rejection, depending on their 
condition. 

At first, HIV and AIDS were anchored by 
young people as a fatal disease. Sharing their 
condition was directly related to discrimina-
tion; having contracted the virus was recon-
nected to carelessness with health; living with 
the disease was a determinant to expose others 
to the risk of getting sick. They also associated 
the disease with homosexuality, lack of care 
for their own bodies, and recklessness in their 
choices in affective relationships.

After the diagnosis, the young people 
became more responsible for their health and 
relationships. Some identified the need for 
preventive practices, but at certain times, they 
are neglected by external limitations related 
to the partner’s ability to understand, which 
is in line with their representations of the 
disease. Many still have the perception that 
such measures are unnecessary, because they 
are considered undetectable.

It is noteworthy that scientific knowledge 
about the suppression of viral load in HIV 
transmissibility, even today, needs greater 
dissemination among people as a whole. 
An important step in this direction was 
the Access Campaign Prevention Program, 
which, in 2016, launched the U=U (unde-
tectable equals untransmittable) campaign, 
which stated that people living with HIV 
and having an undetectable viral load do 
not transmit HIV to their partners23. This 
disclosure is necessary to encourage early 
testing and treatment and to combat the 
stigma and discrimination that continue to 
affect people living with HIV.
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In this sense, daily experiences are lived 
with greater intensity and convey impressions 
that seem more real. Situations that occur on a 
daily basis are perceived in greater detail than 
others experienced sporadically. Therefore, 
the greater the importance of the social object 
for the group, the greater will be the reflection 
of the group on it24. 

Through the central nucleus, the presence 
of two representational structures within the 
group was identified: the first has as its central 
nucleus the concepts of non-acceptance and 
resilience; the second one has to do with 
speaking after the diagnosis of HIV, which, 
despite being an incurable disease, conceives 
the condition of a normal life with quality. 
When faced with a positive diagnosis for the 
virus, the feelings passed on to young people 
are translated as determinants of their health 
condition. Since the 1980s, the representations 
have perpetuated to the present day, highlight-
ing the weaknesses regarding knowledge about 
access to preventive, guiding, and diagnostic 
actions for HIV, AIDS, and other STIs25,26. 

Being young implies reaffirming a cycle of 
discovery, development, and planning for the 
future. Sexuality, in turn, better evidenced in 
this age group, represents a moment of explo-
ration of freedom and autonomy. When young 
people adopt behaviors detrimental to their 
physical integrity, they provide opportunities 
for exposure to diseases and risks that can be 
determinant throughout their lives27. 

In addition to the physical damage caused 
by the disease, people with HIV face feelings 
of guilt, judgment, and fear of non-acceptance 
by society and the family28. In addition, many 
subjects who have a positive diagnosis of the 
disease are faced with discouragement, loss 
of perspective, and goals pre-established by 
them29. In addition, there are different be-
haviors, in which some individuals postpone 
the search for health services because they 
anticipate the possibility of suffering discrimi-
nation, mainly because they do not accept the 
disease or do not understand the process that 
involves HIV/AIDS. 

In this scenario, clinical follow-up and late 
treatment can contribute to the advancement 
of the disease, resulting in the rapid onset 
of symptoms and the debilitation of the in-
dividual30. In addition, patients with HIV 
can develop depression, which shows that 
the pathology can also have a psychological/
mental burden31.

Family functionality can have constructive 
or destructive family relationships for people 
living with HIV32. In effective communication 
in the relationship between doctors/nurses 
and the patient, there is clarity in the health 
and disease process, which can be expanded to 
the family environment, so that there is a col-
lective education, with the breaking of stigmas 
generated throughout the years of HIV33. 
However, it is imperative to recognize that, 
ideally, while breaking stigmas within health 
services and the family represents an advance, 
prejudices and resistances persist, often from 
healthcare providers themselves, who should 
act as pillars of support and information14.

It should be considered that health pro-
fessionals, by integrating their religious 
convictions and beliefs into care practices, 
can contribute to the blaming of individuals 
infected with HIV34. To this end, health ser-
vices should seek greater accessibility, open-
ness, reduction of bureaucracy and flexibility, 
aiming to welcome and meet individual needs, 
fostering personalized care34.

The testimonies denote a view that, by 
adopting preventive measures, young people 
avoided the suffering they experienced. Still 
regarding this, it is clear that affective and 
sexual relationships are intrinsically affected 
after the diagnosis of HIV. These antagonistic 
positions are expected, since it is in the con-
sensual universe, in the interactions present 
in everyday practices, that social representa-
tions are built, and they are determined from 
the situations experienced in the known and 
familiar environment35. Thus, these feelings 
can significantly influence the individual’s 
sexuality, resulting in a tendency to reduce 
affective and sexual relationships. In addition, 
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deeper engagement between subjects may 
culminate in sharing the diagnosis, leading 
to partner loss or discrimination36.

