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Adolescent with Human Immunodeficiency Virus - understanding
family beliefs and values*

Adolescente com Virus da Imunodeficiéncia Humana - compreendendo crengas e valores da
familia

Patricia Neyva da Costa Pinheiro?, Clarice Mendes de Freitas?, Ligia Fernandes Scopacasa’, Kelanne Lima da
Silva!, Fabiane do Amaral Gubert?, Izaildo Tavares Luna!

Objective: to understand how the beliefs and values of the families of HIV-positive adolescents for Human
Immunodeficiency Virus influence family dynamics. Methods: this is a qualitative research with seven family
members of adolescents with Human Immunodeficiency Virus, developed in a hospital of reference in infectious
diseases. A semi-structured interview was used to collect information. Qualitative research assumptions were
applied and the Consolidated Criteria for Reporting Qualitative Research protocol was used for organization
and analysis. Results: the family members reported that the adolescents are not perceived as susceptible to
infection by the Human Immunodeficiency Virus; they considered AIDS to be a serious disease surrounded by
discrimination and prejudice; they identify benefits as guidelines for health and family support. The barriers
were difficulty adhering to treatment, teenage pregnancy, “disobedience” and family disharmony. Conclusion:
beliefs and values interfere in the way of thinking, acting and caring for the HIV positive adolescent to the Human
Immunodeficiency Virus.

Descritores: Adolescent; HIV; Culture; Family.

Objetivo: compreender como crencgas e valores das familias de adolescentes soropositivos para Virus da
Imunodeficiéncia Humana influenciam na dindmica familiar. Métodos: pesquisa qualitativa realizada com sete
familiares de adolescentes com Virus da Imunodeficiéncia Humana, desenvolvido num hospital de referéncia
em doengas infecciosas. Utilizou-se entrevista semiestruturada para a coleta de informagdes. Aplicaram-se
os pressupostos da pesquisa qualitativa e o protocolo Consolidated Criteria for Reporting Qualitative Research
para organizacdo e andlise. Resultados: os familiares informaram que os adolescentes nao se percebem
suscetiveis a infeccdo pelo Virus da Imunodeficiéncia Humana; consideraram a aids uma doenca grave e
rodeada de discriminacdo e preconceitos; identificam como beneficios as orienta¢des sobre saiude e o apoio
familiar; ja as barreiras foram: dificuldade de adesdo ao tratamento, gravidez na adolescéncia, “desobediéncia” e
convivéncia familiar desarmonizada. Conclusdo: crencas e valores interferem na forma de pensar, agir e cuidar
do adolescente soropositivo para o Virus da Imunodeficiéncia Humana.
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Introduction

Adolescence is characterized by several trans-
formations in the biopsychosocial and emotional
aspects. In this critical phase of life full of changes,
important decisions are made for adult life and the
construction of personal, sexual and social identity™®.

Doubts and questions are common, mainly re-
lated to the topic sex and sexuality®. This fact deman-
ds qualified attention since inadequate information
can favor risk behavior, increase individual vulnerabi-
lity and possible contamination by Sexually Transmit-
ted Infection/Acquired Immunodeficiency Syndrome
(STI/AIDS)®.

In the midst of the Human Immunodeficiency
Virus (HIV) pandemic, the family, with its beliefs and
values, must know how to manage crises and live
with reality, whether in prevention through dialogue
focused on safe sex practices, or living with an HIV-
-positive member, minimizing prejudices and taboos.
In both situations, it is important to understand belie-
fs and values as well as the knowledge that structures
the perception and induce behaviors®.

The literature recognizes the importance of
the family as a support network for people living with
HIV/AIDS. Therefore, family members are expected to
have a rational approach to the care of HIV positive
adolescents influenced by several factors such as per-
sonal and social beliefs and values that may facilitate
or hinder adherence to treatment, as well as the adop-
tion of care measures of HIV-seropositive patients®®.

Knowing the beliefs and values of family mem-
bers of HIV-positive adolescents is fundamental so
strategies can be established to promote health, since,
in several situations, the focus of the issue is focused
only on the adolescent with HIV, forgetting the impor-
tance of the family context in promoting the health of
this young person.

