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ABSTRACT

Objectives: to understand the meanings and significance attributed by people with HIV/aids
to the process of living with this virus/disease. Methods: qualitative and exploratory study,
carried out in Rio de Janeiro, Brazil. The Grounded Theory and the Symbolic Interactionism
were used. Data were collected in a semistructured interview and through non-participant
observation, from August 2017 to May 2018. 29 patients participated. Results: living with
HIV/AIDS is a social phenomenon in which it is not possible to disconnect the process
of adapting to the disease from the social relations one (re)constructs during life. It also
involves stigmatization, rejection, and isolation. Final Considerations: understanding the
meanings of this process is a positive influence for proactive behavior and resilience, not
only in regard to the care concerning the presence of the virus and the uninterrupted need
to adhere to medication, but also in the way to deal with the social values that reproduce
previous models, which, in turn, can help improve self-knowledge.

Descriptors: HIV; Acquired Immunodeficiency Syndrome; Comprehensive Health Care;
Patient-Centered Care; Symbolic Interactionism.

RESUMO

Objetivos: compreender os significados e sentidos atribuidos por pessoas com HIV/
aids sobre o processo de conviver com este virus/doenca. Métodos: estudo qualitativo,
exploratdrio, realizado no Rio de Janeiro, Brasil. Utilizou-se a Teoria Fundamentada nos Dados
e o Interacionismo Simbolico. Os dados foram coletados por entrevista semiestruturada e
observacdo nao participante, entre agosto de 2017 e maio de 2018. Participaram 29 pacientes.
Resultados: conviver com o HIV/aids é um fendbmeno social, onde nao ha possibilidade de
desvincular o processo de adaptacao a doenca das relagdes sociais (re)construidas ao longo
da vida, ainda acompanhado de estigmatizacéo, rejeicdo e isolamento. Considera¢oes Finais:
compreender os significados deste processo de convivéncia favorece o comportamento
proativo e a resiliéncia, ndo s6 em relacdo aos cuidados diante da presenca do virus e a
necessidade ininterrupta de aderir aos medicamentos, mas também ao lidar com os valores
sociais que reproduzem modelos, que em contrapartida, podem ajudar no autoconhecimento.
Descritores: HIV; Sindrome de Imunodeficiéncia Adquirida; Assisténcia Integral a Saude;
Cuidado Centrado no Paciente; Interacionismo Simboélico.

RESUMEN

Objetivos: comprender los significados y sentidos atribuidos por personas con VIH/SIDA
sobre el proceso de convivir con ese virus/enfermedad. Métodos: estudio cualitativo,
exploratorio, realizado en Rio de Janeiro, Brasil. Utilizado la Teoria Fundamentada en los Datos e
Interaccionismo Simbodlico. Datos recolectados por entrevista semiestructurada y observacion
no participante, entre agosto de 2017 y mayo de 2018. Participaron 29 pacientes. Resultados:
convivir con VIH/SIDA es un fenémeno social, en que no hay posibilidad de desvincular el
proceso de adaptacion a la enfermedad de las relaciones sociales (re)construidas durante la
vida, aiin acompanado de estigmatizacidn, rechazo y aislamiento. Consideraciones Finales:
comprender los significados de ese proceso de convivencia favorece el comportamiento
proactivo y resiliencia, no solo cuanto a cuidados delante la presencia del virus y la necesidad
continua de adherir a medicamentos, pero también al lidiar con los valores sociales que
reproducen modelos, los cuales, en contrapartida, pueden ayudar en el autoconocimiento.
Descriptores: VIH; Sindrome de Inmunodeficiencia Adquirida; Atencién Integral de Salud;
Atencién Dirigida al Paciente; Interaccionismo Simbodlico.

