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ABSTRACT

The study examined the lived experiences of adults with HIV and AIDS on Anti-Retroviral
therapy in selected compounds of Lusaka. The study addressed the question, “What are the
contextually lived experiences of adults with HIV and AIDS on ARVs?” The objectives of the
study were threefold; firstly, explore the lived experiences of adults with HIV and AIDS on
ARVs therapy; secondly, to establish factors that might have led to current lived experiences
among individuals living with HIV and AIDS on ARV therapy and thirdly, to ascertain coping
strategies being used in the management of lived experiences of adults with HIV and AIDS on
ARVs therapy. An interpretive phenomenological design supported by qualitative approaches
was used in the study. A sample of 12 adults between the age of 26-53 living with HIV and
AIDS on ART was purposively selected from the population in a selected compound of Lusaka
in Zambia. The research instruments used in the study was interview guides and observation and
checkilists. In data processing, qualitative technique of thematic analysis was used to analyze the
data. The study revealed that adults living with HIV/AIDS on ART experienced physical
changes such as reduced sexual behaviour; enhanced body structure; frequent fatigue and other
physical illness. The study also noted that the outlook on their illness and their lives both in the
past and present tended to be negative. They depicted fear, pain, sadness and anxiety in their
lived experiences. Further, the study showed that there were anxious about their own death due
to illness which included knowing their own HIV status and severe health problems. It was noted
during the study that the respondents also experienced psychological related issues such as anger,
uncertainty, guilt, confusion and depression. Respondents also lived a life of always taking ART
as a fundamental part of their everyday life. The respondents had good experiences of HIV
treatment at their clinics and some commended some support network groups for their support in
terms of emotional and material support. The study recommended regular support financially for
the adults living with HIV and AIDS on ART in order for them to meet the cost of transport to
and from the clinics and as well as support to help with regard to social, material, spiritual and

psychological need as they live with their condition.

KEY WORDS: Lived Experiences, Adults, HIVV/AIDS, Antiretroviral Therapy
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DEFINITIONS OF KEY TERMS OF THE STUDY

Human Immunodeficiency

Virus (HIV): The virus that causes AIDS by infecting
human lymphocytes called T-lymphocytes.

Acquired Immune Deficiency Syndrome (AIDS): A collection of illness resulting from

Lived experiences:

Adults living with HIV/AIDS:

Anti-Retroviral Therapy:

Stigma:

Medical adherence:

infection with human immunodeficiency virus.

It refers to the experiences, which describes the first- hand
accounts, impressions and experiences faced by the people
living with HIV/AIDS during day to day life as elicited
through in psychosocial, and financial experiences of
HIV/AIDS.

It refers to the people living with HIV/AIDS above 18
years of age and diagnosed as a case of HIV as per as the
records and who are attending selected at centers for
treatment in clinics or hospitals.

These are medications that are used to treat HIV. The drugs
do not kill or cure the virus, but they can only prevent the
growth of the virus.

A mark of disgrace associated with a particular
circumstance, quality or person.

The degree to which the person’s behaviour corresponds
with the agreed recommendation from a health care

provider.
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CHAPTER ONE: INTRODCTION
1.1 OVERVIEW

The chapter covers background, statement of the problem, purpose of the study, objectives,
research questions, significance of the study, delimitation, liminations, theorecal framework |,

definitions of operational terms and ends with a summary.
1.2 BACKGROUND

Acquired Immuno-Deficiency Syndrome (AIDS), is a disease caused by human
immunodeficiency virus (HIV). According to Croft (1992), it was epidemically, discovered in
the United States of America in 1981, and later on traced in various parts of the world including
African countries. Fox, et al (2010), states that the human immunodeficiency virus (HIV) targets
cells in the immune system, the body’s defense mechanisms against illness and weakens the
body’s ability to fight against infections and some types of cancer. Thus, virus destroys white
blood cells in the immune system called CD4 cells and replicates itself inside these cells. Fox
etal (2010), adds that as the virus destroys and impairs the function of immune cells, infected
individuals generally become immune-deficient. The body becomes increasingly unable to fight

infections and diseases, hence vulnerable to opportunistic infections and cancers.

According to Pilcher etal (2004), HIV is spread only in certain body fluids from a person who is
infected with HIV to another. These fluids include; blood, semen, pre-seminal fluids, rectal
fluids, vaginal fluids and breast milk. HIV transmission is only possible if the fluids come in
contact with a mucous membrane or damaged tissue or are directly injected into the blood stream
from a needle or syringe. Pilcher etal (2004), adds that HIV can also be spread from a woman
with HIV to her child during pregnancy, childbirth or breast feeding. HIV can also be transmitted
by sharing needles or other sharp objects. The UNAIDS (2020), reports that globally,
approximately there were 76 million people who had been infected with HIV since the start of
the epidemic, and goes on to say that there were approximately 38 million people currently living
with HIV in 2019 up from 30.7 million in 2010. This, therefore, shows a result of continuing
new infections and people living longer with HIVV. The UNAIDS (2020), states further that of the
people living with HIV in 2018, 36.2 million were adults and 1.8 million were children under the

age of 15.



The HIV and AIDS disease has changed the quality of lifestyles for people living with HIV and
AIDS. According to UNAIDS (2006), empirical evidence shows that as HIV disease progresses,
quality of life deteriorates. In addition, people living with HIV and AIDS face physical,
psychological and social problems. Bogart et al (2000), states that HIV has a significant physical
impact on people living with HIVV. When HIV attacks the immune system, it makes it harder for
one to fight off infections that can make a person sick. As the virus weakens the natural defenses,
a person might develop some opportunistic infections. But if a person starts antiretroviral therapy
early, he or she may not have these problems. Furthermore, Antiretroviral drugs, however can
also have side effects on the individual hence, some of which have psychosocial consequences
such as lipodystrophy. It also leads to long term physical side effects such as cardiovascular
diseases and hepatitis. Bonuck (1993), states that psychosocial issues also affect people living
with HIV and AIDS. Bonuck (1993), adds that after being diagnosed, people confronted with
their HIV-positive status are highly stressed and uncertain despite the availability of
antiretroviral drugs. Hence, their lives may be devastated by the need to deal with the new
medical, personal and social situation on how they will manage stigma associated with HIV and
AIDS. Holzemer (2009), adds that research in most cultures finds that adults living with HIV and
AIDS face psychological problems such as stigma. The stigma makes it more difficult for people
living with HIV to cope and manage their illness and makes it difficult for them to fight the

AIDS epidemic as a whole.

According to the UNAIDS Report (2012), HIV is a global threat that cannot be ignored because
of the persistence of new cases despite the knowledge of modes of transmission, methods of
prevention and resources available. The UNAIDS Report (2012), adds that the global effect of
HIV and AIDS in particular, has the potential to impact negatively on societies because of the
associated high-adult mortality rates in some countries, especially in sub-Saharan Africa.
Furthermore, despite the progress made in the response to HIV and AIDS during the last decade,
the HIV pandemic remains one of the most serious challenges and the leading cause of death and
disability in the world.

According to the Report on Global AIDS Epidemic (2006), HIV and AIDS became a pandemic
when the Centre for Disease Control (CDC) reported five cases of rare lung infection

pneumocystis carina pneumonia in young homosexual men in Los Angeles, which heralded a



pandemic of AIDS. In 1983, a retrovirus later named the human immunodeficiency virus or HIV.
HIV and AIDS is a major public health concern and cause of death in many parts of the world.
UNAIDS (2020), notes that the number of people living with HIV in Asia and the pacific region
was estimated 5.8 million in 2019. The region’s annual number of new HIV infections has been
declining by 12% since 2010. However, trends vary from country to country, and the decline in
the region may obscure increases in some countries. In Western and Central Europe and North
America estimated 2.2 million people living with HIV in this region. However, high coverage of
ART plays a key role in the reduction of AIDS-related deaths in the region since 2010 and the
number of AIDS related deaths decreased by 40%, It could also be noted that 4 in 5 people living
with HIV (81%) were on treatment, while 2 in 3 people living with HIV 67% were virally

suppressed.

UNAIDS (2020), reports further that in Latin America an estimated 2.1 million were people
living with HIV between 2010 and 2019, while new HIV infections increased by 21%. In
addition, HIV related deaths fell by 8% in the region overall. Furthermore, in 2019, 40% of new
infections in Latin America occurred in Brazil, which has the greatest number of people living
with the disease (920,000) in the region. UNAIDS (2019), reports that Eastern Europe and
Central Asia had an estimated 1.7 million people living with HIV, including 170,000 newly
infected persons in 2019. In addition, new infections in the region increased by 72% and AIDS-
related deaths increased by 24% between 2010 and 2019. Hence, 99% of the infections in the
region are among key populations and their sexual partners, including 48% of infections

occurring among people who inject drugs.

The WHO (2016), reports that Sub-Saharan Africa has over 25.6 million people living with HIV.
This accounts for two-thirds of the recent overall world HIV infections and more than 70 percent
of all related deaths. Eastern and Southern Africa has an estimated 20.7 million people living
with HIV. The report adds that two-thirds of children living with HIV (67%) are found in this
region. However, despite the significant impact of new infections in the region, death have been
declining by 38% since 2010. Almost all of the region’s nations have generalized HIV
epidemics, that is, their national HIV prevalence is greater than 1%. The WHO (2019), reports
further that South Africa has the highest number of people living with HIV in the world with
estimates of about 7.5 million, while Swaziland has the highest prevalence of HIV in the world.



In addition, The WHO (2019), reports that Western and Central Africa had an estimated 4.9
million people living with HIV. However, new HIV infections among adults declined by 25%
between 2010 and 2019. In addition, women and girls were accounting for 58% of the estimated
240,000 new infections in the region. According to UNAIDS (2018), the life expectancy in many
parts of Africa was declining, largely as a result of HIV AND AIDS epidemic with life

expectancy in some countries reaching as low as thirty-four (34) years.

The UNAIDS (2018), adds that there were a number of initiatives that had been launched in
various parts of the continent that were aimed at educating the public on HIV and AIDS. Among
these were the combination prevention programmes, considered to be the most effective
initiatives, such as the abstinence, be faithful, use a condom campaign, Post Exposure
Prophylaxis (PEP), Pre-Exposure Prophylaxis (Prep) and the Desmond Tutu HIV Foundation
Outreach Program, which was a non-profit organization founded to provide treatment for and
conduct HIV and AIDS research.

In Zambia, the first HIV case was reported in 1984 and by 1991 the Zambia National AIDS
program had recorded fifteen thousand (15,000) cases and accounted for 14% of the total death
(MOH, 2014). It was this statistical data that led to Zambia to declare HIV as an epidemic and a
major public health concern. The current estimates from the Joint United Nations program on
HIV and AIDS (2018), state that HIV prevalence among adults was at 12.0%, 14.6% among

females, 9.3% among males, despite free Antiretroviral Therapy and related services available.

The HIV, has continued to be a burden among many Zambians and indeed remains high and
disproportionately affecting more females than males. According to Bond et al (2003), the
metaphors around HIV and AIDS are riddled with accusations against women for their sexual
deviance, their temptation, their love of money and for spreading HIV. However, HIV is
perceived as a disease of women which was spread by them, hence, more women are more
vulnerable to name calling, gossip, poverty exacerbated by brutal practices such as property
grabbing, widowhood and less income generating power. Bond etal (2003), adds that women are
more likely to be blamed for bringing HIV into the home, resulting in them being chased from
their home or sent back to their close relatives or abandoned when sick.

According to the MOH National HIV and AIDS Policy (2002), HIV and AIDS researchers and

analysts believed that over the course of an epidemic, about equal numbers of men and women
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would become infected but the multi-Centre study. The study revealed prevalence rate of 32%
among females and 25.5% in males in Ndola. However, this imbalance in the sex ratio may
occur because women are more prone to infection than men, hence, lack control over their lives.
For example, women are taught from early childhood to be obedient and submissive to males,

more especially males who command power such as father, uncle, husband, brother or guardian.

In relation to sexual relations, a woman is expected to please her male partner, even at the
expense of her own pleasure and well-being. Bond et al (2003), states that the dominance of male
interests and lack of self-assertiveness on the part of women puts them at risk. Women are taught
to never refuse having sex with their husbands, regardless of the number of partners the husband
may have or his non-willingness to use condoms, even if he is suspected of having HIV or a

sexually transmitted disease (STI).

According to the MOH National HIV and AIDS Policy (2002), research has shown that women
were two to four times more vulnerable to HIV infection than men during unprotected sex
because of the larger surface areas exposed to contact. Similarly, women were more vulnerable
to other sexually transmitted diseases, the presence of which greatly enhances the risk of HIV
infection. Some sexually transmitted diseases present recognizable symptoms in men are often

asymptotic in women and, therefore remain untreated.

