Journal of

AIDS & Clinical Research

ISSN: 2155-6113

Fatoki, J AIDS Clin Res 2016, 7:12
DOI: 10.4172/2155-6113.1000635

Research Article Open Access

Understanding the Causes and Effects of Stigma and Discrimination in the
Lives of HIV People Living with HIV/AIDS: Qualitative Study

Babatunde Fatoki*
Department of Medicine, Ajeromi General Hospital, Ajegunle, Lagos, Nigeria

Abstract

of PLWHA.

Background: Globally HIV/AIDS is a disease of great public health importance, Nigeria has the second largest
burden of the disease in the world and currently about 3.4% of the general population are HIV positive.

Purpose of the study: The study aims to understand the causes of stigma and discrimination against people living
with HIV/AIDS (PLWHA) and the effects of stigma and discrimination on the lives of PLWHA

Methods: The study conducted using focused group discussions among people living with HIV/AIDS, who
regularly attends ARV clinic, participants were selected based on the number of years of commencement of ARVs and
those that have experienced one form of discrimination or the other. The interviews were transcribed verbatim and both
manifest and latent content analysis was applied to analyze the texts.

Findings: Following the analysis, two major themes emerged from the study: (1) Broken relationship and non-
disclosure are consequences of stigma and discrimination, (2) Poor information strongly contributes to stigma and
discrimination. These two themes were able to bring out the cause and effect of stigma and discrimination on the lives

Conclusion: Stigma and discrimination has contributed to broken relationship and promotes non-disclosure of
HIV status to sexual partners, dissolution of families in Nigeria.

Lack of proper information on the disease and poor education and information among the general public and
especially health care workers (HCW) worsens stigma and discrimination.

Keywords: HIV; Voluntary; Health Care; AIDS

Abbreviations: HIV: Human Immuno-Deficiency Syndrome;
PLWHA: People Living With HIV/AIDS; VCT: Voluntary, Counseling
And Testing; HCW: Health Care Workers

Background

Stigma and discrimination are the reflection of the erroneous
perception of the disease and these had led to the poor management
and treatment of the people living with HIV/AIDS especially in sub
Saharan Africa due to the beliefs about how the disease is contracted
especially among adults (commonly heterosexual route).

Since the beginning of the epidemic, more than 60 million people
have been infected and almost 30 million people have died of HIV
related diseases [1].

Nigeria ranks third in the world among nations with high HIV
burden [2], although much emphasis has been done on prevention of
the spread of disease and treatment of the disease, there are still a large
of people who do not adopt preventive measures and often requires
treatment, however shame and societal neglects and non-acceptance
has contributed to this lack of progress in both preventive and treatment
measures.

The HIV prevalence in Nigeria over the past twenty years has
however taken a downward trend with 3.8% in 1993, then peaking at
5.8% in 2001 and receded to 4.1% in 2010 signifying a downward trend
(2].

Stigma results in discrediting and loss of dignity and value and
tends to label people as being unfortunate, inferior depending on the
way it is applied. Discrimination arises from differences that can be
consistently labeled and that set up the person as different from the

perceived norm and can be based on various factors ranging from race,
gender and sexual orientation [3].

HIV related stigma among people living with HIV/AIDS (PLWHA)
has been classified into three different types of domain namely
perceived, experienced and internalized [4].

Perceived stigma explains the belief that a person will be
discriminated or judged in a negative way if their HIV status is made
known to others or someone else, experienced or enacted stigma on the
other hand explains the actual events of discrimination experienced by
PLWHA and internalized stigma refers to the shame and negative self-
image felt by those diagnosed or living with HIV [4].

Perceived and experienced stigma may negatively affects someone’s
HIV testing, retention of care and adherence through fear that being
sited or seen at an HIV clinic, missing work and having to attend
appointments or being seen taking medications will expose one’s HIV
status [4].

Experienced, perceived and internalized stigma may results to
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mental disorders like depression, low self-esteem, isolation and feeling
of hopelessness or loss of control which can ultimately results in loss of
motivation to remain in care and non-adherence to treatment and even
suicidal intents [4].

