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ABSTRACT

Background: Ethiopia has a considerable number of adolescents who acquired HIV through
vertical and horizontal transmission. An adolescence living with HIV has various concerns and
their life is surrounded by embarrassment, dilemma, loneliness, defamation, rejection and fear
of their status known by others. However the life experience of adolescents living with HIV is
not well explored. The present pace of research concerning to adolescents with HIV
experience is still not enough comparing with the needs of adolescents living with HIV.
Therefore, this study was conducted to explore the lived experience of adolescents living with
HIV. Methods: A phenomenological qualitative study was conducted from Februarys 8-
march 8 2021 at Tikur Anbesa specialized hospital Addis Ababa, Ethiopia among 18 study
participants who were from 10-19 years who had acquired HIV horizontal or vertical
transmission. They were chosen by purposive sampling technique. A semi-structured open
ended interview guide was used for collecting data. The interview was audio recorded,
transcribed and translated to English by the principal investigator. The translated data was
imported to Atlas Ti 8 software for coding and categorization. To assure trustworthiness the
principles which are basic were applied. Finally results were summarized using thematic
analysis.  Result: The participants in this study expressed living with HIV have several
challenges. Feelings of loneliness, being sad and angry were reported. After disclosure
benefits were gotten that helped to increase adherence of drug and they understood about their
disease. The adolescents don’t tell their status to others because of fear of stigmatization. Most
of the participants perceived a positive spouse for the future so that to understand and help
with each other. They would like it if there is no stigmatization among the society and wanted
more advanced medication. Majority of participants have bright future about their life and
some wants to have their own family in the future. Conclusion and recommendations: In
this study it is revealed adolescents who are living with HIV have numerous challenges and
concerns. Therefore multiple interventions at individual, community and organizational levels

are suggested to support and satisfy the health requirements of the adolescents.

Keywords: Adolescents, Living with HIV, Lived experiences, Phenomenology



1. INTRODUCTION

1.1 Background of the study
One of the viruses that target the Cluster of Differentiation 4 cells of the immune system is the

human immune deficiency virus .These CD4 cells help the body to respond to infection that
may occur and HIV reproduces in these cells. If a combination of antiretroviral drug is not

given the virus will weaken the immune system resulting in infection and disease(1).

Adolescence is the phase of life between childhood and adulthood, from ages 10 to 19.
Adolescents experience fast physical, cognitive and psychosocial growth. This affects how
they feel, think, make choices, and relate with everyone(2). It is the year between beginning of
puberty and the formation of social independence(3). To grow and develop in good health,
adolescents essential information, including age-appropriate comprehensive sexuality
teaching; chances to mature in life skills; health services that are suitable, equitable, suitable

and actual; and safe and helpful surroundings(2).

Ethiopia has numerous adolescents who are living with HIV (4). Some of them acquired the
infection vertically from their mothers. An adolescent with prenatally acquired HIV is a
person who gets the virus from his/her parents and lives with it though out his/her life(5). It
additionally requires an alternate treatment and support different from adults. There are also
some adolescents who acquire the virus horizontally through sexual intercourse or other

transmission ways in their childhood(6) .

An adolescence living with HIV has various concerns and their life is surrounded by
embarrassment, dilemma, loneliness, defamation, rejection and fear of their status known by
others. This creates a negative feeling that having HIV is dishonorable. Adding to these
adverse relationships with adolescences who are struggling to create their personality, the
contrary reaction from individuals to HIV will prompt self-stigmatization which makes
sensation of contrast and confinement. Additionally being less esteemed than their
companions happens. Teenagers who grow up with HIV, the infection is firmly associated
with their wisdom of what their identity is. In any case, inferable from disparagement they will

stay quiet about part of themselves which creates pressure(7).



The current speed of researches concerning to adolescents with HIV experience is as yet
insufficient contrasting with the needs of Adolescents living with HIV. Consequently it is
fundamental to evaluate and assess coordinated arrangements that will inform strategy and
improve life experience of ADLWH (8). Teenagers also need to be supported towards the

significance and dangers of revealing their HIV status to others when, how and to whom(7).



1.2 Statement of the problem
HIV/AIDS remains one of the concerns of the global community. HIV has killed 33 million

people in the world until 2020(1). Approximately 38 million people in the world were infected
with HIV/AIDS in the year 2019 in which 7 million are newly diagnosed. From which 95.2%
are adults and 4.8% were children less than 15 years old. AIDS related deaths have been
recorded as 690,000 people in the year 2019(9).

The second cause of death for adolescents in the world is HIV. Recently in African region
HIV deaths have been increasing in adolescent age group while deaths related to HIV are
decreasing in other age groups. By investing in the health of adolescents, we can see

improvements in child health(10).

In the year 2012 35.3 million people were living with HIV of which 2.1 million were
adolescents between ages 10-19 years old. This number remained the same until the year
2017. This number includes both adolescents who developed HIV from their mother through
birth or breastfeeding and those who acquired it from exposed sex or by sharing non-sterile

injection equipment. 82% of adolescents were living in sub-sahran countries(11).

According to WHO from 102.4 million people living in Ethiopia 710,000 are living with
HIV/AIDS in 2016(4).From which number of children infected was 62,000 and number of
women was 400,000 from the total population infected with HIV/AIDS(4).

Over the next years, infants and young children diagnosed with HIV will become adolescents.
While some of them are diagnosed, knew their status and are on antiretroviral drugs. But in
other hand some have not been diagnosed. Altogether of them will be challenged in physical,
emotional and social tasks of adolescences with living HIV and preventing further

transmission(12).

Reduced adherence and commitment in clinical care during adolescence is common. The
belief that HIV is a Killer disease with narrow chances leads to becoming fatalistic.
Furthermore risk taking behavior which is common in adolescents may be more extreme than
their respective peers who are HIV negative. Consequently they are low self-stemmed and

don’t see a future for themselves(7).



