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ABSTRACT

Objective: to understand the perceptions of young people living with HIV regarding healthcare follow-up. Method: a qualitative study
grounded in the Concepts of Vulnerability, conducted with 16 young people aged 20 to 24 years who were periodically followed in a
specialized health service. Data collection took place between May and October 2022 through in-depth interviews, followed by lexical
analysis using the IRaMuTeQ® software. The research protocol was approved by an Ethics Committee. Results: the findings shed light
on the complex realities experienced by young people living with HIV, marked by vulnerabilities and stigmatization. They highlight the
essential role of health services and support networks in coping with their condition—from diagnosis and initial support to continuous
follow-up. Final considerations: the persistence of discrimination reinforces the need for health education as a means to promote
health, self-care, and prevention.

Descriptors: Health Services; Continuidade da Assisténcia ao Paciente; Health Vulnerability; HIV; Young Adult.

RESUMO

Objetivo: compreender a percepgdo dos jovens que vivem com HIV sobre o acompanhamento em saude. Método: estudo
qualitativo, ancorado nos Conceitos de Vulnerabilidades, desenvolvido com 16 jovens entre 20 e 24 anos, acompanhados
periodicamente em servigo de salide especializado. A coleta de dados ocorreu no periodo de maio a outubro de 2022, por meio
de entrevista em profundidade e posterior analise lexical com auxilio do software IRaMuTeQ®. Protocolo de pesquisa aprovado
por Comité de Etica. Resultados: os resultados trazem a luz realidades complexas percebidas por jovens vivendo com HIV,
marcadas por vulnerabilidades e estigmatizagdo, destacando o papel dos servigos de salde e das redes de apoio como essenciais
para o enfrentamento da sua condigdo, desde o diagndstico, acolhimento até o acompanhamento continuado. Consideragées
finais: a persisténcia da discriminagdo refor¢a a necessidade de educagdo em salide como meio de promogdo da saude,
autocuidado e prevengdo.

Descritores: Servicos de Saude; Continuidade da Assisténcia ao Paciente; Vulnerabilidade em Saude; HIV; Adulto Jovem.

RESUMEN

Objetivo: analizar la percepcidon de los jovenes con VIH respecto al seguimiento en salud que reciben. Método: estudio
cualitativo, basado en los Conceptos de Vulnerabilidades, desarrollado con 16 jévenes de 20 a 24 afios, en seguimiento periddico
en un servicio de salud especializado. La recoleccidén de datos se llevd a cabo entre mayo y octubre de 2022, por medio de
entrevistas en profundidad y posterior analisis Iéxico con el apoyo del software IRaMuTeQ®. El Comité de Etica aprobd el
protocolo de investigacion. Resultados: los resultados ponen de manifiesto realidades complejas percibidas por jévenes que
viven con VIH, marcadas por vulnerabilidades y estigmatizacién, destacando el papel de los servicios de salud y de las redes de
apoyo como esenciales para enfrentar su condicidén, desde el diagndstico y la acogida hasta el seguimiento continuo.
Consideraciones finales: |la persistencia de la discriminacidn refuerza la necesidad de la educacion en salud como medio de
promocion de la salud, autocuidado y prevencion.

Descriptores: Servicios de Salud; Continuidad de la Atencidn al Paciente; Vulnerabilidad en Salud; VIH; Adulto Joven.

INTRODUCTION

Four decades after the discovery of the Human Immunodeficiency Virus (HIV), the causative agent of Acquired
Immunodeficiency Syndrome (AIDS), the disease remains a pandemic—unstable and dynamic in nature—revealing
constant changes in its epidemiological profile and continuing to pose a major challenge for health organizations
worldwide'.
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Globally, 2023 data indicate that 39.9 million people are living with HIV2. In Brazil, since the emergence of the
virus, 1,165,599 AIDS cases have been reported, with an average of 36.4 thousand new cases per year3. Although a slight
downward trend in HIV infections has been observed over the years, young people—considered a vulnerable group—
remain among the most affected population, with those aged 15 to 24 accounting for 23.2% of cases*.