Both stigma and discrimination has huge effect on the management
of the disease as it can results in delay in diagnosis and therefore causes
delay in entry into treatment and adoption of a healthy lifestyle, causes
fear in disclosure of illness to important people in the family that will
assist in the management of the disease and also causes restriction in
participation involving activities of life and depression [3].

Stigma often occurs when an attribute or a characteristic creates a
gap between who we think we are (our actual social identity) and how
we are seen by others (our virtual identity) and this gap creates a spoiled
identity that often cuts the stigmatized person off from the society and
from himself so that he stands as a discredited person against an un-
accepting world [5].

Stigma and discrimination causes negative health outcomes for
people living with HIV/AIDS (PLWHA) which includes poor treatment
adherence, engagement in unsafe sexual behaviors, greater severity
of AIDS related symptoms, lower perceived general health, low self-
esteem and less health care satisfaction [3].

HIV related stigma and discrimination often reduces the chances
of people using condoms, accessing preventive HIV services such as
educational meetings and counseling, and stigma and discrimination
also worsens existing prejudices and can lead to delayed testing and
disclosure of HIV status, accusations, abandonment, partner violence
and negligence. Stigma also reduces the quality oflife, delay in treatment
and reduction in survival among PLWHA and impedes adherence to
treatment [6].

HIV/AIDS related stigma and discrimination have been extensively
documented among health care workers ranging from HIV testing
without consent, breaching of confidentiality, labeling, gossiping,
verbal harassment, differential treatment and even denial of treatment,
understanding the magnitude and causes of underlying HIV related
stigma and discrimination amongst health worker is necessary for
developing anti-stigma strategies and programs [7].

The perception that HIV infection is associated with social deviance
and immorality may result in greater stigma towards PLWHA [8,9].

Stigma often times is applied to social disgrace and generally
recognized and described as an attribute that is deeply and greatly
discrediting, that reduces the tagged or bearer from a whole and unusual
person to a tainted and discounted individual [10]. Stigma is also used
to set the affected persons or groups apart from the normalized social
order (we against them) and this isolated implies devaluation [11].

HIV/AIDS stigma and discrimination is often shaped by individual
perceptions and interpretations of micro-level interactions, but also by
larger social and economic forces [12].

Stigma and discrimination is a social constraint which has
significant impact on the life experiences of people, stigma includes
prejudice and can results into active discrimination directed towards
the social groups and persons to whom they are linked [11].

HIV/AIDS is stigmatizing because it carries many symbolic
associations with danger, attribution of contagion, immorality and
incurability and punishment for sinful acts is common in many
societies [13].

PLWHA are often seen as a reflection of evil and sin, leading to
powerful and intense stigma against those who have contracted the
disease [14].

The fear of stigma and discrimination limits the efficacy of HIV
testing and programs across sub-Saharan Africa [15].

Stigma and discrimination often leads to many consequences for
PLWHA and some of these includes poor uptake of maternal health
care services by women, fear of health workers getting infected and
less provision of health care services by health workers because they
consciously take into account the HIV status of patients while attending
to them or when being in contact with PLWHA [16] (Figures 1 and 2).

Methodology

The researcher used qualitative research methods including in-
depth interviews and focus group discussions to collect relevant
information regarding the research topic. Tape recorder was used
to collect the data, they were then transcribed into codes, after
which they were systematically arranged into categories and themes
(Tables 1 and 2).

{Cause}
Misinformation about HIV/AIDS

Stigma and discrimination

{Effect}

Fear and broken relationship, non-disclosure
of HIV status, neglect and alienation

Figure 1: Diagrammatic representation of the cause and effect of stigma and
discrimination.

