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This study analyzed the process of decentralizing of care for people living with HIV / Aids (PLHA) in the 
city of Rio de Janeiro, RJ, Brazil, emphasizing secrecy. We conducted interviews with patients and workers, 
focus groups with professionals and participant observation in two Primary Health Care units. Guided by a 
socio-anthropological approach, the results addressed the reasons for secrecy for PLHA, the management 
of confidentiality among PHC health professionals and the repercussions of secrecy for healthcare 
practices, highlighting the singular position of community health agents. The study reveals the implications 
of the territorial characteristic of Brazilian PHC for the care of PLWHA, increasing access, albeit risking a 
breach of confidentiality, showing the need for management to face stigma and improve care.

Keywords: Secrecy. Primary Health Care. Decentralization. Care. HIV / Aids.

(a) Programa em Saúde da 
Criança e da Mulher, Instituto 
Fernandes Figueira (IFF), 
Fundação Oswaldo Cruz 
(Fiocuz). Avenida Rui Barbosa, 
716, 4º andar, Prédio Mário 
Olinto, Flamengo. Rio de 
Janeiro, RJ, Brasil. 22250-020. 

(b) Departamento de 
Administração e Planejamento 
em Saúde, Escola Nacional de 
Saúde Pública (ENSP), Fiocruz. 
Rio de Janeiro, RJ, Brazil.

(c) Departamento de Nutrição 
Social, Instituto de Nutrição, 
Universidade do Estado 
do Rio de Janeiro. Rio de 
Janeiro, RJ, Brasil.

continue on page 13

The ‘secrecy’ about the diagnosis of 
HIV / Aids in Primary Health Care

O “segredo” sobre o diagnóstico de HIV/Aids na Atenção Primária à 
Saúde (resumo: p. 16)

El ‘secreto’ sobre el diagnóstico de VIH/Sida en la Atención Primaria de 
la Salud (resumen: p. 16) 

Daniely Sciarotta(a)

<dany.sciarotta@gmail.com >  

Eduardo Alves Melo(b)

<eduardo.melo@ensp.fiocruz.br>

Jorginete de Jesus Damião(c)

<jjdamiao@yahoo.com.br>

Sandra Lúcia Filgueiras(d)

<filgueiras.sandralucia@gmail.com>

Mônica Villela Gouvêa(e)

<monicagouvea@gmail.com>

continue on page 13

Sciarotta D, Melo EA, Damião JJ, Filgueiras SL, Gouvêa MV, Baptista JGB, Agostini R, Maksud I. The ‘secrecy’ about 
the diagnosis of HIV / Aids in Primary Health Care. Interface (Botucatu). 2021; 25: e200878           
https://doi.org/10.1590/interface.200878

https://orcid.org/0000-0001-8770-565X
https://orcid.org/0000-0001-5881-4849
https://orcid.org/0000-0001-6591-3474
https://orcid.org/0000-0003-2971-734X
https://orcid.org/0000-0002-6552-8004
https://10.11606/S1518-787.201805200XXXX


The ‘secrecy’ about the diagnosis of HIV / Aids in Primary Health Care ... Sciarotta D, et al.

2/16Interface (Botucatu)      https://doi.org/10.1590/Interface.200878

Introduction

The care for people living with HIV/Aids (PLHA) in the Brazilian National Health 
System (SUS) was configured in the 1980s in the Specialized Care Services (SAE). As of 
the 2000s, some municipalities - such as Rio de Janeiro and Curitiba - began to adopt 
decentralized models, becoming the recommendation of the Ministry of Health for the 
organization of care for PLHA1-5. In these models, assistance is also provided in Primary 
Health Care (PHC), in a scenario where the SAE appears as a back up for more complex 
cases or those with higher clinical risk, through “risk stratification”. 

