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with HIV/AIDS: a review of Brazilian research into the theme

Abstract  The study of HIV transmission and 
the implementation of AIDS prevention actions 
recognize the importance of social networks in 
the transmission of the disease, the adherence to 
treatment and the quality of life of those infected. 
For this relevance there was a review of articles on 
social support networks to people living with HIV 
/AIDS available in the Virtual Health Library 
(VHL) were published in Brazil between 2002 
and 2012. In this study 31 articles were used from 
journals covering the following áreas: Nursing (n 
= 15), Psychology (n = 6) and Science Health / 
Biomedica (n = 6), were included, which some 
principal authors were affiliated to higher educa-
tion public institutions (n = 17). In relation to the 
methodology used, priority wasgiven to conduct-
ing: qualitative research (n = 18), cross-sectional 
studies (n = 19) and studies that involved talking 
to people living with HIV/AIDS (n = 13). Partic-
ular importance was placed on analytic categories 
related to: adherence to treatment (n = 6), the 
family (n = 4), vulnerability (n = 3) and support 
from social networks (n = 5). Within this paper 
we argue for more investments into studies that 
focus on the family, carers and their households, 
as well as deepening the theoretical study of the 
themes discussed and the use of developed theories 
for the analysis of Social Networks.
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Introduction

Theories around social networks started to be de-
veloped in the 1930s in the area of Social Scienc-
es in order to better understand social systems 
at both micro and macro-sociological levels. In 
the second half of the 20th Century, the use of 
these theories was not just limited to Sociology 
and Anthropology. They have been extended to 
other areas such as education, administration 
and health. 

In the latter, a memorable use of studies into 
social networks and the development of analysis 
in this area occurred during the HIV epidemic 
(Human Immunodeficiency Virus), in the 1980s. 
Taking into account the unique nature of this 
type of infection, the study into the transmis-
sion of the disease in social networks proved to 
be one of the main strategies for: the location 
mapping of patients, early detection and preven-
tion of HIV and AIDS (Acquired Immunodefi-
ciency Syndrome). With this approach, starting 
from the year 2000, the study of social networks 
continues to be an important strategy for under-
standing epidemiological and psychosocial issues 
related to this epidemic¹.

In Brazil, focus has been placed on social net-
works in discussions about STDs (Sexually Trans-
mitted Diseases), as can be seen in the National 
Policy on STD/AIDS². This document proposes 
two models of intervention to promote health 
and prevent STD/AIDS, in which social networks 
are designated as fundamental. The first relates to 
models for behavioral changes of the individual. 
The other relates to models for intervention into 
the changing of group behavior (the collective) 
which considers the importance of the establish-
ment of ties and social interactions: 

[...] The perception of risk of HIV and for the 
misuse of drugs is directly related to the ties and 
communicational links established which involves 
a continuous process of interaction. With this in 
mind, it is essential to: analyze the composition of 
social networks within communities, the activities 
of these networks and whether they adhere to safe 
practices and the inherent risks that exist in some 
networks (the identification of social networks with 
high risks and ‘bridge populations’).

One of the aims of the prevention strategy is 
that proposed actions should strengthen social 
networks, in order to: promote health, prevent 
the transmission of the disease, the provision 
of social support, and develop alternatives cop-
ing mechanisms. The section in the strategy on 
diagnosis and assistance, which provides for the 

Prevention and Control of STD/HIV/AIDS in 
the Primary Health Network, ought to, in Bra-
zil² “produce informative and educational mate-
rial about STD/HIV and AIDs, for families that 
it aims to reach”. This places due recognition of 
the importance of the family and social networks 
which are essential for the development of indi-
viduals in a given culture. They are also extremely 
important in the context of public policies and 
in the health sector and in covering benefits and 
services³. 