Although HIV is a manageable disease today, it is still a pressing health concern with different
consideration by sex, gender, racial, ethnic groups, age, socio-economic status and geographic
location. According to Kimchi (1991), several studies indicate that people living with HIV and
on ARTSs experience disparate health concerns such as access to care, availability of treatment,
quality of care, delayed diagnosis and stigma. However, less information seemed to be available
on what lived experiences of adults with HIV and on ARTs were in various spheres of life such
as: medical; psychological and socio-ecological environments in Zambian compounds or
villages. It is against this background that the study was undertaken in a selected compound of

Lusaka in Zambia.
1.3 STATEMENT OF THE PROBLEM

Although the Zambian government has been poviding free therapy for people with HIV and
AIDS (MOH, 2014, WHO, 2014), and has tried to overcome some of the challenges associated



with the condition including stigma and suffering, less is known of the lived experiences of
persons with HIV and AIDS on Anti-Retroviral therapy (ART) in Zambian compounds from a
medication, sociopsychologican and socio-ecomic point of view. Hence, the question still is,
what are the lived experiences of adults living with HIV and AIDS on Anti-Retroviral therapy in
Zambian compounds? The study, therefore, was an attempt to investigate the lived experiences
of adults living with HIV and AIDS and were on Anti-Retroviral therapy in a selected

compound of Lusaka in Zambia.
1.4 PURPOSE

The purpose of the study was to investigate the lived experiences of adults with HIV and AIDS

and are on Anti-Retroviral therapy in selected compounds of Lusaka in Zambia.
1.5 OBJECTIVES

i.  To establish the lived experiences of adults with HIV and AIDS on ARVs therapy in the
study site.
Ii.  To explore factors that might have led to current lived experiences among individuals
living with HIV and AIDS on ARV therapy in the study site.
ili.  To ascertain coping strategies adults with HIV and AIDS and ARVs therapy were using
to manage their lived experiences study site
1.6 RESEARCH QUESTIONS

i How are the contextually lived experiences of adults living with HIV and AIDS
who are on ARVSs therapy in the study site?
ii. What factors have led to current lived experiences among individuals living with
HIV and AIDS and are on ARVs therapy in the study site?
iii. What are the coping strategies used to manage lived experiences of adults with
HIV and AIDS on ARVs in the study?
1.7 SIGNIFICANCE

The study has established the information on lived experiences of adults with HIV and AIDS on
ARVs. The findings of the study will be useful to counsellors in educational and health
institutions, counselors, teachers, policy makers; clients themselves and other, stakeholders. The

study has also contributed to the existing body of knowledge on lived experiences of adults
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living with HIV AND AIDS on Anti-Retroviral therapy, and can be used as a reference material
for future studies. It is also hoped that reflections on the human experiences of those living with
HIV and AIDS infections would influence the meaning of a humanistically and holistically

counselor’s perspective to society.

1.8 LIMITATIONS

Price and Murnan (2004), states that limitations are those characteristics of design that impact or
influence the interpretations of the findings from the study. They are the short comings,
conditions that cannot be controlled by the researcher that place restrictions on the conclusion of
particular study. The study was limited to (12) respondents living with HIV and AIDS on ART
in Lusaka District of Zambia. Findings of the study may not be generalized for they represent
only views of the sampled population. Consequently, the findings do not represent the views of

the entire population of adults living with HIV and AIDS on ART in Zambia.
1.9 DELIMITATIONS

The study was confined to adults living with HIV and AIDS on Antiretroviral therapy who were
willing to share their experience. The study focused on those living in the study compound in
Lusaka in Zambia because of the high population and that Lusaka has the highest prevalence rate
of Adults living with HIV and AIDS which was about 16% this is According to Zambia
Population Based HIV Impact Assessment report of (2019), hence, the researcher thought it was

worthwhile to conduct the study in one of the compounds in Lusaka.
1.10 THEORETICAL FRAMEWORK

The study was guided by a phase theory of reaction to HIV infection by Nicholas. The phase
theory of reaction to HIV infection can be summarized in three stages. Nicholas (1985), notes
that these stages include, crisis, transitional and deficiency. The reactions to each phase can be
described as exemplified below. Using the phase theory of reaction to HIV infection, this study
recognizes that adults living with HIV and AIDS go through the crisis stage which Nicholas
(1985) notes was the crisis phase that involves periods of anxiety and denial, with shock, guilt,
anger, sadness bargaining and acceptance. It was noted that adults living with HIV infection may
experience anxiety at the time of detection, onset, or progression of HIV infection, ranging

across the full spectrum of anxiety disorders. According to Bravo et al (2010), a previous study
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found that anxiety symptoms were common in HIV patients, but the prevalence of syndromal
anxiety disorders is similar to that in the general population. Bravo et al (2010), add that, recent
studies have revealed that, several people experienced feelings of anger related to HIV infection
and that this was as a resultant negative social reaction. In addition, once a persons’ HIV positive
status is confirmed, he or she has to make life-changing decisions such as whether to inform their
close relatives and friends of their positive status, they have to decide about undergoing
treatment and how to continue with their daily routine activates and decide about the future
sexual relations. Hence, because of their decision, they may become isolated with reduced social
support, may refuse treatment, or even develop psychiatric illness such as anxiety and

depression.

According to Nicholas (1985), transitional phase is the second stage that people go through.
However, this study recognizes that adults living with HIV and AIDS go through a transitional
phase which begins when denial is no longer the dominant emotion, but is suppressed by period
of anger, guilt, self-pity and anxiety. According to Aggarwal (2008), a study was conducted to
ascertain the individual early reactions to the diagnosis of HIV. The results showed that people
diagnosed with HIV commonly go through an initial stage of denial in which they do not
acknowledge having the disease or deny its likely consequences. Nicholas (1985), adds that
patients attempt to find meaning in their HIV status “Why me?”” which is aggravated by social
rejections, loss of self-esteem, changes in identity and personal values. Furthermore, the adults
and patients may become frankly paranoid, viewing the illness as the work of malevolent forces
or people and displaying a suspicious, angry and hostile attitude towards others. At this stage, the
person is in great need of psychological counseling because of the great threat of social

withdrawal.

Nicholas (1985), states that the final phase is the deficiency stage, once the deficiency is met, the
person achieves and becomes comfortable with a new identity and accepts the limits imposed by
his or her disease on his/her life. Nicholas (1985), adds that the people them feel less victimized
by life, become less ego-centric and find satisfaction in altruistic and community activates. This
study, therefore, recognizes that adults living with HIV and AIDS on ART can achieve much
with their lives and become comfortable with a new identity and accepts the limits imposed by
the disease on their lives.  The phase theory of reactive to HIV and AIDS was formed



appropriate to this study as it helps to explore the lived experiences of adults living with HIV and

AIDS on ART in selected compounds of Lusaka.

1.11 CHAPTER SUMMARY

Chapter one provided an introduction to the study. It discussed the background, statement of the
problem, purpose of the study and objectives. Further, research questions were identified,
followed by significance, limitations, delimitation and theoretical frameworks. The chapter has
ended with the chapter and a summary. The next chapter dealt with the review of related

literature.



CHAPTER TWO: LITERATURE REVIEW
2.1 OVERVIEW

This chapter reviewed literature related to lived experiences of adults with HIV and AIDS on
Anti-Retroviral Therapy. The review was discussed under the following subheadings: exploring
the lived experiences of adults with HIV and AIDS on Anti-Retroviral Therapy in terms of
physical, psychological and social aspect of their experiences. To establish factors leading to
current lived experiences among individuals living with HIV and AIDS on ARV therapy, and the
coping strategies being used to manage lived experiences of adults with HIV and AIDS on ARV
therapy. The chapter ends with the knowledge gaps in the current literature and the relevance of
this study.

2.2 LIVED EXPERIENCES OF ADULTS WITH HIV AND AIDS ON ART

2.2.1 Physical Illness related Issues

According to Aggleton et al (1989), physical problems related to HIV and AIDS infection may
or may not display the symptoms associated with the disease in the early stage when the
infection involves human immune system. Hence, many symptoms become apparent and result
in limited human function, such as opportunistic infections and cancer. O’Brien et al (1993),
conducted a three-year longitudinal project designed to identify a data base of the physical and
psychological issues related to 133 participants living with HIV on Art. The authors used both
structured and open-ended questions as both the quantitative and qualitative research tool.
Findings showed that 55% of the group experienced physical symptoms before the diagnosis of
HIV infection was made. These symptoms included such conditions as flu-like symptoms,
lymphadenopathy, upper respiratory tract infection, oral infection and pneumonia. In addition,
O’Brian, et al (1993), adds that fatigue, impaired mobility and nutritional disturbances were the
most common problems that limited the participants’ ability to perform many activities and

affected these people in terms of what they were expected to do or able to do.

2.2.2 Psychological Related issues

Adults living with HIV and AIDS may not be considered the same as living with other
infections. According to Deribew et al (2010), HIV and AIDS imposes a significant
psychological burden to people living with the condition. Usually people living with HIV and
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AIDS suffer from depression and anxiety as they adjust to the diagnosis of their being infected
and face the difficulties of living with chronic life-threatening illnesses. However, many
researchers documented feelings of fear after blood testing and that of the results being found to
be positive. McClain et al (1992), identified stress amongst 36 people living with HIV and AIDS
who are on Art. Findings showed that people living with HIV and AIDS who participated in the
study experienced feelings of fear related to death and dying. Hence, these feelings were
perceived as the major stressor. Kermode (1995), points out that fears of suffering in the future
were also common experiences of people living with the HIV infection.

Firn (1995), adds that HIV infection also affects the interpersonal relationships of an individual.
In his study, Firn (1995), investigated the psychological distress of people living with HIV and
were experiencing fear of rejection from their significant others as well as fear of disruption of
relationships with others. In addition, adults living with HIV and AIDS perceived the feeling of
fear as a significant emotional distress. Furthermore, Firn (1995), reported that the emotional and
psychological anxieties felt by these people were related to three factors, being unprepared for
being told that they were HIV positive, being admitted to hospital for the first time with others
who had HIV and AIDS, and the lack of information associated with their illness.

Maj (1990), states that experiences of uncertainty related to living with HIV is also one of the
reasons, hence he used self-measurement to identify feelings of uncertainty amongst people
living with HIV and AIDS. The results from the study showed that the feelings of uncertainty
were an actual sense of anxiety, especially at the onset of the early symptoms of HIV related
illnesses. Chuang et al (1989), adds that the symptoms raised on awareness of an uncertain future
and signaled a decline in health and physical functioning of those living with HIV and AIDS.
Coward (1994), reported also that these people living with HIV and AIDS experienced living
uncertainty. Their experience was described as an inability to predict periods of their own illness
and how long each would continue. Thiangthan etal (2009), stated that in his investigation on
HIV positive pregnant women, it was observed that two patterns emerged. He gives the patterns
as that of suffering, and that of hope. He adds that Suffering was caused by fear of condemnation

from their spouses, and by fear of disappointing their larger families and friends.
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According to Miller et al (1988), people living with HIV and AIDS felt guilty following HIV
testing. The guilty feelings were related to self-devaluation with beliefs about having engaged in
behaviours that resulted in infection. However, Miller et al (1988), adds that the concern about
having possibly infected others prior to or after testing HIV positive was also included.
Furthermore, Bennett (1990), also noted that in his study, people living with HIV and AIDS
experienced a feeling of guilt when they perceived that their significant others had to care for
them.

People living with HIV and AIDS experience low self-esteem. According to the study of
O’Brien et al (1993), the self-esteem of people living with HIV and AIDS decreased when they
experienced being rejected by the others. O’Brien (1993) adds that when there were changes in
their self-image as a result of a disruption in their relationship with their significant others. A
study by Turner etal (1993), found that the level of self-esteem was positively associated with all
types of social support such as emotional, informational and practical support provided to people
living with HIV and AIDS. Similarly, a study by Lang (1991), found out that high level of self-
esteem of people living with HIV and AIDS might have been as a result of gained support from
others or from the support groups available to them. Lang (1991), adds that the majority of
people living with HIV and AIDS have moderate to high level of self-esteem which may limit
their ability or access to social relationship. However, the findings support that if people living
with HIV and AIDS were better supported and cared, their negative psychological consequences
would have been prevented or at least reduced.

Several researchers have reported that people living with HIV had implicated experiences of
grief, loss and changes to an individual. Martin et al (1993), conducted a study tracking the
effects of bereavement among homosexual-bisexual American men. Martin et al (1993),
discovered that bereavement reactions to AIDS-related deaths were most pronounced amongst
people who were living with HIV and AIDS. The experiences of loss were associated with the
limited social activities and job performance. Martin et al (1993), adds further that the
precedence of illness or the death of someone living with HIV and AIDS was also a factor that
was influencing the loss. However, bereavement coping challenges can be difficult for people

living with HIV and AIDS, hence it can often be accompanied by depression, on illness that can
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affect mind, mood, body and behaviour. It was found out that if left untreated, depression can
increase the risk of suicide, deteriorate in relationship among others.

