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Background: The HIV/AIDS pandemic has had a profound impact on patients’
lives on all fronts, as well as on society. Examining adult PLWHA experiences
from various angles helps find gaps, develop plans, and put policies and
coping mechanisms in place. Therefore, this study aimed to explore the lived
experiences of adult patients receiving ART at Werabe Comprehensive
Specialized Hospital in Ethiopia.

Method: A qualitative approach with a phenomenological study design was used
from March to June 2022 among 12 purposively selected adults on ART at the
Worabe Comprehensive Specialized Hospital. Data were collected using semi-
structured, open-ended questions. In-depth interviews were audiotaped,
transcribed verbatim, and analyzed using qualitative data management
software (ATLAS Ti version 7.1.4). The findings were summarized under five
themes by applying inductive thematic analysis.

Results: This study explored five themes that included (I) experiences at the time
of diagnosis of their positive HIV Status with two sub-themes: inappropriate
counseling and difficulty in accepting positive results; (ll) disease management
skills with three sub-themes: ART Initiation, Perceived health importance of
ART; (Il) Enacted stigma with two sub-themes: Stigma & Discrimination and
Disclosure; (IV) Experiences towards gaining support with three sub-themes:
Family care, Peer/social support from organizations and Hospital and Health
professionals’ care; and (V) perceptions towards health status and feelings
about their status with three sub-themes of living as normal life, feeling about
their HIV status and vision of purposeful life.

Conclusions: Creating educational initiatives and consistently educating the
public about health issues can greatly increase public knowledge of HIV, alter
perceptions of the virus, and influence how others behave when interacting
with people with HIV/AIDS. This mental shift fosters social support and lessens
the obstacles to the acceptance of infection by PLWHA.
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HIV/AIDS is a global pandemic with cases reported in virtually
every country. The goal of ending the HIV epidemic as a threat to
public health is fast approaching (Sustainable Development Goal
3.3), so it is imperative to assess current social and behavioral
trends and track global progress towards reducing HIV incidence
and mortality (1). In 2022, 39.0 million people were living with
HIV. Women and girls made up 37.5 million adults (15 years and
older) and 53% of all HIV-positive individuals. Approximately
86% of people living with HIV were aware of their HIV status;
however, approximately 5.5 million people were unaware that they
were HIV positive (2, 3). Following that, 2022, 29.8 million people
had access to ART, up from 7.7 million in 2010. In 2022, 76% of
people living with HIV received treatment. Approximately 77% of
adults aged 15 and older living with HIV had access to treatment (3).

With significant advances in antiretroviral therapy (ART), AIDS
has progressed from acute to manageable chronic (HIV) infection,
with improved immunity, viral suppression, and health-related
quality of life in people living with HIV/AIDS in various countries,
including Uganda, Tanzania and Ethiopia (1, 4-8). This progression
has changed the lived experiences of PLWHA, exposing them to
learning, coping, and managing their condition (2, 9). Ethiopia has
a clear policy to improve access to medication and the quality of
life of people living with HIV, and the national ART coverage has
increased. However, living with HIV remains challenging for
multiple complex reasons, including socio-demographic, economic,
physiological, and psycho-emotional disturbances that
occurred in the lives of individuals living with HIV/AIDS (10).

The phrase lived experience pertains to the natural world in

have

which humans live or exist through and respond to experiences.
HIV/AIDS refers to the content of thoughts, feelings, and
observations in the context of adults living with HIV, starting
from the date of a positive diagnosis, undertaking ART and self-
management skills, and the overall quality of life and feelings
towards HIV/AIDS (11).

Hence, exploring the lived experiences of adult PLWHA is
important to institute appropriate interventions to minimize
burdens related to negative experiences, to enhance positive
experiences for adhering to their treatment, self-care, and
improving quality of life, and to prevent mortality and morbidity
related to HIV/AIDS and its complications. Thus, this study
aimed to explore the lived experiences of Adults who are on
ART to properly address issues related to adult PLWHA.

Following significant advances in antiretroviral therapy, there
has been an improvement in the quality of life of PLWHA owing
to the progression of the disease from acute to chronic
manageable. However, living with HIV remains a challenging
condition for multiple and complex reasons, including lack of
knowledge/awareness about the disease, lack of access to testing
for vulnerable groups, poverty, low educational literacy rate,
inadequate knowledge of healthcare professionals, stigmatizing
attitudes toward patients, bad feelings at the time of positive
diagnosis, delayed initiation and non-compliance to ART, stigma
and discrimination and its consequences, lack of hope in their
health status, and lack of vision for their future life (1-3).
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Individuals living with HIV/AIDS started notifying and living
with positive and negative experiences from the time of a positive
diagnosis of the disease. For instance, the literature highlighted
that healthcare professionals’ improper way of informing the
diagnosis failed to protect privacy and confidentiality, and
discriminative behaviors towards PLWHA (1, 2).