[S)sy | https://doi.org/10.1590/0034-7167-2020-1323
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Meanings and significance attributed by people with HIV/aids to their lives with this virus/disease

INTRODUCTION

Considering the stigma involved in the sociocultural represen-
tation of HIV/AIDS and its influence on the process of social and
group integration, the process of living with this virus/disease
brings psychic distress in its wake. A lack of safety results from
physical changes, oportunistic infections, adverse reactions to
medication, the presence of other chronic diseases, social stigma,
loss of autonomy, and depression™. As a result, this condition
affects all dimensions of the life of the person, with a strong
impact on their interpersonal relations and lifestyle, since the
negative perspective of living with this virus/disease may affect
the quality of the treatments and the outcomes related to the
state of health of these people®3),

With the advent of the combined antiretroviral therapy, and
its free dispensation by the Brazilian government since 1996,
it became possible to stabilize some symptoms of the disease,
which led to anincreased life expectancy, partly disassociates the
person with HIV/AIDS from the stigma of having a“death disease”
However, despite the scientific advances to the improvement of
their quality of life, many people with HIV/AIDS (PWHA) still do
not show ideal results for their state of health®. The stigma as-
sociated with this virus/disease is still an individual and systemic
barrier for care, strongly represented by the lack of social support,
knowledge, and to a limited awareness about HIV and poverty®.

To confront this social stigma and the other adversities that
result from the HIV infection, especially those related to its chronic
nature and its instable course, resilience, as a form of positive
adaptation or of resisting adversities, has been an important pro-
tective individual strategy and an opportunity for interventions to
improve health outcomes, considering not only the control of HIV,
but also the prevention of the transmission of the virus in society,
with the objective of reducing or eliminating the epidemic®®.

As a result, the stigmatizing and socioeconomic conditions
that affect people with HIV/AIDS point out the need for integral
health care through a continuous monitoring and an interdisci-
plinary approach to the biopsychosocial factors that can have
a negative influence on the conviviality with this virus/disease,
mental health, and quality of life.

As a result, this study asks: What are the meanings and sig-
nificance attributed to people with HIV/AIDS to the process of
living with this virus/disease?

OBJECTIVES

To understand the meanings and significance attributed by
people with HIV/AIDS to the process of living with this virus/disease.

METHODS
Ethical aspects

This project was approved by an ethical appreciation from
the proponent and co-participant institutions in February 2017.
All participants signed the Free and Informed Consent Form and
had their anonymity preserved. The interviews were identified
using the letter E (for the Portuguese word for “interviewee”),
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followed by a number indicating the order in which they were
carried out (E1, E2...).

Type of study and theoretical-methodological references

Qualitative, exploratory research, using the Consolidated
Criteria for Reporting Qualitative Research (COREQ) checklist to
guarantee its methodological validity.

The theoretical framework used was the symbolic interaction-
ism (Sl), while the methodological framework was the grounded
theory (GT). The base of the Sl involves the capacity a person
has of reflecting on themselves, perceiving or understanding
themselves in the role of the other and triggering their social
selves, which emerges and develops in a context represented
by society, where people and world may not be understood in
isolation, but through a constant, dynamic, and never-ending
transmutation. The self involves two separate analytical phases:
the“I"is the impulsive tendency of the individual; the “Me” rep-
resents the other, generalized®'%.

Living in constant interaction, people can construct, deconstruct,
and create new circumstances and actions according to the mean-
ings they attribute to each social act, due to the symbolic capacities
of the human being®'". As a result, is essential to understand that
individuals know of their world and what they believe is important.

In the GT, the concepts are constructed by the participants of
the research, who attempt to explain and generate meaning from
their experience and lives, both for the researcher and themselves.
The product of this construction is called “knowledge”, which,
despite not being a mirror of the world, helps us understand it.

The relationship between GT and SI may be connected to the
study of the aspects of human behavior that result from experi-
ence, that is, to the way in which people define the events or
reality and how they act in relation to their beliefs">'3.

Study setting

This study was developed in a specialized hospital for the atten-
tion of clients with HIV/AIDS, in the city of Rio de Janeiro, Brazil. The
settings were the clinical hospitalization sector and the outpatient
clinic. Two nursing wards, one masculine and one feminine, were
designed to attend those with HIV/AIDS. Each had 15 beds, 1 of
which was isolated, and 1 of which was destined for intensive
care. The outpatient clinic had eight rooms, where people with
HIV/AIDS were attended, as well as patients of other specialties.

