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Article Review

Quality of life of people living with the human immunodeficiency 
virus and acquired immunodeficiency syndrome

Qualidade de vida de pessoas vivendo com o vírus e síndrome da imunodeficiência humana 
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Objective: to characterize the Brazilian scientific production on the quality of life of people living with human 
immunodeficiency virus/Acquired Immunodeficiency Syndrome. Methods: bibliometric study with 20 
dissertations and 18 theses available at the Brazilian Digital Library of Theses and Dissertations. The empirical 
material was submitted to descriptive and inferential statistics using the R-Project software version 3.5.1a. 
Results: studies on the theme increased from 2006 to 2012. The majority came from the Northeast and Southeast 
regions and was mainly conducted in the Nursing and Psychology areas. The use of specific instruments to 
evaluate the quality of life of people living with human immunodeficiency virus or acquired immunodeficiency 
syndrome was evident. Conclusion: there is a significant Brazilian scientific production on the theme, with 
evidence regarding the physical, social and psychoemotional dimensions of the quality of life of people living 
with human immunodeficiency virus/Acquired Immunodeficiency Syndrome to the detriment of the cultural 
and spiritual/religious dimension.
Descriptors: Acquired Immunodeficiency Syndrome; HIV; Quality of Life; Nursing; Bibliometrics.  

Objetivo: caracterizar a produção científica brasileira sobre qualidade de vida de pessoas vivendo com vírus da 
imunodeficiência humana/Síndrome da Imunodeficiência Adquirida. Métodos: estudo bibliométrico, com 20 
dissertações e 18 teses, disponíveis na Biblioteca Digital Brasileira de Teses e Dissertações. O material empírico 
foi submetido à estatística descritiva e inferencial, utilizando-se o software R-Project, versão 3.5.1a. Resultados: 
observou-se incremento de estudos sobre a temática, no período de 2006 a 2012; a maioria oriundo das Regiões 
Nordeste e Sudeste do Brasil; realizados, principalmente, pelas áreas de Enfermagem e Psicologia. Evidenciou-
se utilização de instrumentos específicos de avaliação da qualidade de vida de pessoas que vivem com vírus ou 
síndrome da imunodeficiência adquirida. Conclusão: existe significativa produção científica brasileira sobre 
a temática, com evidências quanto à avaliação das dimensões física, social, psicoemocional da qualidade de 
vida de pessoas vivendo com vírus da imunodeficiência humana/Síndrome da Imunodeficiência Adquirida, em 
detrimento da dimensão cultural e espiritual/religiosa.
Descritores: Síndrome de Imunodeficiência Adquirida; HIV; Qualidade de Vida; Enfermagem; Bibliometria.
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Introduction

Human Immunodeficiency Virus (HIV) infec-
tion and its manifestation through the Acquired Im-
munodeficiency Syndrome (AIDS) arose in the 1980s, 
bringing to the world population numerous clinical 
and social concerns. According to data from the Bra-
zilian Ministry of Health, in 2017, 42,420 new cases 
of HIV infection and 37,791 of AIDS were reported in 
Brazil. In recent years, the rate of detection of the syn-
drome has decreased(1). These numbers may be a re-
flection of advances in the prevention and, especially, 
in the treatment of the disease brought about with the 
introduction of efficient therapies.

With the evolution in the effectiveness of anti-
retroviral therapy, HIV infection has become a mana-
geable chronic condition in which people with timely 
diagnosis and adequate treatment are able to have 
their life expectancy considerably prolonged(2).

However, the increase in the years of life of pe-
ople living with HIV and AIDS has brought undesira-
ble aspects related to the side effects of antiretroviral 
therapy and the issues of stigma and prejudice that 
cannot be neglected since they negatively affect the 
quality of life of this population(3-4).

Quality of life involves several human dimen-
sions, including physical, psychological, social and 
spiritual aspects, which can have important reper-
cussions on the reality of each individual. They may 
be affected by interference from the bipolarity that 
results from the positive and negative influences that 
permeate the everyday life of people, but also from the 
subjectivity of thoughts, feelings and emotions typical 
of the human being(5).

