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Abstract

Introducction: The Human Immunodeficiency Virus (HIV) is a retrovirus that destroys the body's T cells. Its
advanced stage is the Acquired Immune Deficiency Syndrome (AIDS), since its onset, it has been extensively
studied because of an associated burden of morbidity and also to understand the access barriers to diagnostic tests
and the required treatment. Objective: To understand the barriers to access health services as perceived by adults
living with HIV and their families in the city of Medellin (Colombia).

Methodology: A qualitative investigation by using historical-hermeneutical approach was carried out, involving
23 participants (seropositive patients and their relatives). The information was collected through semi-structured
interviews, later codified and analyzed based on Strauss and Corbin's Grounded Theory.

Results: In this study, the access barriers to health services as perceived by adults living with HIV and their
families are represented in administrative constraints, affecting economic and interpersonal relationships as well as
social nature that materialize the impact of the social stigmas created around the virus on the mental health of
seropositive person and their closest affective environment.

Conclusion: The stigma surrounding HIV leads seropositive people and their families to perceive it as a barrier to
accessing cultural services, which demands greater intervention efforts by health authorities than other types of
barriers in health systems.

Keywords: HIV, acquired immune deficiency syndrome, grounded theory, health system, health services, social
stigma

1. Introduction

The first cases of Human Immunodeficiency Virus (HIV) were detected in the cities of New York, Los Angeles and
San Francisco in the United States in the late 1970s. These were initially reported in homosexual men but quickly
began to be found in other population groups such as users of drug injections, Haitians, sex workers and infected
women' chidren. This led to social responses toward the epidemic that were associated with fear and ignorance,
which has undoubtedly marked a milestone for the virus’ stigma (Bermudez et al., 2015).

According to the Joint United Nations Program on HIV/AIDS (UNAIDS), from the first cases reported in 1981
until the end of 2013, more than 39 million people died as a result of medical complications associated with the
virus. In Latin America and the Caribbean, the epidemic behavior has varied, not only in terms of the population
groups most exposed to contagion, but also because in comparison with other regions such as North Africa, the
Middle East and Central Asia, the representativeness of the virus is low (Wu et al., 2016; Barros, 2015).
Nevertheless, this does not stop generating a series of challenges for health systems.

These challenges are: reversing the increase of infection, which has been the goal since the definition of the
Millennium Development Goals, ensuring the provision of antiretroviral therapy (ART) and therapeutic adherence
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to it, which is manifested in the scientific community to study these aspects in depth; opposing the stigma
associated with the virus, fed by the social representations built around the origin of the disease and guaranteeing
integral access to health services, mitigating the barriers that may arise (Cabrera, Garcia, & Castell, 2016;
Bermudez et al, 2015; Almanza & Flores, 2012; Laria & Rodriguez, 2013).

However, the barriers to access health services for those living with the virus still persist. Different studies show
the difficulties in obtaining services on time like the Elisa test. These late diagnoses thus lead to the aggravation of
the infection in those who present it, and the shortcomings of the health structures of countries. In the Colombian
context, these are evidenced by constant bureaucratic procedures, denials of treatments, and the constant use of
guardianship actions as a mechanism for seeking protection of the fundamental rights, particulary to health. Also
make vulnerable groups such as women in poverty face problems in accessing the system's offer. Additionally, the
impact of HIV-related stigma also affects the access to health services (Bermudez et al., 2015; Vega et al., 2015).

Therefore, an investigation was proposed in order to understand the perceived access barriers to health services by
adults with HIV and their families in the city of Medellin, by the year 2016. The participants included the relatives
of the patients, because although the existing literature has been interested in studying access barriers, few have
focused on including the family nucleus, which often are the emotional and economic support of those who have
the virus.

2. Methodology

A qualitative research with a historical-hermeneutical approach was carried out during one year. Its objective was
to understand the access barriers to health services as perceived by adults living with HIV and their relatives in the
city of Medellin (Colombia), by the year 2016. A total of 23 key people participated. These were contacted through
the RASA, SIFUTURO and the SanVicente Hospital Foundations of the city of Medellin. It should be noted that,
by the date of the study, were registered in the city according to Antioquia's Department of Health (Colombia),
maximum health authority of the locality, 1174 cases with a rate of 47.2 infected per 100,000 habitants
(Antioquia's Department of Health, 2017).

The selection was made by a theoretical sampling. Although the researchers do not pursue statistical
generalizations, given the qualitative nature of the study, the participants are expected to reflect qualitatively the
studied phenomenon. Thus, for this case, the greatest possible diversity was sought, based on variables such as age,
gender, affiliation with the health system and socioeconomic status. Other aspects such as the distance between the
patient's home and the place of delivering health services, as well as information regarding who covers the costs of
care for the participants were not considered in the selection of them, since finally the intention of the study was to
be able to reveal whether this type of access barriers that are perceived by the target population of this research.