Study participants

In regard to the participants of the study, it must be mentioned
that the concept of theoretical sampling emerges in the GT as
associated with the process of data collection, in order to“search
places, people, or events that improve the identification of changes
in concepts, also generating denser categories, properties, and
dimensions, according with the needs for information found in
the development of the research”. Therefore, throughout the
clinical process of data collection and simultaneous analysis of
data until reaching data saturation, two groups were formed
from the sample, including 29 participants (Chart 1).
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Chart 1 - Composition of the sample groups

Leading
Hypotheses Groups question
The person who was hospitalized
due to clinical complications from
AIDS, for many factors, may not
use the medication prescribed
and not take other types of care 17 patients
of their health, leading to further patier
T - hospitalized

hospitalizations -- it stands out that o

s o e due to clinical
this first hypothesis, in addition L

e . ; complications
to determining the object of this
from AIDS

study, was related to the outcome What does
of the study, concerning the man-

. care mean
agement of nursing care for HIV/ to you?
AIDS from palliative and hospital you:
perspectives™,

Patients attended in the outpatient
clinic, with no recent hospitaliza- .

X R " 12 patients
tion history, follow a routine of care - .

. monitored in
that could be related to meanings the outpatient
that are different from those of the clinic P
patients who have the disease and
are frequently hospitalized.

All adult patients with HIV/AIDS registered in the hospital
were included. Patients who, according with an evaluation from
the health team, had any cognitive condition that made it im-
possible to answer the questions, were excluded. Therefore, to
invite patients who were potentially adequate for participation,
the professionals were consulted. They were also asked about
information on the diagnosis of the infection and the reason
for the hospitalization (in the case of the nursing wards), always
considering the criteria mentioned above.

Data collection and organization

The data were collected in a semistructured interview from
August 2017 to May 2018. The interviews were individual and
in-person, recorded in audio, and lasted for a mean of 20 minutes.

Data collection was carried out by a single researcher who
was going through her doctorate studies. She had experience
with the interview technique and had established a rapport with
some participants in a previous research.

The patients hospitalized were interviewed at bedside (the
beds were individualized, separated from the ward by walls and
curtains). The patients from the outpatient clinic were interviewed
in private rooms in the clinic itself. There was no one else with
the participant in any of the interviews.

Before the interviews were conducted, the demographic
profile of the participants was characterized according to the
variables “age” and “sex”. In addition to the early question from
the interview in Chart 1, circular questions were asked to further
the understanding of the phenomenon.

The degree of saturation needed to develop the conceptual
body of the categories that gave support to the substantive
theory was obtained through theoretical saturation and induc-
tive thematic saturation, using the theoretical sample and the
number of codes generated, respectively!'®,
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Data analysis

The data was coded by two researchers, following the stages:
open coding, axial coding, and integration. The open coding was
the analysis, line by line, of the raw data, which was compared
and conceptualized using words that expressed action, according
with the questions: “What is this? What does it represent? What
is happening here?” This made possible to identify preliminary
codes, their properties and dimensions!'?,

The axial coding, in turn, is“marked by the inductive-deductive
movement, which requires the researcher to have theoretical
sensitivity and to reflect”, as they search answers for the ques-
tions“Why? In what way? Where? When? How?" At this point, the
preliminary data found in the open coding were regrouped in the
inductive process, to form explanations about the investigated
phenomenon and make it possible to generate conceptual
codes, in the form of categories"?. In this stage, the paradigm
was used as an analytical tool, allowing one to organize the
data as conditioning factors, action-interaction strategies, and
consequences or results.

In this study, which is an excerpt from a doctorate thesis,
conditional factors were developed, answering questions about
the phenomenon under investigation, related to why, when, and
how, in order to understand the meanings people attribute to
occurrences, in addition to showing the reasons and explana-
tions the participants gave for their actions (action/interaction)
in regard to these occurrences.

In the last stage of the analysis - integration -, the categories
and subcategories were refined to delimit the theory, which was
organized according with the elements of the paradigmatic model,
and then, the raw data received an abstract representation‘'3,

RESULTS

In regard to their age group, 11 patients (38%) were from 40
to 49 years old; 9 (31%) from 30 to 39; 4 (14%) from 18 to 29; 3
(10%) from 50 to 59; and 2 (7%) from 60 to 69. Regarding sex, 17
participants (59%) were male; and 12 (41%) were female.

The category detailed in this study, represented by the con-
ditioning factors related to the phenomenon investigated, is
formed by five subcategories (Chart 2).

This category includes the meaning the patients gave to the
form in which they react to the stimuli from the environment
where they live, where they establish meanings, which leads
them to attribute meanings to things and people with whom
they interact in society.