The perception of quality of life of each person 
is subject to the diverse interpretations and influences 
of the reality in which he/she is inserted, undergoing 
changes throughout the life(6). Quality of life scores of 
people living with HIV and AIDS are lower when com-
pared to people without the disease or people affected 
by other chronic conditions(7).

The term ‘health-related quality of life’ arises in 

the field of health sciences in this context. This term 
generally involves the perception of health and of the 
impact of physical, social, psychological and spiritual 
aspects on health, including health aspects in an ex-
panded perspective(8). This concept is broad and en-
compasses a variety of conditions that can influence 
the way the individuals perceive their daily functio-
ning, sometimes affecting feelings and behaviors, but 
not limited to the physical health condition(9).

Since the beginning of the epidemic, resear-
chers around the world have outlined studies to as-
sess the impact of the problem on the quality of life of 
people living with HIV and AIDS in order to improve 
the provision of health care for this population. This 
fact justifies the present review, because its goal is to 
enable health professionals to plan and implement 
care for these people, based on scientific evidence, 
regarding the dimensions of quality of life affected by 
HIV infection and by the treatment.

In order to know the state of the art about the 
subject in evidence, the present study aimed to cha-
racterize the Brazilian scientific production on the 
quality of life of people living with Human Immunode-
ficiency Virus and AIDS.

Methods

Bibliometric study using quantitative techni-
ques capable of showing indicators that represent 
the state of the art of knowledge produced on a given 
topic. Bibliometrics has been considered an impor-
tant tool for studies aimed at the characterization of 
scientific production, allowing greater visibility to me-
tric studies of recorded information, such as products 
resulting from scientific activity, articles and scientific 
productions in general(10-11). The development of the 
study followed operational stages(12); the first step 
consisted in defining the theme and elaborating the 
guiding question: how is  the scientific production 
addressing the quality of life of people living with HIV 
and AIDS characterized, as published in dissertations 
and theses in Brazil?
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In the second stage, empirical material was 
collected. To do so, in June 2018, dissertations and 
doctoral theses were surveyed in the Brazilian Digital 
Library of Theses and Dissertations, linked to the Bra-
zilian Institute of Information in Science and Techno-
logy.  The terminology in health based on the  Health 
Sciences Descriptors (DeCS) was used in this step.

It should be noted that, in order to observe the 
state of the art from sensu stricto Brazilian graduate 
programs on the subject studied, it was decided to in-
vestigate the theses and dissertations instead of origi-
nal articles because the dissemination of the articles 
coming from the gray literature hardly takes place in 
a timely manner after the defense of these works(13).

For the search of studies, the descriptors ‘HIV’, 
‘AIDS’ and ‘quality of life’ were used, combined with 
the Boolean operator AND, with the condition of pre-
sence of the word in the title of the study, in order to 
refine the search with a focus on the target thematic 
area, resulting in the identification of 105 studies (dis-
sertations and theses).

The inclusion criteria to select the sample were: 
studies published from 2005 to 2018, because this is 
considered a period in which scientific and techno-
logical advances related to the treatment of HIV and 
AIDS were disseminated by the scientific community; 
studies discussing the quality of life of people living 
with HIV and AIDS; and studies available online in the 
Brazilian Digital Library of Theses and Dissertations. 
As exclusion criterion: studies that did not use general 
or specific instruments to evaluate quality of life.

After a thorough reading of the abstracts of the 
works and in compliance with the established criteria, 
31 dissertations and 36 theses were excluded from 
the present review. Therefore, the sample consisted 
of 38 studies, among 20 dissertations and 18 theses, 
which were organized and grouped into a file folder in 
the Windows 10 operating system.