Another aspect of the lived experience of PLWHA following a
positive diagnosis of the disease is the initiation of ART and self-
care. Most PLWHA patients have a reduced willingness to seek
medication attention, difficulties in initiating ART, non-compliance
with ART, and poor self-management skills (10-12). The reasons
for delayed initiation of ART outlined in the literature include the
) fear of side effects (11)
) religion (

following: denial of status (10, 13,
spousal influence (15), poverty (
(18) and shortages of staff (19) as well discrimination and HIV-
related stigma (20). Adherence to ART is a dynamically complex

) initiation protocol

behavior influenced by socioeconomic and cultural factors (21).
Specifically, forgetfulness, fatigue, hopelessness (22) stigma and
discrimination (23), IV non-disclosure (24) and religious beliefs,
adverse drug reactions, lack of social support, alternative therapies,
COVID-19-related lockdown, and fear of less COVID-19 care due
to HIV-associated stigma were identified as barriers affecting
compliance with HIV care & ART (22). On the other hand, family
support, access to affordable transportation (25) positive relationship
with healthcare providers (26), livelihood support, and attending a
support group (
of reminders (

) improved knowledge about the disease (28), use
) and
initiation of telephone consultations, courier delivery, and long-term

), carrying ART while away from home (

delivery of antiretroviral drugs during COVID-19 were identified as
facilitators of HIV retention (24). Besides the suffering caused by the
disease, PLWHA faces other challenges to overcome, including
stigmatization, discrimination, and the issue of disclosure. Through
stigmatization, PLWHA often becomes an object of scorn, hatred,
). HIV/AIDS status disclosure has positive
and supportive responses, behavioral changes, and public health

violence, and death (

benefits, such as HIV prevention advocacy, HIV testing, protection
from infection, and early enrolment in ART (31).

Despite studies showing that the utilization of ART services
from previous studies focuses merely on quantification of the
practice rather than ART experiences, and different struggles are
taken from the government and researchers’ side to improve
their quality of life, to the investigators’ knowledge, no studies
have been conducted in the study area on the experience of
Adults Living With HIV/AIDS and On Antiretroviral Therapy.
This study fills this gap by exploring the experience of adults
living with HIV/AIDS and on Antiretroviral Therapy in Werabe
Comprehensive Specialized Hospital, Silte zone, southern Ethiopia.

Study area and period

This research was conducted at Werabe Comprehensive
Specialized Hospital in the Silte Zone, South Ethiopia, from May 1
to June 30, 2022. The hospital is located in the outlying town of
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Werabe, which is the administrative center of the Silt Zone,
approximately 173 km south of Addis Ababa. As evidenced by the
hospital, it is a referral and comprehensive specialized public
hospital in the country, trying to fulfil the specialized health needs
of the people through the provision of preventive, curative,
palliative, and rehabilitative services in collaboration with
stakeholder groups for more than five million people from the
southern and central parts of Ethiopia, including the Silte and
neighbouring zones (Halaba, Gurage, Hadiya, and Kembata) and
region (Oromo). With a bed size of 600, the WCSH provides
services for approximately 10,000 inpatients, 160,000 outpatient
attendants, 11,000 emergency cases, and more than 4,500 deliveries
per year. It also serves as a teaching hospital for several
undergraduate and postgraduate programs in the field of basic
sciences as well as clinical medicine for health science students at
Werabe University and St. Paul Millennium Medical College. The
hospital has many follow-up clinics for both adult and paediatric
patients, of which the ART follow-up clinic is one of many chronic
follow-up clinics. The WCSH 2014 EFY Annual Activity Report
states that there were approximately 51 deaths at WCSH 189, 1st
line 180, Adult 141 Pediatrics, 9 2nd line 33, Versus 2 Deaths, 4 at
Zonal 1,342 (Adult 1,257 Paediatrics), and approximately at Zonal
1,342 (Adult 1,257 Paediatrics). The service is rendered by
physicians and nurses, and runs on all working days of the week.

Study design

A descriptive phenomenological study design was used to
explore the experiences of adults living with HIV/AIDS on ART.

10.3389/frph.2025.1494390

Populations

Study population: All adult PLWHA received antiretroviral
therapy and were followed up at the Worabe Comprehensive
Specialized Hospital during the data collection period.

Recruitment of the study participants

A Purposive sampling was used to recruit study participants.
Twelve adults on ART were selected for the interviews. The
number of participants was determined based on the saturation
level of information. Saturation occurs when more participants
are included in the research, which does not result in obtaining
additional information. By bracketing ourselves, we used probing
in the interviews to obtain sufficient information on the study.
The data were collected until no new or relevant information was
obtained (Figure 1).