In this regard, considering care from an “insider” perspective, the family health team is 
expected to invest in building relationships of trust with individuals and family members, 
which involves, among other things, the preservation of privacy. The literature on 
HIV/Aids and primary care6-9 reveals an important paradox that guides this discussion. On 
the one hand, the implementation of decentralization facilitates physical access to the unit 
and improves the care practices insofar as it produces greater knowledge of the users’ reality. 
On the other hand, due to stigma and discrimination, it poses the need for secrecy and 
acceptance on the part of the user as a major challenge for the implementation of the policy.

This article seeks to analyze the management of secrecy about HIV diagnosis and 
its implications for the care of PLHA in PHC. Reflecting on this theme is key in 
order to make adjustments in the models of care according to the territorial reality, 
with the profile of the epidemic in the contemporary world. Above all, it is needed to 
deconstruct the permanence of stigma and discrimination that continue to constitute 
barriers to the exercise of the right to health as a pillar of citizenship.

Method

The article is linked to the research “The care for people with HIV/Aids in the 
health care network”, a qualitative investigation whose data were produced from 
participant observation techniques, in-depth interviews with health professionals, 
focus groups (doctors and community health agents) and formal and informal 
interviews with PLHA. We conducted 80 interviews, three focus groups and 
participant observation in units and territories. 

The fieldwork was carried out in the municipality of Rio de Janeiro between April 2018 
and November 2019 in Programmatic Area (PA) 1.0, which has approximately 300,000 
inhabitants. The study involved two PHC services and 13 of 75 family health care teams 
(FHCT). One of the primary health care units (BHU1) had approximately 100 PLHA 
with known diagnosis, while in the other (BHU2), there were 84 PLHA enrolled. 

The units are located in the central region of the city and suffer from the impacts of 
armed violence in the territories, inhabited mostly by low-income population, especially 
in the hills, where most of the registered population resides.
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The two units function as internship settings for undergraduate students, however, 
from the organizational point of view, they are quite different from each other. While 
the BHU1 works only with the family health model with 8 FHCTs covering about 
25 thousand people, the BHU2 has 3 FHCTs and some medical specialties covering 
approximately 14 thousand people. BHU1 does not administer antiretroviral drugs 
(ARV), although this type of supply is performed by BHU2. Another difference is that 
BHU2 already collects CD4 and viral load monitoring tests, while BHU1 started to do 
so during the course of the research.

In this article we discuss three categories related to the management of secrecy that 
emerged from the empirical data: (1) Stigma and the Territory; (2) The impact of secrecy 
on PHC relationships and finally; (3) Implications for the care of PLHA. We seek to 
analyze secrecy guided by authors such as Simmel10 and Elias & Scotson11, which discuss 
secrecy as a constitutive element of social relations, considering elements related to morality, 
subjectivity, and social interaction. The management of the secrecy of the HIV/Aids 
diagnosis in the care relationships in PHC, seen through these perspectives, raises some 
questions about the concealment of the diagnosis of PLHA in the intra-team context, the 
meanings produced by this concealment, and the possible impacts on the care of PLHA. 

The research followed the ethical recommendations of the Resolution 510/1612 
of CONEP, and was approved by the Research Ethics Committees of the proponent 
institution and of the RJ Municipal Health Secretariat under opinions number 
2.309.404 and 2.559.884, respectively. The participants were informed about the 
research objectives and consented to participate.

Results e discussion

Stigma and the territory

Goffman13 defines stigma as a characteristic of the subject that, socially transformed 
into a negative attribute, disqualifies them and creates obstacles to their access to material 
and symbolic goods. Parker14,15 reviews this concept in the context of the HIV/Aids 
epidemic, from a perspective that also considers the political, economic, and historical 
dimensions. In this approach, he argues that it is necessary to perceive stigma not 
only as a negative mark, but also as a social process. According to the author14-15, PLHA 
tend to be invisible and stigmatized, so many do not share the diagnosis even with their 
families. Other authors show how stigma can also generate feelings of worthlessness and 
compromised self-esteem16.