They, consequently, develop, as a result of this interaction,
actions to confront the situation, when resilient; negative ac-
tions that they already did or start to do; actions that lead them
to get closer to “normality”, to feel “accepted”in society; actions
such as taking the medication from the antiretroviral therapy
(ARVT) to stay alive; actions that, often, lead them to abandon
the medication when they feel they are not diseased, when they
are immunologically quiescent, and other diseases are absent;
and reactions to the prejudicial effects their health state, affected
by the HIV/AIDS infection, have on their self-image.
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Chart 2 - Description of the category and its subcategories
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Phenomenon: reacting to the infection from HIV by perceiving the danger of its clinical manifestations.

Category 1:

Subcategory 1.1: needing networks of health care and social support to promote resilience and prevent health issues

Attributing meaning
to the process of

Subcategory 1.2: Reproducing the discourse related to the concept of care

living with the virus/
disease according to

one’s interaction with antiretroviral therapy.

Subcategory 1.3: attributing the meaning of care to the attention of basic human needs and to the regular use of

oneself and to the
people around with

Subcategory 1.4: feeling fluctuations in the symptoms o the disease, its impact, and the stigmas to self-image and quality of life

or without HIV.

Subcategory 1.5: not caring for oneself when feeling well or when the disease is absent or nonspecific.

Subcategory 1.1 - needing networks of health care and social
support to promote resilience and prevent health issues

This subcategory shows the fragilities and the demand for
the formation of health networks that can attend to physical or
psychic needs, considering the stigma these patients perceive
from the people in their social lives.

Many people asked me if | had AIDS. | won't go to your house
anymore. It's something that’s not worth talking about, it hurts
me. And worse, it comes from my family. (E27)

I caught it from my ex-boyfriend. He only told me after we broke
up [...]. When | see someone hurt | always want to care for them,
I don't get sick when | see it or anything, but today, if | need to
help, I feel afraid. | think twice [...]. 'm afraid others will catch it
[crying]. (E25)

That prejudice where they comment, gossip, it's there. So, since we
managed to finish this, she [the mother] gives me strength and we
think it’s best to keep it between us, not to tell anyone else. (E19)

Subcategory 1.2: Reproducing the discourse related to
the concept of care

This subcategory shows that most patients answered that
the meaning of the word “care”is related to the process of living
with HIV/AIDS. The meaning was part of the thought about what
society sees as correct, so they do not seem to be sick, following
norms from the biomedical field that include eating well, taking
medication, and adopting, in general, healthy habits.

However, some interviewees related that they suffer with the
infection, even though their discourse is positive, apparently ap-
proved by allin society. In the extract from the interview with E12,
forinstance, it is possible to perceive a duality in the statement:
he says that he was not physically ill during the interview and
reports to feel optimistic about the maintenance of his physical
health state; however, he reveals a phase that is emotionally and
psychically shaken.

| take my image in consideration a lot, because I'm really vain,
you know? | like being someone healthy, I'm an athlete, | do
bodybuilding, so I think that care comes from health, from vanity
[...] Every three months, | like to have blood tests to know how
the internal part of my body is, appearance is not enough. | like
to be well, you know? Even psychologically, so | can lead my life

well knowing[...] Butin regard to people, | can’'t anymore, | mean,
sexually. | don’t know if its psychological, if | need therapy, | don't
know. But the thing is | can’t anymore [...]. It's like someone took
my heart out and threw it away. (E12)

We have to take care, or it'll mess our whole life. We have to do
things right, to avoid going through what | went through. | didn’t
work for a year. | couldn’t do anything. | try to always take the
medication. | try to eat well. | work mostly at night, in the taxi,
but I always have dinner, but sometimes | feel hungry and eat
snacks. (E15)

Subcategory 1.3 - attributing the meaning of care to the
attention of basic human needs and to the regular use of
antiretroviral therapy.

This subcategory shows an overview about the meaning of
care in having HIV and interacting with other people, with or
without the virus. Attending to primary human needs refers to
the vital need for certain processes, such as sleeping, eating,
having an occupation, having a relationship, having a place to
live, leisure, self-care, etc.- These processes make it possible to
address the activities of daily living, to which patients attribute
meanings and concepts that affect the way in which they deal
with routine issues and with the people around them.