Risk exposure is known to be a characteristic of young people in general, and as such, the need emerges for a
focused approach to their vulnerabilities across all dimensions—educational, political, economic, social, cultural,
environmental, and health-related®. For People Living with HIV (PLHIV), all these dimensions must be considered. From
this perspective, clinical monitoring of these individuals is a fundamental strategy for health follow-up and for improving
access to treatment®.

Therefore, at the national level, Brazil’s Ministry of Health, through the Unified Health System (SUS), provides safe
and free diagnosis and treatment, including rapid tests in primary health care units and Testing and Counseling Centers
(CTA). SUS also offers prevention methods such as condoms, Pre-Exposure Prophylaxis (PrEP), and Post-Exposure
Prophylaxis (PEP). For individuals already diagnosed, SUS provides treatment through clinical follow-up and
antiretroviral (ARV) medications, aimed at controlling the infection and improving the quality of life of PLHIV’.

Even though continued treatment is essential for the survival and maintenance of quality of life of individuals living
with HIV, several factors may influence adherence to care following diagnosis, such as the non-acceptance of the
disease, low educational level, fear of discrimination, and dissatisfaction with health services—all of which may affect a
young person’s decision to continue or discontinue treatment®,

Thus, the condition of People Living with HIV (PLHIV) can be understood through the three analytical dimensions
of vulnerability, concepts proposed by Mann and Tarantola in 1996, which constitute the individual, social, and
programmatic theoretical framework®®. The first refers to the subject’'s own actions, encompassing behavioral
expressions and attitudes based on their level of awareness. Social vulnerability concerns the broader context in which
the individual is inserted—historical, political, and economic aspects—as well as access to health resources, culture,
services, and information. Programmatic vulnerability relates to strategies implemented by public and private sectors
aimed at promoting effective actions and funding initiatives'®.

The vulnerability of young people living with HIV in Brazil emerges from a multiplicity of factors and meanings,
reflecting human fragilities arising from inequalities, injustices, and oppression. Understanding vulnerability as a factor
associated with individuals’ exposure to illness reinforces the need to consider the set of individual, social, and
programmatic elements, as well as the availability of protective resources against situations of risk™.

Within this context of vulnerability, the creation of public health policies for HIV/AIDS treatment and prevention
becomes especially relevant. Historically, Brazil has stood out as one of the pioneering countries in designing health-
related public policies; however, the vulnerability of individuals seeking health services and follow-up care persists'.

Since the emergence of the HIV/AIDS epidemic in the 1980s, Brazil has gained recognition for its strong response
to the disease through public policies alighed with WHO recommendations, ensuring free access to antiretroviral
medications and prevention campaigns. Despite these advances, challenges remain in care practices, including
inequalities in access to health services and the shortage of qualified professionals'. Non-adherence to treatment
continues to be a public health issue, influenced by the decentralization of care and sociocultural barriers™,

Thus, the stigma surrounding HIV, rooted in the history of the disease, continues to affect community relationships
and the work of health professionals. Studies show that stigma and discrimination persist in the daily lives of both users
and professionals, particularly during rapid testing in primary care settings, generating concerns about ethics,
confidentiality, and respect for the right to access healthcare™. This apprehension may discourage PLHIV from seeking
health services®.

In this context, it is necessary to reflect on the process involved in the outpatient care of young people living with
HIV, based on their experiences with health services. Considering the significant increase in cases among the youth
population, understanding their perceptions of healthcare follow-up, vulnerabilities, and care needs can contribute to
the development of protective measures for this specific group and stimulate further research on the topic as part of a
broader care strategy for this population.

Therefore, the present study aims to understand the perceptions of young people living with HIV regarding their
healthcare follow-up.
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METHOD

This is a qualitative, descriptive study, anchored in the conceptual approaches to vulnerabilities proposed by Ayres
in 2014". Qualitative research allows the investigator to highlight the socially constructed nature of reality and to
explore how social experiences are created and acquire meaning for people™. It should be noted that the study was
reported according to the recommendations of the Consolidated Criteria for Reporting Qualitative Research (COREQ)™.