Understanding the family life of HIV positive

adolescents and contributing to the prevention of
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HIV/AIDS and the promotion of family health, this
study aimed to understand how beliefs and values of
families of HIV-positive adolescents influence family
dynamics.

Methods

This is a qualitative research supported by the
Health Belief Model”. The research scenario was a
reference hospital in infectious diseases in the city of
Fortaleza, CE, Brazil, from January and June of 2014.

According to the nature of this investigation,
there were was seven family members of adolescents
with HIV participating, who passed through the fol-
lowing inclusion criteria: to be accompanying the ad-
olescent during the outpatient visit; to possess emo-
tional and psychological conditions to minimize any
discomfort that might arise with the research; and to
be over 18 years old. The exclusion criterion was to
have some difficulty to continue the interview or re-
fuse to continue the study.

Participants were selected intentionally, throu-
gh medical chart evaluation, and personally invited to
participate in the study. It is worth noting that there
were no refusals by the participants to participate
and/or to withdraw from the research. The signing
of the Informed Consent Term, the participants were
informed of the researcher’s objectives, reasons, and
interests in developing the study:.

The information was collected through a semi-
-structured interview, based on the four constructs
proposed by the Health Beliefs Model. The interview
questions included: how has it been living with an HIV
positive adolescent? What is the relative’s perception
of this coexistence?

Firstly, there was a previous contact between
the student trained for data collection and the prin-
cipal investigator with the participants in the waiting
room of the hospital institution. Then, sound recor-
ding was done with the permission of the participants.
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The interview was performed only once for each par-
ticipant in the institution’s outpatient clinic, with an
average duration of 60 minutes. There was no need for
pilot testing of the collection instrument.

For the analysis of the information, the contents
of the interviews were grouped between perceived
severity, perceived susceptibility, perceived benefits
and perceived barriers, according to the constructs
presented in the Health Belief Model, facilitating their
codification and categorization of events through two
steps: the inventory, which is the act of isolating the
elements present in the speeches; And classification,
which is the organized division of message elements.

The Consolidated Criteria for Reporting Quali-
tative Research (COREQ)® was used to improve the
presentation of the results of this research. As part of
the secrecy, the participants were called family 1 to 7.

The study complied with the formal require-
ments contained in the national and international

regulatory standards for research involving human

Results

Figure 1 shows the synthesis of the characteris-
tics of families of HIV-positive adolescents.

All the relatives who cared for the adolescents
were female, evidence that the women are the main
responsible for the care, regardless of the marital sta-
tus, age or education level.

Most of the mothers were HIV-seropositive,
with a predominance of vertical transmission during
adolescence. Regarding the education level, there was
a low level and unfavorable financial condition, with
monthly income varying from less than one minimum
wage to four minimum wages.

During the interviews, the grandparents and
aunts were more communicative and participative,
and the mothers were anxious, distant and uninte-
rested, even though they agreed to participate in the
study. This fact led to reflection on the possible “guilt”
that mothers may have about their child’s infection

beings. and the emotional overload that may be present in
their lives.
Family Marital . . .. .
Age Serology Occupation Education level Origin Children | Income*
member status
) Incomplete elementary
Single 30 HIV+ Housekeeper Fortaleza 4 21
school
. Business Complete Elementary
Divorced 33 HIV- Fortaleza 1 1
owner School
. Incomplete elementary
Single 46 HIV+ Housekeeper Maranguape 3 1
Mother school
. Incomplete elementary
Single 37 HIV+ Housekeeper Fortaleza 2 1
school
Aunt Married 44 HIV- Housekeeper | Complete High School | Fortaleza - 4
Widow 49 HIV- Housekeeper Illiterate Fortaleza - 1
Incomplete elementar
Grandmother Married 66 HIV- Retired P hool y Caucaia - 2
schoo

*Value of the minimum salary of the time was R$ 880,00

Figure 1 - Characteristics of family members of HIV-seropositive adolescents
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The susceptibility perceived by these families
was related to contact with the blood of HIV-seroposi-
tive adolescents, a fact that increased care with sharp
injuries and possible bleeding, such as I prevent her from
cutting or injuring herself. I look at my gums and teeth (Family mem-
ber 2, grandmother).