It should be noted that the sample was selec-
ted by two authors, as recommended by the Preferred 
Reporting Items for Systematic Reviews and Meta-
-Analysis (PRISMA) statement, allowing inclusion and 

exclusion criteria to be rigorously followed(14).
In the third stage, from June to July 2018, data 

were collected using an instrument prepared by the 
researchers addressing information about the studies, 
such as year of publication, place of origin of the stu-
dy according to the geographic region of Brazil and 
higher education institution of publication, area of   
academic training of the author, study design, instru-
ments used to measure quality of life, and dimensions 
of quality of life assessed in the studies on the topic 
HIV/AIDS.

Then, the fourth stage was started, consisting 
of the processing of the data in the R-Project software, 
version 3.5.1. This is a free software environment for 
statistical and graphical computation. The analyses 
included descriptive (frequency, mean and median 
of publications) and inferential statistical analyses, 
using the non-parametric Mann-Whitney test, which 
allows verifying whether there are differences in the 
variables related to the production of dissertations 
and theses.

The data were presented in texts and graphs, 
analyzed in light of the literature pertinent to the 
subject investigated, contemplating the fifth and final 
operational stage of this study.

As this was a bibliometric review study, there 
was no need for appreciation by an Ethics Committee 
in Research involving human beings, and the ethical 
principles from current resolutions and the Code of 
Ethics of Nursing Professionals were rigorously con-
sidered.

Results

Regarding the characterization of the analyzed 
studies, it was observed that there was a greater per-
centage of publications in the year of 2009 (20.0%), 
followed by the years of 2011 and 2013 (15.0% in 
each year), 2008, 2010 and 2012 (10.0% in each 
year), 2005, 2006, 2007 and 2016 (5.0% in each year). 
There were no publications in the years 2014, 2015, 
2017 and 2018.
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In relation to the publication of theses, the 
highest number of publications occurred in 2011 
(22.2%), followed by 2010 (16.6%), 2007, 2009, 2012 
and 2013 (11.1% each year), 2006, 2008 and 2016 
(5.6% in each year). In 2005, 2017 and 2018, no pu-
blications of theses were identified.

          Figure 1 – Median of the annual academic production of dissertations and theses (n=38)

With regard to the origin of the studies that 
composed the sample of this research, scientific 
productions related to the quality of life of people 
living with HIV/AIDS were identified in the following 
higher education institutions located in the four 
macroregions of the country: University of São Paulo 
(29,.0%), Federal University of Paraiba (16%), Catholic 
Pontifical University of Rio Grande do Sul (11%), 
Federal University of Paraíba (16.0%), University of 
Brasília, Federal University of Rio Grande do Norte, 
Federal University of Rio Grande do Sul and Federal 
University of Ceará (8.0% each institution); Paulista 
State University, Federal University of Santa Catarina, 
State University of Campinas, Júlio de Mesquita Filho 
São Paulo State University, and Catholic University of 
Brasília (3.0% each institution).

With regard to the year of publication of the 
studies, the annual production of dissertations and 
theses was compared between the first seven and the 
last seven years of the research, as shown in the box-
plot presented in Figure 1.

Between 2005 and 2018, the highest number 
of dissertations was in the Northeast Region (40.0%), 
followed by the Southeast (30.0%), South (20.0%) 
and Center-West (10.0% %). With respect to the the-
ses, a greater number of productions was observed in 
the Southeast (44.0%), followed by the Northeast and 
South (22.0%, respectively), and Central-West Region 
(12.0%). For the purpose of sampling, it is relevant to 
note that there was no scientific production related to 
the quality of life of people living with HIV and AIDS 
from institutions in the Northern Region of Brazil.

The Mann-Whitney non-parametric test was 
used to observe whether there was equality between 
the medians of the variables addressed in this review, 
assuming that the samples were independent, with a 
significance level of 5%. A p=0.775 was found.
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Considering the significance level of 5%, the 
Mann-Whitney test was applied to identify differen- 
ces in the medians of production of studies by geo-
graphic region, and p-values   higher than the level of 
significance were found, as in the Northeast: p=0.479; 
Southeast: p=0.879; South: p=0.999; and Center-West: 
p=0.999.