Recently HIV programs have acknowledged adolescents as a critical age group. Also
adolescents continue to be part of the services given across the HIV cascade. These
adolescents have less access to coverage of ART and also have higher loss to follow up, poor
adherence and increased needs for psychosocial, sexual and reproductive health
services(13).In a study done in Ethiopia, on 2058 participants of which 52.1% were
adolescents revealed that adolescent (15-19 years) had the higher risk of lost to follow up

compared to children (0-9 years)(14).

Similarly ADLWH will become sexually active and they may transmit the virus to others and
result in a second generation of children to which HIV is transmitted to their off springs. Most
researches done on HIV infected adolescents are concerned to epidemiology of HIV infection

among adolescents rather than their life experience living with HIV(15).

In researches done on HIV, adolescents have not gotten the essential attention. The present
facts are not enough for developing and planning programs that are particular to adolescents as
there is a gap in age and sex-disaggregated data. Still researches and assessments on HIV
services avoid adolescents because of gaining assent or challenge of assembling detailed

documents from paper centered system(16).

Significant effort is still needed to understand what is good for adolescents living with
HIV/AIDS. More researches are also needed to give feedbacks on initiation and directed
involvement for adolescent HIV policy. In this result of adolescents and targets of AIDS free
generation by 2030 will occur(17).



1.3 Significance of the study
Ethiopia is one of the countries with high number of adolescents infected with HIV. Assessing

the lived experience of adolescents living with HIV will help in finding out where we need to
give attention for satisfying their health requirements. Also this research will support to
identify the knowledge gap and offer unique facts on their needs which will help in developing
health policies applicable to them. Likewise this study will enable health care service
providers, key stake holders, program managers and investigators to implement more fixated
services on perspective of adolescents living with HIV/AIDS. Such understanding can be
practical to other adolescent living with HIV in Ethiopia and other countries which has the
same similar culture and widespread. So this research will try to identify the lived experience

of ADLWH from them and further research can be follow-on from the findings.



2. Literature review
Assessing different types of literatures, here are issues presented relating to adolescents living
with HIV/AIDS. This literature review will cover general descriptions about HIV/AIDS, HIV
and Adolescents, expressions and feelings of adolescents living with HIV towards HIV,
disclosure of status to adolescents and other people, SRH of adolescents, stigmatization among
HIV positive adolescents, coping strategies applied by adolescents while living with

HIV/AIDS, future plans and perception about support services they need.

2.1 General description of HIV/AIDS
HIV was first diagnosed in United States of America in 1981 who were all homosexual men

after developing Pneumocystis pneumonia. The editorial note stated this disease occurred in
severely immunosuppressed patients. It proposed the reason related to being all of them
homosexuals may be related to their homosexual lifestyle and a disease contracted from sexual
contact. It also suggested the risk of “cellular immune dysfunction” related to exposure that

prompts individuals to pneumocystis and candiasis(18).

AIDS was suspected it is caused by an infectious agent which is the retrovirus now known as
human immunodeficiency virus(19). Even though Retroviruses were first recognized in the
late 1980s, their evolutionary source, geographic dissemination, occurrence, natural history
and pathogenesis in natural and non-natural host has been known recently(20).

After about 30 years HIV’s identification, it has affected 60 million people in the world and
caused 25 million deaths(21).

2.2 HIV/AIDS and Adolescents
Adolescence is the crucial stage of human growth. Changes that occur in biological and

psychosocial behavior during the teenager age affect every single features of adolescent’s life.
Chronic illnesses which are examples of major health problems affect adolescent’s physical
and mental development(10).

A research done among 38 countries in developing countries discovered different facts. In 10
out of 20 countries of sub-sahran African countries 30% of young females stated taking higher
risk sex in the previous 12 months. In Ethiopia it was reported as ten percent. Also in the

study, young female described having sexually transmitted disease or symptoms of STI in the



preceding year more than young males. Associated with this in most sub-Saharan Africa

countries,10% of young females and males have never ever been tested for HIV(16,22,23).

A description cross sectional study done among 328 adolescents with HIV/AIDS in Cambodia
stated most adolescents(82%) become HIV infected vertically from their mother and these
adolescents were on treatment for 8.4 years in average. The other group which consists 18%

did not know where they get the infection(24).

Reaching youngsters at an impressionable age before they become sexually active can lay the
foundations for a responsible lifestyle, including sex and marriage. Adolescent HIV/AIDS is

an epidemic with difference and its control needs to be adolescent specific(25).

Adolescents living with HIV face different challenges while accepting and treating their
disease. These adolescents are in rejection, terrified, mislead or lack family or community
support. Therefore, these adolescents profit from psychotherapy services and supportive care.
Giving care for adolescents has multifaceted in which adolescents are not the same. But they
are the same in a manner they all require sensitive, socially and developmentally proper
attention. And health care providers must treat adolescents as a whole with consideration in

financial, emotional and family environment(25).

2.3. Lived experience of adolescents living with HIV/AIDS.

2.3.1 Expressions and feelings of HIV infected adolescents towards HIV

Various researches done worldwide show there are diverse feelings and expressions of living
with HIV among adolescents. In a qualitative research done in South Africa among
adolescents who are living with HIV indicated HIV as negative aspects of life. They reported
it is painful both emotionally and physically. Also since the disease is life long, they expressed
it as a stressful factor(26). Also another study done in Swaziland revealed adolescents who
are living with HIV feared death when they were first told about their HIV status. But through

time they accepted it and tried to incorporate HIV into their lives(27).

Additional research done in Tanzania and Brazil also reported adolescents living with HIV felt
different from their equals specifically this difference occurs in taking lifelong
medication(28,29) and also feel hopelessness. Sadness, blaming self and feelings of isolation
were also expressed(29). An additional qualitative research in Tanzania also reported they feel

7



shame and bitterness because HIV is considered as a sexually transmitted disease

primarily(30).