According to Deribew etal (2010), the risk of committing suicide is significantly high among
people living with HIV and AIDS in order to lessen the shame and grief of loved ones. Many
other studies were conducted to investigate suicidal thoughts and attempts related to HIV
infection. The WHO (2010), observed that several studies have reported rates of suicidal
thoughts and attempt among people with HIV and AIDS. In most of these studies, depression
and HIV and AIDS featured prominently as important risk factors for suicide. For instance,
Deribew et al (2010), studied the prevalence of suicide among people living with HIV in New
York by reviewing the data from the large cohort show that was between 2000 to 2015. Deribew
et al (2010) found out that the rates of suicide were almost always much higher among people
living with HIV than that of 2015. to the general population. Rabkin etal (1993), adds that the
desire to die most likely occurred during the course of infection rather than attempting suicide in
response to the diagnosis of HIV infection. Mazurk etal (1988), found out that most of those
people infected with HIV infection talked of killing themselves at some time in the future, but
few carried out their threats when the time came. Belkin etal (1992), states that the common
factors influencing the suicidal thoughts included the experiences of physical symptoms
particularly being discriminated or isolated from others especially when they disclose their
status.

According to Parker (2000), reported changes in human sexuality related to HIV had a bigger
bearing on people living with HIV and AIDS. Dating, sexual exploration and negotiating
relationships are complicated for people living with HIV and AIDS. However, engaging in
sexual activity since becoming HIV positive requires adults to consider the implications of HIV
transmission to their partners, which involves abstaining or delaying sexual activity, negotiating
condom use to prevent transmission or evaluating the risk of not engaging in safer sex practices.
Marhefka et al (2011), reveals that adults living with HIV may avoid or delay sexual activity
because of their fear of transmitting HIV. This is in contrast to the findings of a Canadian study
by Fernet et al (2007), who found that many adults discussed being afraid of engaging in sexual
activity after being diagnosed with HIV as they felt a sense of responsibility in protecting other

people because they did not want to transmit it to anyone else.
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For adults living with HIV who do engage in sexual activity, there is a relationship noted in the
literature between condom use and the responsibility which was also related to HIV disclosure
that having sex without a condom was acceptable if they had disclosed their HIV status with
their partners. In complementing findings, Rice et al (2006), found that disclosing one’s HIV
status changed the dynamic of responsibility to their partners. Adults felt that HIV disclosure
shifted the responsibility for condom use where some adults felt HIV disclosure was not
necessary if they were practicing safer sex through condom use. This is similar to the findings of
the Canadian study by Fernet et al (2011), who found that adults felt disclosure was not needed if
they were using condoms in order to practice safer sex. However, in the earlier Canadian study
by Fernet et al (2011), the adults talked about their sense of responsibility in protecting other
people, but feared negotiating condom use with a partner because of disclosure and rejection.
Fielden et al (2006), found similar results in their Canadian study where adults were afraid to

disclose their HIV status to girlfriends or boyfriends because of fear of rejection.

In addition, Marhefka et al (2011), also found that women living with HIV took more risks with
regards to sexual behaviour in order to fit in with their HIVV-negative people. In the Canadian
study by Fernet et al (2011), it was found that the sexually active adults used condoms at less
once. Since they found out their HIV status. However, similar to findings from Koening et al
(2010), found that over half of adults who used condoms during their first sexual relationship,
after diagnosis, engaged in a barrier to intimacy and a reminder that they were living with HIV.
According to Fernet etal (2011), their findings illustrate a change in risk perception, with regards
to unprotected sex, especially when their viral load was undetectable and their partners did not
become infected after practicing unprotected sex in the past. According to Deribew et al (2010),
HIV and AIDS imposes a significant psychological burden to people living with HIV and AIDS.
People living with HIV and AIDS often suffer from depression and anxiety as they adjust to the
diagnosis of being infected and face the difficulties of living with chronic life-threatening illness,
for such as shortened life expectancy, complicated therapeutic regimes, stigmatization and loss
of social support, family or friends. Deribew et al (2010), adds that the risk of committing
suicide is significantly high among people living with HIV and AIDS to lessening the shame and
grief of loved ones. HIVV and AIDS influence the psychological coping not only to people with

HIV and AIDS but also those close to them. However, following the death of someone from
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AIDS, family and friends may experience bereavement and loss. Furthermore, bereavement
coping challenges can be difficult for people living with HIV and AIDS hence it can often be
accompanied by depression, an illness that can affect mind, mood, body and behavior. In
addition, if left untreated, depression can increase the risk of suicide, deteriorate in relationship
among others. Pada et al (2002), states that self-esteem for people living with HIV and AIDS is
often threatened early in the process of living with rejection by friends, acquaintance and loved
ones and quickly lead to loss of confidence and social identity and thus to reduced feelings of
warmth or belonging.

According to Selnes et al (2005), people living with HIV and AIDS usually have auditory
hallucinations and are much more common than visual ones, and schizophrenic which is
frequently hearing voices. However, AIDS dementia is common among people living with HIV
who have lost their memories and are unable to recognize other people and the close relatives
within their surroundings. Selnes et al (2005), in study on memory loss in people living with HIV
and AIDS for the assignment and strategies for coping, stated that although the incidence of
HIV- related dementia has decrease significantly in the era of contemporary ART, the prevalence
of memory loss and symptoms remains steady in people living with HIV and AIDS.

2.2.3 Social Related Issues

A number of negative responses to people living with HIV and AIDS has been discussed.
According to Andrews et al (1993), people living with HIV and AIDS experienced negative
social reactions after disclosing their HIV status and this caused people living with HIV to
develop a variety of psychological distresses, which included feelings of being ashamed,
loneliness, depression and loss of self-respect. Shultz (1998), purported that a deficiency of
social interaction, or missing something in one’s life, can result in an individual feeling lonely.
According to Eliason (1993), there are two powerful social stigma related to the social reactions
towards people living with HIV and AIDS. These situations include fear of contracting HIV and
homophobia. Eliason (1993), adds that the fear of contracting HIV and AIDS is a stigma that
most people believe will lead to inevitable death. Northcott etal (1991), conducted a survey of
public opinion regarding HIV and AIDS policies. Because of the public’s fear of contracting
AIDS, they agreed opinion was that health care workers should be screened for HIV and AIDS
to protect the public while the patients in the hospital should be screened routinely for HIV and

AIDS disease in order for them not to infect health care workers Furthermore, Macks (1988),
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notes that adults living with HIV and AIDS were consistently ranked low from the perspective of
physicians when comparing their willingness to treat HIV and AIDS related ailments with their

willingness to treat other illnesses.

2.3 FACTORS LEADING TO CURRENT LIVED EXPERIENCES
2.3.1 Stigma

The UNAIDS (2003), defined stigma as a process of devaluation of people living with or
associated with HIV and AIDS. Herek (1990), states that HIV and AIDS related stigma is used to
refer to prejudice, discounting, discrediting and discrimination directed at people perceived to
live with HIV and AIDS, as well as the individuals, groups and communities with which they are
associated. Badahdah (2010), adds that this stigma makes it more difficult for people living with
HIV and AIDS to cope with and manage their illness and also make it difficult to fight the HIV
and AIDS epidemic as a whole. However, HIV stigma contributes significantly and

independently to the perception of quality of life of people living with HIV and AIDS.

According to Moon (2008), stigma remains the single most important barrier to public action. It
is the main reason why too many people are afraid to see a doctor to determine whether they
have the disease or seek treatment if so. Hence the factors have helped make HIV and AIDS the
silent Killer, because people fear the social disgrace of speaking about it, or taking easily about
the available prescriptions. Holzemer et al (2009), reported six main factors related to the stigma
of HIV and AIDS namely; negative self-perception, social isolation, verbal abuse, healthcare

neglect, fear of contagion and work place stigma.

According to Brown etal (2003), people living with HIV and AIDS experience enacted and felt
stigma. Felt stigma also known as internal stigma or self-stigmatization, refers to shame, blame
and the expectation that persons will discriminate against people living with HIV and AIDS.
Brown etal (2003), adds that felt or internal stigma refers to real or imagined fear of societal
attitudes and potential for persons to discriminate due to undesirable attribute towards HIV and
AIDS.

In a Canadian study by Flicker etal (2005), adults living with HIV felt lonely, stigmatized sad

and depressed and these feelings negatively influenced their ability to access social support
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systems. In addition, a study by Hosek etal (2008), found that adults would self-isolate and
dissociate themselves from their friends soon after diagnosis in order to avoid rejection due to
HIV stigma similarly, Rao et al (2007), found that adults would isolate themselves and hide their
HIV status from their friends or family members because of stigmatizing comments about people
living with HIV and AIDS. The UNAIDS (2017), cites fear of stigma and discrimination as the
main reason why people are reluctant to get tested, disclose their HIV status and take
antiretroviral drugs. One study found that participants who reported high levels of stigma were
over four times more likely to report poor access to care. This state of affairs contributes
significantly to the expansion of the global HIV epidemic and higher number of AIDS related
death.

Verbal stigma is also one of the stigma that people living with HIV and AIDS face. Fetene et al
(2013), states that in a study, participants reported that if one is suspected of being HIV positive
and on Art, he/she was given names that imply that his/her days of staying alive were numbered.
However, Fetene et al (2013), adds that the tendency of labelling people living with HIV or name
calling is part of gossip and accounts for most of the stigmatizing behaviours from the
community. The participants argued that labelling is conceptualized as society’s symbolic

punishment for those who were considered to have violated sexual moralities.

Katz et al (2013), points out that self-stigma and fear of a negative community reaction can
hinder efforts to address the HIV epidemic by continuing the wall of silence and shame,
surrounding the virus. However, negative self judgement resulting in shame, worthlessness and
blame represents an important but neglected aspect of living with HIV. Katz et al (2013), adds
that self-stigma affects a person’s ability to live positively, limits meaningful self-agency, quality

of life, adherence to treatment and access to health care services.

According to Dugue et al (2011), large numbers of people continue to experience various forms
of stigma and discrimination in community interactions with friends and neighbours, thus,
exhibiting high rates of discrimination compared with other categories of people. However,
Dugue et al (2011), adds that many people living with HIV were reluctant to let their friends or
neighbours know of their HIV status, although there were frequent instances of respondents’
HIV positive status being disclosed to friends and neighbours without respondents’ consent.

Furthermore, Deacon (2005), states that in the study respondents expressed fear of being HIV
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positive and being on Art. Their fear was based on the observation that community members
tend to associate HIV positive status with engagement in immoral behaviours. However, the
participants, particularly women, attributed social stigma to community members’ perception
that all HIV positive people were prostitutes or engaged in sex carelessly and that being on

medication means that one was about to die.

According to Grossman (2013), the fear of stigma experienced by people on Art result in non-
adherence to medication through a number of ways. Firstly, because of stigma, a substantial
number of respondents revealed that they fear of being identified by people who knew them,
including health staff at nearby health facilities. Consequently, a person living with HIV may
feel compelled to go to a different community, district or even region to access services for fear

of being known or identified by those who know him or her.

According to Herman (2005), stigma marks people as different and as disgraced, denying
individuals’ dignity, respect and the right to fully participate in their community work or
activities. It may impede access to education, work or even the much needed health care.
However, many people living with HIV respond to stigma in many ways. Such as acceptance,

concealing the identity of ARVs, preemptive disclosure and spiritual devotion.

According to Makowe et al (2008), most people living with HIV and AIDS on Art accept the
condition of being HIV positive and consider HIV and AIDS as no longer fatal and experience a
remarkable improvement in health. However, Makowe et al (2008), adds that the notion of
regarding HIV and AIDS as an ordinary disease has been internalized mainly by people who are
on Art for three or more years. Makowe etal (2008), points out that in a study that some
respondents spoke of the support they received from their families as having contributed to the

peace of mind they were experiencing at the time.

Nachega et al (2004), states that in the face of stigma and discrimination, people living with HIV
are compelled to conceal the identity of ARVs by putting them in an unlabeled envelope, or one
bearing a drug name that is unfamiliar to most lay people. Nachega et al (2004), adds that this
measure was well expressed by one of the respondents that he removed ARVs from their original
container and put them in a plain envelope and then takes them even in the presence of other

people. According to Fetene et al (2013), sharing experiences about taking ARVSs in support
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groups play an important role in handling stigma and discrimination. Furthermore, such groups

constitute a forum for learning about challenges related to living with HIV and taking ARVS.

Most people infected with HIV struggle with issues of disclosure to others, particularly when
first diagnosed. According to Mbonu et al (2009), some people on ART disclose their HIV status
to family members, neighbours and/or work colleagues and talk very freely about it and the
challenges they face, which in turn helps to preempt gossip. However, Mbonu et al (2009), adds
that people of this kind, who disclose and talk freely about their HIV status, can strengthen
others living with HIV by helping them overcome internalized stigma, cope with stigma, rebuild

their self-esteem and develop skills to take leadership roles in anti-stigma education and action.