Regarding the authorship of the dissertations 
and theses investigated, it was seen that nurses were 
the ones that most published, appearing in 39.0% of 
the studies, followed by psychologists, in 34.0%; phy- 
sical educators, in 8.0%; physical therapists and phy-
sicians, in 5.0% each; and dentists, economists and 
social workers, in 3.0% each.

Regarding the methodological aspects des- 
cribed in the dissertations and theses investiga-         
ted, 58.0% were descriptive, 26.0% exploratory, and 
16.0% descriptive-exploratory. Regarding the ap-
proach, 66.0% of the studies were quantitative, 29.0% 
used the quantitative and qualitative approach, and 
5.0% of the studies were qualitative.

Regarding the technical procedures, most of 
the studies were field surveys (76.0%) followed by 
quasi experimental studies (10.0%), cohort studies 
(5.0%), procedures of the research-action type, cli- 
nical non-randomized trials, and case studies (3.0%), 
respectively.

Regarding the approach to health-related quali-
ty of life of people living with HIV/AIDS, regarding the 
dimensions of quality of life assessed in the studies 
that composed the sample, the physical dimension was 
the most cited in most studies (27.3%); followed by 
the emotional/psychological dimension (26.6%); so-
cial dimension (22.7%); cultural dimension (14.1%); 
and spiritual/religious dimension (9.4%).

Regarding the specificity of the instruments for 
assessment of quality of life contained in the sample, 
89.0% of the studies used general tools for assess-
ment of quality of life of people living with HIV and 
AIDS, namely: the World Health Organization Quality 
of Life (WHOQOL-120 HIV or WHOQOL-HIV Bref) or 
the AIDS-Targeted Quality of Life Instrument (HAT-

-QoL) instrument. In 52.7% of the investigations, 
generic instruments for assessment of quality of life 
were used (WHOQOL-100 or WHOQOL-bref); and in 
34.2%, instruments for evaluation of anxiety, depres-
sion and self-esteem (Beck Depression Inventory, An-
xiety and Depression Scale, Rosemberg Self-esteem 
Scale, and Hope Scale) were used. The studies also 
used instruments for collection of additional informa-
tion on sociodemographic data, laboratory test data, 
as well as semi-structured interview scripts.

Discussion

One limitation of this study was the non-appli-
cation of the bibliometrics laws in view of the redu-
ced number of items in the sample, which hindered 
a more accurate analysis of the characteristics of the 
analyzed studies.

With regard to the publications of disserta-
tions, in the time period from 2005 to 2018, it was ob-
served in Figure 1 that, according to the sample me-
dian, there was a greater publication of dissertations 
in the early years of academic production, whereas in 
the final years the median was zero, indicating that in 
some years there was no production of dissertations 
on the subject.

The analysis of the production of theses during 
the time interval studied showed that a greater num-
ber of works was published in the initial years. In the 
final years, there was no production, being the maxi-
mum value of publication of theses in the entire pe-
riod equal to two. The Mann-Whitney test was applied 
to the data, assuming that the samples were indepen-
dent, and revealed that the medians of the variables 
were equal at a significance level of 5%.

In order to investigate differences in the me-
dians of production of studies according to geographi-
cal region, values   above the level of significance were 
observed. This indicates that there was no difference 
in the medians and the production of dissertations 
and theses by geographic region can be considered 
equal.
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Bibliometric analyses are an important metho-
dological resource for health sciences as they reveal 
patterns of research and identify trends(15). According 
to the results of this bibliometric study, an advance-
ment of the research on the theme in Brazil was ob-
served from 2006 to 2012, with a clear significant de-
crease in recent years. Despite the decrease of studies 
published at the sensu stricto level between 2014 and 
2015, a concern of researchers with the evaluation of 
the quality of life of people living with HIV and AIDS 
was observed.

Regarding the place of origin of the studies, 
there was a predominance of institutions from the 
Northeast and Southeast Regions of Brazil. This result 
may be justified by the need for development of re-
search and strategies to support decision making in 
these regions, given the greater occurrence of notifi-
cations of HIV infection there(16). The result also corro-
borates a review study that explains the high number 
of productions on the quality of life of people living 
with HIV and AIDS in the Brazilian Southeastern Re-
gion based on the concentration of graduate programs 
in the health area, besides health services and a high 
number of cases of infection in this region(17).