To care is to look after, right? It's love, it's worrying for the person,
always encouraging good things, saying good words, positive ones
[...I. I care for myself, | get up early, attend to my obligations, ride
a bike, care for others, help caring for others. | care for my health,
leat well, at the right times, | like to go out. | live! | like living! (E10)

I've always been well cared for here. You know? The nurses come,
they ask me how | am. That thin one came here to say: “Whatever
you need you just have to call”[...]. They give me medicine, all
normal, what they do for the patients. | get very attached. When
I go away, | even cry. (E4)

I go to the doctor whenever | can. If anything happens, | get afraid
andruntothe doctor|...]. Itry to hold back, | don’t drink how | used
to. First, because | take the medication, so you can’t do it, it’s not
very good. Second, I'm calmer. Quieter. (E21)

The use of the ARVT is is a new responsibility in the life of
the PWHA, in addition to daily care, which implies a process of
meaning about the power of medication to prolong the life of
those who have HIV.The use of ARVT is not mandatory, but it is
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highly recommended. In this research, the patients reported how
important itis to use it regularly, attributing meanings related to
care in regard with living with this virus/disease.

I read the package insert of one of them [ARVT medication], it was
huge. Basically, if you stop taking it, the virus gets stronger and
you have to take more and more. And | worry because I'm a very
forgetful person. | was taking vitamins and some days I forget. (E5)

Nonetheless, although the ARVT is recommended to avoid
opportunistic infections, it has countless effects that negatively
affect the lives of these people. The lifestyle of some patients
influence the intake of antiretroviral medication.

I've been taking the medication for 17 years. Along these years,
| stopped taking it twice, because | used drugs, marijuana and
cocaine. Now | don’t use them anymore, I'm in the Narcotics
Anonymous and I'm taking the medication again. (E7)

Every drug has its effect. And since this is a strong medication,
there is a reaction. It's very important for people to know this is not
just apill. It's a drug you'll depend on and it has side effects. The
esophagus grows, you hallucinate, sometimes you find yourself
trying to catch bugs on the bed. (E4)

Subcategory 1.4 - feeling fluctuations in the symptoms
of the disease, its impact, and the stigmas to self-image
and quality of life

This subcategory shows the complex and varied reasons that
can lead to hospitalizations and the fluctuations of symptoms that
impact on the self-image and on the quality of life. Although these
are subjective and personal, there is an important social construction.

|am a patient here since 2012. left my house five years ago, | came
back because of a rash, a bedsore, on the lumbar, | had to have
it debrided, now | have skin cancer and | had a colostomy done,
but still, | have spirit, strength, I'm determined to live. Because of
the HIV I've had the Guillian-Barré syndrome, urinary infection,
pneumonia, tuberculosis, you know? (E3)

All these lesions in my face, the HPV, all it's happening now. It
shouldn’t happen. Because in 12 years of treatment this never
happened. | work with beauty. | can’t work like this. (E11)

In fact, there is still prejudice, even today, according to the
statements of E3:

At home, everything was separated, the plate, the spoon [...], the
person [the mother] is old, so she only gets wrong information
in the streets, then she separated everything. | tried to deal with
the prejudice with my dog, because | gave it pieces of meat in the
house, and the dog would eat them, and she didn’t get thinner,
she got fatter. So | said: “You see? The dog doesn't die”. (E3)

Subcategory 1.5 - Not caring for oneself when feeling well
or when the disease is absent or nonspecific.

This subcategory shows that, if, on one hand, it is difficult to live
with the infection or disease using the ARVT, on the other, there
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are moments when the patient shows no signs or symptoms and
decides to take actions with negative effects, which, often, they
already took, regardless of being infected by HIV. These actions are
understood as a slip.

I was taking it, but Kaletra is a medication you only take during
pregnancy. Mine [ARVT scheme] used to be lamivudine and two
others that didn't make me sick. So | told the doctor that | couldn’t
take the Kaletra anymore, that it made me vomit. Then the doctor
said: “you take it for one more year.” Then | said: “What? | doubt
it [...]"; three years went by and | didn't take it [...]. | was on the
“streets’; walking the favelas, taking drugs, you don't even get a
cold, you know. (E4)

But I tell you, from the bottom of my heart, | was talking about
it these days [...]. Sometimes, | forget | have it [HIV]. Honestly. |
know it exists, but it doesn’t even seem that | got it, because | feel
so good. Thank God! So it’s fine. (E14)

DISCUSSION

The conditioning factors can locate and explain the action-
interaction between people considering the knowledge of the
history of conditions and consequences of a certain reality, which,
in the case of AIDS, is related to an epidemic permeated by cultural,
social, political, biomedical, and economic dimensions, increasing
the complexity of its dynamics!'®. Furthermore, the advance of
the epidemic did not follow the psychosocial elements of care.
It is necessary to consider the specificities and outcomes of the
social life of the being infected by HIV/AIDS.