It is worth recalling with Susan Sontag17 that the processes of stigmatization of 
many diseases were built on the perceived inappropriateness of the behavior of those 
affected. The stigma related to the Aids epidemic stems from historical processes of 
homophobia, social rejection of the use of some drugs, and the practice of sex for 
money by women. 
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The federal Law nº 12.984/2014 establishes discrimination against PLHA as a 
crime, penalizing it even in professional environments18. But despite many advances, 
especially biomedical ones, in fact discrimination and prejudice still substantially affect 
PLHA. Parker15 recalls that, with the benefits of antiretroviral therapy, it was believed 
that the stigma would disappear, which didn’t happen. The moral notions still mark 
the epidemic and harm people’s social life, so many prefer to keep their condition 
a secret. This also overlaps with other inequalities, such as racial, gender, and class 
inequalities. These synergies make the stigmas worse and harder to address15. 

Bearing in mind the decentralization of care for PLHA to PHC, the fear of 
exposure of intimate and private life issues and/or the stigma attached to the disease 
may make users prefer to be followed in units far from their homes or, in the case 
of those who continue to be cared for in the territory where they live, it may mean 
a constant attempt to keep their condition confidential. The issue becomes evident 
when doctors tell us that “It’s hard for some patients”, because being seen in a BHU 
close to home can generate fear for most PLHA: 

...this patient, he was terrified of the possibility that the community may be 
knowing his diagnosis. Terrified. Terrified.

...he (the patient) thinks that if he comes (to the unit), some neighbor, someone 
will get to know.

Let’s consider the case of a 42-year-old black woman who hides her diagnosis from 
her family members, evidencing her fear of not f itting into an “ideal motherhood” 
model19: “I don’t want to ruin the way my children see me”. Other reasons for keeping 
her condition of living with HIV a secret are related to her profession as a manicurist. She 
believes that if people knew about her diagnosis, she would lose many clients, especially 
since most of them live in the same community. Another respondent said that he has 
to keep his HIV status hidden because he is a baker, near where he lives, and fears that 
revealing his diagnosis could be seen as harmful to a person who works handling food. 

The statements bring us reflections about the power of territorialized care for 
PLHA and reveal that the stigma of HIV, as well as different forms of discrimination, 
manifest themselves according to the patterns of sociability as deployed in different 
territories. It is needed to remember that the basic health network structured on the 
territorial logic includes not only the physical dimension of territory, but also in the 
existential dimension, where life is produced20. 

The findings presented here indicate aspects of the strategy of decentralization of 
care for PLHA to PHC, pointing to the need for deeper social changes that allow the 
confrontation of Aids stigma, an essential condition for the control of the epidemic.
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The formats of sociability revealed in the researched territories are configured 
based on spatial and human geographical arrangements. The proximity of the houses 
and sharing of spaces can sometimes hinder any kind of privacy, besides encouraging 
very close relationships between neighbors21. However, the true understanding of 
privacy is compromised due to the configuration of the social norms prevailing in 
the territories22. In other terms, the alternative to share or not is often a collective 
decision, including HIV diagnosis.

We define “gossip” in a sense close to that of Elias & Scotson11, as “ more or less 
derogatory information about others, transmitted by two or more people to each 
other” (p. 121). If we take the ideas of these authors to the field of HIV we see that 
gossip has as its main social functions to inform the reputation of the residents of a 
place, consolidating or damaging its public image and reinforcing the social cohesion 
of networks23. HIV-related gossip can contribute to devaluing one’s social image, 
since the epidemic is still associated with deviant behavior, thus contributing to 
accentuate its stigma. Thus, as with the findings of Silva & Vieira24, the interviewees 
tended to conceal their diagnosis in the BHU, as they consider the unit as part of their 
neighborhood network, and therefore as a potential agent of gossip transmission. 