This is because it is in the family that one can 
see care and attention which is essential in the 
context of Health. This was noted by Gutierrez 
and Minayo4:

[...] Interactions are considered affective and 
necessary for healthy mental development and for 
the maturing of one’s personality. Also in the family 
one learns about the importance of hygiene, eating 
habits and the need to stick to the instructions giv-
en for medical treatments … All of the aforemen-
tioned can be seen through the daily actions taken 
by the family which allows for: the identification 
of diseases, the search for medical intervention at 
the appropriate time, encouraging self-help and 
last but not least, recognition of the importance of 
emotional support. 

The family network has a decisive influence 
on the health care provided to someone who is 
infected by HIV/AIDS, particularly for adherence 
to antiretroviral therapy (ART), which requires 
changes in routines and habits of all those in-
volved. The expectation is that families have pos-
itive affects according to Botti et al.5: 

[...] The family positively influences self-es-
teem, self-confidence and the self-image of the in-
fected person. It also brings benefits in relation to 
the treatment given and it gives moral support to 
the infected person showing them that life is worth 
living. The family makes it known that being HIV 
positive isn’t a reason to take early retirement, to 
stopp studying or to stop pursuing other social ac-
tivities.

Nonetheless, little recognition is given to the 
role of the family in the National Program. We 
were only able to find one document from the 
Ministry of Health for families that live with HIV/
AIDS, a book entitled Learning about HIV/AIDS 
and Sexually Transmitted Diseases6. With accessi-
ble language and illustrations, the book provides 
guidance on how to prevent and detect sexually 
transmitted diseases and HIV/AIDS. It also pro-
vides guidance on how social networks can help 
with the care of those who fall ill, through the 
provision of social support. 
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However, a decade has passed since its pub-
lication, and since then other publications have 
not been released that are directed to the family 
on the website of the Ministry of Health at the 
time of publishing this article. Even in the recent 
publication entitled Brazilian Policy on AIDS: 
Results, Advances and Perspectives7 there is no 
data regarding families. There appears to be no 
recognition given to the impact of the diagnosis 
and treatment of HIV/AIDS on all those involved, 
and as the publication indicates the non-prioriti-
zation of actions that support families living with 
HIV/AIDS. 

In relation to scientific studies on the family 
in this context, we agreed with Gutierrez and Mi-
nayo4, in that the current available studies do not 
describe definitively how families provide care 
and what criteria they use to care for the health of 
its members. What caught our attention was the 
lack of studies published focusing on the fami-
ly as a social support network. This is in spite of 
the fact that the Brazilian Health System has been 
shaped and defined as a health network that en-
compasses family and community networks. 

Therefore, the objective of this article is 
to present the main results of a review of arti-
cles published in Brazil between 2002 and 2012, 
which focused on the family as a support network 
for people living with HIV/AIDS. Specifically, we 
sought to categorize these articles, analyze the 
similarities between objectives, and to look at the 
theoretical and methodological strategies adopt-
ed and their results.

Methodology

In our bibliographic research, we searched for 
scientific articles produced in Brazil that were 
published in the Virtual Health Library (VHL), 
between 2002 and 2012. We considered only the 
articles included in the category “General Health 
Sciences” (Lilacs - Latin American and Caribbean 
Health Sciences, Cochrane Library and SciELO - 
Scientific Electronic Library Onlin). We used the 
following descriptors, in accordance with the 
basis of Health Sciences Descriptors (DeCS) for 
our searches: HIV, AIDS, social networks, social 
support, family, adherence and home care. 

After locating and selecting the articles, the in-
formation was collated according to the following 
analytic categories: identification of article (pe-
riodical, year of publication, title of the article), 
authorship (number of authors, their education-
al background, the institutions that they belong 

to), nature of the text and theoretical frameworks 
adopted, objectives (including method, design, 
participants, local strategies and tools used in the 
studies) and results (covering consistency, objec-
tives/theory/methodology/results). 

We found 39 articles, of which 31 were ana-
lyzed where we were able to obtain full access to 
the complete text. We put into tables the infor-
mation from the selected articles and conducted 
statistical analysis covering frequency and aver-
age using the statistical program (SPSS17) Statis-
tical Package for the Social Sciences.