Hodgson et al (2012), indicated in the previous studies conducted in South Africa documented
that the were low levels of HIV status disclosure among adults living with HIV. Hodgson et al
(2012) stated that Over half of the people having never disclosed their HIV status beyond their
immediate family due to fear of stigma and discrimination along with the associated problems of

rejection, abandonment, abuse and isolation.

2.4 COPING STRATEGIES USED TO MANAGE ADULTS LIVING WITH HIV ON
ART

The Ministry of Health (2018) stated that then there is still no cure for HIV, however, with the
advances in medical treatment and the availability of ART, HIV was being considered on as a
manageable chronic illness. However, developing a healthy, positive lifestyle is a very important
part of managing a person with HIV infection. According to Ministry of Health (2018), Zambia
has responded positively to the challenge of HIV and AIDS by using strategies ranging from
prevention to care continuum in the fight against HIV. In addition, the government recognizes
that HIV prevention efforts must be complemented by care and support initiatives, hence,
positive steps have been taken to provide antiretroviral therapy to all the people living with HIV
in Zambia.

According to the Ministry of Health Guidelines (2018), Zambia implemented the Universal Test
and Treatment Strategy in January 2018. It was noted that although all the people living with
HIV qualify for antiretroviral therapy regardless of the CD4, not everyone was ready to start
straight away then. In addition, it was stated in the Ministry of Health Guidelines (2018), that

health care workers offer routine testing which was the practice of systematically approaching
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patients with an offer of an HIV test when seeking health care, regardless of known factors or
symptoms of HIV infection. The aim of routine HIV testing is to increase the number of people
screened for HIV, support the diagnosis of HIV and link people who are diagnosed with HIV to
clinical services. Rodriguez et al (2016), adds that HIV diagnosis at the earliest possible
opportunity is crucial to maximize the health benefits of HIV care and treatment for people
living with HIV. The WHO (2011), recommends HIV self-testing as an additional testing
approach that will ensure that as many people as possible as tested for HIV. However, HIV self-
testing addresses stigma and confidentiality that may keep at risk individuals from testing
through conventional means.

According to The WHO (2016), partner notification or index testing is a voluntary process
whereby a trained provider, counselor or health worker asks the index patient about potential
exposures, including sexual partners, drug injecting partners, or the patients’ children. Partner
notification testing services are offered to persons diagnosed with HIV, also known as the index
partner. It is a voluntary process and program approach which may support notification with
disclosure or without disclosing names, and may involve an offer of services at different points
in time, such as time of testing and also at ART enrolment.

According to Cohen et al (2008), antiretroviral drugs have great potential to prevent HIV
transmission and acquisition, including through post exposure prophylaxis (PEP) and Pre
exposure prep prophylaxis (PREP) and antiretroviral therapy (ART) for treating and preventing
HIV infection are provided. According to Hosek (2016), post exposure prophylaxis means taking
antiretroviral medicines ART after being potentially exposed to HIV to prevent infection. The
WHO (2018), states that pep should be used only in emergency situations and must be started
within 72 hours after a recent possible exposure to HIV. The WHO (2018), adds that prep or pre-
exposure prophylaxis was an HIV prevention method in which people who do not have HIV take
HIV medicine daily to reduce their risk of getting HIV if they are exposed to the virus. Prep can
stop HIV from taking hold and spreading throughout the body. The WHO (2018), states further
that prep is prescribed to HIV-negative adults and adolescents who are at high risk for getting
HIV through sex or injection drug use. Hosek et al (2016), also adds that when taken daily, prep
is highly effective for preventing HIV infection and studies have shown that prep reduces the
risk of getting IV from sex by 99% when taken daily. In this regard, prep works to keep the virus

from establishing a permanent infection.
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According to Alubo et al (2002), each person living with HIV needs a wellness programme
which is an active programme to encourage HIV infected people to remain physically and
emotionally well for as long as possible. A wellness programme promotes healthy lifestyle where
both regular follow up by a clinic and a support system from the community are important.
However, the media such as radio, television, newspapers, magazines and books also have an
important role to play in promoting wellness.

The people living with HIV need to feel that they are still in control of their own lives and can
play an active role in managing their illness. However, they must also be empowered to make the
best decision for themselves. A good understanding of HIV infection and AIDS helps to reduce
their anxiety and develop confidence and hope. According to the Engender Health (2004), it is
essential that people living with HIV and AIDS practice safer sex. The Engender Health (2004),
adds that the only way of totally preventing the sexual transmission of HIV is to avoid sex. This
might be difficult for most people. However, the risk of HIV infection can be greatly reduced by
changing to safer sexual practices. Condoms must be used every time the person living with HIV

has sex is much safer.

The ABC of safer sex is abstinence that is no sex, be faithful and always sex is abstinence no
sex, be faithful and always use a Condom. Worley et al (2009), states that community support is
also one of the strategies used to manage people living with HIV. If the HIV epidemic is to be
controlled and people living with HIV adequately managed, the community will have to become
actively involved in all aspects of prevention, support and care. However, this mighty be difficult
where poverty, gender inequality, stigma and discrimination are common and HIV infected
people see themselves as helpless victims. Worley et al (2009), adds that local communities must
take ownership of their joint problem and not simply rely on Government to provide the services.
Worley (2009), states that fear, denial, stigma and discrimination will have to be overcome
before a communal sense of responsibility, can be developed and people believe they can
contribute positively to solving the problem and make a difference in their lives and
communities. Furthermore, prevention and management of |[HIV infection must be seen as part
parcel of the same integrated community programme; hence, effectiveness of the members
depend on the active participation of all members. Everyone in the community partnership and

health services becomes important in preventing HIV infection.
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According to Nunes et al (1995), the best ways of supporting someone who is HIV positive is to
encourage them to join a group of people who are also HIV positive. Hence, when they join such
groups, they can share experiences in a safe, non-judgmental environment, group meetings can
also be used to provide education, understanding and hope and this can result in an improved
quality of life. In addition, many people living with HIV and AIDS may adapt to positively
through living their social support networks. Nunes et al (1995), adds that social network,
consisting of some individuals who are linked to ego and roles such as emotional support,
financial, guidance and advise offered to them in a variety of situations. Nunes et al (1995), adds
further, that network studies have shown that family, friends and relatives are important sources

of social support that can provide the different types of support systems.

According to The WHO (2008), volunteer health workers are lay members of the community
who want to help people who are living with HIVV. However, home nursing is the greatest need
because people living with HIV who are sick may need to be fed, cleaned, comforted and cared
for. Therefore, provision of knowledge, skills and support for volunteer health workers is
essential because they play an important role in reducing stigma and discrimination of people

living with HIV in the community.

According to Cohen et al (2008), antiretroviral drugs have great potential to prevent HIV
transmission and acquisition. Other means include, through pre-exposure prophylaxis and post-
exposure prophylaxis, by preventing mother to child transmission and through antiretroviral

therapy that achieves viral suppression.

However pre-exposure prophylaxis should be made available for people who have had a
significant exposure to HIV. Therefore, guidance on the use of pre-exposure prophylaxis, post-
exposure prophylaxis and antiretroviral therapy for treating and preventing HIV infection should
be provided. The WHO (2007), states that guidelines on the use of antiretroviral therapy for
treating and preventing HIV infection have been provided. In this regard, countries should
establish appropriate criteria for risk assessment, develop models of service delivery and decide
on the most strategic combination of antiretroviral and other prevention approaches based on
their country context. Furthermore, particular attention should be given to testing for HIV before

people start pre-exposure prophylaxis in order to minimize the risk of the emergence of HIV
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drug resistance. Hence, HIV drug resistance surveillance should be extended to cover pre-

exposure prophylaxis services if they are introduced.

According to the Zambia National AIDS Council (2018), a lot of HIV prevention programmes
targeted at adolescents and young women exist in Zambia. For example, Zambia is one (1) of ten
(10) countries involved in the DREAMS (Determined, Resilient, Empowered, AIDS free,
Mentored and Safe) initiative to reduce new infections among adolescent girls and young
women. The DREAMS initiative has taken tremendous strides to integrate services and
approaches, and to test innovative ways to address the social drives of HIV, including gender
based violence and gender norms. The programme offers a diverse package of interventions,
including condom promotion and provision, HIV testing and counseling, educational subsidies,
school-based HIV and violence prevention initiatives and parent/care-giver initiatives to change

gender norms in the communities.

According to the UNAIDS (2018), voluntary medical male circumcision (VMMC) has been a
key pillar of Zambia’s HIV prevention strategy since 2007. Zambia’s VMMC package also
includes HIV testing and counseling, risk reduction, wound care and partner testing. Zambia has
adopted 2013 WHO treatment guidelines that recommends anyone who tests positive for HIV
should be started on treatment, regardless of their CD4 count. This is particularly important as
early treatment can increase the livelihood of someone achieving viral load suppression, when
levels of HIV are so low the virus is effectively suppressed and cannot be transmitted
considering the huge increase in the number of people eligible for treatment under these new
guidelines. The UNAIDS (2018) indicates that Zambia has shown commitment to increasing
ART coverage. According to Pakenham et al (1994), indicated that social support from the
community groups were correlated with the health status of the individual. Hence, the worse the

iliness, the more support was needed for the individual.
2.5 GAPS IN THE CURRENT LITERATURE

There has not been sufficient literature on adults living with HIV and AIDS on ART. The
research done in this study area is even inadequate in Zambia as well. There are very few in-
depth qualitative studies that have been done on the lived experiences of adults living with HIV
on ART. However, much of the literature about adults living with HIV is with regard to the

physical illness, psychological and social issues, impact of stigma and how they respond to
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stigma, and on strategies being used in the management of adults living with HIV on ART. The
Zambian case is a very unique one. Although there are non-stigmatization and discrimination
laws, the situation on the ground is different as the people living with HIV and AIDS still
complain of unfair treatment. Hence, there is need to ascertain this through the study. The focus
on adults living with HIV is critical because some of the adults are sexually active. Hence, in
considering stigmatization and discrimination, the study focused on them as they lead their lives

and how they handle the challenges that come with living with HIV and AIDS.
2.6 CHAPTER SUMMARY

This Chapter provided an overview of the current literature on adults living with HIV on ART
with regard to physical illness, psychological, social issues, HIV stigma and how they respond to
stigma and strategies used to manage HIV. It has been noted from the literature that adults living
with HIV are challenged with many issues related to the complications that arise from the
realities of living with HIV and AIDS.
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CHAPTER THREE: METHODOLOGY
3.1 OVERVIEW

This chapter discussed the research design, target population, sample size and sampling
procedures and research instruments. In addition, the data collection procedure, trustworthiness
of data, data analysis, ethical consideration and a summary of the chapter were equally

discussed.
3.2 RESEARCH DESIGN

The study employed an interpretive phenomenological approach. This was supported by a
qualitative approach to data collection. An interpretive phenomenological approach can be
defined as an approach to research that seeks to describe the essence of a phenomenon by
exploring it from the perspective of those who have experienced. It also conjures qualitative
aspect in its design (Kombo and Trump, 2006). The interpretative phenomenological approach
has the potential of helping to bring out the reality from individual’s narratives of their

experiences and feelings to produce in-depth descriptions of the phenomenon.

The goal of a phenomenological method is to uncover the meaning of the lived experiences
through analysis, intuition and describing a phenomenon from individual’s reports in the way
they appear and without any preconceived notions (Parse et al, 1985). However, it is qualitative
in nature because it focused on the commonality of the lived experience within a particular
group. Through this process the researcher constructed the universal meaning of the situation or
experience and arrived at a more profound understanding of the phenomenon. Furthermore, a
combination of data sources which includes interviews and observations were used as research

instruments.

In the gathering of data, interviews and observation were used. These methods are found
appropriate because they gather data about people’s beliefs, perspectives, feelings, motives, past
and present behaviour and events (Botma et al, 2010). The methods also stem from their ability
to capture verbal and non-verbal questions. Hence, the researcher was able to pay attention to
body language and expressions which may indicate levels of excitement or discomfort brought
about by certain questions.
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3.3 POPULATION

Bless et al (2006:98), has referred to population as, “the entire set of objects or people which is
the focus of the research study, and about which the researcher wants to determine some
characteristics.” Therefore, the target population was adults living with HIV and AIDS and on

antiretroviral therapy in the selected compound of Lusaka in Zambia.
3.4 SAMPLE SIZE

According to Punch (2005:101), a sample refers to, “the actual group included in the study from
which data is collected, while a sample is drawn from the population. The sample is studied, in
order to assist in explaining some facts of the population.” A sample of 12 respondents was
drawn into this study consisting of 5 male adults and 7 female adults living with HIV and AIDS
on antiretroviral therapy. The study employed the principle of data saturation to come up with
the sample size. O’Reilly et al (2012), sates that data saturation usually means that data should be
collected until there are no surprises in the data and no more patterns or themes are emerging
from the data. To this effect, a minimum of twelve (12) interviewees were adequate. In relation
to this study, the sample size of (5) male adults and (7) female adults living with HIV and AIDS
on antiretroviral therapy was adequate since they were above the presented minimum standard of
twelve (12).