Depressive emotional states, bad temper, anxiety, stress, family fights and feelings of anger
triggered by not accepting the infection were also associated with missed doses or drug
treatment discontinuation associated with poor adherence and stopping medication(28).

However there are also some who does not feel anything and take the disease as normal as
they meet people like them(29). Also participants who were in Brazil expressed they consider
themselves as a normal person. They compare themselves to those adolescents who are equal
to them and realize nothing blocks them to live like them. However this is guaranteed by the

support of the health workers and they have to also keep their status a secret(28).

In contrast some adolescents are happy and remain positive towards HIV when there are

strong family relationships. Those adolescents who don’t have family support felt anxiety

about their life(26).

2.3.2. Disclosure of HIV status to HIV infected adolescents
Revelation of HIV status to children in a family is a troublesome occurrence for both the

person who disclose it and for the child who is told. Different studies also show there is a
decreased rate of disclosure. Majority of young adolescents living with HIV doesn’t know
their status(31-34). Researches done in Ethiopia also display there is low rates of HIV
disclosure to HIV infected adolescents. A study done in Addis Ababa in 390 children and
caregivers, only seventeen percent knew their status. The caregivers believe the correct age for
disclosure is 14 years old (33). In the same place study another identified sixteen percent of
HIV positive children knew their status from the whole(34).

Another study in Dire Dawa showed higher rates of HIV status disclosure compared to other
researches. It displayed 60% of the participant knew about their positive HIV status. Also
those children who were on Anti-retroviral drug for more than 10 years have higher rates of

knowing their status compared to those with recently starting of treatment(35).

Diverse factors are associated with HIV disclosure to children and adolescents. These are age
of the child, gender, hospital admission status of the child, ART duration, fear of stigma, being

alive of parents, responsibility of the child to taking his/her medications, fear of negative

8



social consequences, shortage of knowledge about how and when to disclose and wanting

support from the health care providers (33-36).

In a qualitative research done in Kenya disclosing their status occurred when their parents
notice risky behavior or when opportunistic diseases occur due to poor adherence. Also self-
discovery was common among the participants. They found about it from posters or browsing
on the internet(37). Likewise disclosure was done between 7-15 years old in a qualitative

research done in Swaziland(27).

There were various negative emotions that were exhibited by the adolescents when they were
informed for the first time. (27). In another research done in South Africa, after hearing their

HIV status for the first time some adolescents tried to perform suicide(26).

The participants who were first informed between ages 7 and 12 reported coping well after
disclosure. But there were feelings of anger and hopelessness as they grow older and
understand about the disease. Similarly those adolescents who were told after 12 years

reported feelings of anger and disappointment but it was immediately after disclosure(37).

Also in a research done in Kenya there were adolescents who coped well and accepted their
status at the time of disclosure(37). But in a research done in Swaziland there were neither
positive nor neutral reactions to disclosure. Disclosure was done by their guardians and health
care workers(27). They also added it would be good if they were told younger so that it will

help them to accept their result. (37).

A qualitative research done on lived experience of adolescents with vertically transmitted HIV
in South Africa showed knowing their status helps them to give care to themselves, to

recognize their lives, and to live in accordance to the disease process(15).

Adolescences also should be informed of their status to promote adherence to treatment. The
participants on the researches reported after disclosure they were empowered to adhere more
to their medication. Because they understood the consequences of not adhering to their
medication(15,37,38). Also disclosure helps to encourage safe sexual relationships. Parents

also will be less depressed after disclosing to their children (15)(38).



2.3.3 Disclosure of their HIV status to others
After care givers reveal the status of HIV infected adolescents, they must struggle to tell or not

to tell to their friends and their boyfriend or girlfriend.

A cross sectional study done in Cambodia among 328 adolescents between 15-17years, half of
the adolescents (49.1%) had told about their HIV status to other people while the other half
(50.7%) had never told to anyone. Friends and siblings are the ones mostly disclosed to(24).

In a qualitative research done in Brazil among 20 adolescents infected with HIV reported
cohabitation with HIV and keeping the secret is something that is implanted in their lives.
Talking about the virus brings distress, discouragement and risk of discrimination. The
knowledge about the disease disclosure is limited only to families and close friends. Even with
those who know about their status, they don’t discuss the issues with them cause they consider

it like they don’t have the disease(28).

These findings are comparable to another study done in large scale in Eastern Africa, Uganda
and Kenya among 582 HIV positive adolescents. Almost half of them (43.5%) had never told
to anyone except health care givers. 17.9% said they had disclosed to peers and most of them
received a good reaction. But few reported the reactions were not hospitable. Most Ugandans

adolescents disclosed their HIV status compared to the Kenyans (39).

They also stated they mostly tell their teachers because to get academic support when being
absent to school due to the illness. Some reported they don’t believe their friends enough to
tell them about their status. They are also afraid their friends will stop hanging with them.
Those who acquired HIV vertically are afraid to disclose because most people only understand
HIV comes only through sexual activity but not from their mothers too(15). Some adolescents

with HIV also avoid peer relationships so as to keep their HIV status a secret(15,26).

Three qualitative studies done in South Africa among HIV positive adolescents, they have
reported their HIV status is a personal secret for them. Likewise there is no need for disclosing
their HIV status to other people(15,27,40).

Factors that were highly associated with disclosing to others were being older, being the bread
winner of the family, self-efficacy of adolescents, more support from peers and being
orphan(39). Other challenges are fear of stigma and discrimination, not telling of bad news to

10



the loved ones(41), not to be subject to gossip, discouragement from their caregivers to
disclose and fear of unacceptable behavior(15,27,40). This is similar with the study done in
South Africa in which the participants don’t tell their friends about their HIV status to their
friends because of fear of stigma(26).

They also try to avoid topics related to HIV with their friends. Others are told by their families
not to tell to anyone within their social circle(42). They are also afraid of being gossiped by
others(27).