To understand the meanings that the patients attributed to living
with HIV/AIDS, based on the S, anchored in the pragmatism that
is the base of the social constitution of one of its most important
concepts, the self, this study made an attempt to reaffirm its basic
principles, understanding that: the actions of the PWHAs are related
to these meanings; and that they start from social interactions with
people around them, with or without HIV, and can be controlled
in an interpretative process used by them as they deal with things
in their daily life, which involve changes in all aspects of their lives
and imply the restructuring of the “1”and of the “Me""%,

The social and epidemiological profiles of AIDS have under-
gone changes throughout time, and, even today, people who live
with HIV/AIDS suffer prejudice due to the stigma that involves
attitudes that are non-compliant with social rules at the time of
contamination by the virus, considering the connection between
the infection and certain behavioral profiles, such as the case of
men who have sex with other men9, This takes place because
part of society still reproduces these symbols.

The context, inherent to the interviewees, especially to hospital-
ized patients, since these are the ones that feel the manifestations
of the disease, involves a constantly (re)formed process of self-
knowledge, since, when they received the diagnosis of HIV, their
lives changed, be it in the way they look at themselves, at their
attitudes and daily choices, or in their interactions with people

From an interactionist perspective, the way in which individu-
als relate to one another contributes for the origin of identity
processes, since relations are mediated by material or symbolic
borders, which are also socially constructed and resignified by
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changes in social and historic contexts, such as the unstable
course of the HIV/AIDS epidemic. The “I”is produced based on
social interactions - dynamic and mutable -, rooted in a context
thatis charged with many factors that condition the influence of
this production, which also includes the transmuting character
of the epidemic®1917),

It stands out that the understanding of the meanings of the
process of living with this virus/disease has been connected to
the social reproduction of good customs, sharing the meanings
constructed in society, according to which everything should be
done systematically, including eating, sleeping and resting, using
medication, all that is related to the care of the body. Although it
may be common to expect not to be contaminated if said good
customs are respected, once infected, the person who lives with
HIV/AIDS starts to assume socially accepted behaviors, or makes
statements to this effect, to maintain a good appearance and
the non-specificity of the disease, often keeping the diagnosis
in secrecy.

However, as they use adjectives such as “correct’, “right”,
“healthy’, the patients detail their own actions, such as caring
for themselves in regard to what seems to be “right”, which in
certain moments may be the opposite of their actions.

It was possible to perceive, in the construction of the preliminary
codes during the process of raw data analysis, the prevalence of
the verb “have”. The fact that they need this or that emerges as
if there were a pre-defined recipe to be followed now that there
is a new clinical condition. The “rightness” in everything they do
now must take place regardless of their desires, considering the
discourse of the participants based on the normative discourse
of the health professionals themselves.

The fact that the “blaming” of the more vulnerable groups for
spreading the AIDS epidemic is ingrained in society coincides with
the statements of most patients interviewed, who revealed that
they were infected by stable partners (although they are uncertain,
since it is impossible to isolate all variables responsible for the
infection or the time when it took place), even denying, at times,
that their own behavior led them to acquire HIV.

With the development of the modern thought, the body, in
René Descartes (1596-1650) starts to be analyzed as a machine,
complex and divided in formative elements that generate and
explain the current care practices of the modern scientific world.
Human suffering, on the other hand, is increasingly connected
to genetic, neurophysiological alterations, and the advances in
medicine tend, more and more, to incorporate medicalization
as a response to suffering. It stands out that, as in other advents
of the pharmaceutical industry, the ARVT was responsible for
the increased survival of people with HIV/AIDS, contributing to
change the profile of the disease!'®.