CHARACTERISTICS OF RESPONDENTS

Participant | Age | Appropriate length | Marital status | Number of | Job description Gender

No. of time of diagnosis children
1 53 4 years Married Two Health worker F
2 36 4 years Married Two Barber man M
3 28 3 years Married Three Unemployed F
4 52 2 years Married One Business woman F

widow

5 26 1 year Single Nil Unemployed M
6 47 20 years Married Four Bricklayer M
7 43 8 years Single One Teacher F
8 27 2 years Single Nil Unemployed M
9 42 1 year Married Three Business man M
10 49 10 years Single Two Nurse F
11 35 3years Married One Unemployed F
12 30 5 years Married Three Business woman F
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The table above shows the characteristics of the twelve (12) respondents who participated in this
study. The table provides data regarding research participants and is necessary for the
determination of individuals as they represent the sample of the target population for

generalization purposes.

3.5 SAMPLING PROCEDURE

According to kasonde (2013), a sampling procedure is a plan that explains how the respondents
for the study are to be selected from the population. A sampling procedure merely helps the
researcher in selecting those to participate in the study. This study used critical case sampling.
Patton (1990), states that critical case sampling procedure is a type of purposive sampling where
the researcher selects a small number of important cases that are most likely to give the
important information about the phenomenon he or she is studying.

In this view critical case sampling was chosen for this study because it allowed the researcher to
develop logical generalization from the rich produced cases. Possible participants were based on
the following criteria; adults who contracted HIV and were receiving HIV treatment, male and
female adults. The sample in this study was drawn from twelve (12) adults living with HIV and
on Art.

3.6 RESEARCH INSTRUMENTS

The major instruments the researcher used in the study were the interview guide and the
observational checklist. According to Seidman (1998), an interview guide is simply a list of
questions that you ask your participants during interview, while observation according to Akinde
et al (2004), is an instrument that is employed by a researcher in which an individual behavior or

situation is observed and recorded.

The interview guide and observational checklist were used mainly to the adults living with HIV
and AIDS. The field notes and audio were recorded to support the observation  of the

participants’ behavior and their interactions. Berg (2007), states that semi-structured interview
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guide allows for in-depth probing while permitting the interviewer to keep parameters out by the

study.
3.7 DATA COLLECTIONS PROCEDURE

Approval was sought from the UNZA-ZOU Ethical Committee. The study site was Phills
compound located within Lusaka District of Zambia. The researcher engaged a research
assistant who helped to identify adults living with HIV on ART in the compound. The research
assistant identified twenty (20) respondents and out of twenty (20) identified, six (6) had
commitment outside town, while two (2) were not willing to be part of the study. Hence, the
researcher remained with twelve (12) respondents. Hence, after consent was given from the
respondents, data collection started immediately. Adults living with HIV and AIDS were
interviewed individually in their homes. In this study, the researcher had a list of open-ended
questions to be covered and worked through them in a methodical manner. In this regard,
similar questions were asked to each participant. The researcher allowed the respondents to
choose a convenient time for the interview. The interview lasted for about thirty (30) minutes
per participant. The interviews were audio recorded and then transcribed. This technique was
chosen, because as Seidman (1998:3), points out that, “at the root of in-depth interviewing is an
interest in understanding the experience of other people and the meaning they make of that

experience.”

Tutty et al (1996:52), adds that, “interviews provide researchers with an opportunity to learn that
which you are able, unable to directly observe in a person’s natural environment, and that is
particularly true when you are interested in learning about a person’s experiences, behaviour,
thoughts and feelings.” The Semi-structured interview design was appropriate for this study as it
permitted a focused exploration of a specific topic. Fossey et al (2002), states that Semi-
structured interviews also allow the researcher to be aware of non-verbal cues which are valuable
for interpreting the participants’ feelings towards certain questions and around various responses
they will give. Sommer et al (1997), adds that the semi-structured interview design does not
restrict the interviewer to a prescribed interview schedule, yet it gives the interviewer the

opportunity to ask the same questions to all the participants.

As questions were semi-structured, the researcher used an interview guide to help ensure that the

same were questions asked to each respondent for data consistency. The researcher also made
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sure that the participants were allowed to take the discussions where they wanted to, so that they
appreciated and were able to exert control over the nature of their interview experience. The
Observation checklist was used to note each participant’s behaviour during the visits, because the
researcher visited the respondents twice in a week for a month in order to observe their behavior
in their natural setting. The field notes were written to support the observation of the
participants’ behaviours and their interactions. Note taking was helpful where non-verbal
communication occurred. Using both techniques served as a way of triangulating the data
sources and enhanced claims for validating (Kimchi et al, 1991).

3.8 DATA ANALYSIS AND INTERPRETATION

The analysis that the researcher used for this study was qualitative technique of thematic
analysis, which incorporated the inductive approach. According to Boyatzis (1998), thematic
analysis is a method to identify, analyze and report themes or patterns within data. Braun et al
(2006), states that thematic analysis is a search for themes that emerge as being important to the
description of the phenomenon. Additionally, it is a form of pattern recognized within the data,

where merging themes become the categories for analysis.

Patton (1990), notes that the analytic process involves moving from description to interpretation,
where the significance of the patterns and their meanings will be highlighted. Therefore, in the
analysis, the researcher used the six (6) steps of thematic analysis by Braun et al (2006), where
she first looked at familiarization with data, generate initial codes, search for themes, review
themes, define and name themes and finally produce the report.

Firstly, the researcher familiarized herself with the data by listening to each recorded interview,
reading each transcript at least twice and transcribing the entire interview so that she would fully
immerse herself in the data and have a better appreciation for the realities of participants’
experiences with HIV and AIDS on ART. After familiarizing herself with the data, the
researcher then started the process of coding. The researcher went through line by line to
generate the initial codes. The researcher generated codes manually by highlighting the different

codes with various colours of highlighter and writing notes on the transcript.

After defining the codes, the researcher examined the various codes from all the transcripts and

searched for possible themes. She also searched for repeated codes, such as uncertainty, stigma,
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guilt, anger, and depression and then she created a table with potential themes from her defined
codes. During the stage of defining and reviewing themes, the researcher generated and
visualized possible themes from the transcripts. The researcher further embarked on the hard
process of defining the themes and including inclusion and exclusion criteria. The researcher
defined and named themes according to the essence of what each theme was about and then she
finalized them on a table. However, the themes and sub-themes that emerged from data analysis
were dealt with in detail in Chapter 4, where findings of the study were discussed. The
discussion to conduct data analysis manually was influenced by the number of participants who
took part in the study and the researcher’s willingness to learn the process of data analysis
manually. However, the intimacy with data that was gained by this process which gave valuable
insights into the lived experiences of adults living with HIV and AIDS who were on
Antiretroviral therapy.

3.9 ETHICAL CONSIDERATION

A consideration of ethical issues is necessary in any research involving human subjects and
especially when dealing with sensitive topics like lived experiences of adults with HIV and
AIDS on Antiretroviral therapy. Ethical consideration concern principles and guidelines, which
researchers must follow in order to ascertain that they do not violate the physical, psychological
and emotional state of the participants of the study during the data collection process. For results
to be acceptable, the study is obliged to follow certain ethical principles. Devos (2002:63),
defines ethics as, “a set of moral principles that are suggested by an individual or group, which
are subsequently widely accepted, and offer rules and behavioural expectations about the most
correct conduct towards experimental subjects and participants, employers, sponsors, other

researchers, assistants and students.”

Before each interview, the researcher explained the purpose of the study to each participant. All
research participants read and signed a consent form prior to their interview. The research
discussions consisted of very sensitive questions and the researcher ensured that each interview
was conducted in a safe environment where the participants had access to a professional
counsellor if necessary. The signed consent forms, audio-recording transcripts and field notes

were kept in a locked file cabinet and on a password protected computer, and each file also had
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password protected to maintain confidentiality in order to protect anonymity and help ensure
confidentiality. All of the research participants’ names were changed to a pseudonym, which was
chosen by the research participants if possible or were obtaining a pseudonym was possible.
Potential risks of this research included the possibility of some adults living with HIV
experiencing an emotional upset as they discussed sensitive sexual health matters or HIV
disclosure or other personal issues. However, options to address emotionally upsetting
experiences included stopping or postponed the discussion, and talking about possible supports
for their distress that were available such as trained counselor, support workers or other clinical
care team professionals. However, ethical approval was received from the university of Zambia

Ethical Committee.

3.10 CHAPTER SUMMARY

Chapter Three has described the research methods employed in this study, including the
qualitative approach, phenomenological approach, population, sampling procedure, data
collection procedure, data analysis and interpretation. In addition, ethical considerations and
protection of human subjects was discussed. The next chapter deals with the presentation of the
findings concerning the lived experiences of the adult with HIV and AIDS on Antiretroviral

therapy.
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CHAPTER FOUR: PRESENTATION OF FINDINGS
4.1 OVERVIEW

This chapter presents the findings of the study. The findings are based on the set questions.

These were as follows:

i How are the contextually lived experiences of adults living with HIV and AIDS
who are on ARVSs therapy in the study site?

ii. What factors have led to current lived experiences among individuals living with
HIV and AIDS and are on ARVSs therapy in the study site?

iii. What are the coping strategies used to manage lived experiences of adults with
HIV and AIDS on ARVs in the study?

4.2 WHAT ARE THE CONTEXTUALLY LIVED EXPERIENCES OF ADULTS LIVING
WITH HIV AND AIDS WHO ARE ON ART?

IlInesses

Adults living with HIV on ART were asked what kind of physical changes they experienced
while living with HIV infection. All the adults living with HIV interviewed indicated that they
developed illnesses related to HIV infection and that they also experienced several changes of
physical effects or illnesses, such as fungal infections in the mouth, chronic tonsillitis, dizziness,
pneumonia, tuberculosis, hepatitis sarcoma, chronic cough, flu, diarrhoea, swollen legs and many

others.

Participant number 5 said, “A lot of little things started to happen, such as a fungal infection in
my mouth, chronic tonsillitis and bottom shooting pain. So they were mild stuff but I started to

think it is normal since the body is no longer the same anymore.”

Participant number 6, who was 20 years and a survivor on Art explained his greatest change

related to his physical illness said:

“I have just been told | have got tuberculosis, hepatitis sarcoma, diarrhoea and have lost

weight.”
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Seven women experienced physical changes as a result of the adverse side effects of the
medication they were taking. The women experienced hypertension and dizziness. Participant
number 10, had three falls and experienced a head injury as a result of hypotension related to the

side effects of the medicine she was taking. She said,

“My blood pressure dropped so much that | was not allowed to walk and had to wear special
stockings to help me maintain blood supply in the body. Unfortunately, | developed neck

problems from the falls.”

Three men explained that they experienced physical illness such as chronic coughs, flu,
pneumonia and swollen legs which appeared from time.

Participant number 9 said, “I normally fall sick from time to time, you will find that I have a dry
cough which does not finish, pain in my chest and even my legs get swollen. Maybe it is because

’

of my condition.’
Sexual behavior changes

Respondents were asked if they ever experienced any changes in their sexual behaviour. Some
respondents in the study narrated that sexual thoughts were their worst enemy such that each one

of them had to struggle with the thoughts especially with their condition.
Summing up their points, Participant number 5 said,

“I told myself that I will never engage myself I any sexual relationship because | am scared of

)

transmitting the virus to others.’

Participant number 8, said that he has realized how his sexual behavior was a risk as he did not

want to infect his wife.

“I was a real man, I could have as many girlfriends/partners as | wanted after all 1 am
handsome and would girls fight over me. unfortunately, my wife didn’t leave me. She really loves

me so much that even if she hears stories about me, she stood with me”
4.3 PSYCHOLOGICAL RELATED ISSUES

Adults living with HIV and AIDS were asked how living with HIV and AIDS affected them

psychologically including their day to day living. The adults interviewed expressed a variety of
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emotional disturbances, which occurred in their day to day living such as anger, guilt, confusion,

depression, discrimination, loneliness, stigma and fear of death.

One of the participants stated that people infected with HIV were “in and out” of an “emotional
cycle” which was disturbing and continued indefinitely. He added that the cycle started after

being diagnosed with HIV infection as follows:

“I have developed an emotional cycle ever since I was diagnosed with HIV, from nowhere when
| start to think of my status, | always experience anger, uncertainty, guilt, confusion, depression

and fear related to death.”
Anger

Participants experienced feelings of anger related to the HIV infection. In the case of women,
they expressed feelings of anger related to the HIV infection resulting to negative social

reactions.

Participant number 11 said, “When I was first told that I am HIV positive, I felt anger towards

my husband because | knew that he was the one who had infected me.”

Participant number 7, felt angry when the results of HIV infection were communicated to her
because she had never anticipated ever contracting the virus as she was faithful to her husband.
She was in pain and felt hurt. She stated that:

“Being positive makes me angry because when | think of the wasted years of my school and
college life, I feel my time has been cut short.”