Results and discussion

Categorization of articles

There was a higher concentration of publica-
tions in journals in the areas of Nursing (n = 15), 
Psychology (n = 6) and Health Sciences/Biomed-
icine (n = 6) (Table 1). As to the year of publica-
tion, there was an average of 3 publications per 
year, with a greater concentration in the period 
from 2011, when 5 articles were published.

The majority of the studies analyzed (n = 
17) were produced by first time authors from 
the field of Nursing (n = 10) and in this category 
there was only one publication covering our top-
ic. In part, we understood this to be an article that 
was published in response to the requirements of 
funding agencies and due to a “productivist” vi-
sion in postgraduate programs, which fosters the 
quantitative increase of publications8,9. 

The public Higher Education Institutions 
(HEIs) are the main institutions where the first 
time authors came from (n = 17), among these 
institutions were: the Federal Universities (n = 
12), the University of Brasilia (n = 3) and the 
Federal University of Rio Grande do Sul (n = 
3). Other institutions included: health care in-
stitutions, such as the Specialized Care Services 
in HIV/AIDS Clinic and Municipal Health Care 
Centers covering STD/HIV/AIDS (n = 5). It 
is essential to mention the dual importance of 
the production of scientific research in this area 
which involves representatives of health services, 
because they have access to the daily lives of fam-
ilies. The first important fact is that it contributes 
to better quality studies and secondly health care 
representatives benefit from the scientific rigor 
being used in their area. 

As regards the nature of the texts, we identi-
fied research reports designed as: being investiga-
tive (n = 26); using scientific trials (n = 3), being 
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used for the development of theories (n = 1), be-
ing used for used for the analysis of theoretical/
methodological positions (n = 2), being involved 
in literature review (n = 1) and having partici-
pant’s accounts (n = 1). We noted that there was 
not a great amount of studies in this area partic-
ularly in relation to registering the experience of 
family members living with HIV/AIDS. This may 
be due to the fact that the majority of the arti-
cles, have been developed by professionals doing 
post-graduate courses that put an emphasis on 
other research. Also of the 19 publications that 
were found only 8 were accepted into our study.

In some research reports, people living with 
HIV/AIDS were the only participants in almost 
half of the articles (n = 13). In a few studies there 
were only family members or carers (n = 8) and 
there were even fewer amounts of studies that 
had participants who were family members/car-
ers and those with HIV (n = 6). There was a large 
variation in the number of participants in these 
studies ranging from between 03 and 13 partici-
pants (n = 11), 14 and 24 (n = 6) and more than 
80 (n = 6). 

With respect to the locations of the research, 
the greater part was performed in: outpatient 
clinics in public hospitals (n = 9), Specialized 
Centers/renowned Health Centers (n = 6) and in 

the residence of family members or carers (n = 
2). In part, this limitation in relation to research 
being carried out in the locations with formal 
networks may be due to the many ethical issues 
involved in research of this nature amongst this 
demographic. Within this demographic when a 
diagnosis is made, few people are told either in 
the family or among friends37. Also neighbors 
are omitted completely from knowing anything. 
Apart from dealing with the issue of family mem-
bers not knowing of the diagnosis, researchers 
came across potential problems of a diagnosis 
where there is a relationship (i.e. heterosexual 
and/or homosexual) and transmission has oc-
curred through an extramarital affair or drug 
abuse. 

In relation to the methodology, the most fre-
quently used was the cross-sectional method (n 
= 19). After which priority was given to qualita-
tive research (n = 18) followed by a mixture of 
quantitative/qualitative research (n = 6) and fi-
nally just quantitative research (n = 3). The use of 
interviews was the favored method for obtaining 
data (n = 23), with emphasis being placed on the 
use of semi-structured interviews (n = 6). Infor-
mation taken from interviews was augmented by 
information from: analysis of documents and re-
cords (n = 5), the use of focus groups (n = 1) and 

Chart  1. Categorization of Articles by Area and Journal.