A research in South Africa explored those adolescents who told to their friends received
positive reactions. These positive reactions were giving support and considering their disease
as a normal illness(26). While some received care from their friends(15,42) In contrary there
were adolescents who received bad reactions after disclosing to others which is discrimination,

emotional suffering and stigmatization(18,48).

2.3.4 Stigmatization and Discrimination
HIV-related stigma indicates negative assessment, treatment and discrimination of persons

living with HIV/AIDS. People living with HIV face different types of stigma and
discrimination all over the world depending on the society and culture. This stigma may also
affect quality of life of persons living with HIV/AIDS and those living with these people(43).

A phenomenological study done in Ghana stated some adolescents living with HIV have
experienced stigma from their family members and people who live around them. This stigma
resulted because of Ghanaian people’s perception towards HIV/AIDS and also they believe
this disease results as a punishment for sinful people. They also see them as they lived their
life carelessly to acquire the disease(44). Also in a study done in Tanzania adolescent were
discriminated by their relatives or/and their care givers. Stigmatization expressed in the
parting of household utensils and similar items and by teasing and mocking about their HIV

status. Also they were discriminated in schools by the teachers and their class mates(29).

In the same way HIV positive adolescents living in South Africa stated they face
discrimination and stigma in their school and social circle. They stressed teachers need to
teach more about the correct way of HIV’s transmission and prevention methods to prevent

discrimination. School programs must also be started to raise awareness about HIV and

11



challenges with stigma(15). Similarly in Uganda adolescents living with HIV were
discriminated by their teachers in a way of stopping them from school activities football clubs

saying they can’t perform because of the disease(45).

In a cross sectional school based study done in Babile town, Ethiopia among adolescents
showed high prevalence of discrimination and stigma. The prevalence for stigmatization of
HIV positive people was 44.1%. Stigma was stated as not having fun with them, not sharing
food and drink and not buying anything from them. From the 328 adolescents 57(17.3%) were
unwilling to test for HIV. And 19.3% of them have misconception towards transmission and
preventions methods of HIV. Their reason for stigma was fear of acquiring the disease from
them (47%), due to family instruction (24.8%), for psychological reason (12.4%) and to
respect other people ideas(11.7%)(46).

In a research done in Botswana about finding the behaviors associated with to prevent
stigmatization and discrimination, three behaviors were listed. The first one is they adhere to
their ARV drugs not to be sick so that their friends and their classmates will not know they are
sick to avoid stigma and discrimination. The next behavior is keeping silent about the disease
or not disclosing to anyone. The last behavior is as they encounter opportunistic diseases like
influenza they seek health care treatments as soon as possible to prevent long term morbidity

which is common in HIV positive patients(47).

2.3.5 Sexual and reproductive life
The adolescence age group is an important stage to teach and guide adolescence living with

HIV to develop positive manners that will protect their heath and the health of other people.
By providing the necessary programs about SRH for these adolescences, we can prevent
distribution of the disease, decrease drug resistance, reduce the chance of reinfection and

decrease the risk of other STIs in the adolescence(48).

A qualitative research done in Canada showed the adolescences are curious about sexual
relationships. Their sexual life is problematical because they have HIV in their blood which is
transmitted through sexual relationships. Some of the older adolescence reported they had
already started sexual experience or love relationships. Even if their parents and their health
care givers advise them to disclose their boy/girlfriend, they are afraid to reveal their diagnosis
in fear of discontinuing of the relationship(49).

12



A cross sectional study done in Cambodia stated about 20% of the adolescence living with
HIV/AIDS had a boy/girlfriend in the past. 2.1% of them reported they had sexual intercourse

in the past one year whereas none of them used a condom during the sexual intercourse(24).

A survey and an interview were done among 740 adolescent girls and boys who are living
with HIV in Uganda. 41% of the participants believed that there is nothing that blocks a
person living with HIV to having sex. And 40% of the participants had been in a sexual
relationship before. Of those who had sex before only 37% of them used condom to prevent
HIV re-infection(50).

Another qualitative study was done South Africa among six adolescents of whom 4 girls and 2
boys to explore the lived experience of adolescents living with vertically transmitted HIV. All
of the girls reported they had not been in a relationship before but they want to experience
different sexual activities in the future. While two of the boys reported they were in a

relationship before and had engaged in sexual activity other than penetrative sex(15).

Also researches in South Africa and Ghana revealed most of the participants are in some sort
of sexual relationships. In addition the adolescents are fearful to divulge to their romantic
partners which may lead to bad reactions such as separation and rejections(27,40,42,44). Most

of them believed it is better to live with guilty than to disclose and lose them(44).

On the other hand in exploration done in Zambia among HIV positive adolescents stated most
adolescents admit to starting sexual relationships but lack honesty in taking about their sexual
behavior. They also don’t talk with other adults and parents(51). Also another study in the
same country showed there were few adolescents who were active on sexual intercourse. Some
broke up with them because they told them they were HIV positive. There were also who were
pregnant(30).

In a survey done in Uganda When they were asked about what kind of partner they want; out
of 740 adolescents 37% of the respondents prefer a person who is HIV negative. The other

29% said no preference. Generally majority of them prefer HIV negative sexual partner(50).

In the same manner, among HIV positive adolescents in Brazil and Kenya stated they have

strong concern about transmitting the virus when they will be engaging in sexual activity in
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the future. Also they are worried about their future specifically marriage and their future
relationships due to their HIV status(37,52). However they think they have to have extreme

care and considerations when having sex(52).

Another study in South Africa suggests adolescence living with HIV lack enough information
about SRH matters. Many of them also do not know how to use male and female
condoms(48). In contrary the research done in Tanzania showed the adolescents knew about
the prevention of transmission of the virus to another person and even from mother to child
transmission. But most of the adolescents want to marry a person who is HIV positive as
them(30).