However, it is important to highlight the 
need to manage interpersonal relationship 
support networks, since they are essential 
for coping with the disease, promoting better 
living conditions and social practices. In ad-
dition, it is noteworthy that social support, 
whether family, friends, or partners, can be 
an excellent tool for these young people to 
feel included, overcome the situation and 
minimize the negative effects arising from 
the diagnosis37.

In this panorama of support and reception 
for people living with HIV, support groups in 
applications such as WhatsApp, Facebook, and 
Telegram, where participants can highlight 
their experiences with HIV, are a safe zone 
for prejudices arising from individuals, which 
stands out as one of the support networks for 
young people38.

Since the first discussions about the origin 
of the disease, stigma, and discrimination have 
been irreversibly produced, marked, and re-
inforced, and, consequently, the subject in-
fected by the HIV, as well26,27. In the current 
scenario, the virus still carries many stigmas 
within society, becoming a great challenge for 
individuals living with the pathology, and this 
alienation of the population on the subject 
exacerbates prejudice and discrimination34.

Such prejudice currently derives from the 
associations with the epidemic in the 1980s, 
since, in the beginning, they related the virus 
to homosexuals, hemophiliacs, Haitians, drug 
users, and sex workers, that is, to marginalized 
groups39. Thus, the fear of being judged often 
leads infected subjects to hide the diagnosis as 
a strategy to minimize their social impact34,40.

The discovery of HIV is a difficult process, 
often linked to feelings of indignation/ 
sadness, given that the social relationship is 
a complicating factor for patients with the 
disease, as the virus infection can be a stig-
matizing health condition, which involves 
feelings of discrimination and, consequently, 

lack of social support and feelings of lone-
liness39. In addition, the number of young 
patients living with HIV is growing, and 
this is accompanied by a high prevalence of 
depressive signs and symptoms. From this 
perspective, social and family support are 
protective factors for the quality of life and 
mental health of those affected41.

Thus, young people living with HIV may 
have their self-esteem altered, as a social 
impact is caused due to the virus infection. 
Self-esteem influences the way individu-
als think, whether positively or negatively, 
beyond the limits imposed by the disease, 
such as breaking ties, discrimination, fragile 
life projects, and changes in habits and 
lifestyle42.

In order to positively interfere, health ser-
vices, together with other support networks, 
must intervene in the universe experienced 
by young people, bringing information from 
the scientific world, objectivity, and abstract 
theorizations – the unfamiliar, such as HIV, to 
a meaning already known to people. These ser-
vices should seek to create a bond with young 
people through qualified dialogue, transmit-
ting scientific knowledge about prevention, 
diagnosis, and care of individuals with HIV43. 

Information about HIV is a key factor in 
increasing adherence to treatment and, con-
sequently, improving the quality of life of 
infected people. Understanding the causes, 
symptoms, and forms of treatment of the 
disease is essential to face the stigma and 
prejudice associated with it, in addition to pro-
moting the prevention of virus transmission42. 
Therefore, the provision of health knowledge 
in different contexts can contribute to behav-
ior change, minimizing the social impacts of 
HIV and providing a better quality of life to 
the population43. 

The limitations of the study are based on 
the adherence of the participants. Considering 
that the topic is permeated by stigma, the fear 
of prejudice and/or judgments made most 
of the people approached to refuse to share 
their experiences. 
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Final considerations 

The social representations of HIV developed 
by young people are an interpretation of their 
reality, of those who live with the virus and 
the disease, based on their infection. In this 
context, they sought ways to experience their 
condition in the social space in which they 
are inserted, often perceiving themselves in a 
singular group, as HIV positive. The findings 
reveal the complexity of the health-disease 
process of young people living with HIV. 
Therefore, when they acquire knowledge 
about their health condition, they begin to 
perceive the opportunity to increase their 
expectation and improve their quality of life.

It is noteworthy that the evidence of this 
research is related to the stigmas and preju-
dices that are still present in today’s society; 
the acceptance of the disease and the impor-
tance of treatment, based on the knowledge 
guided by the specialized care service; the 
weaknesses inherent in the process of sexual 
education grasped from adolescence to young 
age, in addition to the support network as the 
main mechanism for coping with the disease. 

It is imperative to question the gaps in the 
health follow-up of the young population. As 
much as there are public policies aimed at 
prevention and health promotion, there are 
significant flaws in their execution and profes-
sional performance, which contribute to the 
vulnerability of these individuals. To this end, 

it is urgent that managers and governments 
assume their leadership role in responding to 
the epidemic, adopting effective measures to 
address the underlying causes of the spread of 
HIV and ensuring the well-being and dignity 
of all people affected by this condition. 
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