Data collection

In-depth audio-recorded interviews were conducted using a
semi-structured interview guide developed by reviewing related
literature and guidelines considering the context of the study (3,
26). Interviews were conducted in a secure area (private room) at
the ART clinic. After obtaining informed consent, the principal
investigator conducted all interviews to ensure consistency in
data collection. Prior to the interviews, the attending physician
and nurses explained the purpose of the study to the potential

Registration at
liaison office/ART
Clinic

Client arrived to
hospital

‘:—_-D Chart retrivial at record office

25

The attending physician &/or nurse Evalvation

explained the study purpose to the clinic HPs, investigated with
potential participants then linked Basic/routine tests & medication ART room
them to data colletion area prescription was given

and counseling by ART
AR Went to allocated

FIGURE 1

At the ART clinic exit; Greating : N
the patient by interviewer, full . - i
informp ation ;ceardine the, study dedican:d faccusey wos Thankmg 2
SN o T Y and interviewe with audio- participant & complete
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Flow diagram of study participant’s movement through ART clinic, recruitment and data collection process.
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participants and then referred them to the (private) room. Field
notes were simultaneously incorporated into transcriptions. The
recruitment of participants was continued until no new data were
found (until data saturation). The point of saturation was
determined by repetition or redundancy of information. The unit
of the enquiry was individual patient following ART. The length
of the interviews ranged from 35 to 55 min. No new information
was obtained at the 12th interview; hence, the saturation point
was believed to have been achieved at this point.

Trustworthiness

Conformability was ensured by keeping the details of data
collection, analysis, and interpretation of the data checked and
re-checked throughout the data collection and analysis. The data
were documented using a clear coding plan that identified the
codes and explained the themes identified in the analyses. To
ensure dependability, the findings of the chosen methodology,
selection and recruitment of participants, data collection
methods, and analysis process are described. A detailed
chronology of research activities and processes, data collection
and analysis, emerging themes, categories, or quotations was
audited by advisors and colleagues and examined by another
person who had experience in conducting qualitative research to
assure dependability.

To ensure credibility, the investigator and data collector set
aside personal experiences and presumptions to illustrate the true
picture of the participants’ accounts (bracketing mind). The
investigator and data collector took adequate time with the
participants, and the study participants were approached without
pressure and interviewed in a comfortable environment. The
interviews were semi-structured and open-ended, and the
respondents were allowed to discuss the questions in an
uninhibited manner while being guided to remain focused on the
topic of interest. Appropriate probes were used to obtain detailed
information about the responses. Some of the transcripts were
coded by a colleague and compared for similarity, and the
analysis was examined. Member checking was performed at the
time of the conversation, and at the end of each data collection,

10.3389/frph.2025.1494390

the participants were given a summary of what they had said in
order for them to confirm that it was what they wanted to say.
To ensure transferability, a thick description of all the inquiry
processes and findings was made so that any reader of the report
would be able to use and researchers could replicate the study in
other settings that have similar conditions.

Data analysis

The recorded materials were transcribed verbatim in the local
language and then translated into English by the researchers and
research assistants. Field notes were simultaneously incorporated
into transcriptions. Coding was performed by reading and re-
reading the compiled transcripts using ATLAS qualitative data
management software. ti version 7.1.4. Before the actual coding
began, the transcripts were independently read by the
investigator and the research assistant, and then a codebook was
developed. The codes were organized to create categories and
themes. The data were analyzed using a thematic analysis.
Finally, the results are presented using the major themes and
categories supported by quotes to describe the overall essence of
the experience. An inductive approach was implemented to
identify themes and categories.

Results
Socio-demographic characteristics
Twelve (eight male and four female) HIV-infected adults, aged

29-51 years, with an ART duration of 7-21 years, participated in
the study (Table 1).

Overview of participants’ lived experiences

Analysis of the lived experiences of adult PLWHA and ART at
WCSH by descriptive phenomenology identified five main themes

TABLE 1 Socio-demographic characteristics of study participants (of adult PLWHA and on ART) in werabe comprehensive specialized hospital, 2022.

Paricpanis_Age | Sex  Martalstaus Occupation  Educationalevel_Duration on AT

F Divorced Cleaner
P-2 38 M Married Farmer
P-3 46 M Married Merchant
P-4 32 F Widowed Merchant
P-5 33 F Married House wife
P-6 43 M Married Civil Servant
P-7 37 M Married Driver
P-8 51 M Divorced Farmer
P-9 29 F Married Civil Servant
P-10 29 M Single Civil Servant
P-11 33 M Widower Merchant
P-12 39 M Divorced Farmer

Key: ART, antiretroviral therapy clinic.

Frontiers in Reproductive Health 04

Diploma 14 year Werabe
Tlliterate 8 year Alicho
Grade 8 14 year Werabe
Grade 10 12 year Dalocha
Diploma 11 year Butajera
Diploma 21 year Werabe
Degree 9 year Werabe
Grade 4 12 year Alkaso
Degree 4 year Werabe
Degree 6 year Sankura
Diploma 7 year Dalocha
Grade 8 12 year Dalocha
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and 13 sub-themes, as shown in Table 2, which will be described
subsequently (Table 2).