It was observed in this bibliometric review that 
professionals from various areas of knowledge have 
shown interest in the theme in focus. However, a des-
criptive study carried out in Bahia, Brazil, involving 
professionals from health and social sciences who 
worked directly with people living with HIV/AIDS de-
monstrated that despite the advances related to the 
approach and management in the treatment of this 
disease, the prejudice among these professionals still 
persists and can negatively influence their practice 
of care provision. Thus, it is necessary to strengthen 
interdisciplinary actions in order to promote com-
prehensive care, free from any stereotype, with a view 
to promoting the quality of life of people living with 
HIV/AIDS(18).

In view of the above, although antiretroviral 
treatment is a positive aspect, when allied with the 

chronicity of AIDS may interfere in the physical and 
mental health and the well-being of people who use 
it, leading to negative situations in the quality of life of 
individuals. Coping with this problem can bring with 
it circumstances of exclusion and stigma on the part 
of society, causing a rupture in interpersonal rela-
tionships of affection, sexuality and socialization(19-20).

This corroborates studies analyzed in this re-
view, which identified in their evaluation of quality of 
life that the physical dimension was the most present. 
This shows that the manifestations imposed by the di-
sease related to HIV infection and AIDS can interfere 
with people’s quality of life, affecting activities of daily 
living and making individuals feel less socially impor-
tant(21).

The emotional/psychological dimension may 
be affected by the fact that the individual has a chronic 
and incurable condition, as well as by the stigma that 
still exists due to the lack of knowledge about the di-
sease and the treatment. In the social dimension, the 
detachment from friends and family stands out, hin-
dering family interactions, making individuals to iso-
late in society and have low self-esteem(4). The feeling 
of guilt can also occur when a condition is considered 
a social deviation from the heteronormative idea that 
still prevails in the current collective imagination(18).

The present study showed that Nursing and 
Psychology are responsible for most of the publi-
cations on the topic of Quality of Life related to the 
Health of people living with HIV and AIDS. This may 
be associated with the fact that the diagnosis of HIV 
infection has biopsychosocial implications, since it is 
a chronic infection with an emotional impact on its 
effective control, rasing new challenges for patients 
and health professionals(22).

Due to the fact that the nursing category deals 
with people in hospital institutions in a daily basis and 
also because in the discussion of how to train profes-
sionals capable of understanding the complexity of 
aids, based on the psychosocial dimensions, there is a 
clear importance and need for research in this theme, 
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in the attempt to improve nursing care in the area of   
care for people living with HIV and AIDS(23). This con-
firms the findings of the present study, in which nur-
sing has been leading the Brazilian scientific produc-
tion on the quality of life of infected people.

In this discussion, in view of the complexity of 
the health care for people living with HIV and AIDS, 
interdisciplinary and intersectoral work is imperati-
ve in the search for strengthening a network of care 
for HIV/AIDS, with an integrated approach and com-
prehensive assistance to people living with HIV/AIDS. 
This can be achieved through a joint intervention plan 
involving professionals, health service teams and ma-
nagers and sectors of society in the attempt to res-
pond positively to the needs presented by users(24).

It is pointed out that the studies developed on 
the theme at the national level are characteristic of 
the health knowledge field. It is, therefore, urgent that 
Nursing and Psychology professionals seek evidence 
about facts or circumstances that affect the quality of 
life of these people in order to demonstrate the con-
cern of the categories in developing more humanized 
care, focused on biopsychosocial issues of people li-
ving with HIV/AIDS.

Health care consists in the practice of caring for 
individuals in a comprehensive way, embracing them 
by listening to them and with a sensitive perspective 
during therapy, making it possible to care for indivi-
duals in their subjectivity, culture and history, not only 
focusing on the disease, but also on the persons live 
with the problem(21). A study on the quality of life of 
women living with HIV demonstrated the need for 
well-structured social support to enable positive qua-
lity of life in people living with HIV and AIDS(25).