Area

Nursing

Psychology

Public Health/ Collective Health

Health Science/Biomedicine

Artiles published by journal

The Brazilian Journal on Nursing10-12

The University of São Paulo School of Nursing Journal13-15

The Nursing Journal UERJ5,16,17

The Latin American Journal on Nursing18

Nursing Acta Paulista19

The Anna Nery School of Nursing20-22

Nursing Text and Context23

Psychology: Theory and Research Psicologia24-27

Psychology: Reflections and Critical Thinking28

Psychology in Focus29

Science and Collective Health30

The Book on Public Health31-33

Interface – Communication, Health and Education34

The Files on Health Science35

The Psychiatry Journal36

The Brazilian Journal on Tropical Medicine37

The Pan American Journal on Infectology38

Acta Scientiarum. Health Science39
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the use of evaluations (n = 1). In the majority of 
our studies we focused on analyzing content (n = 
17). We also put emphasis on analyzing percent-
age statistics and averages (n = 5). 

Almost half of the articles (n = 15) had as an 
objective to describe and/or analyze processes 
or factors (covering vulnerability, resilience and 
protection) that carers, patients or family mem-
bers have to deal with. Other articles sought to: 
evaluate what hinders or helps with the adher-
ence to AIDS therapies (n = 6), investigate the re-
lationship between concepts, meanings and ideas 
in the care and treatment of patients (n = 3), 
evaluate techniques and methods (n = 2) and to 
understand how those who are ill live with their 
illness and what they experience (n = 2). 

We believe that there was consistency be-
tween: objectives, the theoretical frameworks, 
methodologies used and the end results in the 
majority of studies (n = 26). Identified incon-
sistencies can be attributed to: the inadequacy 
of places chosen to conduct interviews, criticism 
made by the authors themselves35(n = 1), mis-
characterization or lack of understanding in the 
design of studies21,33 (n = 2)36 (n = 1) and omis-
sion of results obtained through interviews38 (n 
= 1). 

In relation to theoretical frameworks used in 
this area, no studies were found that covered the 
main study methods that should be used in the 
field of social networks. Also in relation to the-
ories within this area, no explicit references were 
found that dealt with the main approaches for 
studying social networks in such fields as: Struc-
turalism, Social Action or the Theory of dona-
tion40. In general, the authors do not clarify their 
theoretical assumptions which means that they 
provided analysis in the following principal cate-
gories: adherence to treatment (n = 6), the family 
(n = 4), vulnerability (n = 3) and support/social 
network (n = 5).

Adherence to Treatment: definitions 
and intervening factors

Advances in detection and treatment led to 
better quality of life and longevity for people in-
fected with HIV, despite being a chronic health 
condition. However, despite the benefits, there 
are many that do not adhere to this therapy and 
this is one of the main topics covered by the stud-
ies that were analyzed.

Several authors10,11,17,29,32,37 who tackled the 
issues of adherence to treatments, sought to un-
derstand what helped and hindered sticking to 

prescribed treatments. They used the benchmark 
criterion for defining the rate of adherence of 
95%, meaning the patient would be accepted as 
having adhered to the treatment if he/she took at 
least 95% of the prescribed doses of ART10,29,32,37. 

We noted the different terminology used 
to refer to the above process such as “adhe-
sion”10,11,29,37 and “adherence”32. Although consid-
ered to be synonyms, (as noted in DeCS-Descrip-
tors in health Science), the second is a physical 
characteristic that relates to objects that allow 
you to connect. In the analyzed articles, adhesion 
is understood in two ways: (a) the taking of the 
ART medication in accordance with what is pre-
scribe by a doctor11,32,37 and (b) the result of what 
is agreed between the patient and the health pro-
fessional10,17,29. This is consistent with the guide-
lines for strengthening actions on adherence to 
treatment for people living with HIV and AIDS41, 
which aims to allow the patient to be empowered, 
independent minded and have the ability to care 
for themselves.

Complicating Factors and facilitators

What was common were factors that made it 
difficult for the patient to adhere to the treatment 
such as: the nature of the medication and treat-
ment, changes in the routine of the patients’ lives, 
and changes in work activities. 