The study was conducted in a reference outpatient clinic for people with sexually transmitted infections (STIs)
such as HIV/AIDS, hepatitis, and others, which serves a health region encompassing 30 municipalities. This walk-in
service allows users to seek care directly, without the need for prior referral. Care is provided in a multidisciplinary
manner, involving professionals from medicine, nursing, pharmacy, psychology, social work, and other areas, ensuring
a comprehensive and continuous approach to patient health. The services include diagnosis, clinical and laboratory
follow-up, dispensing of antiretroviral medications, counseling and psychosocial support, as well as educational and
preventive activities, ensuring broad and qualified support to the population served.

A convenience sample was adopted, with potential participants approached in person after their medical and
nursing appointments. The study included 16 young people aged 20 to 24 years, with a laboratory-confirmed HIV
diagnosis, who had been attending the outpatient service for at least three months. This minimum period was
established to ensure that participants had already established an initial bond with the multidisciplinary team and had
attended at least one medical and one nursing consultation, guaranteeing the initial experience of clinical and
therapeutic follow-up. Exclusion criteria included individuals with any mental impairment, as documented in their
medical records, which would prevent participation in the interview.

Data collection took place from May to October 2022, using a participant characterization form containing
socioeconomic questions (age, race/ethnicity, gender, sexual orientation, marital status, education, occupation,
income, housing, family composition) and in-depth interviews to explore the process of outpatient follow-up of PLHIV.
The interviews were guided by the following trigger question: "Considering your HIV diagnosis and the necessary care
for your health, how do you perceive your follow-up at the specialized health service?" Based on this question,
subsequent inquiries aimed to investigate healthcare services more broadly, as well as other care services. For this
purpose, a flexible interview script was developed, designed to address the study objective and explore other HIV-
related topics that emerged during the interview.

To investigate the contexts of vulnerability among young people, Ayres’ vulnerability model was adopted. This
model captures the complexity and dynamics of contexts, providing a detailed view of interactions from a perspective
that is limited and constantly changing. The framework facilitates the analysis of how individual, social, and
programmatic factors interrelate and influence susceptibility to HIV. Although it offers a broad view, it does not aim for
a complete understanding of contexts, avoiding generalizations of subjects and helping to obtain a deeper
understanding of the challenges faced by young people™.

Data collection was conducted in a private room, comprising a quiet space, free from noise and foot traffic, to
allow participant reflection and comfort. The sample size was determined based on data saturation: when new topics
emerged from the interviews, they were incorporated into subsequent interviews, and data collection continued until
no new content was identified. The interviews were recorded in digital media, with an average duration of 40 minutes,
and later transcribed in full using Microsoft Word®.

The research team was composed of nurses with doctoral and master’s-level training in progress, with
experience in this field. The transcripts were prepared by the principal investigator, and the interview material was
made available to participants, although none requested it. To preserve the subjects’ identities, an identification
code was used, represented by the letter “J” for young person (Jovem in Portuguese) and the order of entry into the
study (e.g., J01-J16).

For data operationalization, the software IRaMuTeQ® 0.7 ALFA 2.3.3.1 (acronym for R pour les Analyses
Multidimensionnelles de Textes et de Questionnaires)'”'° was used. Initially, a textual corpus was created from the
interviews in a single Notepad file (.txt with UTF-8 encoding — all languages), which was subsequently reviewed and
formatted, including standardization of acronyms and correction of language quirks, without altering the content.

Data were subjected to Descending Hierarchical Classification (DHC), in which text segments were classified
through successive divisions of the material, according to the association between similar words, and then adjusted
based on frequency and the Chi-Square test, forming initial classes?®. The Chi-Square test (x2), which allows visualization
of the associations between words and the classes generated, was used to provide a graphical representation through
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a Dendrogram. Associations were considered significant when the Chi-Square test yielded values greater than 3.84
(p<0.0001)™.

Thus, the corpus was composed of 94 text segments, with 68 segments classified, totaling 4,084 words (each
equivalent to approximately 3.25 lines). Data processing was completed in 12 seconds, achieving a good efficiency rate.
It is recommended that, for optimal utilization of text segments, a minimum of 75% should be classified, representing
corpus homogeneity?°.

For the construction of final classes, the data processing performed by IRaMuTeQ® was combined with thematic
analysis?'. In this way, the naming of classes was based on the synthesis of expressions with the highest
representativeness, resulting in two axes and five classes.