2.3.6 Coping strategies
Coping strategies are needed for adolescents living with HIV to handle with their adverse

practice such as stigmatization, drug exhaustion and declining to visit ART clinics(53).

A quantitative research done in USA examined disease- specific stressors and coping response
among youths living with HIV. Among the 160 youths, 80% of them voted passive emotional
regulation as a coping strategy. Blaming others and wish full thinking are listed as the least
frequently used and the least and the least helpful. Problem solving was the most helpful
strategy but not the most frequently used(54).

Participants in a research done in South Africa stated after knowing their HIV status, they go
through accepting their new version. They had similar strategies which are family care,
appointments to wellness clinics, adherence to their drugs and attending school. The support

group session also helps them to interact and communicate with others(15).

A phenomenological study done in Zambia aimed to explore coping strategies of adolescents
living with HIV/AIDS. The first strategy is resilience in which they are able to accept their
situation and not to being bothered even if people talk about their status(53). Also in
researches done in Tanzania, South Africa and Zambia; the participants stated the effective
treatment given in ART clinics if they take their drugs perfectly, they can prolong their life
which is a source of comfort for them. Some adolescents prefer to keep silent due to risk of
rejection from their friends(15,29,53).
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Other strategy is they lay on religious and spiritual interventions as a coping method. This
helps them to pray to God and handle their condition(29). Also support from family,
community, healthcare givers, friends, support groups and Non-governmental organizations
has a great effect for coping while living with HIV. The NGOs helped them to handle their
situation in different perspectives like nutritional, psychosocial and educational
support(15,26,53).

2.4 Perception of adolescents living with HIV about their future plan and their need for
support services

2.4.1 Support services

Different interventions were desired by adolescents living with HIV in a study done in Brazil.
They stated they are satisfied with the motivations and supports they get by health care
providers. But they still want more briefed information on how to prevent the transmission of
the virus, review on topics related to scientific developments as well as dilemmas experienced

by other adolescents in the setting of being HIV positive(28).

For the support services based on the lived experience of adolescents ADLWH in South
Africa, they stated that it would be good the visits in their clinic be on the weekends and after
school to prevent missing of school. They also stated it would be good if opportunities are
arranged to meet other adolescents like them to share their life experience and support with
each other. Also programs should be shaped for other people about HIV to prevent stigma and
discrimination(26,44).

In contrast other researches in South Africa among ADLWH, they declared the support they
get from their family helps them for going with their life and it is the major support they get.
They also stated they need additional support from their teachers, friends and community in
general (26,55). But this support is usually physical support so emotional support which is an
important factor is lacking(55). They felt support when their families remind them their
medication time, give them transportation fee to go to the clinic and made sure they kept their
appointment(27).

Also peer support has showed a significant effect in a research done in Tanzania. It builds
Positive coping towards living with HIV. It creates less HIV related distress and barriers. They
also feel open in sharing their concerns and seeking help from them(29).

15



Another study done in Botswana among 16 adolescents and Tanzania among 12 adolescents
showed the social support group provided at treatment centers helped them to become strong
and create confidence(56). 93% ADLWH in Zambia from 365 adolescents also enjoy being in
support groups. Also 87% stated it would be good if their adult family members attend
different adult group sessions similar with them. 88% wanted a mentor who is youth and
living with HIV(57).

They like and feel comfortable around the health caregivers in the clinics and encouraging one
another between adolescents(57). Also in this support group information about HIV, ART,
stigma and reproductive health were given. This facilitated them to accept their identity and
made them realize they can live like a health person can live. Disclosure is mandatory to

participate in these groups(29,37,56,57).

In general adolescents with strong family support and social supports cope better and are seen
as the most important support sources by adolescents(27,56,58). And when stigmatization

occurs at school they seek support from their teachers(26,56).

The participants in a research done in South Africa stated they hoped if people treated them
with respect rather than hit, staring, gossiping and getting angry with them(26). Also in
Uganda the adolescents expressed they are short of money to cover their school fees and they
needed transport prices to go to ART clinics for fill-ups and this challenged their medication

adherence, health and schooling(45).

2.4.2 Future plans
A quantitative study done among 365 ADLWH who were receiving care at the clinics in

Zambia showed they want to have children in the future but they need additional information
about planning for pregnancy. 93% of adolescents in the study stated they need more
information on the ways for having a healthy baby. Some of the adolescents know various
ways for preventing mother to child transmission but others needed more information for the
future(57).

In researches done in Ghana and South Africa ADLWH stated they are afraid of death in the
future. They fear they will die early due to their illness(15,44). The ADLWH in South Africa
and Uganda stated even if they are afraid of death, they aspire for a better life. They
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considered their education as a constructive way to achieve a better future. The challenges
they face in their past or in their present did not affect their view on their forthcoming life.
They think of their future brightly(15,45). They also thought they can get married, got a good
job and build a family in their future(15,30).

Correspondingly in another research done in South Africa almost 2/3 of the participants out of
26 adolescents felt happy about their future, they predicated they can live like a normal person
by finishing their education, working and building their own family. Most of the adolescents
wanted to be doctors so they could help others as they are helped by others. Also there were
adolescents who have negative feelings towards the future. These feelings occurred due to

being HIV infected which caused confusion towards their future(26).
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2.5 Conceptual Frame Work
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Figure 1 Conceptual framework showing the concepts that are covered by this study
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3. OBJECTIVES

3.1 General objectives
% To explore the lived experience of adolescents living with HIV and receiving HIV

treatment, care and support services at Tikur Anbesa specialized hospital, Addis Ababa,
Ethiopia. February 8-March 8, 2021.

3.2 Specific Objectives
% To discover the lived experiences of adolescents living with HIV who are attending ART

services at Tikur Anbesa specialized hospital, Addis Ababa, Ethiopia. February 8-March 8,
2021.