In fact, people infected by HIV in the pre-ARVT era, that is,
in the times where monotherapy/dual therapy had a survival
expectancy of only 12.5 years. However, a person who becomes
infected today in an industrialized country and uses ARVT (triple)
has a life expectancy above 50 years of age".

Perhaps this is the reason for the normative prescriptive
discourse of medicalization as a primary action in the struggle
against HIV/AIDS and the disease that stems from it. However,
the predominant health model has overvalued the biological
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conception, privileging the disease instead of strengthening the
life process of social actors.

This is why it is important to understand the meanings that
each PWHA attributes to the process of living with this virus/
disease, since they indicate that actions-interactions should
confront or overcome adversities, such as those triggered by
social stigma and prejudice, which are directly related to the
better or worse control of the state of health, as well as to that
of the epidemic itself>©),

Although interactionist studies are not limited to examining
the individual behavior, the results pointed at the role of the social
conduct of a group of people, relations of the PWHAs among
themselves, as well as that of the PWHAs with people with no
HIV. The origin of the self involves relations of power, expressed
by mechanisms of social control and by the existing social roles,
constructing meanings in society. The social interactions estab-
lished by the participants strongly influenced the adherence to
the ARVT, in addition to functioning as a tool to improve their
autonomy in their self-care, as they seemed to feel more trust-
worthy when the support network were more well-structured® %,

The coping strategies, such as the emotional coping shared
with relatives, imply support that is a protective factor against
the development of psychosocial disorders, such as depres-
sion and suicidal ideation, since these disorders, in addition to
anxiety, were predominant in some studies, having a significant
negative impact on the adherence to the ARVT, as well as in the
quality of life5620),

Many interviewees mentioned harmful activities, that put
their health in danger, such as the use of legal and illegal drugs,
prostitution, and the prejudice against living with a different
appearance. Healthy living, for patients with HIV/AIDS, refers to
the unique way in which people live and interact, their experi-
ence of living going far beyond the causal determinism of the
health-disease process, while the biomedical model is a producer/
product of the moral regulative character, with collective beliefs,
values, desires, and standards!'¢'®,

If, on one hand, the modern development of the health sec-
tor allowed for advances that led to an increased survival rate,
it also was an imperative device for population control, since it
determined existential norms and parameters considered to be
accepted, valued, and normal. This is how the AIDS epidemic
becomes noteworthy, not due to a desire to confront it, but in
the delimitation of behaviors, imputing those considered to be
normal®.

As aresult, the survival of the person who lives with HIV/AIDS
is not only led by the regular use of ARVT or lack thereof. It goes
beyond, and other issues are important forces that stimulate
their living. Since we are beings who use symbols in which we
trust, we do not use to answer to stimuli in an automatic or direct
way. In reality, we attribute meaning to the stimuli, and then, we
act in accordance with these meanings. Human beings differ
from animals because they decide how to act based on how
they interpret stimuli in a certain context, that is, they respond
to things, events, objects, persons or experiences based on the
meanings attributed to them@",

Therefore, a symbol does not exist if there are no intention-
ality and meaning underlying its use, and its construction is
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elementary based on interactions between people, which leads
one to presume that symbols can assume different meanings® 1%,
Considering the ever changing character of this epidemic, and
the ways in which the social interactions themselves take place,
it is necessary to assume that the knowledge about empirical
realities is a dynamic and unfinished process.

The meaning attributed to the process of living with HIV/AIDS
by some of the interviewees refers, in many statements, to the
“fear”in regard to infections by HIV. This becomes clear especially
in the group of outpatient clinic patients, who often mentioned
their fear to expose their health conditions to others, fear in regard
to the stigma faced when the infection became apparent, and fear
to have relations with others due to the risk of infecting them.

From an interactionist perspective, the self of the interviewees
is in conflict, in a duality that confronts what they think/desire
to what they think society demands. They evoke the “I', which
is the impulsive tendency of the individual, with gestures that
indicate distress and uncontrollable crying, as they talk about
the fear that victimizes them, even in the case of those who were
not hospitalized. The “Me” is the generalized other, that is, the
one that guides the control over the expressed behavior in an
organized way, for the individual to feel as a concrete, stable, and
controled part of society. The“Me" stands out, thus, as an expres-
sion of feelings that normally human beings “hide” in daily life,
such as fear and shame, to be able to remain inserted in society
and live daily, using “masks” that allow them to show a supposed
organization and control over their lives®'?,

The feeling of not being a part of society may be related to
theloss of control due to the clinical manifestation of the disease
or to the inability to continue taking medication, thus increas-
ing the susceptibility to illnesses. In this regard, both physical
and psychosocial disorders are considered, as expressed by the
reaction of the generalized other (the “Me"), represented by the
“I" that, in the experience of those interviewed, cries, becomes
unarticulated, wither, and suffers. These people consider that the
normal, stable, and controlled “Me’, to live in society, is expressed
by the absence of disease.