The rigor of the study was ensured through the criteria of credibility, transferability, reliability, and confirmability.
Prior to data collection, the study objectives, type of participation, and average duration were clarified to the
participants.

The participants were included in the study after signing the Informed Consent Form (ICF), which contained the
identification of the research team, the study objectives, and the research procedures, clearly outlining the guarantees
and rights related to voluntary participation, as well as the full freedom to withdraw from the study at any time, ensuring
the anonymity of the information obtained. The ICF was signed by both the participant and the researcher in two copies,
with each retaining one. The ethical principles established by Brazilian National Health Council Resolutions No. 466/2012
and No. 512/2016 were respected, and the research protocol was approved by the Ethics Committee of the institution
involved.

RESULTS

The 16 young people who participated in the study had a mean age of 22.6 years. Regarding sociodemographic
characteristics, there was a predominance of male participants (n=14), homosexuals (n=10), single individuals (n=12),
those with more than eight years of schooling (n=14), self-declared whites (n=8), and those living with another family
member (n=6).

Among the professions reported by the young participants, most reported having formal or informal employment,
including positions such as human resources assistant, analyst, decorator, advertiser, sex worker, programmer,
administrative assistant, style assistant, stock clerk, instructor, and self-employed. Additionally, two participants
reported being students, and two had no employment relationship.

Approximately ten of the young participants had been living with the disease for two to six years, four had known
their diagnosis for at least seven years, and two had their diagnoses revealed within the past year. Regarding medication
use, twelve of the young people started Antiretroviral Therapy (ART) within less than a year after their diagnosis; three
started after one year or more, and only one had not started treatment at the time of the study. Concerning the
frequency of medical appointments, nine participants reported attending consultations every six months or longer,
while seven had follow-up with an infectious disease physician every three to six months. Regarding the main route of
transmission, sexual transmission was predominant. However, five participants reported not knowing the origin of their
infection.

To understand the contexts of vulnerabilities, a summary table was created outlining the individual, social, and
programmatic aspects (Figures 1 and 2), in accordance with Ayres' concepts.

Individual Contexts

Age Transition from adolescence to adulthood
Race/Color Predominantly White

Gender & Sexual Orientation Men who have sex with men (MSM)
Education Level Generally lower

Friendship Relations Strong

Primary Social Bonds Friends, family, or partners
Affective/Sexual Relations Sporadic

Social Networks & Support School/University, church, work, health professionals (CTA*)
Drug Use Yes (Alcohol and Marijuana)

Exposure to Unprotected Sex Frequent

Chosen Protection for Sex Condoms/Pre-Exposure Prophylaxis (PrEP)
Health Risk Behaviors Frequent

Notes: *In 2022, the period of data collection for this study, the minimum wage in Brazil was RS 1,212.00, according to Provisional Measure 1.091/21.
Figure 1: Synthesis of individual aspects of young people living with HIV — main characteristics. Maringd, PR, Brazil, 2022.
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Social Contexts

Employment

Family Income

Family Relations

Social Behavior

Religion

Access to Sexual Education

Access to Leisure/Sports

Access to Digital Media

Programmatic Contexts (Health-Related)
Coordination Between Patient Care Networks
Access to Services

Majority with formal employment

Predominantly 1 to 2 minimum wages*

Irregular

Stigma and discrimination

With or without religion (most cited in that order)
Insufficient

Yes

Yes

Care primarily provided at the specialty outpatient clinic
Easy initial and subsequent appointments at the specialty outpatient clinic

Quality of Services

Equity in Care

Respect for Privacy

Access to Combined Prevention Strategies

Frequent Multidisciplinary Team

Technical-Scientific Preparation of Professionals

Yes

Quality care from professionals; deficient physical structure; environment

not very attractive to the public with HIV.

Yes

Doctor; nurse; social worker; psychologist

Yes
Yes

Notes: *In 2022, the period of data collection for this study, the minimum wage in Brazil was RS 1,212.00, according to Provisional Measure 1.091/21.
Figure 2: Synthesis of social, and programmatic aspects of young people living with HIV — main characteristics. Maringd, PR, Brazil, 2022.