Uncertainty

Most of the participants were uncertain about their future and some participants such as number
4 asked questions like, “when will I die?” or “how many years am | still remaining with to

live?”

Participant number 12, started that, “/ don’t know what is going to happen in my life later,” and
Participant number 8, added that: “How can I plan my future since I am HIV positive? | will soon
die.”
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Suicidal attempts

Three participants experienced suicidal attempts on two occasions. Their suicidal thoughts and
attempts did not develop before being diagnose HIV positive. Participant number 8 attempted
suicide when his partner rejected him and broke their relationship after he shared his HIV results

with her. It was observed from his contribution when he said that:

“It was so painful to be rejected by the person you love too much especially at a time when you
need a shoulder to lean on. | was devastated and | ended up taking doom but fortunately my

brother found me and rushed me to the hospital.”

Participant number 6, narrated that he attempted suicide twice because he felt that his long term

illness with AIDS was agony and unbearable. He said,

“I am sick and tired of every time going to the hospital. I am tired of taking pills everyday and |
am tired of every infection | do get often. I can’t handle it. I took a rope to kill myself but my
wife found me in time and rescued me. | also tried to drink doom and lucky enough | was rushed

to the hospital and | am still here today.”

Participant number 2 revealed that dying from AIDS was perceived to be great suffering and too

painful to bear, she said,

“I didn’t want to die of AIDS, because I heard a lot of stories that in the last stage of AIDS
people suffer a lot and die in pain. Therefore, I didn’t want to experience such suffering and my

best option was to commit suicide. So when I was about to take doom, my husband rescued me.”
Guilt
Two participants expressed a sense of guiltiness on the issues related to HIV transmission.

Participant number 8 blamed himself for the kind of lifestyle he led before which resulted

acquiring HIV and AIDS by not practicing unsafe sex.

Participant number 9 also blamed himself and he said, “I blame myself because I do not know
what came over me to have an extra marital affair outside my marriage, | am now infected with

HIV and I have also infected my wife just because of my carelessness.”
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Confusion
Three participants described the experience of confusion in different ways.

“I am confused because I don’t know how I acquired the virus because I have only one girlfriend

and I used protection, ” said Participant number 5.

Participant number 1 said, “I am still confused up to now because everything on me is ok

because I don’t have any symptoms of HIV.”

Participant number 11 said, “I am confused because I don’t know how | should tell my relatives

about my HIV status.”
Depression

Some respondents indicated that they experienced depression in their early diagnosis of living

with HIV, resulting into self-stigma. To that effect, Participant number 6 stated,

“I feel sick all the time and I feel all the people I meet know my status so I try by all means to

isolate myself from other people. ”
Fear related to death

All the participants experienced fear of dying and reported feeling anxious about death most of

the time. In most parts of the interviews, they would refer to death.

Participant number 10 said, “I always think of HIV all the time, more especially if | get sick, and

| tell myself that this is the end of me and I will die anytime.”
Participant number 6 said,

“A year ago | was very sick and | was taken to the hospital where | was diagnosed with T.B. At

that time, what was in my mind was that I was dying.”

In summary, adults living with HIV and AIDS in this study passed through many phases in terms
of how the HIV infection affected their lives. Each participant experienced psychological effect

and sexual behaviour change differently.
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4.4 SOCIAL RELATED ISSUES

Respondents were asked to share their social difficulties which they had been experiencing since
they were diagnosed with HIV infection and they were also asked to describe any difficulties or
traumatic experiences they have had in their lives related to their status. All the respondents
viewed AIDS as a “social stigma” and as they frequently experienced rejection, stigma and

discrimination.
Rejection
Participant number 3 said,

“The problem is that when you are HIV positive, a lot of people judge and label you as a

prostitute.”

Participant number 5 said, “l was rejected by my husband because | tested positive for HIV AND
AIDS.”

Two people talked about the disruption of their relationships with their partners that happened

after their disclosure of the HIV infection.

Participant number 8, experienced rejection from his former partner when he disclosed his HIV

status. He said,

“I phoned my girlfriend to meet me at a certain eating place around 18:00hrs. she was very
happy and we chatted for about 30minutes before I could tell her. But immediately 1 mentioned

that | was HIV positive, she ran away from me, I couldn’t even explain further.”
Discrimination

Participant number 4, felt that everyone knew about her HIV status. She felt that she was
discriminated against when she went to a nearby home shop and thought that the shop attendant
feared infected by her. She said,

“I went into the shop to buy bread and | felt thirsty, when | saw water in a small container, |

asked for a cup of water and she told me she cannot share a cup with me and I felt rejected.”
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Avoiding friendship

| observed that some of the respondents in this study seemed to avoid relationships in order to
keep their status secret. | observed that three respondents on several occasions were isolating

themselves from others. Participant number 7 said,

“I don’t have friends. I talk to my sister. She is like a friend to me when I come back from work. I

stay in the house and I don’t go anywhere.”

In summary, adults living with HIV infection in this study experienced social problems such as
discrimination, stigma, and rejection. However, each of them experienced it differently and

coped differently with the challenges that they faced.

45 WHAT FACTORS HAVE LED TO CURRENT LIVED EXPERIENCES AMONG
INDIVIDUALS LIVING WITH HIVAND AIDS AND ARE ON ARVS THERAPY?

Participants were asked to state if they disclosed their illness to their families, friends or other
persons. The respondents who had disclosed were asked how they choose the people to share
their HIV status with. Some participants had stated that they disclosed their HIV status to their
close families while others only disclosed to their close friends. Some of the participants said that

they only to their counselors because they knew that they disclosed were able to keep secrets.
To sum up their responses, Participant number 3 remarked that,

“I disclosed my HIV status only to my mother and my husband because I trust them and they

cannot tell anyone.”

Participant number 2 also stated that, “People talk a lot, I can never disclose my status to anyone
only to my wife and health care providers knows my status because | fear that if the information

about status was known by many, news might spread to others.”
Another participant added that:

“I only disclosed my status to my grandmother and my best friend because trust them and they

cannot disappoint me by telling anyone.”
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Stigma

When the participants were asked how the other person reacted to the news about their HIV
positive status, they responded that their families and friends had accepted them. They added that
this had put their minds at rest. The researcher also asked for those who had not disclosed their
status, why they have not done so. Some of them said they could not disclose their status to
anyone because of fear as they felt that people talked too much, while others because of fear of
stigma. Some however, said that they feared to disclose because they did not know how people
were going to react towards them. All the respondents who did not disclose their HIV positive
status stated that they felt lonely when they talked about their expectations from their social
contacts and the realities of being stigmatized by the society.

Participant number 1 experienced some form of stigma from her husband since he was not HIV

positive. She noted that:

“I view myself as nothing, because of what my husband says to me. He keeps saying to me that
(kaya kanayaka kuti) meaning he doesn’t not know where | got the disease from. | am so angry

with myself.”

Participant number 12 also experienced some form of stigma from her family because she is not
being invited to most of the functions the family holds. She complained that she would just hear

about the functions or gatherings after they had happened. She said,

“| feel the pain of being HIV positive, | am not considered as one of them when there is a kitchen
party or wedding in the family. I am always told not to be found in the places where there are a

’

lot of people because of my condition.’
Loneliness

Two participants expressed feelings of loneliness when they talked about their expectation of
social contacts and the realities of being stigmatized by the society. Participant number 6, who
has been living with HIV for twenty (20) years feels lonely in the way the community treats him.

He said,

“[ feel very lonely. It is like your whole lifestyle has changed or crumbled. It is like | have been

born again because | have lost many of my friends whom we would drink together. My life has

39



really changed, | can no longer go out with my friends because they are nowhere to be seen or
found.”

Participant number 3 felt lonely when her relationships with friends changed because of being

positive. She said,

“It hurts and it is so hard to believe because before my HIV status was known, most of my
friends would call me and I would do the same. All of a sudden, all of that stopped and | was at

home alone all the time. It is not easy I get very lonely.”
Fear of Disclosure

All the 12 respondents expressed great concern about disclosing their positive status to others,
the decision to disclose, to whom and when to disclose was a major issue for them.

Participant number 7 narrated that,

“When I was first told I had the HIV infection | just shared it with my wife because | trust her

and that she is able to keep it as a secret.”
Participant number 9 also said,

“I have only told my wife and my mother, I could not share the information with any of my other

relatives because | fear my HIV status news might spread to others.”
Participant number 1 said,

“l would be judged and blamed by others if I disclose my condition. | did not want any other

person to know about my HIV status except my husband.”
Participant number 6 said,

“People will have judged me if they discovered my condition. | did not want to tell my wife at the
beginning but | had to disclose to her because she had to take all the necessary precautions to
protect herself from getting the virus as well. She is the only person who knows about my status,

no one else knows and she promised me sie will not tell anyone else.”

Participant number 5 indicted that he was so discrete when it came to the issue of his HIV status

and he would not disclose his status even to with his family. He said,
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“I have only told my best friend about my status because my relatives talk too much. If | told

them, they wil/ take me to be a playful man.”
Community based adherence Support

From the observations during data collection, the researcher visited three respondents twice in a
week for two months and during the visits the she inquired whether the Community Based
Adherence Support had visited. The respondents always stated that they had never been visited.
Hence, from this observation, the researcher concluded that adults living with HIV and AIDS

lacked community based adherence to medication and emotional support.

However, the researcher was pleased on two occasions to find another adult (friend to one of the
participants) living with HIV and AIDS had visited. The researcher was introduced to the visitor
who seemed uneasy at the introduction. Nonetheless, he calmed down after further explanation
from the host. Hence, they explained to the researcher that, it was the way they supported one
another which in turn gave them the ability to cope with HIV and AIDS.

4.6 WHAT ARE THE COPING STRATEGIES BEING USED TO MANAGE LIVED
EXPERIENCES OF ADULTS WITH HIV AND AIDS ON ARVS THERAPY?

There were many strategies that the adults living with HIV and AIDS were employing in order to
cope with their HIV positive status. All the respondents despite their different circumstances
noted that for them to cope with their HIV and AIDS status, they had to adapt to their new

‘normal’ or circumstances of living with HIV for the rest of their lives.
Taking ART Treatment

The participants were asked to state whether they were on Antiretroviral therapy and for those
who were, how long have they been on the same. All the respondents stated that they were on
ART treatment. They all recommended the commencement of ART treatment once one was
diagnosed with HIV. They all said that taking ARVs formed a fundamental part of their everyday
life. The participants’ years of taking ART varied from one (1) year to twenty (20) years. They
all reported that they did take their ARVs one everyday but their time varied because others take
their medicine at 18:00hours every day while others do so between 20:00 to 22:00 hours. Most of

the participants identified taking medication everyday as a challenge which reminded them that
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they were living with an incurable disease. However, they all knew and appreciated that being

healthy required total adherence.

Participant number 2 said,

“l only have a chance to live and as such | have to take my pills everyday and eat healthy.”
Participant number 4 said,

“This is my only life, so I have to take my medication everyday.”

Participant number 5 said,

“If I don’t take my medication I will get more sick and die.”
Another participant said,

“I have no option. | have to take my tablets everyday because this is where my life lies.

All the participants reported a number of factors that contributed to their negative experiences of
taking and adhering to their ARVs and some of these include the following; taking medicine (or
ARVs) everyday and at the same time, ARVS regimes being changed to an injection or find a
cure for HIV.

Participant number 10 said,

“I have to drink the pills everyday whether am sick or not and they don’t taste nice. How I wish

they can change them to an injection once a year or every six months. ”
Participant number 6 said,

“l have taken many types of treatments and | feel tired of taking pills for the rest of my life. I wish

they can convert the pills to an injection once in a year.”
Another participant said,

“I wake up everyday so that I can eat and take my medicine. How I wish they can find the cure
for HIV.”
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Family Support

When asked to state if they have any family support or belong to any support group for people
living with HIV and if attending any support group makes it easier for them to live a positive
life. All the participants reported that they were in the care of family members. Some of them

stated that they were experiencing or seeing support from individuals and groups.

Participant number 7 said, “They give me all the support I need and they care and love me This

really makes life a bit easier just knowing that they care.”
Also Participant number 3 said,

“I cannot complain because all my relatives and my wife give me the necessary support,

1

especially, when I am sick they are always there for me.’
While Participant number 5 said,

“I feel loved by my grandmother because when | am busy and When it’s time to get my

medication, she would go and get for me, therefore, I see her as my support.”
Visiting the ART Clinics

All the participants spoke about their long term positive experience of receiving treatment, care
and support services at their clinics which they described as a routine. They all visited their
clinics every after 3 months and for their scheduled checkup. During the visits, participants
reported that they do see their doctor, collect their ART treatment, and attend the support group

sessions.

Participant number 6 said that she never misses her appointments because they were part of her

life and as such they have become her normal routine.

)

“I always come to the clinic and I have been coming for twenty (20) years now.’