% To find out the perception of adolescents living with HIV about their future plan and their
need for care and support services appropriate to their age at Tikur Anbesa specialized
hospital, Addis Ababa, Ethiopia. February 8-March 8, 2021.
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4. MATERIALS AND METHODS

4.1 Study Setting and period
This study was conducted from February 8- March 8 2021 at Tikur Anbesa specialized

hospital Addis Ababa, Ethiopia.25% of the urban people in Ethiopia live in Addis Ababa
which is the capital city of Ethiopia. It is also one of the rapidly developing towns in
Africa(59).

In 2021 the people living with HIV in Ethiopia is estimated to be 754, 256 according to
Ethiopian Public health institute prediction. In Addis Ababa in 2016 126,619 HIV positive
people were living. In other ways in 2021 it is predicted 133.720 HIV positive people will be
living in A.A. New infections less than 15 years old consist of 2421 people from the total of
4203 in 2016. And it is predicted to be 1,158 new cases of less than 15 years age from 3775 of
new HIV infection in 2021. Adults greater than 15 who are HIV positive in A.A are estimated
to be 132,562 while new infections are approximated to be 3736 in 2021(60).

Tikur Anbesa specialized hospital started work in 1972. Currently it has 200 doctors, 379
nurses and 115 other health professional who are all devoted to providing different health care
services(61). The antiretroviral therapy service serves 3,500 HIV positive people in a year
which composes 3,115 people greater than 15 and 385 children who are less than or equal to
15.

4.2 Study approach
This research is a qualitative study using a phenomenological approach which was used to

explore the lived experience of HIV positive adolescents. Qualitative approach helps in
finding out how people interpret and create sense of their practices, actions, communications

and situations in the world they are living within(62).

4.3 Population and sampling technique

4.3.1 Study population
The study participants were adolescents aged 10-19 years who had acquired HIV by horizontal
or vertical transmission mode. And those adolescents who were present on ART follow up

during data collection period.
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4.3.2 Recruitment of the study participants
TASH was purposely selected because it has a number of adolescents living with HIV who are

taking ART care services at the hospital. Criterion based purposive sampling was used to
recruit the study participants. The number of participants was determined by the saturation
level of the information which was provided from the participants. Data saturated when the
number of participants reached 15 but additional 3 was added to ensure saturation. 9 males and
9 females participated in this study which makes the total number of the participants 18
adolescents.

To reach the participants there were steps that need to be passed. First the principal
investigator obtained a letter from the head of department of midwifery and nursing asking for
any cooperation and to give any data that was supposed to be needed for the research. Then the
principal investigator communicated with the head of the pediatric ward of TASH and the
focal person of pediatrics ART. Then the principal investigator settled appropriate time and

place to interview the adolescents who were willing and fulfill the inclusion criteria.

4.4 Eligibility criteria

4.4.1 Inclusion Criteria
Adolescents were participating in this research need to fulfill the following criteria:

» Adolescents from age 10-19 years and who are living with HIV.

» Adolescents who knew their HIV status and are on ART follow up for more than one
year.

» Adolescents who gave assent or consent.

» Primary care givers/families who gave consent for adolescents less than 18 years old.

4.4.2 Exclusion criteria
» Adolescents who were not willing to participate in the study.

» Those who had serious health problem and admitted to the hospital.

4.5. Data collection
An in depth interview with semi-structured open ended interview guide was developed from

similar research and some guides were modified in order to apply it in according to the
study(15). The interview guide was developed first by English language and then it was
translated to Amharic language to make it easier for interviewing. The structured interview
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guide included topics about biography of the participants, how their HIV status was disclosed
to them, whether they disclose their status to other people, sexual and reproductive
relationships, stigma and discriminations, coping strategies while living with HIV/AIDS, their
future plan and support services they needed.

Before actual data collection pretest was done among 2 adolescents who fulfilled the
inclusion criteria at St. Paul hospital millennium medical college which has similar set up with
the study area. After pretest was done, some probing questions were added to the interview

guide.

All interviews were conducted with the principal investigator in Tikur Anbesa specialized
hospital. The investigator also asked the participants to forward their ideas freely and they
were allowed to add anything in their lived experience of living with HIV as adolescents. All
the in depth interviews were conducted in Amharic language. A room was prepared in the

hospital to perform the interview with good setup and keeping their privacy.

Audio recording was done after securing permission from interviewees. Also notes were taken
on their facial expression and reaction during the interview. The interview took from10-
25minutes. Finally the participants were thanked for their cooperation and time for
participating in the study.

4.6 Data Quality Assurance
Doing pretest helped in having a quality data. The investigator herself did all the activities

from developing the interview questions, data collection, checking the data and translation
were done. In addition having notes on their facial expression and silent environment helped in
assuring quality of the data. Furthermore peers reviewed the transcription, translation and
coding of the data.

In ensuring trust worthiness four basic criteria of qualitative study were maintained.

+«+ Credibility: Before starting the actual data collection, the principal investigator tried to
create a good communication environment with the participants. Also participants were
advised to stay open and relaxed during the interview as to get the correct data. Member

checking was also done which was the data collected, interpreted and summarized were
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checked with the participants if it is congruent with their intentions. Finally the response
of each participant was checked with other participants for similarity.

+ Dependability: The investigator coded an interview document two times in different
times to check for the sameness of the codes for intra coder dependability.

¢ Transferability: this was proven by giving readers references so that the result of the
finding can be applied to the same or similar situations. There was also detailed
description of the research situation and methods to allow the understanding of the study
to other researchers.

¢+ Conformability: in this an audit trail was done which was recording unique topics found
during the interview, giving reason for merging codes together and explaining of the
meaning of the themes. Also the researcher reflected on her values and interests to see if
there are any biases in the research process. And words of the participants were used in

writing the finding of the research.