Despite this understanding, relatives said
that living with an HIV-seropositive person did not
involve risk, since AIDS is not caught by kissing and
hugging and sharing of utensils and objects, and
family members have shown knowledge of the forms
of infection, the absence of prejudice and care with the
virus carrier.

The perceived severity was related to the awa-
reness that AIDS is a serious disease, which can lead to
problems related to physical and mental health. They
emphasized adherence to treatment, the disclosure
of diagnosis and changes in lifestyle as the most com-
mon problems.

The adherence to treatment and care was per-
ceived as fundamental so they could avoid complica-
tions and have a better quality of life. However, con-
vincing the adolescent was a difficult task, especially
when he was unaware of his diagnosis.

Some families did not reveal the diagnosis to
anyone, even the adolescents. Others revealed the
disease to the adolescent, but excluding family, frien-
ds, and neighbors. This situation was justified by the
prejudice, discrimination, and social isolation that the
person with HIV can suffer.

All this context implies changes in lifestyle,
such as the hospital routines involving consultations,
exams and treatment, and the adaptations to the new
routines and the behaviors of all those involved. He kno-
ws about the disease, but he does not want me to tell anybody because
he fears being treated differently (Family member 4, mother). The fa-
mily has prejudice if only one person has the disease (Family member
6, mother). He knows he has an illness, but he does not really know
which one. If he asks I do not speak the truth. Fear of counting by the
reaction of friends (Family member 7, mother). They ignore and do
not accept the disease, they are not informed and he can worsen the

situation there (Family member 5, Aunt). He should take the medica-
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tion if he will not get worse. He can die like his mother if he does not
take the medication (Family member 2, Grandmother).

The perceived benefits were the strengthening
of dialogue and affective bonds, especially in those
relatives where the diagnosis of HIV infection was
revealed to all, strengthening the bonds helped to
cope with adverse situations. Guidance on dating, children,
condoms and everything the adolescent wants to know is necessary
(Family member 4, mother). It is necessary to be affectionate if you
do not feel sad. You need to love more (Family member 2, Grandma).
Talk a lot and find solutions to problems (Family 3, grandmother).
Finally, in the perceived barriers, they emphasized the
rebellious, aggressive and suicidal behaviors of ado-
lescents; the presence of feelings of guilt and omission
by the mothers; the condition of poverty and the lack
of alternatives to reconcile mother’s employment with
frequent consultations; and the difficulties to perform
examinations and care for the good accompaniment of
the adolescent. Obstacles that permeated the indivi-
duality of the adolescent, the family, and social con-
text, and which assumed different degrees of impact
on the lives of those involved were perceived. He does
not want to take the medication. He talks all the time that it’s his fault
that he’s got the virus. I stopped working to take care of him. Finan-
cial difficulty worsens the situation (Family member 1, mother). We
talk and he does not listen (Family member 4, mother). Sometimes
the teenager tries to kill himself. I do not tell the truth and I feel bad
(Family member 7, mother). When you want to date and get preg-
nant, I'll have more concern (Family member 5, Auntie). I do not
work every day to take care of the family (Family member 2, gran-
dmother). Increased responsibilities, such as consultations and care
(Family member 3, grandmother). He disobeys, he is rebellious and

he speaks dirty words.

Discussion

The study showed two major limitations. The
first limitation was the small number of participants,
which suggests the existence of HIV-positive adoles-
cents. However, the same study pointed out that ado-
lescents have difficulties in adhering to treatment and
do not seek health services. The second limitation
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was the difficulty of establishing limits between the
aspects regarding perceived severity, perceived sus-
ceptibility, and perceived barriers, because in some si-
tuations they were interrelated, differently from per-
ceived benefits, which, although few, stood out from
the others.