Participant number 8 also stated, “rhe experience is that when | am home, | feel like I am the only
one taking ARVs but when | come here and see other adults like me who also take the treatment |

do get reassured and encouraged. ”
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Participant number 4 said,

’

“At the clinic, I meet others like me and I don’t have to pretend when I go there.’
Participant number 12 said,

“Every time | come to the clinic for my appointment, | always get more information about HIV

and AIDS. They explain everything so that | know exactly what is going on and how to lead my

life.”
Seeking out support networks

Most of the participants in the study experienced seeking support from individuals and groups.
These supporters include, their husbands or wives, friends, families, volunteers and staff
members of AIDS community support groups. Some participants reported that at the beginning,
seeking out for support started from people who had closer relationships with them, but then
there were a lot of groups like DREAMS and AIDS Health Society which give support to those
living with HIV.

Participant number 2 would not manage to take care of his family. He only had support from
AIDS Health Foundation (AHF). He said,

“I have a lot of support from the loving and caring people from (AHF) who provide mealie meal

and other requisites to my family every month.”

Participant number 3 said, “I can go to the Determined, Resilient, Empowered, AIDS free,
Mentored and Safe (DREAMS) and they will accept me. They will ask me for help which I need.
It’s good when somebody comes to ask you, “what can I do for you?” I always say to myself that
there are people out there who need me and this makes me feel there is life out there and that |
am still wanted, loved and cared for. | have friends and | have life which is worthy holding on

to.”
4.7 Suggestions to improve lived experiences

Participants were asked to suggest how their lived experiences could be improved. All the
participants said that the Ministry of Health should revisit the three months’ policy of their
receipt of their drugs to six months, while others said the Ministry of Health should introduce a
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Smart Care Card which they could use when collecting their ARVs. Some of the respondents
said the government should carry out more research so that they can introduce one injection or
one single tablet of ARVs for the whole year instead of taking tablets for the rest of their lives

because it is so stressing and cumbersome.
To sum up some of their responses, Participant number 5 remarked that,

“I am not employed and sometimes 1 find it challenging to find transport money to go and collect
my drugs. If they can at least be giving me medicine for six months or a year it will be much
better. ”

Participant number 4 said,

“I have to travel all the way from Kasama where | went to nurse my sister and come back to
Lusaka just to come and get my ARVSs. If they can introduce Smart Care cards in order for one to

get his/her drugs wherever you are it will really help us.”
And Participant number 6 said,

“Let the government find ways to change the ARV pills to an injection which can be given once a

yvear because I am tired of taking these pills.”
4.8 CHAPTER SUMMARY

This chapter presented the findings of the study in line with the study questions. The study found
that adults living with HIV experienced physical illnesses such as fungal infections in the mouth,
pneumonia, tuberculosis, tonsillitis and chronic cough, but the findings further indicated that
they also expressed a variety of emotional disturbances, which occurred in their day to day living
such as anger, guilt, confusion, depression, loneliness, stigma, discrimination and fear related to
death.

With regard to the coping strategies being used to manage lived experiences of adults with HIV
and AIDS, the study found that all participants commended ART treatment after the diagnosis of
HIV. Furthermore, they were all in the care of family members and they also experienced
receiving support from individuals and groups such as volunteers, staff members of AIDS

community support groups and AIDS Health Society.
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This chapter endeavoured to present the findings of the study in a coherent manner through
qualitative techniques. It can be stated that the study has added new knowledge on lived
experiences of adults on ART. It was earlier not known contextually how the lived experiences
of adults living with HIV and AIDS who are on therapy were managing their lives but through
this study, it is established that in the face of stigmatization and discrimination of adults living
with HIV and AIDS. It has also been established that the taking of ART treatment was an

indispensable part of their everyday life situation.
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CHAPTER FIVE: DISUSSION OF FINDINGS
5.1 OVERVIEW

This chapter presents the discussion of findings which will be presented according to the themes
which were identified during the process of data analysis to answer research objectives 1, 2 and
3. These findings are backed up by quotations from the participants where applicable and they
have been subjected to literature control in order to compare and contrast the findings in relation
to the existing body of knowledge. The findings are discussed according to set objectives shown

below:

i.  To establish the lived experiences of adults with HIV and AIDS on ARVs therapy in the
study site.
Ii.  To explore factors that might have led to current lived experiences among individuals
living with HIV and AIDS on ARV therapy in the study site.
ili.  To ascertain coping strategies adults with HIV and AIDS and ARVs therapy were using

to manage their lived experiences study site.

5.2 Lived Experiences of adults with HIV and AIDS on ARVs Therapy

The findings of the study revealed that adults living with HIV experienced recurring or serious
illnesses such as tuberculosis, pneumonia, fungal infections in the mouth, chronic tonsillitis,

hepatitis, sarcoma cough, flu and many others.

This is in agreement with O’Brien (1993), who reported that participants experienced physical
symptoms before diagnosis of HV infection was made and these symptoms include such
conditions as flu like, lymphaepathy, upper respiratory tract infection, oral infection and
pneumonia. Like in this study, the most frequent diagnosis among respondents was oral

infection, pneumonia and tuberculosis.

An analysis of responses of adults living with HIV showed that sexual thoughts were the worst
nightmare that each had to struggle with. Some respondents believed that changing sexual
behaviour after they tested positive was a way of avoiding transmitting the virus to others while

others thought that avoiding engaging themselves in any sexual relationships was helping them
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to avoid infecting others. This is in agreement with Parker (2000), who reported that sexual
behaviour changes among people with HIV infection is considered an important part of an
individual’s life. In these studies, like in this study, two respondents indicated that fear of
transmitting the HIV to others was a major reason for the study. This was confirmed by their

expressions of having mentally active sexual sensation.
5.3 Psychological Related Issues

Some findings revealed that adults living with HIV and AIDS on ART experienced a variety of
emotional disturbances, which occurred in their day to day living such as anger, guilt, confusion,
loneliness, depression, fear of death and discrimination. The findings indicate that some
participants experienced an emotional cycle which was disturbing and continued indefinitely. It
was noted that all the participants felt anger when the results of HV infection were
communicated to them. This finding is similar with the study by Bennett et al (1990), who found
that feelings of anger experienced by the people with HIV infection were experienced both
directly and indirectly. In this study, both types of anger were also found. For example, several
respondents felt direct anger towards people who infected them, towards the HIV that affected

their life span, and towards people who rejected them.

The findings of the study further established that adults living with HIV expressed a sense of
guilty on the issues related to HIV transmission. This finding is congruent with the study by
Miller (1988), who found that people with HIV felt guilty following HIV testing, and the guilty
feelings were related to self-devaluation with a belief about having engaged in behaviours that
resulted in HIV infection and also of spreading the HIV to others. In this study, two respondents
expressed the feelings of guilt by having possibly infected others prior to or after testing HIV

positive.

In addition, the findings revealed that adults living with HIV were uncertain about their future
because they could not tell if they would die soon or how many years were remaining for them to
live. These findings support findings from previous study by Maj (1990), who indicated that the
feelings of uncertainty by people living with HIV were an actual sense of anxiety, especially at
the onset of the early symptoms of HIV related illness. The respondents described the feelings of

uncertainty related to the future course of illness, social reactions and their future. However,
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these feelings of uncertainty of one’s life may not be different from those of other people who

may have suffered from other fatal illnesses.

The study also established that some adults living with HIV and AIDS on ART described the
experiences of confusion in different ways because they could not understand how they acquired
the virus. In additions, one respondent could not believe that he had a virus because he did not
have symptoms of HIV. These findings are similar to that of the study by Cohen (1990), who
indicated that feelings of confusion by people living with HIV infection may be explained as
human response to changes in an individual’s physical health when the course of illness is
unknown. He also found out in his study that some Australian homosexual people believed that
HIV infection would never happen to them because they practiced safe sex.

In this study, some respondents experienced confusion after they were diagnosed with the HIV
infection. It was found that the question “Why me?”” was often asked by people with potentially
fatal diseases. However, the experiences of confusion were related to the diagnosis of HIV
infection and physical illnesses related to HIV. They did not know what happened next. Hence,
being diagnosed HIV positive as reported resulted in a crisis situation where by support was

needed.

The findings revealed further that adults living with HIV and AIDS on ART experienced a
feeling of depression in their early diagnosis of living with HIV resulting into self-stigma. These
findings are similar to that of the previous study by Deribew et al (2010), who indicated that
people living with HIV and AIDS often suffer from depression and anxiety as they adjusted to
the diagnosis of being infected and that they would face the difficulties of living with chronic-
life threatening illness such as shortened life expectancy, complicated therapeutic regimes,

stigmatization and loss of social support, family or friends.

The study established about that the most frequent experienced feeling among the respondents
was depression which was as a result of acceptance of living with the HIV infection. The
findings of the study further established that adults living with HIV and AIDS on ART
experienced fear of dying and reported feeling anxious about death most of the time. These
findings are consistent with the study by McClain et al (1992), who indicated that the feelings of

fear related to death and dying were perceived as major stressors amongst the people living with
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HIV infection. In addition, Holstad et al (2012), points that participants in his study had

difficulty in incorporating HIV in their lives.

It was noted, in this study that the fear of dying might be explained as a common human
response to terminal illness which was not different from that of other fatal diseases, such as
cancer or Corona Virus Disease 19 (COVID 19). In addition, the findings from the study
revealed that adults living with HIV experienced attempts to commit suicide on two occasions.
And their suicidal thoughts and attempts developed after the diagnosis of HIV infection. These
findings support findings from previous studies by Deribew et al (2010), who reported that the
risk of committing suicide is significantly high among people living with HIVV and AIDS to
lessen the shame and grief of loved ones. Mazurk etal (1988), also states that most of the people
living with HIV infection talked of killing themselves at some time in the future, but few carried

out their threats when time came.

In this study, three participants experienced suicidal thoughts and attempts because of the illness
itself which affected the individuals and also the psychological distress related to social rejection
resulting from HIV and AIDS.

5.4 Social related Issues

The findings of the study revealed that some of the adults living with HIV viewed HIV and
AIDS as a social stigma” and frequently experienced rejection by their own loved ones, families
and by the society. These findings support the findings from previous studies by Andrews et al
(1993), wo indicated that people living with HIV and AIDS experienced negative social
reactions after disclosing their HIV status and this caused them to develop a variety of
psychological distress which include self-isolation, shame, loneliness, depression and loss of
self-respect.

In this study, many respondents experienced social rejection by being categorized as prostitutes
particularly those who were single. However, public media related to HIV prevention appeared
to have an important role not only in increasing public awareness of HIV, but also influenced

positive individual attitudes towards the people with HIV infection.

In addition, adults living with HIV revealed a great deal of discrimination which emerged as the

phenomena of being stigmatized and rejected. These findings were similar to the study by
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Eliason (1993), who pointed out that there were two powerful social stigma related to the social
reactions towards people living with HIV and AIDS. However, these reactions include fear of

contracting HIV and homophobia.

In this study, the respondents viewed HIV and AIDS as a “Social stigma and perceived

themselves as being discriminated against their HIV status was disclosed.

To sum up the lived experiences of adults with HIV and AIDS, further observation from the
study revealed that some of the respondents avoided relationships with other people in order to
keep their status secret. This finding is consistent with other research studies in South Africa by
Peterson et al (2010), who found that people living with HIV were isolating themselves from
others and were more likely to experience problems. It was further observed in this study that
some participants avoided relationships and this affected their social interactions whereby they

ended up separating themselves from their friends.

5.5 FACTORS LEADING TO LIVED EXPERIENCES
Stigma

The study established that most of the adults living with HIV and AIDS on ART showed that
they experienced stigmatization by individuals and by society and this affected their ability to
engage themselves in most activities that other people without HIV do. These findings support
the findings from previous study by Brown et al (2003), who indicated that people living with
HIV and AIDS experience enacted and felt stigma also kwon as internal stigma or self-
stigmatization which refers to shame, blame and the expectation that persons will discriminate

against people living with HIV and AIDS infection.

In this study, it was established some respondents also experienced stigma and that they felt that

they were being discriminated by individuals, family and the society.
Loneliness

The findings of the study further established that adults living with HIV and AIDS on ART
expressed feelings of loneliness when they talked about their expectation of social contacts and
the realities of being stigmatized by the society. This finding is similar to the findings of Schultz
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(1988), who purported that a deficiency of social interaction or missing something in one’s life
can cause an individual to feel loneliness. In this study, it was noted that respondents felt lonely
when they experienced prejudice and discrimination because they lost friendships as a result of
being HIV positive.

Fear of disclosure

The findings of the study revealed that adults living with HIV and AIDS on ART expressed
great concerns about disclosing their positive status to others. It was noted that the decision to
disclose, to whom and when to disclose was a major issue to them. These findings are similar to
the previous studies conducted in South Africa by Hodgson et al (2012), who documented low
levels of HIV status disclosure among adults living with HIV. Hodgson et al (2012), adds that
over half of the people having never disclosed their HIV status beyond their immediate family
due to fear of stigma and discrimination along with the associated problems of rejection,

abandonment, abuse and isolation.