In the content of this trend, the studies should 
address the quality of life to be measured with tech-
nical and scientific rigor, focusing on the cultural, so-
cial, political and economic dimensions of the human 
being. This can have an impact on the care of patients, 
solidifying the clinical practice of health professionals 
based on the scientific literature produced.  By addres-

sing the concept of quality of life in a well defined way, 
researchers could delineate studies with the greatest 
possible accuracy, conferring reliability to the theory 
and later application in the praxis of health professio-
nals and related areas.

It is, therefore, important to highlight the di-
fferent ways of measuring the quality of life, consi-
dering the subjectivity of the evaluation. Instruments 
that have scientific and technical rigor must be used. 
Scales for measuring the dimensions of quality of life 
should follow scientific precision and well defined sta-
tistical parameters in order to allow a reliable result 
to the study findings. Therefore, instruments in scien-
tific research must be related to the purpose of what is 
expected from the findings, where a specific purpose 
is essential, with validation of the applicability to the 
object of the study(26).

In the present survey, the analyzed studies eva-
luated the quality of life of people living with HIV and 
AIDS using general and specific instruments validated 
in Brazil. Some of these studies also used instruments 
of evaluation of depression, anxiety and self-esteem.

In particular, it is noteworthy that it is impor-
tant to use valid and reliable instruments for what the 
study proposes to measure, so as to effectively reveal 
the knowledge about the living conditions of people 
who suffer with the chronic infection, according to the 
requirements of the disease and its physical, psycho-
logical, social, and spiritual repercussions. The later 
can lead to significant social changes, compromising 
interpersonal relationships and causing low self-es-
teem and lifestyle changes, with a negative impact on 
the quality of life of these people(27).

It is necessary, therefore, to apply instruments 
in the methodological course of the research that eva-
luate the dimensions of the human being with a view 
to reverse situations of negativity that interfere with 
the daily lives of people living with HIV infection.

The results found in this study also showed an 
incipient production focused on the spirituality/reli-
giosity of people living with HIV and AIDS. Religiosity 
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is important in the treatment of the infection because 
it may contribute to the process of adherence to drug 
therapy. Thus, it seems necessary that professionals 
develop care practices related to spirituality in order 
to improve the health care for people living with HIV 
and AIDS and, consequently, the quality of life of pa-
tients(28).

In the practice, the psycho-spiritual dimension 
(although referred to as support for the treatment of 
people living with HIV and AIDS) is still little incor-
porated into professional practices in specialized care 
services. Therefore, more studies exploring the con-
texts in which spirituality is involved in the treatment 
of HIV infection are necessary(29).

The relevance of the implementation of spiritu-
ality as an adjunct to drug therapy is therefore clear, 
for it allows the provision of comprehensive health 
care and meeting the needs in all the dimensions of 
the people living with HIV and AIDS, which can con-
substantially improve their quality of life.

Conclusion

In recent years, there has been a significant pro-
duction in Brazilian graduate studies on the quality of 
life of people living with HIV and AIDS. The Southeast 
and Northeast regions lead the scientific production 
at the sensu stricto level, with the Federal University of 
São Paulo and the Federal University of Paraíba being 
the institutions that published more works. The ten-
dency to believe that this theme belongs only to the 
health area was confirmed.

The set of findings of this study brings evidence 
regarding the evaluation of the physical, social, emo-
tional and psychological dimensions of the quality of 
life of people living with HIV and AIDS, as opposed to 
the cultural and spiritual/religious dimension, which 
is therefore a gap of knowledge in most of the studies 
analyzed.

Collaborations 

Silva Júnior SV, Silva WJC, Lourenço NS, Noguei-
ra JA, Oliveira e Silva AC and Freire MEM participated 
in the planning and designing or analysis and inter-
pretation of data, writing of the article, critically re-
view of the intellectual content, and final approval of 
the version to be published.
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