Considering the territorial settings where the PLHA who participated in the research 
live, we note that symbolic violence and armed violence are combined in them. The 
stigma has a great impact on social relations and can bring fear of losing a job, family 
fights, and, in the most extreme cases, situations of violence and risk of death, as one 
professional reported referring to the case of a person he works with: “if they find out I 
have HIV they will kill me, because I had sex with so-and-so and so-and-so”. 

The speech below, from a Community Health Worker (CHW), summarizes the 
marked presence of stigma in these territories and points us to some challenges for care:

Nobody will want to say that he has HIV, even more an actor (drug dealer), 
because he lives a very promiscuous life. An actor has several women. Do you 
understand? Also, because people still think that HIV can also be caught by 
touch, by hugging, by kissing. Can you believe it? That guy is at the peak of his 
popularity with several women, several young girls. He can’t, because he is sick. 
None of them wear condoms.

The management of secrecy, organization of care and PHC relationships

Faced with the problem of diagnostic disclosure, both health professionals and 
users employ strategies to try to maintain HIV confidentiality. They often do not 
record the diagnosis in open medical records and conduct more careful home visits so 
as not to draw attention to a person or household. People who come to the reception 
to revalidate their antiretroviral prescription often use subterfuge to get care, such as 
writing ‘HIV’ on a piece of paper to tell the CHW that they need a specific type of 
care, or reporting a symptom of non-existent disease to quickly access medical care.
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Although there are situations related to the ways of organizing the work process 
and the routine flows of services that can break the confidentiality of HIV diagnosis. 
The seriousness of the clinical condition or the result of tests may lead the PLHA to 
need immediate care. In an attempt to find it, the physician may end up confiding in 
the CHW about the patient’s positive status. Also in prenatal care we identify this 
paradox when faced with the HIV diagnostic revelation.

We observed among the professionals some daily strategies when faced with the 
impasse of diagnostic disclosure. According to a CHW, “the procedure had to be in 
a place (...) more reserved”, because, as another CHW revealed to us, the difficulty of 
maintaining confidentiality within the unit is due to the work processes themselves:

Especially because of the protocol, the way things are done, you know? You 
get the paper from the rapid test and go to the procedure. Then, I’ll wait for 
their procedure. Meanwhile, the person is sitting there at the door. Then, they 
get the prescription and go there. Then, the girl from the pharmacy goes there, 
gives them Penicillin. Then, they go there and take Penicillin. Then, they leave 
with their ass hurting. So, everyone in the waiting room already knows. Already 
knows (that it could be syphilis)

In the excerpts below, the physician discusses the distrust that a patient’s transfer 
raises for the CHW and the tension that can exist in intra-team disclosure. 

And the patient was referred to (SAE Y), because the HIV pregnant woman will be 
referred. And then she said, “And why is the pregnant woman going to (SAE Y)?” 

Then with the CHWs I would talk to them like this: ‘No patient is forced to 
tell you about their diagnosis [...], you have to help your team, the nurse or the 
doctor in charge. You have to help in the following way: if the doctor comes to 
you and says: Oh, look for so-and-so, I need you to pick them up at home and 
bring them to my appointment. You don’t need to know what it is.

The concealment of information from certain people can contribute to making 
it have a special value, according to Simmel10. Since HIV/Aids is a health condition 
generally not shared between the CHWs and the rest of the team, the moments when 
the secret is ratif ied (as in the speech above) can simultaneously be understood as 
possible forms of disclosure.

Keeping the diagnosis secret from some of the team may paradoxically compromise 
the guarantee of professional confidentiality, giving room for those who do not 
“officially” know not to commit to confidentiality. In addition, the opportunity to work 
on this issue in the team, and to strengthen the desired interdisciplinary work may be lost.
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Interviewer: [...] you also talked about team meetings. [...] HIV/Aids is talked 
about in a team meeting?

CHW: No. The subject is talked about like this: ‘M, look, I need such and 
such patient, who is in a more delicate situation; I want you to go after him. 
Sometimes they say something or another, and then you connect the dots.