Regarding the empirical material and the convergence of words identified through the analysis performed using
the IRaMuTeQ® software, which relates the perceptions of young people between their positive HIV diagnosis and
health follow-up, two axes and five interrelated classes emerged, as shown in the dendrogram presented in Figure 3.

Axis 2: Living with HIV: paradoxes and complexities of young
adults living with the syndrome.

Axis 1: Individual, social, and programmatic dimensions in the
context of HIV follow up from the perspective of young adults

|

l
Class 4

[

[
Class 2

Class 3 Class 1 Class 5
23,4% (16/68TS) 23,8% (16/68TS) 18,5% (13/68TS) 16,3% (11/68TS) 18,1% (12/68TS)
Reframing HIV: Understanding the Feelings related to HIV HIV positive test: the Adaptation to Antiretroviral
experiences of young Complexity of HIV: The Need and AIDS: disclosing the beginning of a new life Therapy: The Importance of
people living with HIV in for Health Knowledge in the diagnosis and the Specialized Services for
health follow up Context of Youth support network Promoting Quality of Life
Vulnerability and Treatment Adherence
Word x? Word x? Word x2 Word e Word x2
Touse 70.77 Matter 31.56 Tobecome aware  35.70 To treat 25.96 Medicine 66.63
Condom 35.75 Information 25.30 To feel 28.15 Subject 25.96 To take 51.08
Rubber 25.47 Lack 23.14 Mother 17.18 Beginning 2211 Doctor 23.19
Case 18.76 Totell 18.23 To need 17.18 To begin 20.06 To avoid 18.47
To transmit 16.78 To happen 16.29 To tell 9.96 To come 17.43 Physician 18.47
Story 16.78 Family 12.32 Fear 9.48 To accept 16.09 To die 17.74
Disease 16.30 To blame 9.74 To believe 9.48 Virus 15.21 Relationship 13.88
To mean 13.37 Prejudice 9.16 Tocry 8.62 To find out 12.42 To care for 13.25
Period 13.37 To search 8.91 Health 745 Positive 11.46 To look 13.25
To Search 13.37 Knowledge 8.91 To hear 4.68 Test 11.46 Day 9.19
Sex 9.83 To suffer 8.91 Courage 4.68 God 10.38 To comment 8.92
To take (time) 6.46 Risk 4.43 Friend 4.18 Treatment 7.31 Calm 8.90

Notes: *x%: chi-square; ST: text segments
Figure 3: Descending Hierarchical Classification Dendrogram produced by IRaMuTeQ® software regarding the perceptions and outpatient follow-up
of young people living with HIV. Maringa, PR, Brazil, 2022.
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The first axis, which is the central theme of the present study, refers to the experiences in the process of discovery,
acceptance, and health follow-up, encompassing classes 1 (individual dimension), 2 (social dimension), and 5
(programmatic dimension). The second axis, in turn, portrays the ambivalence of feelings regarding the complexity of
HIV and AIDS, grouping classes 3 and 4.

Axis 1: Individual, social, and programmatic dimensions in the context of HIV care from the perspective of young adults

HIV Positive Test: The Beginning of a New Life

Class 1 represented 16.3% of the text segments, showing a strong connection between the words treat, issue, and
start/begin. The terms highlighted in this class referred to the process of users entering the service, starting from the
test and the confirmation of a positive HIV serology. There was a clear relationship among the words virus, discover,
accept, test, positive, and treatment, denoting the importance of the service for the continuity of health care, under a
multidisciplinary and supportive approach to help the young person face and understand their health condition.

“Mly first test came back positive, and | found out that there was a specific program for the treatment of sexually
transmitted diseases. There is also psychological support, which is really good.” (17)

“I had had some relationships and didn’t use a condom in some of them, so | thought it was important to get tested
and be more careful from then on, because | realized | had messed up.” (J8)

“The hospital referred me; they gave me the protocol and my mother accompanied me. Honestly, | didn’t even know
about it. When | arrived here, | received social assistance, which talked to me and my mother and explained
everything properly.” (J12)

Feelings Related to HIV and AIDS: Disclosing the Diagnosis and the Support Network

Class 2 represented 18.5% of the text segments, with the most relevant words being know, stay, mother, and need.
These terms reflect individuals’ experiences following an HIV diagnosis, particularly the emotional impact of learning
their serology results and how this relates to sharing the information with family members or previous partners. The
word fear may be associated with concern about stigma and prejudice, as well as uncertainties regarding the
consequences of the disease, which can affect the individual’s chances of survival. The need for support and the
emotions experienced are evident in this class, along with shock and crying related to health (loss).