In general, the side effects of the medication 
were the biggest impediments to adherence to 
treatment. However, in one study37 there was 
found to be no significant difference between 
adherents to the treatment and non-adherents. 
The conclusion was that “the adherent patients 
showed a greater repertoire of strategies to re-
member the medication and to circumvent the 
difficulties encountered, suggesting a more active 
role in your treatment”.

Other factors which influenced non-adher-
ence included: the amount of drugs required11,29, 
the rigidity of hours covering when to take the 
medication, having to wake up early, delays in-
gesting the medication and the loss of the med-
ication doses10,29,All of these can be obstacles in 
the therapy. Other impediments were the use of 
tablets when fasting, with food or combined with 
other tablets, which required the patient to be or-
ganized and committed17. This impediment was 
similar to the one of having to take medication 
on a daily basis without any end in sight17,29. 

Other factors that determine adherence in-
cluded: changes in routines, losses incurred 
through changes in working activities10,17, possi-
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ble unemployment32 and the fear of discrimina-
tion11 in the work place.

Factors that helped with adherence includ-
ed: medication with little side effects and the 
support provided by social networks. In relation 
to the absence of side effects, those who did not 
have nausea, headaches, and other symptoms 
and signs, were more committed to following 
the therapy10,11. A good relationship with the 
social network is important for the good adher-
ence10,11,17,37, because according to Silvio Padoin et 
al.17 “secondary social networks, evidenced in the 
relationships established with family members, 
friends, neighbors and health professionals, helps 
in the adherence to treatment”.

Other factors that facilitated adherence to 
treatment that were analyzed in specific studies 
included: the sensation of well-being that the 
therapy can provide10, having fixed employment, 
early diagnosis of the infection32, the beneficial 
effects of the medications for health29, living 
conditions37, attention given to any children in-
volved, raising awareness about the severity of 
the disease and having an understanding of the 
importance of the treatment11.

Impact of illness on the family

We noted that there were hardly any theoret-
ical studies on the family in this area. The stud-
ies that do exist do not touch on the historical 
changes or the make-up of the family over the 
last few centuries. Only one study18 purported to 
give a definition of the family as “a group formed 
by people who are united by affective bonds, 
through blood relations or not, inserted in a 
social and time bound context “. In this study18, 
“the relative or carer is the person on whom the 
patient depends “. Others gave no definition, but 
emphasized the importance of the family5,16,39 in 
AIDS. According to Sousa et al.39, the family is:

[...] A source of support for the individual with 
AIDS, contributing to their physical and mental 
wellbeing. However, the meanings that cultures at-
tach to the disease may affect the behavior of the 
family, with respect to the individual with AIDS, 
leading to discrimination or complete removal 
from the family circle.

In this sense, it is considered that to focus on 
the ill individual fails to take into account the role 
of the entire family. Sousa et al add the follow-
ing39, “not taking into account the care given by 
families is to forget the role of the family as well 
as its history, and its ability to deal with situations 
like diseases”. In general, the mother, the wife and 

the child feel a sense of responsibility for provid-
ing care, with emphasis being placed on mothers 
as first hand carers5,18. This corresponds to the 
historic role of female carers in the family in our 
society.

The repercussions for the family and the pa-
tient are such that a process of adaption occurs 
and changes also occur in relationships within 
the family and society18. Denial and the expres-
sion of other strong emotions are the mecha-
nisms used by the patient and families to deal 
with real life or hypothetical situations18,39.

Families normally do not discuss this dis-
ease outside of themselves out of fear of social 
stigmatization or discrimination5,18,39. Because of 
this, the carers feel isolated and alone as they do 
not receive support from neighbors and friends 
and are therefore required to take on the full bur-
den alone. Throughout the course of the illness 
there is: emotional instability, the feeling of loss 
or suffering in a life that will be cut short, com-
plex treatment, the need to deal with the onset of 
symptoms and dealing with the aggressiveness of 
the patient18.