The perception about the professional practice of CHWs when faced with HIV 
cases was evident in the interviews. On the one hand, some professionals defended 
the need for CHWs to know about all diagnoses, as one physician pointed out: “they 
need to know, after all, they are part of the team”. Other professionals reported that 
the CHWs do not have access to the medical records and diagnosis, or that they do not 
record the serological status in the medical record to prevent the CHWs from accessing 
such information.

In some teams the CHW responsible for the family of the PLHA has access to the 
diagnosis, but most of the time the technicians only reveal it to the CHW in extreme 
situations, when they need help in contacting the users. The CHWs figure, therefore, 
as the people who are closest to the ‘breach of confidentiality’, both in the imaginary of 
health professionals and the population. The presence of the CHWs often seemed to 
increase some people’s feelings of insecurity, as we see below:

... she was diagnosed as positive, the first thing she said was, “I don’t want my 
community health worker to know.” 

we gave her the option: “do you want us not to put it in the medical record?” 
[...] She said it was okay, but that the only restriction she wanted was for the 
community workers not to know, that she was afraid that this story would leak 
within the community, and the community would see her in a different way. 

Although health professionals have highlighted the importance of CHWs in the 
units, recognizing them as links to the community, some narratives show that they are 
seen in a pejorative way “we know that the CHWs are very gossipy”. There was even 
some talk of “ CHWs and technicians unprepared or misguided” who make comments 
that are “prejudiced, derogatory, and even offensive.” Referring to a unit in another 
part of the city, a doctor tells us: 

There was a unit in which the CHW […] was the ex-girlfriend of the current 
boyfriend of a young girl who was pregnant, so if the pregnant girl did the test 
and it was positive, the CHW wanted to know. Did you get it? 

In turn, representatives of social movements also report problems with 
confidentiality in PHC by linking them to CHWs: 
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I chose to be an activist, I chose to show my face and show my experience and 
my serology. People in the territory are not necessarily forced to do that. They do 
it if they want to, when the service imposes this to be done, as it often happens 
in cases that we receive from community workers who reveal the diagnosis: “So-
and-so, your HIV is ready”; “Go there. Go get your antiretroviral”. 

Privacy is a right of PLHAs, and the communication or not of the diagnosis to the 
CHWs is a patient’s decision, according to the norms of the municipal management of 
Rio de Janeiro5. Although the CHWs are one of the FHCT members responsible for 
the care of the users of the unit and professional-ethical confidentiality is also required of 
them, the disclosure of information regarding HIV diagnosis to them results in concern.

Despite the fact that there are strategies to hide the HIV diagnosis from the CHWs, 
they do find out who the PLHAs are within the territory, sometimes in a procedural 
and indicative way. Throughout the times that we talked to the CHWs in the research 
camps, they expressed that even if doctors, other health professionals, and/or patients 
try to hide the diagnosis, they eventually find out, as one of the CHWs expressed 
during a focus group: “at some point we will know”.

The CHWs mentioned that they connect the facts, are suspicious of some 
conversation and deduce according to prescriptions, notice frequency in the BHU, 
regular visits to the pharmacy or other things:

...you start to notice, the patient comes regularly, takes the medicine regularly. I 
think that the TIG (immunologic pregnancy test) is more eye-catching because 
we have already seen the rapid test, it already gives you an idea of maybe you 
have (HIV), maybe not.

Meanwhile, as at some point this information “will end up reaching” the CHWs, 
they told us that they have to manage the secret of the diagnosis, even pretending that 
they don’t know about it. 

Some professionals argued that knowing the diagnosis qualifies their performance:

 ... there are some that don’t want to talk. We know they have it, but they don’t 
want to talk. Do we know why? We are a team. And in team meetings cases are 
discussed. It is a team secret. ... even if he doesn’t want to talk, I won’t tell him, 
you have it. No, I will respect that. 