In addition, inclusion criteria were: being of legal age, being diagnosed with HIV or being related to someone with
this condition, and receiving health care in the city. As a criterion of exclusion, the suffering of severe mental
disorders that prevented voluntary and conscious participation in the research was taken into account. Likewise, as
ethical considerations guaranteeing the participation of informants, elements of the Declaration of Helsinki were
incorporated. It establishes the obligatory nature of any study involving human beings to submit research projects
to an ethics committee and to have as guiding principles beneficence, justice and autonomy, also known as bases of
bioethics. In addition, the guidelines of Resolution 8430 of 1993 of the Colombian Ministry of Health were
followed. It establishes the scientific procedures to be considered in order to guarantee the protection of the
participating subjects.

To collect the information, semi-structured interviews were used in depth, in order to allow an open dialogue with
the participants. In order to validate the clarity of the built instrument, a pilot test was done with 4 of the
participants, which allowed to improve it and guarantee understanding by the interviewees. These interviews were
conducted in Spanish language on an individual basis to each participant, applied directly by the authors, with
infected participants and their families separately, in order to avoid biases in their responses.

The interviews were transcribed and codified, taking as referent the Grounded Theory of Anselm Strauss and Juliet
Corbin, whicdh within this framework, codification is a process through which the narratives of the participants
are fragmented to identify the richness of the data, allowing the understanding of the studied phenomenon.

This theory contemplates three stages of codification: during the first one, called “open”, some so-called
descriptive categories arise; during the second, known as “axial”, other analytical titles arise through associations
between the first emergent categories; and the third, “selective”, leads to the emergence of the interpretive
categories, which allow to determine the core axis to theorize the studied phenomenon. However, due to budgetary
issues in the execution of the research, it only reaches the generation of analytical categories, which are presented
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as a result in the present manuscript.
3. Results

The research, as mentioned in the methodological section, had a total of 23 participants, 15 of these were women
and 8 men, ranging in age from 26 to 55 years old. With regard to their marital status, 16 of them were single, 3
married and 4 lived in free union. In addition, it is worth noting that the 10 of these belonged to socioeconomic
status 1 (corresponding to the lowest level in the Colombian classification which variates in a scale from 1 to 6), 13
belonged to 2, 3 and 4 status and only 2 people in the last two status, which reveals an important characteristic in
the participants of this studiy and is their belonging to the lower-middle classes of the city.

In light of key informants in this study, access barriers perceived by adults living with HIV and their families in the
city of Medellin are associated with administrative and social constraints. Thus, when participants referred to the
impact of administrative barriers on the economic situation of those living with HIV and their families, they
revealed that the persistent constraints in the Colombian health system lead HIV positive individuals and their
families to constantly go to health institutions to demand medication, to process orders for procedures and so on,
which involves incurring a series of additional expenses that affect the home economy, as is expressed by different
informants:

“Finding so many administrative obstacles implies a greater expense for the family, because there are
administrative obstacles that require reprocessing of where we have to spend more money and time”.

“Going two and three times a week to the Healthcare Providers Entities requires tickets and having to eat
something there, and there is no money for that”.

Likewise, participants report that their finances are affected not only by expenses associated with mobility in order
to carry out the different procedures demanded by the Colombian health system, but also by spending money on
drugs that are not delivered on time and that are necessary to ensure the continuity of treatment, as expressed by
some of them:

“Many times they do not generate the orders on time or they give us a very late appointment, so we have to take
money from our own pockets to pay for it, which affects the economy a lot”.

“The drugs and the appointments are very expensive, this makes the economy worse”.

Consequently, the participants referred to the effects of administrative barriers on their family relationships, since
the constant procedures to which they must submit, such as standing in long lines and time lost in order to
authorize medical orders and other processes, lead them to become easely irritated. Homes are the stage where
these changes in behaviors are most perceived. Hence, there are constant tensions that deteriorate the relationship
between the HIV-positive individual and his/her environment. This was expressed by different informants:

“The drugs are very expensive, you have to stand in endless lines to be able to claim them and sometimes they do
not deliver anything. Then, the moods change and I argue with my family and friends, and that generates a lot of
stress”.

“When the patient stands in lines to demand orders, he/she is stressed out by long waiting, which generates
controversy within the family”.

Finally, the interviewees refer to not only administrative barriers in the health system, but also social ones. Among
them, it was possible to identify the impact of the stigma created around HIV on the mental health of infected
people and their families. The fact that the first reported cases of the disease have occurred in specific population
groups like homosexuals, sex workers and intravenous drug users has led to a marked stigma that, even after more
than thirty years of the first infected, continues to represent a psychological, social and cultural burden not only for
those who are HIV positive, but also for their relatives, as has been exposed throughout this manuscript, are a
fundamental support for those living with HIV.

In this sense, the participants expressed a series of statements that highlight the impact of said stigma and other
representations of the virus on their mental health, as reflected in the following fragments:

“When I was recently diagnosed it was too hard. I did not want anything because HIV is a taboo, because people
from the system reject it”.

“The disease affects us all in the family, because one must face discrimination just because one has the disease”.

“We have had to go to the psychologist many times because he feels rejected. He has not been able to get a partner
because he thinks his illness has already stopped his life”.
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Thus, in this study, the access barriers to health services as perceived by adults living with HIV and their families
are represented in administrative constraints affecting economic and interpersonal relationships as well as others of
a social nature that materialize in the impact of the stigmas created around the virus on the mental health of
seropositive subjects and their closest affective environment.