Theme |: experiences at time of positive
diagnosis of HIV

Sub-theme 1.1: inappropriate counseling

The results highlighted that participants perceived that
healthcare professionals did not properly inform them about the
diagnosis, failed to protect patients’ confidentiality, and exhibited
discriminative  behaviors  towards them  during their
positive diagnosis.

The study participants stated that they were tested for HIV
without knowledge when they visited a health facility for other
services. Moreover, they asserted that they were not informed
about the preliminary test results when asked to provide a blood
thus, they felt that

healthcare professionals withheld information from them. A 33

sample for confirmation/verification;

year old women participant stated the following.

“...T was 5 months pregnant by the time I heard my positive
test result ...... I have given sample for routine investigation
and they did not informed me as they prescribed test for
HIV ... They need to redraw blood from me and I asked
why? They said they couldn’t tell it at that moment. It was
exactly like that. T said “You have to tell me because you
requested me to come again. You want to draw blood, it’s
my right to know” “No, we don’t want to disturb you by
saying it now”. That’s exactly what they said ...... > (P-05)

Health professionals prejudiced towards infected
or discrimination

Participants also stated that certain behaviors on the part of
healthcare professionals caused them to feel humiliated. A 37
year old male participant said,

TABLE 2 Main themes and Sub-themes of the study (of adult PLWHA on
ART) in worabe comprehensive specialized hospital, 2022 .

SNe Themes Sub-themes
1 Experiences at time of diagnosis of | Inappropriate Counseling
their positive HIV' Status Difficulty in accepting positive result
2 Disease management skill ART Initiation
Perceived health importance of ART
Self-care
3 Enacted stigma Stigma & Discrimination
Disclosure
4 Source of support Family care
Peer/social support from organizations
Hospital & Health professionals’ care
5 Perceived health status and feeling | Living as normal life

about their HIV/AIDS status Feeling about their HIV status

Vision of purposeful life plan

Key: ART, anti-retro-viral therapy.
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“You sit down there”, she said to me. She opened the windows
and doors, moved away from the desk, and took a piece of paper. It
was only 15 min after I received the diagnosis. “How old are you?
She asked me directly. Then, she asked if I drank alcohol, smoked,
had a nightlife, had had a lot of partners in the past six
months ... Well, at first, I had a humming noise in my head, but
then it faded, and it turned to curiosity; I wondered what this
woman’s intention was. (...) I remember her reopening of the
window when it was closed a couple of times. (...). I then left
the room and torn the test results into pieces”. (P-07).

Sub-theme 1.2: difficulty in accepting positive
results

Patients experience an unpleasant phenomenon in the face of a
positive diagnosis of the disease, which manifests as an escape from
reality (denial), feelings of guilt and regret, motivation for social
isolation, fear of disgrace, and suicidal ideation.

Denial of status

The lived experience of these patients shows that after receiving
a positive diagnosis of the disease, they found that this fact was
difficult to accept and believed that the test result was wrong or
that the result belonged to someone else. For this reason, the
patients referred to other laboratories after receiving the first
positive diagnosis of the disease A 43 year old male participant
said that:

“ ... After hearing the lab result and found out what the disease
really was, I was really shocked and said it was impossible, it
was definitely wrong and it’s not true ... I could not believe it
at all, because I had no exposure like multiple sexual partner
and this could not happen to me...... I went to Butajira

hospital and there I was again tested for HIV and ... ” (P6).

Guilt and regret

The experience of these patients has shown that after receiving
a positive diagnosis of the disease, they consider themselves guilty,
complain about themselves, and feel regretted by their past
lifestyles. These patients condemn their lifestyle, sometimes even
consider themselves as deserving of the disease, and think that it
is a ransom that they have paid back. A 43 year old male
participant said,
“...after getting the disease, I realized that I was paying the
ransom because I was hundred percent guilty, I was the one
who caused this situation with a series of bad deeds, and
now I have to be punished ... ” (P6).

The other patients stated that he felt remorseful for his lifestyle
and actions as soon as he heard a positive diagnosis of the disease
because he thought that if he had lived a healthier lifestyle, he
would not have been infected by stating A 33 a old male
participant said that:

frontiersin.org
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“... After realizing may status, I was very sorry for my past,
because I really did not have a healthy life. I made a series of
mistakes that caused me to get caught. At that moment,
I just regretted why I had this disaster...” (P11).

Feeling social isolation

The experiences of these patients showed that after facing the
incident, they suffered an internal failure that caused them to try
to distance themselves from others. These patients have become
isolated, withdrawing from the community and sometimes even
from their families. A 37 year old male participant said,

“... After this incident, I decided to live alone forever and stay
away from all my family members even changed my residence.
I made a good excuse and broke up my marriage and changed
my residence from Harar to Werabe town and started living

alone in rent house....... ” (P7)

Fear of disgrace

One of the feelings that these patients experienced when faced
with a positive diagnosis of the disease was fear of disgrace. They
suffer from the perception that the spread of news about the
illness hurts the attitudes of those around them, causing them and
their families to be discredited. A 38 year old male participant said,

“... My family was well known and reputed in our village and
I was also active participant in our family and community
issues so It was very annoying for me when I thought
I would no longer be active participant and I felt I and my
family no longer have a reputation and everyone would think
badly of me and my family ... ” (P2).