In the situations in which they decided to interrupt the medi-
cation intake, which are expressed by feelings of well-being and
normality, it can be noted that, in the SI, this action, which did
not depend on negotiations with others, led to an interactive
action directed to the self, considering the interpretation of the
meanings of feeling healthy and, therefore, capable of interrupting
the use of the ARVT.Thus, the symbolic character of this action is
related to freedom and autonomy. This attitude is generated by a
mental process that culminated in interrupting the ARVT by some
participants, in different moments of their lives, and can be seen
as self-negligence, which affects the adherence to the ARVT“2",

For interactionists, the notion that society is formed by people
who interact symbolically, and that their structures are human
products, is in accordance with the fact that we do not need to
reproduce what we see, listen, and practice daily, nor the social
meanings that we receive as a heritage, since, through constant
interaction, we can attribute new meanings to everything and
everyone, which implies in remodeling and transforming society.
This is how, living in constant interaction, people can construct,
deconstruct, and create new circumstances and actions according
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to the meaning attributed to each social act, due to the symbolic
capacities of the human being. The things each social actor does
depends, in part, on the actions of others, but each action is
determined by their own volition®1%2",

Study limitations

The interviewees seem to perceive the possibility of being
diseased in a potentially more negative way than this event
may have been perceived by a person who was not infected, as
if those who are not affected by HIV never became diseased. This
increased power attributed to the state of being diseased is due
to a hyper-valorization of the healthy being. This hypothesis, in
the scope of the development of the GT, is a limitation of this
study, since it points towards the need to construct other sample
groups to understand the phenomenon, considering all possible
social interactions.

Contributions for the field of nursing and health

Living with HIV/AIDS is a social phenomenon in which it is
not possible to disconnect the process of adapting to the dis-
ease from the social relations one (re)constructs during life. This
phenomenon influences everyone in society and also involves
stigmatization, rejection, and isolation. It is necessary to invest in
the health care of those who struggle to maintain their wellbeing
and social inclusion. Resignifying the biopsychosocial needs of
people with HIV implies in addressing their primary needs, which
have been affected, favoring proactive behavior, acceptance,
and resilience, not only in regard to the care that is necessary
due to the presence of the virus and to the need to adhere to
medication therapies, but also in dealing with social values that
reproduce models which can help in self-knowledge. Nurses and
other health professionals must know this reality so they can give
direction to their actions on the base of previously constructed
relations and interactions based on complacency.

FINAL CONSIDERATIONS

The meanings and significance attributed by people with HIV/
AIDS to the process of living with this virus/disease referred to the
confrontation of deleterious actions they already had or developed
after the infection, such as the use of drugs and prostitution; the
valuing of taking the ARVT medication as a new necessity to stay
alive; other actions that often lead them to abandon ARVT when
confronted with the feeling that they are not diseased, when
immunologically quiescent; reactions such as resilience, which
bring them closer to the “normality” instituted by a society that
appreciates the healthy, valuing social interactions and networks
of health care; and reactions to the prejudicial effects to one’s
self-image and health state caused by the infection by HIV/AIDS.

When the importance of the networks of care and social sup-
port, such as the family, is considered, the meanings also pointed
at fragilities in the interactions, due to the stigma and to the
prejudice, which increase the demands of biopsychosocial and
emotional care, while also increasing the difficulty to self-care
and the adherence to medication.
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Thus, depending on the circumstances of the life of each
person, which directly influence the meanings attributed, it is
possible to refute the hypothesis according to which the patients
attended in the outpatient clinic who have no recent history of
hospitalizations follow a routine of care that could be related to
meanings that are different from those from the patients who
have the disease already installed and are often hospitalized. This
can be determined because even the patients attended in the
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outpatient clinic reported to take harmful actions, which expose
them to the disease.
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