Family members often encounter limitations 
or difficulties in providing care and living with 
someone who is ill. Therefore health care profes-
sionals should care for both the person with HIV 
and their families5,18.

Determinants of vulnerability
in the context of HIV/AIDS

The articles that analyzed the category of 
“Vulnerability”, in general, covered determinants, 
and relationships within the family. We looked 
at the work of Schaurich and De Freitas14, which 
highlights the role of the family in the context 
of HIV/AIDS and defines “vulnerability” as “the 
chance of being exposed to an illness and in be-
coming ill as a result of a number of aspects not 
only individual, but also collective and contex-
tual, which entails greater susceptibility”14. This 
was the only study that gave a definition.

It is understood that this category provides 
comprehensive understanding of the HIV/AIDS 
epidemic, because as noted by Marques et al.33, 
“taking on a deterministic reasoning of an in-
dividual in relation to the collective-social, and 
vice-versa, when an analysis of vulnerability is 
undertaken this allows for an objective look at 
the different disciplines and technical areas in-
volved in health”. However, the term vulnerability 
presents difficulties and limitations, according to 
Schaurich and Freitas14: 
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[...] 1) its use in the context of the AIDS epi-
demic is recent and there is a need for more stud-
ies and research to better understand their benefits 
and their limitations; 2) being an all embracive 
concept that is complex with no directional focus, it 
may seem more theoretical than practical and this 
makes the choice difficult and makes knowing what 
actions and policies to pursue difficult as well 3) 
vulnerability is: multidimensional, comes in differ-
ent degrees and is dynamic. 

In relation to interdependent plans of deter-
mination16 which can be categorized as individu-
al, social and programmatic, we observed discus-
sions about these, in three publications14,16,33. To 
define them, Schaurich and de Freitas14 tell us that 
the first one refers to behaviors and cognitions 
that can allow the infection and/or illness to prog-
ress. The second relates to access to information 
through institutions (health and education) and 
puts emphasis on the persons conditions at lei-
sure. The pragmatic plan refers to the State’s com-
mitment to fighting the AIDS epidemic through: 
prevention, education, investment/financial assis-
tance, investment in human and physical resourc-
es, investment in the quality of management, the 
monitoring of health programs and being com-
mitted to taking any necessary actions14.

At the individual level, which is only dealt 
with by Cardoso et al.16, the people who live with 
HIV/AIDS, had knowledge of the forms of trans-
mission of the virus and after overcoming the 
symptomatic phase, “they, typically, valued the 
adoption of healthier living habits”.

At the social level, the absence of seeking pre-
ventive care has a correlation with the insensitiv-
ity of health professionals regarding the current 
epidemiological profile of HIV/AIDS16. Also in 
relation to access to health care institutions and 
the care they provided, we identified33 differences 
in the communication of diagnosis amongst dif-
ferent people. Where adolescents were infected by 
vertical transmission, communication was “done 
with care and attention being paid in relation to 
its impact on the lives of these young people”. 
This was not the case for other groups who were 
infected through sexual intercourse or who were 
unaware of the mode of transmission of HIV. Dif-
ferent strategies were used to give diagnosis.

According to Cardoso et al.16 in relation to the 
pragmatic plan, only one person who had been 
part of the study became aware of their HIV 
status through a routine exam. This shows the 
lack of preventative initiatives that were in exis-
tence. What was also shown was the importance 
of understanding the way in which the services 

and health programs can promote the reduction 
of vulnerability in adolescents living with HIV/
AIDS, increasing their psychosocial well-being 
and full enjoyment of their human rights33. 

We observed through studies in this category 
a discussion concerning diagnosis and vulnera-
bility16,33. Therefore upon discovering that one 
was HIV positive, Cardoso et al.16noted changes 
which involved a mixture of emotions ranging 
from negativity to feeling better due to know-
ing. This occurred particularly when “they were 
informed about the possibilities of treatment 
and prognosis of the disease, only then did the 
negative feelings decrease”. The following factors 
influenced sufferers disclosing their disease to 
others: the fear of prejudice and discrimination, 
reaction of a child, negative consequences that 
may come after the disclosure, the discomfort 
involved in telling the family and fear due to the 
sheer weight of responsibility that comes with 
disclosures. The carers also highlighted the diffi-
culties of a disclosures which exposes the private 
life of the family as the individual may have been 
involved in the use of drugs, homosexuality or 
other acts. On the other hand, once a revelation 
is made, there was a feeling of relief on the part of 
those that were interviewed33. 