That is what I say in the welcoming room. What is your complaint, what is the 
purpose? Oh, I need a prescription. Prescription for what? A prescription for 
continued use. And you don’t want to talk. But we end up knowing, because of 
these meetings that we have and that we discuss the cases. And so, even because 
they have to get the prescription, we have to know who is who in order to give 
priority. No, this one has to be seen today.
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The concern with maintaining the confidentiality of the diagnosis and the possible 
consequences of its disclosure in the community demonstrates the importance of 
this theme being included in the continuing education processes and in the daily 
management of the work and care process. In addition, the development of formative 
activities for the care of PLHAs with the participation of CHWs can help deal with the 
paradox of territorialization, since they occupy a strategic position in this relationship 
between service and community, since they belong to both25-26.

We observe that CHWs establish another kind of relationship with professional 
secrecy because they have to deal with the mistrust of patients and all the problems 
that this can cause:

So, in the welcoming, no information has ever been leaked, but some of them 
have already thrown hints or jokes out of insecurity, of thinking that people are 
going to know, you know? Because you live in the same place.

Faced with those veiled threats, the CHW believes that the users’ comments are 
related to the fear of having their diagnosis exposed, since CHWs and PLHA live in 
the same territory and are often neighbors. They probably fear that their condition 
will become ‘gossip’ in their social environment and degrade their image in that space. 
The fact that the CHWs live in the community imposes an additional challenge for the 
management of secrecy: “no matter how much we keep our professional secrecy, we 
cannot shut the others’ (neighbors’) mouths”.

The CHWs understand the need for confidentiality in their role as health professionals: 
“We know, but we are also health professionals”.  During a focus group, when we asked 
how they deal with the HIV issue in their territory, the answers boiled down to the words 
“discretion” and “secrecy”. 

Nonetheless, there are other points to consider, such as the ‘laws’ of armed violence 
in the territory, which gain prominence in the narratives about professional secrecy. 
The fear of disclosing a diagnosis such as HIV is also related to the risk of violence and/or 
death, both for them and for the patients: “Lawsuit? We will die.”  Zambenedetti & 
Both8 (p. 49) had already pointed out that, in the territory, among health professionals 
and users “the word Aids or HIV is not usually mentioned, being a subject underlined 
in conversations”. However, what we present new in this discussion is precisely how 
the ‘unspoken’ resonates differently for the CHWs.

The CHWs, besides managing the secrecy of the diagnosis as a consequence of the 
professional practice, they also need to manage the risks that the secrecy of the users’ 
disease can mean to their lives and to others. The CHWs’ reports also evidenced 
that living in the same territory leads them through nuances of a professional 
practice affected by the territorial and social proximity with users. As the following 
CHW’s speech suggests:
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You can even know that this person has it, through your team, through the doctor, 
but to closely follow up you have to be able to gain the confidence and trust of this 
person. For that person to open up to you as well. Because she is a resident of the 
community. I am also a resident of the community. So, you have to be respectful 
and keep it very private. Because it is something that sometimes not even the 
family knows. You know, because you go there, you accompany her and because 
you have created this bond.

Others, even though they already know the diagnosis, want the patient to reveal it 
to them. The CHWs understand that the secrecy of HIV can either strengthen ties or 
undermine social relationships with users. 

The following reports speak of how a good management of secrecy can strengthen 
the bond between CHWs and patients. One example is the episode witnessed by two 
researchers during participant observation in one of the studied units. One of them asked 
the CHW if she followed up on any PLHA and the professional told her about the case 
of a lady that she periodically visited to see if she was taking ARV medications correctly: 
“I know she does. I don’t know if she knows that I know... [pause] But there’s no way 
she doesn’t know that I know.... I always bring her medication.” The CHW said that the 
lady never told her about HIV and she never asked either, but that she deduced that the 
woman imagined that she knew, after all, she took the ARVs, oriented on the use and 
renewed her prescription, but the topic had never been explicitly addressed by either of 
them. Months later, the CHW told the researchers that she had talked to the lady about 
HIV in a transparent way. Resorting to Simmel10, we can understand that, in this case, 
the secrecy, in the view of the CHW, could strengthen her relationship with the user and 
strengthen the bond through a confidence between them. In other words, unlike other 
health professionals who bond based on an explicit health problem, CHWs cannot always 
establish a relationship with users for an obvious health reason, as in the case of HIV. The 
CHW seemed to have been able to approach the user based on the secrecy of the diagnosis. 
But this does not always happen, especially in territories with problems of gun violence.