According to family members, the perceived
severity showed that contact with blood is a risk for
HIV infection. However, studies say that most people,
despite having this knowledge, are not perceived sus-
ceptible to a disease, even at risk, whether they are
teenagers or not; they do not believe that they can be-
come infected with HIV/AIDS®.

Adolescents and relatives in this study face
difficulties,

treatment, the disclosure of diagnosis and changes in

several including compliance with
lifestyle.

Although necessary, the adherence to treat-
ment is difficult to achieve, since the absence of symp-
toms, the feeling of limitations and special needs,
together with prejudice and discrimination, leading
to non-acceptance of the disease. Factors such as me-
dication timings, poor taste, side effects, anxiety, and
forgetfulness, as well as the adolescent’s unwilling-
ness to take medication may influence non-adherence
to treatment®?.

The disclosure of the diagnosis is directly rela-
ted to the adolescent and to family factors. Thus, the
different stages of cognitive maturity can lead to curio-
sity, questioning, negative psychological reactions and
dissemination of their serological status to different
people, generating prejudice and discrimination. On
the other hand, the family has difficulty exposing their
life history with fears, guilts and unpreparedness to
face the situation®b,

Prejudice and discrimination deserve promi-
nence as influential elements in lifestyle change, as it
is seen as compromising the health of adolescents and
can lead to diseases such as depression, due to exclu-
sion and social isolation. Some existing prejudices are
related to the fact that AIDS is associated with sexual
guilt, fear of possible contagion and erroneous thou-

ghts about the ways of infection*2,

For the future, family relationships, as well as
the construction of a new family and professional life,
are influenced by stigma and discrimination, with the
possibility of unequal and marginalized conditions in
the face of inequities in relation to unequal opportu-
nities®?.

Adolescence with HIV implies new looks re-
lated to sexuality, reproductive health, goals for the
future, family, school and professional life. Regarding
affective relationships, desires and difficulties stand
out, since dating and sexual relationships tend to
start, but negotiation about condom use and family
planning leads to conflicts and ambiguities®?.

The practice of a dialogue, family support, and
affection was perceived as benefits for coping with the
problems of family members of HIV/AIDS adolescents.

The frank and open dialogue among family
members about HIV is capable of promoting a more
harmonious family relationship, as well as better co-
ping with the disease and reducing the anxiety level of
those involved. Continued communication among ca-
regivers, health professionals, and the individual with
HIV can strengthen links between them and avoid
misperceptions about the disease. Open talk about the
disease allows greater access to social support and re-
duces the negative effects of the experience of having
a chronic disease.

Family support for the HIV adolescent is percei-
ved as fundamental in the context of HIV/AIDS, since
the family is a care unit and source of help for these
individuals, helping to build mental and physical ba-
lance®.

When support means the sharing of emotions,
and even in the capacity to put them in the situation
of the other and to try to understand the universe in
which these adolescents live, the person who recei-
ves it has positive attitudes to face the adversities. It
is worth emphasizing that when one feels that he/she
is understood in a correct and sensitive way, he/she
develops a therapeutic attitude towards himself/her-
selft1o),
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The affectivity among the members was percei-
ved as a benefit to the coexistence with HIV infected
individuals. This relationship is linked to the feelings
of love, affection, responsibility, and concern, making
the person who receives them strengthen and have a
positive attitude to face adversities*®,

Despite the positive aspects, many barriers
were perceived by family members. A similar study
found that, besides the caregivers having to face the
disease and the treatment, they had to overcome the
barrier of the patient’s aggressiveness and his disobe-
dience®. The virus-infected in moments of anger can
develop aggressive behavior, compromising the rela-
tionship with the caregiver.

Another perceived barrier, which is closely re-
lated to the disobedience/aggressiveness of the HIV
patient is the difficulty of adherence to medication
and medical guidelines. Besides being a barrier, they
were also considered to be perceived severity. A stu-
dy with HIV-positive adolescents and their respective
caregivers found the difficulty in adherence to drug
treatment as a result®?.

Some people who are already struggling to
follow rules, such as adolescents, may develop a blo-
ckage in following the prescriptions imposed by the
treatment, by the doctor, by the institutions, often lea-
ding to aggressive behavior®?.