4.7. Data Analysis
Code book was established after few interviews were conducted. New codes that emerged

during data collection were added to the code book. Data analysis was done while collecting
data. Interviews was transcribed verbatim in to Amharic and then translated to English by the
principal investigator. The principal investigator is fluent in Amharic and English. Transcripts
were coded. Coding and analysis was done with Atlas Ti 8 software. Before themes/codes are
identified the researcher fully read and reread interview transcripts, independently identified
possible themes and codes and quotes and then pooled observations. An initial list of codes
was then developed. Also another researcher coded some of the translated data and changes in
the identified codes among the coders were corrected by conversation. Grouping related codes
generated categories. Inductive Thematic analysis was used in which themes were developed
which represented the whole idea of categories. Few participants were communicated again to
check if the data collected and finding are congruent with their lived experience.

4.8. Standard definition of terms
Adolescence is the phase of life between childhood and adulthood, from ages 10 to 19(2).

Human Immunodeficiency Virus (HIV) is a retrovirus that causes AIDS. HIV destroys the
body’s ability to fight off infection and disease, which ultimately leads to AIDS(63).
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Acquired Immune Deficiency Syndrome (AIDS) is an epidemiological disease based on

clinical signs and symptoms caused by HIV. AIDS is caused by HIV(63).

Antiretroviral therapy (ART) is a medical treatment which consists of a combination of one
or more different class antiretroviral drugs (ARVS) to suppress a retrovirus and one of the
retrovirus is the HIV which causes AIDS(63).

Living with HIV refers to a condition when antibodies against HIV have been detected on a
blood test or a gingival exudates test(63).

Horizontally acquired HIV is healthcare-associated transmission by infusion of HIV
contaminated blood or blood products, re-use of contaminated needles/syringes or other
medical equipment, ingestion of HIV in expressed breast milk in neonatal units and sexual

transmission(64).

Vertical acquired HIV is when HIV is transmitted either in utero, intrapartum or post-natally
through breastfeeding(64).

4.9. Ethical consideration
The research was conducted after obtaining ethical clearance letter from department review

board of nursing and midwifery, college of health sciences, A.A University. A written
informed consent and assent was given to participants and their families to be filled with them.
Participation was strictly voluntary. A briefing was given to all participants explaining the
purpose of the research study, benefits and risks in detail.

Permission for audio recording was asked from each participant after debriefing the goal of the
study. Their names are replaced by a code identification number during data collection,
analysis and reporting. All the research process attended all the basic ethical principles which
are respecting their autonomy, avoidance of harm, confidentiality and justice. They were also
allowed to withdraw at any time if they did not want to participate during interview without
any offence.

4.10 Dissemination of the result
The finding, conclusions and recommendations of the research will be presented to Addis

Ababa University, College of health sciences. After correcting the comments and suggestions

24



given; it will be distributed to Addis Ababa health bureau, Addis Ababa University, TASH
and the local NGOs who are working on adolescents living with HIV to improve their quality
of life. Finally the research will be taken into account to be published on peer reviewed

scientific journals.
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5. RESULTS

5.1 Socio-demographic Status
The participants were adolescents living with HIV who were attending ART treatment at Tikur

Anbesa specialized hospital. 9 female and 9 male in general 18 participants participated in the

research. The participant’s age range was 12-19 years old. Six of them lived in an orphanage

while twelve of them lived with their family. Their education level was from primary school to

college. All of them were students except the one who was working currently in film making.

Fourteen participants acquired HIV in vertical transmission while Four of them were through

horizontal transmission. Table 1: Socio-demographic status of the participants for the research

of lived experience of adolescents living with HIV; Addis Ababa, Ethiopia; May/2021

No Gender Age Reside with ~ Transmission Educational Occupation
way level
P01 F 15 Mother Vertical Grade 6 Student
P 02 F 18 Grandmother  Horizontal Diploma Student
P03 M 17 Orphanage Vertical Grade 10 Student
P 04 M 14 Orphanage Vertical Grade 4 Student
P 05 M 14 Orphanage Vertical Grade7 Student
P 06 M 17 Orphanage Vertical Gradell Student
P07 M 19 Mother Vertical college Film making
P 08 F 18 Mother Vertical Grade 10 Student
P09 F 18 Father Vertical Grade 11 Student
P10 M 17 Mother Vertical Grade 11 Student
P11 M 14 Mother Horizontal Grade 7 Student
P12 M 13 Orphanage Vertical Grade 7 Student
P13 M 16 Orphanage Horizontal Grade 7 Student
P14 F 17 Both Parents  Vertical Grade 6 Student
P15 F 18 Both parents  Horizontal Grade 11 Student
P 16 F 17 Mother Vertical Grade 7 Student
P17 M 17 Aunt Vertical Grade 10 Student
P18 F 12 Both parents  Vertical Grade 6 Student

Key: P- Participant

F=Female M=male
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5.2 Emerged themes
After readings of the transcriptions several times and coding them; five main themes were

developed with number of subcategories underneath each theme. The themes and
subcategories are listed as follows.

Table 2: Themes and Categories that emerged after analyzing

Themes

Categories

Living as an adolescent with HIV

Mode of transmission of HIV

Expressions of living with HIV

Feelings towards HIV.

ART drugs and health problems

Disclosure and stigmatization

Way of disclosure

Feelings when first informed

Appropriate way of informing

Disclosing their status to others

Stigmatization history

Sexual and reproductive health

past sexual relationship

Current sexual relationships

Perceived Spouse

Coping strategies and Supports

Coping Strategies used

ART clinic services

Supports they need

Future plans and Aspirations

Wants to be

Plan towards family

Expectations of self
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5.2.1 Living as an adolescent with HIV
5.2.1.1 Mode of transmission of HIV
Out of the participants fourteen of them had acquired HIV vertically from their mother either
by breast feeding or during pregnancy. Some reported they remember taking their medication
from child hood while some say they remember taking some syrup. The rest of the participants
acquired HIV horizontally from another person. Two of them stated it came from their father.