Suicidal ideation

The patients stated that they were so upset with the positive
diagnosis of the illness and they immediately thought they could
not live with the fact and the best thing to do was to end their
own lives A 39 year old male participant said that:

. “... The news was so bad for me that I immediately thought
that if the test result was correct and I had AIDS, I would have
to kill myself and end this wretch life, oh, I had a lot of
problem and the thought of having to wait for a gradual

death was horrible to me...” (P12).

Theme II: disease management skill

Sub-theme 2.1: about ART initiation

As emerged from the data analysis, the reasons for delayed
ART initiation among the study participants included denial of
status, fear of being exposed, High CD4 count, and fear of the
side effects of ART.

Frontiers in Reproductive Health
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Perceived stigma

The lived experience of these patients showed that initiating
ART means exposing themselves to their family and friends;
therefore, the patients preferred not to take ART to hide their
positive status. A 29 year old male participant said that: as follows:

...... Since I was living with my family by the time I was told
to be positive I have nowhere to hide the drugs, so I decided
not to take ART until things become adjusted ....” [P10].

Stigma and discrimination is common once it is disclosed
within a family or friends. ART users including me need more
privacy in using drugs and treatment. However, nowadays,
people are aware of the diseases and stigma is decreasing.

Decision by health care provider

The study revealed that a high CD4 count hinders the early
initiation of antiretroviral therapy. A 33 year old women
participant remarked,

R I heard my positive HIV status while I was sent for
routine lab test for Antenatal care follow up and health care
professionals working at Antenatal care clinic informed me
to wait for CD4 count to decide initiating ART and by that
time, my CD4 was 950. They said it was good and told me
to have follow up checkup of CD4 count every six

months ...... ” [P5]

N.B. Reason: Test & Treat approach was not implemented by
that time.

Fear of side effects

This study revealed that anticipation of drug side effects would
hinder the early initiation of antiretroviral therapy. A 32 year old
women participant follows: “...... You know I saw how the drugs
did to my husband, so when I see myself I was healthy, I could
work like before and I did not want to face the treatment side
effects....” (P1).

Sub-theme 2.2: perceived health importance of
ART

The participants understood why they were receiving
treatment, the magnitude of missing antiretroviral therapy, and
they believed that the medicine worked well and that they could
live as long as HIV-negative people live, and the participant
obeyed and took the medication because of knowing the
consequence of not taking the medication.

A 38 years old male participant stated that “...... If I don’t
come my home and take my medicine on time to stay alive
and well, who will feed me when I get sick tomorrow? So I have
to take my medication regularly on time to have healthier
life.... 7. (p02).

This idea was shared by A 43 years old men participant “....T
see taking medication properly as my life because I take proper care
of myself, my wife, my children, and my family....”. (P06).
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Also A32 old female participant stated that “... just as I do not
sleep without eating food, I do not sleep without taking it, ‘I carry
my medicine with me wherever I go; 1 didn’t skipped an hour,
because it is my life”. (POL).

A 32 years old women participant stated that “....After
I started the medication I am healthy, Alhamdulillah ... previously,
I stopped taking the medication for few days, and I'm exposed to
Breaking of the lips, Lip wounding and my nail was removed.
I mean that it helps me I have been to be very cautious to take
the medication. I think that it also Protects from the co-morbid
disease and will help me stay down the viral load”. (P04).

Sub-theme 2.3: self-care and disease
management skills

In this study, the participants who felt healthier after taking
medicine regularly became convinced that the medicine they
took had good benefits for them and helped to live with the
loved ones children, wives, or parents in terms of wanting to be
happy and wanting to see their children grow up well. A 39 year
old male participant said “I always eat before taking medicine so
I don’t feel sick; I immediately go to clinic if I feel abnormal”. (P12).

A 33 year’s old male participant stated that “....T just talk to
my family about the disease; 1 eat and drink appropriately
because 1 want to have good nutritional status to prevent from
opportunistic infection”. (P11).

Additionally, a 32 year’s female participant said that ... I have
become myself; I became aware of my health and used it for myself,
and then I began to counsel people and my body returned to normal.
No matter what time it is, I will take my medication on time” (P4).

Also, a year 37 years old male participant state “I have three
child and they need my help ... so I have to be healthy and work
hard to get money and ... I want to see my child grow up and
got good work opportunity ... ”(P7).

Theme lll: enacted stigma

This study highlights the challenges that adult HIV/AIDS
patients encounter in their daily lives and their interactions with
family, friends, and community members. The following
categories were recognized: (1) Stigma and discrimination and

(2) Status Disclosure.

Sub-theme 3.1: stigma & discrimination
believed that HIV patients
discrimination from both individuals and

Participants experienced
society, which
negatively affected their career aptitudes. Due to the unfavorable
cultural perspective of HIV, they face some type of stigma, such
as social marginalization and community prejudice, even from
their family members and neighbors.