4. Discussion

Accessibility and acceptability become recurrent factors of investigation, being conceived as the two great barriers
in the full use of health services (Correa & Valencia, 2016). In addition, their study is more frequent in populations
considered to be vulnerable —such as older adults, indigenous people, migrants, children, women and patients
with chronic and transmissible diseases— as they already pose a series of challenges for health systems (Hirmas et
al., 2013; Juarez et al., 2014; Agost & Martin, 2012; Contel, Muntané, & Camp, 2012; De Oliveira et al., 2013).

Thus, communicable diseases such as HIV have become a topic of interest not only because of the impact it has
generated for global public health, but also because of the barriers faced by people living with the virus in order to
access services of health and prevention of such disease. Although most studies have focused on issues related to
antiretroviral treatment (ART) because it is a collective goal to ensure coverage of the entire infected population,
without ignoring that such access is conditional on each context (Olivera et al., 2012; Arrivillaga & Salcedo, 2012;
Sarang, Rhodes, & Sheon, 2013).

In this regard, the research carried out makes clear three important elements of barriers to accessing health services
for people living with HIV, according to the perspectives of users living with HIV and their families. The first
element concerns the impact of administrative constraints on the economic situation of HIV-positive individuals
and their families.

Some studies on accessibility to health services in the Colombian context, such as that carried out by Vargas &
Molina (2009), reveal the existence of administrative barriers in the Gerenal System of Health Social Security
(SGSSS by the aronym in spanish), where patient insurance does not guarantee full access to the required services,
triggering constant actions of guardianship to enforce health rights and increasing out-of-pocket costs for users;
which is consistent with the findings in the first category of research presented in this manuscript. In addition, the
results of Lopera, Martinez, & Ray (2011) reflect in the framework of the SGSSS, the interruption of treatment by
users due to the shortcomings of the Health Service Provider Institutions. In addition, to a series of other factors
that increase the health costs assumed by patients, which in view of the study presented here, is consolidated as an
administrative barrier to access to services.

Now, the second element that was highlighted in the study has to do with the effect of administrative barriers on
family relations. In this particular finding, it is important to note that the consulted literature shows the perceptions
of users and their relationship dynamics only from a healthcare perspective, this is the case of the research carried
out by Marin & Chavez (2013), who relate the incidence of administrative barriers in emergency care and the way
in which the relationship between the patient, family and healthcare professionals can be hindered (Asela-Molina,
2015). Therefore, the contrasting of this category with existing information from other studies reveals the gap in
the field of knowledge, so it is pertinent to encourage the different researchers in areas related to public health and
social sciences to investigate in depth the effects that barriers to access to health services can have on family
interactions.

Finally, the third key element found in this research has to do with the impact of the stigma created around the virus
on the mental health of people living with HIV and their families. Various approaches have been taken in this
category, both in the field of public health and social sciences. Some approaches to this topic have been developed
by researchers such as Wohl et al (2012), who analyzed aspects such as HIV stigma, depression, stress and social
support in Latino and African American men diagnosed with HIV, which supports the results of research presented
in this manuscript, reflecting the association between HIV stigma and mental health of those infected.

5. Conclusions

The presence of access barriers to health services has been widely debated, particularly in those countries where
the guarantee to the integral attention of the population by the different actors of the health system becomes more
complex due to their socioeconomic characteristics. This is the case of Latin American countries like Colombia,
where the gap between riches and poors is undoubtedly a key aspect for understanding the barriers that persist in
the system.

These become more complex for those groups whose social, economic, cultural, demographic and even
epidemiological characteristics acquire the connotation of vulnerable groups. One of the most affected groups are
those living with chronic and transmissible diseases, and for the particular case of the results exposed in this
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manuscript, people living with HIV and their families.

In this sense, in view of the results found in this research, it can be inferred that the existence of administrative
barriers in the Colombian health system negatively impacts the economic situation of those living with the virus
and their families, due to the constant procedures that people must carry out to claim medicines, request medical
appointments, among others. In addition, this type of barriers leads to altering the relationship between the infected
individual and his or her family, since the stress load generated by the constant procedures to which they are
exposed is poorly channelled in the home.

Likewise, according to the findings of the study, it is clear what other studies have already addressed, in relation to
the impact that the stigma around the virus has on the mental health of HIV-positive people and their families. This
is a cultural barrier that, according to the authors, demands greater efforts on the part of health authorities, since
they require joint action not only from the actors of the health system, but also from the community in general.

In addition, one of the possible strategies to improve coverage and care for patients with transmisible diseases is
telemedicine (Benjumea, Villa, & Valencia, 2016) but this should be based on a national strategy that strengthens
the link with patients who cannot travel to health care centres. This requires technological adoption studies to
identify the factors that would allow a proper implementation of the strategy (Valencia, Gonzalez, & Castafieda,
2016; Bermudez, Chalela, J.Valencia, & A. Valencia, 2017).
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