“l...] it made me very afraid of dying. Really scared, so | think it did contribute in a positive way, | would say, because
I didn’t die, I’'m still here.” (J6)

The search for care, when facing suspected HIV infection, involves health issues and established social patterns.
As such, the reports highlight the importance of maintaining confidentiality regarding the diagnosis. Disclosing the
diagnosis was an important, though sometimes ambiguous, factor noted by participants.

“At first, it was my mother who suggested | get tested. From there, we started the treatment. At that time, | received
treatment at a CTA in another city to avoid the ‘gossip,” because it was a small town, and back then | had an
enormous stigma about HIV.” (J7)

The health service, as a support network, provides safety and confidence to the patient. Developing a closer
relationship between the patient and the healthcare professional and maintaining a bond of trust strengthens the
connection, ensuring continuity and adherence to treatment.

“l...] Also, it was the words they exchanged with me, especially the nurse who made my first diagnosis, he said
everything would be fine, that | would have a normal life. The nurse and the nursing staff said this, which comforted
me a lot.” (J8)

“So for me it’s amazing, it’s really amazing to know that there is free treatment, psychological support if needed, and
that you have all your tests up to date(...)” (J7)

Adaptation to Antiretroviral Therapy: The Importance of Specialized Services for Promoting Quality of Life and Treatment
Adherence

Class 5, which represented 18.1% of the text segments, focused on the process of adherence and adaptation to
medication, as well as the clinical follow-up of people living with HIV (PLHIV). The words medication, take, and doctor
were strongly associated, indicating that health services are essential for improving access to care, as well as restoring
belief in the possibility of a normal and quality life.
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“He tells me that if | want to get pregnant and if my partner does not have HIV, is not a carrier, my child won’t be
affected because this medication | take is designed so | can get pregnant without transmitting it to my baby.” (J1)

“I thought it would be a bit difficult, regarding taking the medication and all that, but it’s actually quite manageable.
It’s medication for life, there’s no choice, so | just have to adapt.” (J11)

Axis 2: Living with HIV: Paradoxes and Complexities of Young Adults with the Syndrome
Understanding the Complexity of HIV: The Need for Health Knowledge in the Context of Youth Vulnerability

In Class 3, the text segments represented 23.8% of the total corpus analyzed. In this class, there was a strong association
with the words issue, information, and lack (of information), which reflected gaps in sexual and health education reported by
the young participants. It was observed that health services play a fundamental role in welcoming people living with the
disease, especially through actions aimed at guiding and supporting individuals in this new health scenario.

“[...] I also had questions, and they answered them well, because we have doubts. In the beginning, we don’t have
knowledge; | believe they were very patient with me.” (J1)

The acts of telling and talking demonstrate that guidance actions are essential in the work of professionals for
young people who need information to understand their condition, thereby strengthening self-care.

“The doctor is very helpful, she’s always on my case, you know? And a service like this is very good.” (J12)

Experiencing, suffering, and feeling guilty about HIV infection are very present in the lives of young people;
however, these perceptions can be mitigated by health professionals.
“All the professionals involved bring this affective, very empathetic aspect; | felt very embraced, very supported
through this whole situation. The health professionals at the CTA deserve congratulations for the entire process, for
all the care. It’s important for a patient’s life because it is here that the patient ends up being welcomed and heard.
Unfortunately, outside of here, in society, we don’t have that possibility.” (J14)

Reframing HIV: Experiences of Young People Living with HIV in Health Follow-up

Class 4, which represented 23.4% of the text segments, reflected on the participants’ own actions related to
transmitting HIV, using condoms, engaging in (safe or unsafe) sex, and adopting self-care measures, based on the
guidance provided by the service.