In this study, it was established self-disclosure of HIV status by the respondents was related to
perceived lack of trust of other family members, friends, or other people to keep the secret and
fear of stigma and rejection.

Community based adherence Support

It was established from the observation of the participants in the study that adults living with
HIV and AIDS on ART lacked adherence support through home visits by community based
health workers or volunteers in order to enhance adherence. This is in agreement with the
assertion by Holstad et al (2012), who indicated that in a perspective observational cohort study
they compared advocates to patients receiving clinic based care and found that patients receiving
home visits were significantly more likely to be retained in care with a suppressed viral load after
one year. It was noted, in this study that in order to achieve 100% adherence, there was need for
community based health workers to visit the people living with HIV and AIDS in order to help
them enhance their adherence to their treatment.
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5.6 Coping strategies
Family support

It is interesting to note that adults living with HIV and AIDS on ART reported that they were in
the care of family members and recognized the central role that their families were playing in
helping them cope with both illness and life in general. These findings are similar to several
studies by Hazra et al (2010), who pointed out the importance of a supportive family in enabling
adults living with HIV to cope with HIV. It was also noted from the respondents in this study
that family meant having people who loved them unconditionally despite their HIV status. Hence
such people understood the illnesses of the people living with HIV and AIDS that they would
support them even when they fell ill. The study established further that where there was strong
family support system, the adults living with HIV and AIDS were able to disclose their status

knowing that the family would stand by them and support them.
Taking ART Treatment

It was established that all adults living with HIV and AIDS on ART in the study commended
ART treatment after the diagnosis of HIV. They all expressed hat taking ARVs formed a part of
their everyday lives. They all reported that they took ARVs once every day, although their time

of taking medication varied.

This finding is consistent with other studies by Cohen et al (2008), who indicated that
antiretroviral drugs have a great potential to prevent HIV transmission and acquisition, including
Post-Exposure Prophylaxis (PeP) and Pre-Exposure Prophylaxis (PreP) and antiretroviral therapy
for treating and preventing HIV infection. In another study in South Africa, Petersen et al (2010),
indicated that adults living with HIV infection identified the importance of the availability of life

prolonging medication in assisting them to cope with HIV infection.

In this study, it was noted that all the respondents spoke about their long term positive
experience of receiving treatment consistently which was related to their being able to live a

longer healthy life.
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Visiting ART Clinics

It was established that all the adults living with HIV in the study spoke about their long term
experiences of receiving treatment, care and support services at their clinics which they
described as routine. The respondents all visited their clinics every after three (3) months and for
their scheduled checkups. These findings are similar to previous findings by Midtbo et al (2012),
who indicated that people living with HIV infection feel strengthened to engage with others who
have a similar illness and life experiences as oneself, which can play an important part in
preventing the feeling of depression and loneliness in one’s situation and enhance the feeling or
sense of belonging. In this study, respondents talked about how the health care providers helps
them to understand their illness, specifically matters regarding to HIV and AIDS including issues

pertaining on relationships, sex, family planning and pregnancy.
Support Networks

In terms of support networks, some of the coping strategies for adults living with HV and AIDS
in the study, it was established that most of the respondents in this study experienced seeking
support from individuals and groups such as husbands, wives, families, friends, volunteers,
health care providers and AIDS community support groups. These findings are congruent to ones
from the study by Pakenham et al (1994), who found that social support correlated with health

issues. The worse the illness, the more support needed by the adult living with HIV and AIDS.

In this study, respondents who accessed support from various groups revealed how beneficial the
support provided was to them. It was established that the enhancing the quality of their lives. In
addition, they also had an opportunity to maintain social activities with people who accepted

them.
5.7 Suggestions to improve lived experiences

The study established that adults living with HIV and AIDS recommended that the Ministry of
Health should revisit the three months’ policy of their collection of their drugs to six months or a
year, while other respondents stated that the Ministry of Health should introduce a Smart Care
Card for one to access ARVs at any place in Zambia. Some respondents also said that the
government should carry out more research on ARV drugs so that it can introduce one injection

or one tablet for a year instead of taking tablets everyday which was stressing to them.
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This finding is in agreement with McCathy (2017), who indicated that in just eight (8) of
Lusaka’s fifty-six (56) facilities that were visited, many stable patients were leaving their visits
with only one (1) or two (2) months’ supply of antiretroviral drugs. He added that only 46% of
stable HIV treatment patients received a three (3) months’ refill supply of ARVs, despite it being

a national policy for stable adult patients.

It was noted that some people living with HIV would arrive early in the morning in order for
them to receive their drugs early the crowds but would often be greeted by long queues and this

added their stress.

In this study, respondents suggested that the Ministry of Health should revisit the three (3)
months’ refill on ARVs to six (6) months in order to cut down on the cost of the transport and

stress of queuing up whenever they have to collect their medicines.
5.8 CHAPTER SUMMARY

The findings from the study on lived experiences of adults with HIV and AIDS on ARVs
therapy revealed that adults experienced recurring illness, sexual behavioural changes, emotional
disturbance, anger, guilt, uncertainty, confusion, depression, fear related to death and suicidal

attempt.

In addition, the findings also revealed that adults living with HIV and AIDS also experience

social related challenges such as frequent rejection, discrimination and avoidance of friendship.

The findings also revealed that there were a number of factors that led to lived experiences such
as stigma, loneliness, fear of disclosure and people’s attitudes towards them. With regards to
coping strategies, the study found that participants were in the care of family members and they
recognized the cardinal role their families played in helping them cope with both illness and their
lives in general. Furthermore, the participants expressed that taking ARVs formed an
indispensable part of their everyday lives. The respondents also shared, both the positive and
negative experiences of visiting their clinics every after 3 months and for their scheduled

checkups and seeking support from individuals and groups.
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This chapter endeavoured to discuss the findings of the study in a more coherent manner through
qualitative techniques. The next chapter gives the conclusion and further recommendations based

on the study’s findings.
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CHAPTER SIX: CONCLUSION AND RECOMMENDATIONS
6.1 Overview

While the previous chapter discussed the findings, this chapter summarizes the entire study, and

the chapter ends by suggesting areas of further research.
6.2 Summary

The purpose of this phenomenological study was to explore the lived experiences of adults living
with HIV and AIDS on ART. The findings indicated that living with HIV affected all aspects of
an individual’s life. The meaning of living with HIV and AIDS for the respondents in this study
was captured into five major themes, which included physical changes, social issues, stigma and
coping strategies. The respondents in the study experienced multiple changes. They endured
tremendous hardship of their physical illnesses and sexual behavior changes. They also
experienced loss of relationships with their significant others because of the fear of contracting
the virus. Some respondents in the study experienced a lack of friendship as most of their former

friends shunned them. This resulted in most of them being lonely.

Some respondents living with HIV infection in this study experienced suicide attempts. The
factors precipitating suicide attempts were related to the fear of suffering death from AIDS
psychological distress developed in relation to long term illness and disruption of relationships
with a lover and subsequently influenced suicide attempts. A great amount of psychological
problem was reported in relation to the HIV illness itself and its impact on the participants which
included social rejection and disruption of relationships with others. The respondents
experienced feelings of fear related to death and dying, confusion, guilt and loneliness. The
respondents also experienced social rejection, social discrimination and stigmatization from
various sources such as their loved ones, friends and society in general. The study respondents
had tried to deal with the difficulties by utilizing various strategies such as concealing their HIV
status and isolating themselves from others which were used in order to avoid facing social
rejection. The participants disclosed their HIV status to those they trusted, they were able to

obtain emotional support.

The emotional distress related to the fear of dying was released by maintaining optimum health.

Medical monitoring was regularly practiced. The experiences of living with HIV and AIDS on
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ART captured in this study led to the conclusion that HIV infection had a significant effect on an
individual’s day to day living. However, the dimensions underlying this phenomenon, the
experiences of living with HIV and AIDS were identified and presented as chronic illnesses with
a significant impact on social stigmatization on human beings. This study showed that adults
living with HIV and AIDS on ART need sufficient support from the family, friends, healthcare

workers and society in general.
6.3 CONCLUSION

The main objective of the study was to explore the lived experiences of adults with HIV and
AIDS on ARVs therapy. Based on the findings, the study concludes that adults living with HIV
and AIDS experienced frequent illness, sexual behaviour changes, emotional disturbance, anger,

guilt, uncertainty, confusion, depression, fear related to death and suicidal attempt.

Although the study showed that adults living with HIV and AIDS on ART needed a lot of
support from the family, friends, health care providers and society. It was noted from the study
that all adults interviewed suggested that there was need for the Ministry of Health to revisit the
three (3) months’ policy of refilling ART to six (6) months or one year in order to reduce on the
stress of looking for transport money and long queues that they had to endure at the health

facilities.
6.4 RECOMMENDATIONS
Based on the findings above, the following recommendations are hereby made:

I. The Ministry of Health should revisit the three (3) months’ policy on refill of ARVs to
six (6) months or a year in order to reduce on the burden of transport on adults living with
HIV.

ii. The Ministry of Health should introduce a Smart Care Card for any person living with
HIV to access ARVs in any other town or district where he or she is found during the
time of collection of drugs in order to minimize movement from one place to another.

iii.  The Ministry of Health should employ community based health workers in order to

support adherence to adults living with HIV and AIDS.
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6.5 FUTURE RESEARCH

Avrising from the research findings of this study, some other aspects of this study area may need

to be studied further. The areas of the study which may be studied include:

Social support and coping strategies that came to light during the analysis. Further research
will require other researchers to make a more concerted effort to include participants who are
less connected with the community support groups. It is also necessary to explore how
people with HIV receive support from their families and how the support affects the value

and meanings of their lives.

Research in relation to the use of religious beliefs to enhance an individual’s inner strength is
also essential in order to appreciate well the lived experiences of adults living with HIV and
AIDS and ART.

It is also recommended that a larger randomly selected sample, covering a larger
geographical area be drawn in future research studies in order to improve the generalizability
of the findings. In addition, the inclusion of health care providers and caregivers in a follow
up study would provide a valuable holistic view on the lived experiences of adults living with
HIV and AIDS and are on ART.
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Appendix i: Information form

Dear Sir/Madam,

| wish to kindly introduce myself and the purpose behind this interview guide. Am currently
conducting a study as a final part of a Master Degree in Master of Science in Counselling at the
University of Zambia. The purpose of this study is to explore your experience of living with HIV
and AIDS and on ART. | am hoping that the results of this study will assist in understanding
persons having HIV infection. Not only do | hope for a change in social attitude, but the results
may contribute to our knowledge in caring for persons with HIV and AIDS.

I would like your permission to include you in this study. Your information will be very valuable
and important to help people uncover and understand the real experience of HIV infected
persons. The study will take approximately an hour of your time for the interview. This will
involve asking you to describe your experience after having HIV infection.

Your participation is purely voluntary, and you may withdraw at any time. Whether you agree to
participate or refuse to do so, your treatment will not be affected in any way. You will remain
anonymous in the study.

If you agree to participate, please sign the initial of your first name on the consent form at the
bottom part of this letter.

Thank you for your time.

Phyllis Nyirenda.
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Appendix ii: Consent Form for adults living with HIV and AIDS
I

Initial Name

Have read and understood the information and agree to participate in this study. | have had the
method of maintaining my anonymity explained to me. | am assured that my identity will not be
disclosed during the study or when the study is completed. All my questions have been answered
to my satisfaction.

Signed informant Date

Signed Researcher Date
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Appendix iii: Interview Guide for Individuals Living with HIV and AIDS and on ART
1. Personal Information

Gender: Male: ...... Female: ... ......

Marital status: Married...... Single...... Widow.... Widower...... Divorced......

Age: ... ... Job description: ... .......

Number of children: ....................

2. (a) Can you share with me how you first became aware of your HIV AND AIDS status?
(b) Who told you, when, where, what were the circumstances?
(c) How did you feel when you learned about your diagnosis results?
(d) What did you do to come to a level of acceptance of your current condition?
3. What physical change have you experienced while living with HIV infection in terms of......
(@) Hlness
(b) Sexual behaviour change
4. (a) How has your life been since you found out you were HIV positive?
(b) How does living with HIV affect your day to day living?
5. (a) Have you disclosed your illness to your family, friends or other persons?
(b) For those to whom you have disclosed, how did you choose these people to share your
HIV status?
(c) What were the circumstances?
(d) How did the person (s) react to this news?
(e) How did you feel yourself after disclosing to him or her or them?
(F) For those you have not disclosed to, why have you not disclosed to these people?
6. Are you on Anti-retroviral therapy and for how long have you been on ART?
7. (a) Do you attend any support group for the people living with HIV? Why?
(b) Does attending any support group make it easier for you to live a positive life?

8. Any suggestions on how your lived experiences could be improved?
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