Implications for the care of PLHAs

HIV-related stigma reduces access to health care and services, health information and 
resources, and the ability to enjoy life fully and with dignity27. Fear of society’s reaction still 
causes many people not to get tested, to hide their serology, and not to get treatment.

The secret, according to Simmel10, characterizes the relationship between those involved. 
As we have seen, there are many ways of secrecy and revelation of the HIV/Aids diagnosis: 
between the user and the people of his personal acquaintance (the user decides not to 
disclose to the people around him/her about his/her serology), between the user and 
the CHW (the user decides not to disclose to this particular health care team member), 
between the physician and the CHW (patient choice requires that the physician does 
not share the diagnostic information intra-team), between the CHW and the 
user (now on a different track, the CHW knows the diagnosis, but cannot reveal his 
knowledge to the user), and between the CHW and other people in the patient’s 
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territory (knowing the diagnosis, the CHW must maintain professional secrecy). In 
the penultimate case, the diagnosis is not the secret itself, but rather the knowledge of 
unauthorized information.

Secrecy about the CHW knowledge of the diagnosis hinders a dialogical place of care:

There is a patient in my team that we know he has it, the whole team. And he 
doesn’t treat himself and we can’t talk about it. And he is in a very exposed 
position. He does things that not only hurt him, but hurt other people as well. 
Then, I wonder: “Guys, but why can’t we? No, we can’t. ‘But, there are so many 
people...’. You can’t. I don’t want to know what is happening. He has to tell me.

And there are people that the person doesn’t even know. […] two pregnant 
women that found out during pregnancy, they don’t know that I know they 
have it, understand? I have to keep it to myself... I know that they have it. I know 
that her partner has it. When he comes here, he comes to get medication. But, 
under no circumstances, can I ask about the disease, understand? I have to be 
ethical, do you understand? 

In an attempt to preserve diagnostic confidentiality, the CHWs limit the number of 
home visits so as not to arouse the suspicions of neighbors:

Even because I can’t be in that person’s house more often than others who don’t 
have HIV.  Why is that? We would attract attention. Then the neighbors would 
say:  […].  Why is the health agent coming directly? 

Potential advantages of decentralized care - such as the ease of taking medications 
in one’s own community - are reduced by the need for management of secrecy. In this 
sense, users with greater difficulties in adhering to treatment demand the involvement 
of the entire team. In this case, it is necessary to share information about the HIV 
diagnosis, as indicated by the narratives of the CHWs:

For many people it would be good because they can just cross the street and get 
their medication here, it is much more practical. But at the same time it can be 
bad if a neighbor sees that he came here and got HIV medicine. As there is this 
small distance, the patient can get there, pick it up, put it in his backpack and the 
issue is over. Here the pharmacy door is always open, the person is being treated 
here but the person in line is seeing what is going on inside.

Then the agent will know why? […] The patient has not been to the clinic for 
two months, we have to do an active search to find out why he doesn’t come.  So 
we know what he has in order to do this search.  
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Knowing the diagnosis of the patient allows the CHW to prioritize the PLHA 
in the daily care, even allowing the CHW to take ownership of the care from the 
understanding of the function of their work: 

CHW: If six months have passed and he doesn’t come, the doctor comes to us 
to pick him up. […] Then I tell the doctor: “He said he’s coming. But he doesn’t 
come. So he doesn’t come on the second or third. On the fourth she says: “So, 
he is an HIV patient, he needs to be here because of this and this.”