The diagram gives a clear cause and effect of stigma and discrimination in the
study, misinformation often leads and fuels more stigma and discrimination in a
society where little knowledge and old information about the disease ultimately
leads to more stigma and the consequence of stigma and discrimination is
dissolution of relationship, fear neglect and alienation, non-disclosure of HIV
status which contributes to more spread of the infection

Inadequate
information
strongly leads
to
discrimination

Poor
information

worsens
stigma and
discrimination

Lack of
knowledge
about HIV
education,
treatment

Figure 2: Causes of stigma and discrimination.
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Meaning units Transcribed codes Categories Themes

Non-disclosure, fear
and dissolution of
relationship

‘| asked some women if they are HIV positive and how will they feel, they said God forbid’ FGD

2 Denial of HIV status
‘Immediately people know you are HIV positive, they will not want to associate with you again’  Fear of association
FGD 1 Hiding of status

‘If a person is your friend, there will be some fear and gap but with time they will associate with  Dissolution of

you again” FGD1 relationship

‘Like me, my husband does not know | have HIV, because if he does, he will drive me away’ Hiding of status
FGD3 Fear of break of

Broken relationship
and non-disclosure
are consequences
of stigma and
discrimination

‘The only person that knows about my status is my sister and mom, unlike my girlfriend when relationship

she got to know about 4years ago, ran away’ FGD3 Dissolution of

‘Like me no one knows | have HIV, they will run away if they know | am HIV positive’ FGD4 relationship

‘So in disclosing ones HIV status, if you do not have educated people who understands the

nature of the disease, then disclosing it to someone else can cause a lot of problem’ FGD 5

‘like me when | found out that | was HIV positive, and told my fiancé, he did not marry me

because of my HIV status” FGD6

‘Like my husband got to know he was HIV negative, he ran away from me’ FGD 1 Neglect of relationship

‘It is only my sister that knows about my status, even she also segregates’ neglect Neglect and alienation

‘My husband started discriminating against me, abandoned me, | am sure it is my husband that Alienation and
infected me’ FGD1 discrimination
‘Except those that knows about my HIV status, you see some of them running away from me, Neglect

some may stay away from me or even refuses to use the same toilet after | use the toilet’

‘Even my husband ran away from me maybe because he found out but then | was having delay

in getting pregnant’ FGD7

The rate of discrimination is still very high and may be due to earlier advert based on HIV, Misinformation about
initially it was pictured as a death sentence, they should have used an healthier person to depict HIV

an infected person, so as to let people know that HIV is not a death sentence and that the Bad portray of HIV

Inadequate information | Poor information
strongly leads to contributes to stigma

infected person still has second chance’ FG3 patients discrimination and discrimination
‘Like when they act movies, they act it, we will feel like killing ourselves, but now it has come Negative information

down’ FG3 about HIV

When people discriminate it is because of lack of education, like me | used to discriminate Negative display of

before | found out that | was HIV positive’ FG 4 information about HIV
‘They think that if someone has the disease, the person will die immediately, so that is why they Negative information
are staying away from us, they are afraid of it, they are scared that when you have it, you will about HIV

die immediately’ FG5

‘The bad display both on public and private TV stations and handles and other various forms of

health promotion and messages worsens the image and promoted stigma and discrimination’

FG5

‘I will start from the when they started the publicity about HIV, it was scary, when they say

something does not have a solution, the propaganda was all about sex, sex, and | found out that

it was not only through sex one can contract the disease, so the initial publicity about HV was

bad, it gave the public a wrong impression and that is why people are scared’ FG5

‘So in disclosing one’s HIV status, if you do not have educated people who understands the
nature of the disease, then disclosing one status can cause a lot of problem’ FGD5
‘Stigma and discrimination increases because of lack of knowledge about the disease’ FGD6

lack of knowledge
about HIV Education,
treatment

‘I think people discriminate because the disease is mostly transmitted via sexual intercourse’

FGD7

‘Things have changed compared to about 10 years ago, because people are beginning to

understand, | believe the level has gone down because of awareness’ FGD 1

‘Information dissemination is still poor and ignorance is still a thing of concern in our

environment’ FGD2

‘In Nigeria, the rate of discrimination is still very high and may be due to deficiency of some

learning skills to educate people on the virus and what to do’

One way | think the discrimination will disappear is when people are enlightened through the

television, movies and even in the hospitals’ FGD 3

‘The stigma and discrimination has reduced now because government has made provision for
better treatment, HIV stigma and discrimination thrives because of lack of knowledge’ FGD6

Table 1: Display of how the interviews were analyzed.