Besides to this characteristic, at this stage of
life, the development of sexuality occurs, fostering the
affective and also the sexual relationship. With the on-
set of sexual life, the relatives of adolescents fear the
occurrence of pregnancy, since this phenomenon cau-
ses changes in the routine.

Adolescent pregnancy becomes more serious
in the context of HIV patient because of the possibili-
ty of vertical transmission. The percentage in relation
to the risk of contaminating the baby by this type of
transmission, that is, by blood or contaminated vagi-
nal discharge is between 25 and 30.0%9.

A study on the care of exposed HIV positive
pregnant women and newborns has enabled to iden-
tify aspects that merit attention because they do not
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fully comply with the recommendations of the Mi-
nistry of Health regarding prophylactic measures of
vertical transmission. These gaps between knowledge
and care practice show the need for continuing educa-
tion to achieve safe and effective practices in the pre-
vention of mother-to-child transmission®.

Pregnant women who are HIV positive show
that they are afraid of passing the disease to their
child, not being able to care for them in the future and
even of dying(?. The blame for vertical transmission
is another common feeling among HIV-positive mo-
thers. This study shows the direct relationship betwe-
en the mother’s guilt feelings and the difficulty they
feel in revealing the diagnosis of the infection to the
child with HIV(9,

This feeling of guilt triggers anguish in mothers,
as well as may lead to the development of extreme and
divergent behaviors, such as the overprotection of the
child, not allowing the development of their indepen-
dence/autonomy or even distancing themselves from
it0),

Besides their guilt, denial of the disease is per-
ceived as a barrier to HIV infection. Not only the vi-
rus carrier deny the disease, but also their relatives.
This fact is evidenced, for example, by the behavior of
the daughter of an HIV-positive mother who avoids
talking about the disease, which refers to the denial
of reality.

The acceptance of a disease and the domain
that the individual has over it are considered essential
in the fight against a disease. Thus, the fear that relati-
ves have of the adolescents do not accept the disease
is very relevant, since this situation will influence how
these subjects will treat their health condition®>.

Family members fear that adolescents will be
involved in drugs because of other people’s influen-
ce and their vulnerability. A study indicated that the
parents of the adolescents pointed out the group
of friends, the need to be inserted and to remain in
groups and the curiosity as factors that influence the-
se adolescents in the use and abuse of drugs®®.

Another barrier in the study subjects’ lives
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was the low economic level. Thus, financial difficulty
and dependence on care increase progressively to the
worsening of the disease, and there is a need for grea-
ter caregiver resources and dedication®,

Because of the need to take care of the family
member, the caregiver often has his work routine al-
tered. As found, mothers/caregivers who had a formal
job reported difficulty in remaining employed, given
the increased responsibility attributed to them, such
as the need to be present at their children’s appoint-
ments. Also in the care provided, most of the family
members who cared for the adolescents at home be-
lieved that they should dedicate themselves exclusive-
ly to this task, considering it normal to live on their
behalf), This is a situation that generates physical
and mental distress for the caregiver.

In view of the cultural aspects that involve the
family members with HIV-positive adolescents, many
difficulties can be evidenced. However, there are ways
for actions that may be more effective with this group,
such as the practice of home visits of the professionals
to these families, training of groups with young people
and families in the institutions and the development
of other studies to promote the quality of life of those
involved.

Conclusion

Beliefs and values interfere with HIV-positive
adolescent care and need to be valued as they influen-
ce of thinking, acting and caring. In view of the Health
Belief Model used in the study, AIDS was perceived as
a serious disease capable of causing harm to health
and acting as a negative factor in social and family life.

Prejudice and discrimination were the main
causes related to the severity of this disease. On the
other hand, the difficulty of adherence to treatment,
adolescent pregnancy, adolescent “disobedience” and
family disharmony was identified as the main barriers.
Despite the negative aspects of the lives of adolescents
and families, there were positive elements such as dia-
logue, family support, health guidelines and acquired
learning about the disease.
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