«

A 43-year-old male study participant stated that “... even
though the rate has reduced a lot, it is not fair to say that there is
no embarrassment. Because even so-called literates and
individuals, even my colleagues, ask silly questions like “does he
have HIV/AIDS?”
accompanies me on my way. Because of this, even my close friends
were isolated from me in our day-to-day activities like going to

the work place, market, and so on”. (P06).

when they see me with someone who
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Additionally, a 29-year-old male study participant mentioned
being marginalized by stating, “In different public areas like
marketplaces, I have seen and heard people pointing fingers towards
me and saying to each other that that girl has HIV/AIDS, and
while I am trying to approach them, some of them go away” (P10).

Due to community stigmatization, many of the study
participants reported that they incurred additional societal and
economic burdens, such as being exposed to transportation costs
to receive HIV treatment from health facilities further away from
where they lived, even though there was an HIV care facility
available in their local community. This was because they did not
want to be treated in their local health facilities because of the fear
of stigma and discrimination. This creates an additional financial
burden and is a potential risk factor for poor social interactions.

A 38-year-old male participant testified as follows: “Though
there is an HIV care clinic in the nearby health center and there
is difficulty in accessing transport, I choose to have follow up at
here, WCSH. because I am free from those negative people who
are trying to prejudice me and by doing so I got relief and free
from negative thoughts” (P02).

Another participant isolated themselves from the community
because of their physical appearance and negative attitude toward
their illness, which pushed them to think more about the
diseases, feel rejected and ignored, have low self-esteem and low
self-efficacy, and finally isolate them. This was a common
experience among participants.

A 32 years old female study participant said that: “... Yeah,
I had isolated myself from the community, even decided to change
my name; and since I was so thin I used to run away from people
because of thinking about how I came to be like this”. (P01).

A 39 year old male study participant also stated that: “I don’t
know why, when people saw me in public place I feel like I am
different from them and feel shame, this bad perception made me
isolating myself from the community”. (P12).

Sub-theme 3.2: disclosure

Maintaining secrecy or limiting disclosure of HIV status
appeared to be a protective strategy among many participants. A
38 years old male study participant also stated that “I take my
drug in a hiding place when my child sleeps since she doesn’t
know about my status. I always come from a remote area which
takes 2 h on-foot and by bus since there is still a negative attitude
towards the disease in our community. If I get service in my
locality, my status could be exposed and my social life and work
could be affected ...... ” (P-02).

Additionally, A 29-year-old female study participant stated,
...... A few years ago, while we were at a community gathering
(mourn) of an individual with HIV/AIDS, they (individuals)
started talking about the situation and started to blame him and
said who dared to bury his corpse! This incident reminded me
that the community cannot accept and have a negative attitude
toward HIV-positive people. This is why I would never talk about
my status....... ” (P-09).

The above idea was shared by a 37-year-old male participant
who stated that: “....1 did not want anyone to know my HIV
status because If others know they will not support me, rather
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they will blame me and space themselves away, so I chose not to
disclose my status”. (P-07).

This idea was also shared by another 51-year-old male
participant: “.... I did not tell anyone except a few of my family
because I fear the perception and public undesirable views”. (P-08).

In this study adult, adults with PLWHA experienced varying
degrees of stress because they either hidden the illness from their
families or asked family members to assist in concealing it.
Therefore, adult PLWHA should disclose the illness to their
families and friends to decrease stress. The stress resulting from
recurring back-and-forth consideration of HIV status disclosure
often creates apprehension and restlessness. The participants
described this experience as follows:

A 32-year-old female participant said that “I hide the anti-retro
viral medication in a secured area (cabinet) and I do not take it in
front of anyone, even my family. Once upon a time, I told my
brother to bring the money from a cabinet where both the money
and the medicine were put together, and when I remembered the
situation, I experienced involuntary urination and a headache due
to fear of being exposed by my brother”. (P-04).

Participants claimed that if they disclosed their status, others
would criticize and judge them, so they preferred that their
treating medical professionals be aware of it. They consider who
their helpers are, and most prefer to disclose their status to their
close relatives, especially their children.

A 43-year-old male participant stated, “You have to tell the
person who you think is good and going to take care of you and
take care of my children. And by exposing yourself, you will
reduce a lot of your inner pain” (P06).

A 29-year-old female participant also stated, “..If you don’t
know a person who is on your side or with whom you have an
intimate relationship, you didn’t tell your status to anyone. That’s
why I told my best friend first”. (P09).

Theme |V: lived experiences of adult PLWHA
support status

The following sub-themes were included in the main theme:
support from family, support from peers, and assistance from
medical professionals.

Sub-theme 4.1: family support

Participants received support from their families in the form of
instrumental support, which was accompanied by assistance in
taking drugs on a regular basis. The family provides them with
informational support by reminding them when they take medication.