Non-disclosure, fear and dissolution of relationship

Stigmaanddiscrimination<N loct and alienati
eglect and alienation

Table 2: Effect of stigma and discrimination.

HIV patients who regularly attend the Heart to Heart clinic at
Ajeromi general hospital were selected based on voluntary decision
(informed consent and also voluntarily signed consent forms), treatment
compliance and meeting up with appointments. Conventional content
analysis was adopted to extract both the manifest and latent meaning
of the data.

Setting

The study was conducted in Ajegunle, situated in Ajeromi Ifelodun

Local Government Area in Lagos State; Ajegunle is often described as
the ‘jungle city), as it is the most populated slum area in Lagos state.
It mainly comprises of different multiethnic groups including Ijaw,
Ilaje, Urhobo, Hausa, Ibo, and Yoruba. This study was conducted at the
Voluntary and Counseling Testing (VCT) clinic at the Ajeromi General
hospital. This is a public hospital under the Lagos state ministry of
health, and it provides health care to the overwhelming majority of
the Ajegunle population. The VCT centre is equipped with voluntary
counseling and testing of individuals for HIV infection.

Informants

The participants were selected through purposive sampling of
HIV patient who regularly attends the VCT clinic of Ajeromi general
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hospital. The researcher selected those who were currently attending the
HIV clinic and has been on medications and adherent to medications
and medical appointments, those that had experienced one form of
stigma or discrimination or the other, the participants had gained
enough experience to be able to give an in-depth understanding on the
subject matter. All subjects were interviewed in groups of between 7-10
participants at the hospital in a very quiet environment until saturation
was reached. A total of 7 focused group discussions were performed
and they all fulfilled the criteria for inclusion in the study. Saturation
was achieved after the 6" interview when there was no new information
generated from the interviews; however as a safeguard one additional
interview was done.

In order to follow the narratives of the focused group discussions,
they have been given identity tags: focus group discussion 1=FGD1,
focus group discussion 2=FGD2.

Data Collection

A semi structured interview guide with open ended questions
was used to explore the in-depth understanding of the research topic
and its related problems. Each question was followed by a probing
question to fully grasp their views on the research topic. The focus
group discussions lasted between 30 and 60min and were conducted in
English and tape recorded by the researcher. The interviews were later
transcribed verbatim by the researcher into written text, the informants
were individually approached by the researcher who works at a nearby
hospital close to the VCT clinic and they all agreed to participate in the
study.

The support group of the PLWHA in Ajeromi general hospital was
notified and they informed their members, most of which voluntarily
participated in the focus group discussions

Ethical approval was received from the ethical committee of the
Ajeromi General Hospital, the participants were approached and they
all fixed a time period for the focus group discussions to be conducted,
the participants were informed about the topic and proper description
of the study purpose was made known to them, none of the participants
objected to their inclusion in the study as they were well acquainted
with the researcher. The topics included in the interview guide
involved the participants describing their experiences about stigma and
discrimination while in and out of the hospital.

Data Analysis

After the data collection, both manifest and latent content analysis
were used to analyze what the text of the interviews dealt with, and
describe the obvious and visible components of the data with the intent
of exploring the underlying meaning of the texts [17]. The researcher
listened to each interviews one after the other, then the narratives were
compressed into condensed meaning units while maintaining the full
meaning of the words, after which they were transcribed into codes and
this was done for after each interviews after which codes were extracted
from the text, similar codes were then selected and transcribed into
categories and thereafter into themes with the aim of understanding the
underlying meaning and gaining deeper insights into the research topic.

Research Findings
Two major themes emerged from the study:
Broken relationship and non-disclosure

This theme explains the significance of non-disclosure and its

resulting effect in HIV transmission, the impact of disclosure can be
fatal when someone’s HIV positive status is exposed to an uninformed
and ignorant person causing breakdown of relationship and neglect
especially among couples, families and loved ones.