“l...] my health has improved, | was extremely debilitated and | can’t explain it, but | wouldn’t say it’s a welcoming
environment like: wow, | can’t wait to come here!” (J6)

“For me, the CTA is incredible, it’s really amazing to know that there is free treatment, psychological follow-up if
necessary, you have all the exams up to date. Today | really take care of myself, and the CTA is behind all of this.” (J7)

Follow-up at the specialized service, in addition to providing comfort, gives the young person the knowledge
necessary to live with the disease, offering information that should be adopted to prevent HIV infection and to care for
others, meaning providing protection to their partners in relationships.

Everyday experiences in HIV follow-up, related to care at the outpatient clinic—referred to by participants as the
Testing and Counseling Center (CTA)— described here as delays (in service), waiting periods (at the facilities), and the
history and social meaning (of the disease in society), convey to the young person a sense of exposure of their condition
to the observation of other patients circulating in the clinic. This situation is perceived as uncomfortable and potentially
disruptive to continuity of care.

“[...] it’s kind of annoying in that sense because they could keep everything separate in the hospitals, like it used to
be, because you go there, the person doesn’t know what you’re being treated for.. Here you arrive, and the next day
it’s all over town, ‘oh, they were at the CTA,” and whether you like it or not, the clinic is known as the HIV hospital.”
(Us)

“[...] but | wouldn’t say it’s a welcoming environment like, ‘oh, | can’t wait to come here.” Maybe if it were more
private, more anonymous, it would be a little more comfortable.” (J6)

DISCUSSION

Itis evident that young people living with HIV face a wide range of vulnerabilities, whether individual, social, and/or
programmatic. The concept of vulnerability primarily refers to susceptibility to harm®; however, it is also necessary to
understand the broader situations surrounding the disease, including the contexts of health follow-up.

Ayres highlights that the three axes that constitute vulnerability are related to specific aspects of an individual’s
life. Regarding young people living with HIV, they are particularly susceptible to certain risk situations inherent to this
stage of life®1,
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Thus, this study analyzes young people’s perspectives on HIV from the moment of a positive diagnosis, which
determines their health follow-up. However, the process of discovering an HIV diagnosis is often associated with feelings
of sadness and disappointment, since this health condition is socially stigmatizing and represents a significant challenge
for people living with HIV (PLHIV)?324,

Furthermore, many young people do not always recognize their own health needs. Through their narratives,
indifference toward the new diagnosis is observed, which cannot be separated from the routine way HIV is perceived in
people’s daily lives?®,

Furthermore, discovering a positive HIV diagnosis often generates uncertainties regarding future prospects,
representing a turning point in the individual’s life. This affects not only the way they relate to society, especially friends
and family, but also the daily need for therapeutic care. This new phase can lead to negative feelings such as fear, shame,
sadness, and loss, which may contribute to social isolation?.

A study conducted in Rio de Janeiro, Brazil, found that people living with HIV in the early stages of treatment often
have a negative perception of their diagnosis, associating their health condition with a death sentence?.

The paradoxical feelings between the need to disclose the diagnosis and the desire to maintain confidentiality
with family members, partners, or even healthcare professionals create emotional and social repercussions that impact
the lives of people living with HIV. Thus, while the family nucleus is considered the first social and community institution
and can serve as a support network for coping with the disease, it can also reinforce social stigmas, leading to exclusion
and stress for individuals?’.

Regarding healthcare professionals, framing HIV as a chronic condition like any other can help minimize the
stigmatizing effects associated with the perception of infected individuals as weak and the fear of imminent death. This
approach promotes a shift in life perspective and acceptance of the positive diagnosis?®.

Even when young people reinterpret their way of living with HIV and have the support of healthcare services, they
still face everyday challenges, such as delays in care, waiting for consultations, and obtaining medications.

Considering the stigma and prejudice imposed by society on people living with HIV (PLHIV), it becomes necessary
for healthcare professionals to adopt a welcoming attitude toward these individuals and to establish a strong connection
with young patients, employing health strategies aimed at maintaining adherence to treatment.

A study conducted in Boston showed that psychosocial interventions with young people have the potential to
improve overall health outcomes and reduce cases of AIDS?8. Thus, psychosocial interventions can serve as a strategy
to minimize waiting times for care and to facilitate accessibility, reduce inequalities, and overcome structural and
institutional barriers to treatment continuity?:.