A 43-year-old male participant stated that “My family,
especially my eldest son, reminds me that Daddy, it is time to take
medication. Because I told my children that I couldn’t live without
the medicine”. (P06).

The above idea was also shared by a 32-year-old female study
participant:“... my children know more about the medicine and
they try to remember me; they know the time, they bring it and
put it next to me in order to take the medication”. (P01).

The above idea was also shared by a 32-year-old female study
participant:“... my family helps remind me, to take my medications
regularly and even to carry medicine wherever I go” (P06).
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Sub-theme 4.2: peer support (from organizations)

Their fellow PLWHA members in Werabe Town have an
association called MAMANI in which they remember one
another when sharing drugs.

A 33-year-old male participant stated, ... I have close friends
(with PLWHA) in our organization called MAMANI at Werabe
and once I forgot my follow-up schedule due to another social
problem (mourn) and my friend called and reminded me to come
and take my medications”. (P11).

A 33-year-old female study participant shared this idea, “I get a
solution from my friends to solve my problem many times...I am
reminded by my friend to take medicine and when I get sick they
take me to the clinic” (P05).

Sub-theme 4.3: support from hospital and care
providers

Nearly all participants in this study had extensive follow-up
and hospital engagement, so they were fully aware of their
surroundings. They are friendly to the clinical staff, including
doctors, nurses, and other employees. A minority of the
participants reported positive interactions with, support from,
and encouragement from clinical services.

A 32-year-old female participant stated that “I'm always happy
to talk to the health professionals because they (health professionals)
help me by advising about the medication, the disease, and the
lifestyle. Thank you for them”. (P01).

A 32-year-old female participant shared this idea: ... healthcare
professionals gave me medication that was taken three times a day,
and they told me that it should not be stopped. I have a good
relationship with them. I got plenty of help from them”. (P04).

Participants in the study stated that doctors and other
healthcare workers at the hospital's ART clinic gave them
friendly treatment and expert advice about their future lives, and
directed them to NGOs working in the area.

A 33-year-old female participant stated that:“... Look, he said,
“we are here with you whenever you have a medical problem.” He
handed me a piece of paper in which there was information about
the foundation. He said, “You can contact them; they have a good
counselling service. You can find any information you need there”.
Then I received relevant information from them”. (P-05).

Theme V: reported health status and lessons
learned from adult PLWHA about how they feel
about their HIV/AIDS status

This theme contained a description of what the participants
perceived about their health and feelings about their HIV/AIDS
status. It has three sub-themes: (1) living a normal life, (2)
feelings about HIV status, and (3) future life plans.

Sub-theme 5.1: thought of living as a normal life
The participants explained that they took it easy when they
heard their status first, and they also reported that they were
healthy and confident enough to perform as anyone else would.
A 32-year-old female participant stated, “... It doesn’t matter;
I can live like any other person lives. I feel healthy and I think
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I can perform anything that can be performed as that of any healthy
person ...~ (P01).

Another 32 years old female study participant said “Living with
HIV/AIDS is nothing, it does not matter if you give up what the
disease didn’t need to and doing what the disease want to do”. (P04).

Sub-theme 5.2: feeling about their HIV status
Those who express such feelings have also been reported to
experience agitation/stress and frustration. However, over time,
they forget that feeling and believe they are healthy and stress
free. A 32-year-old female study participant stated this situation

«

as follows: Everyone become shocked and confused at that
moment when they hear his/her positive status. The same is true
for me. Just I feel some terrifying thing has occupied my whole
body but if you think well without confusion and return to
yourself, it is easy. Accepting HIV positive status as a coping
mechanism .... ”(P04).

Another 46 years old male study participant described that
HIV/ADIS by itself cannot harm and believed that it is nothing
“ I told myself, 1 did not have HIV/AIDS.
I didn’t believe that the disease itself does not cause any harm, so
I still feel like I don’t have this disease in the future”. (P03).

by saying that:

Sub-theme 5.3: adult people’s living with HIV/
AIDS life plan

They wanted to demonstrate that they were capable of doing
everything. Some dreams of becoming well-known and active

10.3389/frph.2025.1494390

«

participant stated that: described her wish as follows:
have a dream to make pilgrimage to mecca (for haj) and also to
become reputed elder who settles disputes arising in our
community ....”(P04).

Another a 29-year-old female participant stated that: discussed
his wish as follows: “I want to be counselling psychologist; I want to
work on forgotten people. You know when you close and talk them;
you get what you didn’t expect. They want to share their ideas but
they don’t get the one who hear them. So I will be happy if
I reach them and give them what can I do” (P-10) (Figure 2).

Discussion

This phenomenological study used a descriptive qualitative
approach to investigate the positive and/or negative lived
experiences of adult HIV-infected individuals in various aspects
of their lives, with a focus on challenging experiences. Based on
the data analysis, five main themes and thirteen sub-themes
of adult HIV-infected
individuals: (1) experiences at the time of diagnosis of their

emerged regarding the experiences

positive HIV Status, (2) disease management skills, (3) enacted
stigma, (4) Source of Support, and (5) perceptions towards health
status and feelings about their HIV/AIDS status.