After the revelation, comes the need to cope 
with emotions and the idea that life goes on. This 
attitude brings with it positive changes, which in-
cludes placing more value on life16.

Social Support and HIV/AIDS

In the same way that the category “family” 
was used, the studies used the terms “social sup-
port”, and “support network”, without presenting 
concepts or theoretical considerations. The terms 
“formal and informal social support systems”, 
“networks” and “social support” were defined in 
one study21 as:

[...] A hierarchical system with people in groups 
that maintain links between themselves involving 
both giving and receiving. It remains in existence 
throughout the people’s lives and it meets the basic 
needs of mankind. However, its structure and func-
tions can change, depending on the needs of people.

Among the articles analyzed, one study25 in-
vestigated the factorial structure and psychomet-
ric properties of the Scale of Social Support for 
People Living with HIV/AIDS. This study present-
ed arguments more consistent about this theme. 
There were differences in the studies where some 
emphasized structural aspects and others func-
tional. Through the same studies two functional 
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categories were discovered, namely instrumental 
and operational25. They covered: giving help to 
resolve day to day situations, providing material 
and financial support which can aid in the man-
agement and resolution of situations/problems in 
daily life. This was seen particularly in the provi-
sion of financial and emotional support and rais-
ing self-esteem. It also involves “behaviors such as 
listening, provide your attention to someone or 
making a person feel loved and care for”. They25 
also touch on theoretical models on social sup-
port (Buffer and Main Effects) and how they have 
been studied in the context of HIV/AIDS. 

All of the studies emphasized that social sup-
port networks help people to deal with HIV, since 
“they reduce the negative consequences of stress-
ful events related to the infection”12. They high-
lighted that members of these networks stated 
that they were satisfied with the support received 
from their networks12,24-26. In this sense, Galvão 
and Paiva noted that12: 

[...] As regards the social support networks for 
HIV positive suffers, it is important for the per-
son not to feel alone in coping with a disease with 
the peculiarities of HIV, which can be marked by: 
prejudice, abandonment and the feeling that life is 
finite. We observed that with the support of fami-
ly and friends the HIV sufferer is able to live with 
the infection with more courage to continue living 
despite having a chronic disease that requires con-
stant care and attention.

The establishment of a relationship of trust, 
without judgment on the part of health profes-
sionals, in addition to the social support and help 
come from the family, has strengthened infected 
women allowing them to receive help to be treat-
ed. This means having someone they can trust, 
for example, to take care of her children12, or hav-
ing someone that allows them to dedicate them-
selves to their babies26. Support is also sought 
through religion or other spiritual avenues12,21,24.

Among the many forms of support offered by 
social networks, the following were highlighted: 
financial aid, child care, completion of house-
hold chores, and even support in relation to the 
diagnosis26. However, five out of the six mothers 
interviewed in this study26 reported having been 
dissatisfied with the negative reaction of their 
spouse when they were told: of a pregnancy or 
a disease. They also disliked the absence of them 
at the time of child birth/post-delivery, and com-
plained about the lack of child care, lack of finan-
cial aid, and conjugal arguments.

However, useful support was offered by the 
following: the partner, spouse, companion or 

boyfriend, followed by family members, who lived 
(or not) with the patient, and then friends25,26. In 
relation to the provision of emotional support, 
this was common among health professionals, 
members of religious institutions and non-gov-
ernmental organizations related to HIV/AIDS25.