In addition to possible interventions in care delivery, there is a highlighted need for qualified listening within a
framework of confidentiality, allowing individuals to trust healthcare professionals and communicate their doubts,
desires, experiences, and exposure to risks. Concurrently, scientific evidence supports the empowerment of PLHIV
through the construction of reliable knowledge about the repercussions of HIV, enabling a re-signification of their own
life perception and the adoption of healthy habits?,

Regarding treatment, upon being diagnosed with HIV, young people experience a range of emotions and
reinterpret their new experiences during follow-up, including adapting to medication. This stage, according to the
participants' perception in the study, has been positive in terms of the possibility of having a life like other people who
do not have HIV. Nevertheless, HIV, as a significant life experience, has led to transformations in personal habits, such
as increased mental and physical self-care following the diagnosis®°.

In this perspective, clinical monitoring of these young people is a fundamental strategy for healthcare follow-up
and for improving access to treatment, especially considering the advances in public policies aimed at care and
treatment of the disease over the years for young people, who are considered a vulnerable group for HIV infection®.

Difficulties in implementing sexual education by healthcare professionals can impact the lives of young people
living with HIV, who may experience feelings of guilt and suffering that can persist throughout life, making living with
HIV complex if there is no support from the healthcare network?°-3°,

Understanding the complexity surrounding HIV reveals inherent gaps in the sexual education process for young
people, which can directly influence the adoption of behaviors harmful to health and lead to exposure to HIV and other
STls. The paradigms associated with the concepts of sexuality and sexual education are linked to the environment in
which individuals are inserted, within a specific historical and social context?%30,
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These difficulties regarding sexual education affect young people in many parts of the world. A study conducted

with this population in Southeast Asia identified the need to implement programs to promote communication between
parents and adolescents about sex and HIV during adolescence, train teachers for HIV awareness, and develop peer-led
education programs led by young people and LGBTQIAPN+ populations (Lesbian, Gay, Bisexual, Trans,
Queer/Questioning, Intersex, Asexual/Aromantic/Agender, Pan/Poly, Non-binary), with the aim of promoting HIV
prevention, sexual and mental health, resilience, and empowerment, consequently transforming political and
sociocultural contexts3Z.

Moreover, follow-up in specialized services also provides young people with multiprofessional care that can help

mitigate gaps in sexual knowledge, enhancing the understanding of sexuality, sexual relationships after an HIV diagnosis,
and the adoption of preventive methods to protect the health of their partners?®.

Study Limitations

Regarding the limitations of this study, the interpretation should be approached with caution, as the findings

reflect the experiences of a specific group of young people living with HIV who receive follow-up care in a particular
outpatient clinic but reside in different municipalities with diverse populations. These differences may influence their
social interactions, the healthcare networks they are part of, and possible variations in the approach of healthcare
professionals at other stages of care.

FINAL CONSIDERATIONS

The perceptions of young people living with HIV regarding healthcare follow-up reveal that they are inserted in

dynamic, subjective, and complex contexts, influenced by vulnerability factors that negatively affect their youth, social
relationships, and health. The results of this study were organized into five thematic classes encompassing individual,
social, and programmatic aspects, reflecting the vulnerabilities and unique experiences of these young people.
Throughout their pursuit of care, the importance of healthcare services is highlighted—from diagnosis, through the
initiation of antiretroviral therapy, to ongoing follow-up.

Unfortunately, discrimination continues to permeate the lives of these young people, extending the stigma

experienced at the time of HIV diagnosis and persisting to the present moment. This underscores the importance of
sexual and health education as a key factor in health promotion and disease prevention, serving also as a mechanism
to clarify and minimize the effects of stigma.

In this context, health prevention emerges as necessary, urgent, and mandatory, as adolescents and young adults

are more susceptible to psychosocial suffering, which can lead to mental health issues. Therefore, it is suggested that
healthcare professionals focus on their practice, especially on preventing health harms in young populations, ensuring
the provision of adequate knowledge to promote cognitive and behavioral change, thereby contributing to the
prevention of HIV and other diseases.
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