These results indicate that confidentiality and privacy are not
respected when individuals are realized. In addition, people felt
guilty and afraid of the sickness as a result of the medical

participants in their communities. A 32-year-old female establishments’ reaction to bad laboratory results. This result is
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in line with that of other studies done in Turkey (32). They found
that healthcare professionals did not inform the diagnosis properly,
failed to protect the patient’s confidentiality, and exhibited
discriminative behaviors towards them, which is also similar to a
study that identified healthcare professionals as prejudiced
regarding HIV-related issues and lacking accurate/adequate
knowledge of the disease (2). This might be due to poor
knowledge about the nature of the disease and a lack of
appropriate training and approaches while revealing positive
test results.

In addition, the confrontation of these patients with a positive
diagnosis of the disease caused them to experience bad feelings
manifested by status denial to escape from reality, feelings of
guilt and regret, motivation for social isolation, fear of disgrace,
and suicidal ideation. These findings are similar to those of a
study conducted in Hamadan, Iran (7) and similarly, where
HIV-infected patients who have recently been diagnosed with the
disease experienced anxiety and depression (32) due to social
isolation (33-37), regret for the past (7, 38) loss of self-esteem,
and severe stress have led to high suicide rates (39).

Another experience of adult HIV-infected individuals is related
to ART initiation, adherence, and self-care. In this study, most
participants experienced delays in initiating ART due to denial of
status, fear of exposure, High CD4 count, and fear of the side
effects of ART. In line with these findings, various studies have
shown similar findings as a reason for delayed initiation as
denial of HIV-positive sero-status (13, 14, 36), fear of side effects
of the treatment (11) and initiation protocol concerning high
CD4 count (>350 cells/mm3) that patients might experience
before the implementation of the national test and Treat strategy
(18). Contrary to the findings of other studies, staff shortages
were not raised by our study participants as a barrier to delayed
ART initiation. This might be because there was enough trained
staff at the ART clinic of the hospital.

With respect to ART adherence in this study, most of these
participants understood the importance of taking care of their
health by adhering to the treatment As identified as facilitators
of HIV these
obligations, wanting to be healthy, understanding the good

retention, factors include having family
effects of ART, having supportive friends and family, carrying
ART while away from home, and using reminders. This finding
is consistent with the findings of various studies, such as family
support (36), positive relationship with healthcare providers
(28) use of reminders (26) and carrying ART while away from
home (29).

On the other hand, stigma and discrimination appeared to be
the most challenging and concerning issues for PLWHA as
barriers to ART adherence and maintenance of care; similar
findings were reported in previous studies in Ethiopia (35), Sub-
Saharan Africa (40), America (41), Middle East (42), Asia (43)
and Europe (44), all of which found stigma to be a significant
contributor to non-adherence. However, the disclosure of a
positive status to others is another major concern in adult
PLWHA. Fear of isolation,

discrimination were barriers to status disclosure. This finding is

loneliness, stigmatization, and

similar to those of various studies (31, 45, 46).
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Families and caregivers were the major sources of support for
adult PLWHA. Similar findings were observed in other studies,
indicating that family care is a significant source of support for
adult PLWHA (35, 47). Nearly all study participants cited
healthcare services and service providers’ approach as additional
significant sources of support, which is similar to research
conducted in Turkey (32). This may be because medical
personnel treat patients with respect to their care. This study
discovered that supporting those living with HIV/AIDS involved
belonging to local groups and developing close relationships with
their peers.

This study showed that adults living with HIV/AIDS can lead
normal lives without the virus because of their desire to continually
maintain their health to realize their vision; this is accomplished
(by having a purposeful life). These results are consistent with
research conducted in Ethiopia (35). The participants stated that
they enjoyed thinking about their HIV status, and several also
stated that they experienced agitation and loneliness when they
did. Those who expressed these emotions also said they
experienced agitation, stress, and annoyance. These results are
consistent with those of numerous other studies (4, 5, 48).

Conclusions

In conclusion, this study explored adult HIV-infected people’s
challenges from the moment they receive a positive diagnosis,
throughout the initiation and continuum of care, and negative
perceptions of their health and the disease, indicating that they
require smoother approaches and more emotional and
informational support when they receive a positive diagnosis.
A coordinated multidisciplinary approach involving various
stakeholders that provides information, counseling, awareness,
and facilitates interaction between PLWHA and the community,
tailoring societal education for behavioral changes and social
of

PLWHA is critical to reducing stigma and discrimination.

communication, and minimizing negative perceptions
Creating dialogues and behavioral exercises to encourage HIV
disclosure and increasing support/care are required for early ART
initiation, adherence, and continuum of care, which is an
effective way to improve PLWHA clinical outcomes and quality
of life while also lowering morbidity and mortality from HIV/

AIDS and its complications.
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