Category A: Non-disclosure, fear and dissolution of
relationship

According to the narratives of the informants in the focus group
discussions, various factors encourage non-disclosure of status, most
people living with HIV/AIDS (PLWHA).

According to the informants: T asked some women if they are HIV
positive and how will they feel, they said God forbid’ FGD 2.

‘Immediately people know you are HIV positive, they will not want
to associate with you again’ FGD 1.

‘If a person is your friend, there will be some fear and gap but with
time they will associate with you again” FGD1.

‘Like me, my husband does not know I have HIV, because if he
does, he will drive me away’ FGD3.

“The only person that knows about my status is my sister and mom,
unlike my girlfriend when she got to know about 4years ago, ran away’
FGD3.

‘Like me no one knows I have HIV, they will run away if they know
I am HIV positive’ FGDA4.

So in disclosing ones HIV status, if you do not have educated
people who understands the nature of the disease, then disclosing it to
someone else can cause a lot of problemy’ FGD 5.

‘like me when I found out that I was HIV positive and told my
fiancé, he did not marry me because of my HIV status” FGDG6.

Category B: Neglect and alienation: ‘Like my husband got to know
he was HIV negative, he ran away from me’ FGD 1.

Tt is only my sister that knows about my status, even she also
segregates.

‘My husband started discriminating against me, abandoned me, I
am sure it is my husband that infected me’ FGDI.

‘Except those that knows about my HIV status, you see some of
them running away from me, some may stay away from me or even
refuses to use the same toilet after I use the toilet’

‘Even my husband ran away from me maybe because he found out
but then I was having delay in getting pregnant’ FGD?7.

According to the narratives of the focus group discussions, the
consequence of disclosing one HIV status can be detrimental to one’s
personal relationship with close ones and hence such information about
their HIV status are hidden from people so as to avoid discrimination
and segregation, HIV/AIDS is disease that drives a way one’s friend
especially when such closed ones are not well informed.

Poor information contributes to stigma and discrimination:
In the second theme in the research shows that inadequate or poor
information among people in the general population and even health
care workers results in stigma and discrimination.

Category A: Inadequate information strongly leads to
discrimination: According to the narratives from the focus group
discussion, earlier public health messages were poor and depicted an
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infected person with bad image ranging from the unhealthy looking
malnourished and wasted individual to the bad personality display
and hence helped to increase discrimination and the attachment of
promiscuity to HIV also tagged HIV positive people as paying for their
sins.

‘the rate of discrimination is still very high and may be due to earlier
advert based on HIV, initially it was pictured as a death sentence, they
should have used an healthier person to depict an infected person, so
as to let people know that HIV is not a death sentence and that the
infected person still has second chance’ FG3.

‘Like when they act movies, they act it, we will feel like killing
ourselves, but now it has come down’ FG3.

When people discriminate it is because of lack of education, like me
I used to discriminate before I found out that I was HIV positive’ FG 4.

‘they think that if someone has the disease, the person will die
immediately, so that is why they are staying away from us, they are afraid
of it, they are scared that when you have it, you will die immediately’
FG5.

“The bad display both on public and private TV stations and handles
and other various forms of health promotion and messages worsens the
image and promoted stigma and discrimination’ FG5.

T will start from the when they started the publicity about HIV,
it was scary, when they say something does not have a solution, the
propaganda was all about sex, sex, and I found out that it was not only
through sex one can contract the disease, so the initial publicity about
HV was bad, it gave the public a wrong impression and that is why
people are scared’ FG5.

Category B: Lack of knowledge about HIV: The study explains
the importance of education as a pivotal in the understanding of the
disease and its nature, acceptance and the relationship between stigma
and discrimination and education.

Some of the narratives of the focus group discussion and interviews
explain thus,

‘so in disclosing one’s HIV status, if you do not have educated
people who understands the nature of the disease, then disclosing one
status can cause a lot of problem’ FGD5.

‘Stigma and discrimination increases because of lack of knowledge
about the disease’ FGD6.