 In relation to the revealing of a diagnosis 
only close members of social networks were told 
due to fear of the consequences of a wider dis-
closure causing prejudice or discrimination12,24. 
It was common for all the mothers in one study26 

to avoid knowing a diagnosis and to reduce their 
support networks (through voluntary or invol-
untary means) due to: living far from their fam-
ilies, marital disputes or health problems. Also 
in relation to the diagnosis and social relations, 
Seidl et al.24, notes that the majority (n = 40) of 
carers said that infected children participated in 
activities through socializing with their family 
and with other children. However, he also noted 
that (n = 15) restriction were placed on their ac-
tivities to prevent the transmission of the disease. 

Seidl et al.24 studied the disclosure of the dis-
ease which proved to be necessary in 11 cases, be-
cause of absences of the child or the administer-
ing of medication in classes. As for the knowledge 
of their condition on the part of the child/adoles-
cent, 13 of them knew of the diagnosis; however, 
the majority (n = 25) had no knowledge of the 
disease. The decision regarding the disclosure 
seems to be related to: the capacity of the child 
to understand these issues, the need for self-care 
and the care that needs to be taken for possible 
future sexual relations24.

We also noted changes in the lives of elderly 
people once diagnosed in that they showed signs 
of feeling inferior, having low self-esteem, social 
isolation, and even resulting in suicide attempts21. 
In relation to work activities, the respondents re-
ported that prior to the infection, they felt able to 
work, but after it was difficult. However elderly 
people were able to get the most out of their lives 
(going to social clubs for the elderly, for exam-
ple), due to being in retirement and not having 
any more employment obligations21.

Seidl et al.24 noted that the majority of chil-
dren/adolescents (n = 25), according to their 
primary carers, did not present any difficulties 
in their psychomotor, cognitive, relational, emo-
tional and social development. Apparently, there 
seems to be no correlation between low school 
performance and a diagnosis of AIDS, since only 
three carers stated that a particular child’s perfor-
mance was poor24. The majority of the carers (n 
= 30) considered adherence to ART to be good, 
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however 11 cases indicated problems or difficul-
ties, such as: sticking to times for taking the med-
ication, the taste of the medication, the presence 
of side effects and difficulty in accessing regular 
health service24.

From the analysis of these articles, we came to 
the understanding that social networks can both 
hinder and contribute to the quality of life of an 
HIV suffer. The diagnosis, the treatment and the 
stigma that surrounds this chronic condition di-
rectly influences the type and quality of support 
that is given. 

Final Considerations

We ended by noting the absence of theoretical 
studies in this area and the lack of explanations 
of basic concepts in most of studies that we an-
alyzed covering family support and social net-
works. This in itself can compromise the very 
understanding of any research conducted as well 
as its ability to aid in the provision of recommen-
dations for the Brazilian Policy on AIDS7. Also 
better information on the methods of analysis 
are necessary when studies are done, particularly 
in studies that seek to use the theories concerning 
social networks. These studies should use appro-
priate methodology when studying networks. 

There is little scientific research on the fam-
ily in this area when one considers: the period 

investigated, the relevance of this epidemic, the 
participation of family members, the spread of 
HIV and the impact of the illness. We recognize 
the difficulty of gaining access to family members 
due to ethical issues, prejudice and fear of stigma. 
Nevertheless investment in studies is necessary 
and these studies should prioritize the family and 
carers as the basis of any research.

We believe that this change is particularly 
necessary, because studies in health institutions 
don’t allow for observation to be made of: the 
daily lives of families, their dynamic operations 
and what generally takes place in homes all which 
may be influence the quality of the data produced 
through the use of qualitative research tools. This 
is particularly the case where we considered our 
main objectives.

It is also important that there be the dissemi-
nation of reports showing the treatment and care 
given to families by health professionals. This is 
because the knowledge and dissemination of care 
methods developed by health care professionals 
contributes to a broader understanding of family 
behaviors and for the development of adequate 
strategies of care for the population as a whole.

Finally, we emphasize the need for new stud-
ies that discuss and propose innovative actions 
directed to families, because they have the ability 
to care for a family member that falls ill and that 
doesn’t have the support from other social sup-
port networks.
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