Interviewer: There comes a time when things hit the fan?

CHW: It is not a malicious breach of confidentiality; it is because we really have 
to have access to that patient.

Closing remarks

This article aimed to analyze elements related to the management of HIV 
diagnostic confidentiality in a scenario of decentralization of care for PLHA to PHC. 
In this sense, keeping in mind the social construction of stigma, the moralities and 
power relations that inform it, we highlighted aspects around which sufferings and 
privations are present in users facing the (possibility of) breaking confidentiality, as in 
work and community relationships. 

In the context of PHC workers, concerns related to confidentiality, including their 
own physical safety, were evidenced, emphasizing the complex situation of CHWs due 
to the singularity of their double insertion (neighborhood resident and health worker), 
strategies to guarantee confidentiality among colleagues and its implications for the 
multiprofessional teamwork, possibilities of breaking confidentiality generated by the 
way the BHU is organized and operates, as well as the near impossibility that CHWs 
do not know the diagnosis, even if this is not made explicit. In addition, we address 
limitations generated by the need for secrecy for care practices.

The study brings to light the duplicity, and sometimes ambiguous repercussion 
of the territorial characteristic of the Brazilian PHC for the care of PLHA, which 
can expand access, but also the risk of breaking confidentiality, signaling the need for 
care in the organizational and professional practices, as well as the implementation of 
public policies to combat discrimination and stigma.

In this sense, the investment in continuing education actions with health teams 
that cover the approach of human rights, including sexual rights, the understanding 
of the territory in its existential dimension, as well as the processes of vulnerability 
in it, could favor the production of professional practices and the organization of 
health services necessary for the management of confidentiality in the territory and the 
potential of PHC in the care of PLHA. 
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Este estudo analisou o processo de descentralização do cuidado de pessoas vivendo com HIV/Aids 
(PVHA) na cidade do Rio de Janeiro, RJ, Brasil, com ênfase na questão do sigilo. Foi realizado por 
meio de entrevistas com usuários e trabalhadores, grupos focais com profissionais e observação 
participante em duas unidades de Atenção Primária à Saúde (APS). Guiados por uma abordagem 
socioantropológica, os resultados abordaram os motivos do sigilo para as PVHA, a gestão do 
sigilo entre os profissionais de saúde da APS e as repercussões do sigilo para as práticas de cuidado, 
destacando a posição singular dos agentes comunitários de saúde. O estudo traz à tona implicações da 
característica territorial da APS brasileira para o cuidado com as PVHA, podendo ampliar acesso, mas 
também o risco de quebra do sigilo, evidenciando necessidade de seu manejo para o enfrentamento 
do estigma e melhoria do cuidado. 

Palavras-chave: Sigilo. Atenção Primária à Saúde. Descentralização. Cuidado. HIV/Aids.

Este estudio analizó el proceso de descentralización del cuidado de personas que viven con VIH/
Sida (PVVS) en la ciudad de Río de Janeiro (Estado de Río de Janeiro), Brasil, con énfasis en la 
cuestión del sigilo. Se realizó a partir de entrevistas con usuarios y trabajadores, grupos focales con 
profesionales y observación participante en dos unidades de Atención Primaria de la Salud (APS). 
Guiados por un abordaje socio-antropológico, los resultados abordaron los motivos del sigilo para 
las PVVS, la gestión del sigilo entre los profesionales de salud de la APS y las repercusiones del sigilo 
para las prácticas de cuidado, destacando la posición singular de los agentes comunitarios de salud. 
El estudio presenta implicaciones de la característica territorial de la APS brasileña para el cuidado 
de las PVVS, pudiendo ampliar acceso, pero también el riesgo de ruptura del sigilo, poniendo en 
evidencia la necesidad de su manejo para el enfrentamiento del estigma y mejora del cuidado. 

Palabras clave: Sigilo. Atención Primaria de la Salud. Descentralización. Cuidado. VIH/Sida.