T think people discriminate because the disease is mostly
transmitted via sexual intercourse’ FGD 7.

“Things have changed compared to about 10 years ago, because
people are beginning to understand, I believe the level has gone down
because of awareness’ FGD 1.

‘Information dissemination is still poor and ignorance is still a
thing of concern in our environment’ FGD2.

‘In Nigeria, the rate of discrimination is still very high and may be
due to deficiency of some learning skills to educate people on the virus
and what to do!

One way I think the discrimination will disappear is when people
are enlightened through the television, movies and even in the hospitals’
FGD 3.

‘The stigma and discrimination has reduced now because

government has made provision for better treatment, HIV stigma and
discrimination thrives because of lack of knowledge’ FGDE6.

Discussion

The findings in the research shows that people in the general
population and even some health care workers also stigmatize PLWHA
and often can be due to inadequate knowledge and information, which
also corroborates similar research in Nigeria by Manjok et al. which
shows that among physicians, nurses and laboratory scientist, lack of
appropriate knowledge about HIV infection and transmission enhances
the negative attitudes of health care workers and often times results in
refusal to treat and care for PLWHA [18].

Accordingtothiscurrentresearch, provision ofadequateinformation
and education can help to reduce stigma and discrimination, other
studies also showed similar findings that information based approaches
such as written information in a brochure, skills acquisition and
building, participatory learning sessions to reduce negative attitudes,
counseling and support ,creation and strengthening of support groups,
regular contact with affected groups ,interaction between PLWHA
and the general public will go a long way in reducing stigma and
discrimination, health education [5,18].

According to a study conducted by Feyissa et al., health care workers
who had higher basic knowledge about HIV, training and educational
levels had lower stigma scores when compared with those with lower
basic HIV knowledge [7].

Similar studies by Audet et al. showed that PLWHA had experienced
stigma in multiple ways, occasionally friends avoided personal
contacts, co-workers and family members often separated foods and
utensils and bosses and colleagues often makes ways to avoid working
with those living with HIV and participants in the study who had never
experienced discrimination carefully chose to whom they disclose
their HIV status in other to avoid discrimination, the experiences
and perception that HIV stigma exists in their community led many
participants to avoid making new friends in other to ensure their status
remain unknown and hidden and this could lead to depression, non-
disclosure to sexual contacts/partners and poorer health outcomes [4].

According to Cloete et al. in South Africa, there is some degree of
unwillingness experienced in disclosing one’s HIV status and results
in stigma and discrimination renders PLWHA prone to rejection by
families, fear of being rejected from their homes and subjected to
violence [19].

According to a study in the Niger Delta area of Nigeria which
explored the rate, pattern and barriers of HIV sero-status disclosure
in a resource-limited setting, the fear of stigmatization and fear of
victimization of confidants spreading the word of accusation and
infidelity and of abandonment were all noted as barriers of disclosure
of HIV status to close ones or relatives Some of the narratives pointed
out that the discrimination against PLWHA is not from outside because
people from outside do not know others status, but more in the health
care facilities where they know their status, hence effort should be
channeled towards training and re-training of HCW, especially nurses,
laboratory scientist and doctors [20].

One of the strengths of the study was that the data collection
through the focused group discussion with the study participants
with diverse life experiences of on stigmatization and discrimination
was able to give adequate and required information on the research
topic.
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Conclusion

Stigma and discrimination has contributed to broken relationship
and promotes non-disclosure of HIV status to sexual partners,
dissolution of families in Nigeria and lack of proper information on the
disease and poor education fuels stigma and discrimination.

Despite much efforts that had been channeled towards reducing
stigma and discrimination, the problem still persist especially in low
resource settings and poorly informed people, it is appalling to see
that discrimination still exist within hospital settings which should be
examples to the outside world especially among health care workers.

Efforts should be directed towards continuous medical and social
education of the health care workers and the general public so as to
change the misconceptions and behavior of people toward PLWHA, if
we are to arrive at zero new infections we have to ensure that stigma
and discrimination is drastically reduced in our society, PLWHA have
rights and should be respected and treated equal.
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