An 18 years old girl stated

“If she (her mother) does not have the disease, I am sure there will be no one other than
him (her father). He was a solider. At some time he was shut by a gun and he used to bleed a
lot (Intin yil nebere). I was the one who was changing his dressings. May be that would be the

reason it came to me.” (P 02, 18 years old)

The other said he acquired the disease from his aunt. He was living with her since his parents
has died when he was child. One participant expressed she got it when she was 8 years old

from her mother’s friend. And all of her family members still don’t have the disease.

“It is not from my mother. I think there was a friend of my mother. She had the virus. It

came because of her. I think she was giving me what she ate.” (P 15, 18 years old)

Except one participant all of the participants knew correctly about the modes of transmission
of HIV from person to person. One participant described she only knows it is transmitted from

mother or father only.

5.2.1.2 Expressions of living with HIV
Different views were observed from the participants in expressing life with HIV. Majority of
the participants explained there are different challenges and concerns while living as an
adolescent with HIV. For some living with HIV is associated with taking RV1 drugs for life
long. They considered this a tiresome activity and also concerning. An 18 years female
adolescent who acquired the virus horizontally reported like this. “By the way it is hard to
continue like this. It is hard to take medication day to day.”(pl5, 18 years old). The
participants also reported it is difficult to live with HIV as they have to always keep their HIV
status secret. But as they take medication daily and for life long: it hard to keep it a secret

28



always. And they need to be always secretive while living their life. A 17 years old adolescent

expressed it like this

“Living with HIV is being secretive. Taking medication is a little bit freaking.

You have to take it at night or early in the morning. This is difficult when you go to guest’s
house.”(p 10, 17 years old)

Fear of death is also another expression that was reported by the participants. Few of them
reported they are afraid they may die prematurely because of the disease. Even when they are
sick by another disease they feel like they are going to die.

“When you are sick a little, you will be afraid of death. I feel like I am going to die. |
will think I am going to die even if | have a common cold. Most of the time | used to write the
things I want to do but cannot do and want someone to do it for me in the back of my diary”(

P 02, 18 years old).

Also passing even little time to take medication makes them to believe they are going to die
soon. A 17 years old boy expressed it like this; “Sometimes you may pass the time to take the

medicine...at that time you feel like your death day is coming near.” (P 06, 17 years old)

Some believe they have to accept what has come to keep on with their life. They stated it
didn’t come by their fault or they didn’t create it. Therefore they just live accepting what has
come to their life. Few respondents reported they live like a normal person but there are some
challenges they face. These challenges occur when they meet some problems or if they are not
protecting themselves that is taking their medications. 18 years old girl reported like this;
“It is difficult living with HIV. Sometimes you have to accept things that happen and to get to
the better place you should live accepting things which are given to you. Living with HIV
means living as a normal person. If you protect yourself you can live as a normal person.”(
pl5, 18 years old). Similarly other participant described living with HIV is living as normal

person but you may not do and get whatever you want like others.

“Actually it is normal. You will not remember it. You can do anything like anyone
else.  Eating drinking you can do anything like a healthy person can do. But sometimes you

feel like you are different from everyone. Even that is once up on a time (esum ke sint ande

29



new). For example when people think about future, you may not think about it. Your future
may only be learning and living. Others future may be getting married and having children.
This is not a future for me. Firstly getting married and having children is not in my mind.” (p
02, 18years old)

In contrast some participants described living with HIV is not different than living as a normal
person. They reported they don’t consider themselves from others. They also believed they can
do whatever a healthy person can do. One participant stated HIVV even makes decision maker

and strong to pass different challenges.

“For me it is normal there is no new impact that came to my life due to HIV. I am
living doing the things | would do if | were to be normal. | would learn if | were normal | am
learning now. I would exercise if I were normal I am exercising now. It didn’t block me from

my social life and religion too. So I am living as a normal person can live.”(p 17, 17 years

old)

Similarly another participant described the same thing. “For me it doesn’t mean anything
living with HIV. When | was told first, | was very sad. But when | think about it after that |
understood it is nothing that | can learn and think like anyone else. So I did not feel
anything.”(P 16, 17 years old)

5.2.1.3 Feelings towards HIV.
More negative feelings were reported from the participants towards HIV in comparison to the
positive feelings. Most of the respondents feel sad and bored when they think about their HIV
status. They are angry at HIV and they consider it as enemy. They also feel they are different
from other adolescents because they have HIV. Those adolescents who acquired the disease
vertically also ask their God why they were created with the virus. A 13 years old male
participant expressed “I feel sad and it (HIV) makes me angry.” (P 12, 13years old). Another

participant also stated:

“I worried a lot. Even when I am in toilet | always ask my creator why he made me like this.
I am angry by HIV. I also hate a lot HIV. HIV is my enemy.”(P 01, 15 years old)
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Adding to this some reported they also feel lonely and feel like they are the only ones who
have the disease. A 16 years old participant said: “When I first knew the first time, I felt lonely.
1 felt like I am the only one. (P16, years old). Also another participant stated like this: “I have
a headache when think about HIV, | feel sad, | always tell to myself saying | feel bad for
myself differing from other children then I develop headache.” (P 13, 15 years old)

One participant considers HIV as a harmful disease which damages their life. They also

believe it will influence their life in a bad way.

“It (HIV) is harmful. It is harmful when you live with it. It is bad when you are
older. It is difficult to live with medication for lifelong. When | see my friends, | see their
freedom and feel that is because I am taking medication. In my side I don’t see the use.” (P 9,

18 years old)

While some respondents stated they feel nothing towards their HIV status. Some participants
who are living in an orphanage expressed they don’t feel anything because their friends who
are living with them are also like them. So they are similar with each other and they don’t see
anything new. A 14 years old male who is currently living in an orphanage expressed it like
this; “I don’t feel anything because all of my friends who are with me have the virus. So [
don’t feel anything.” (P 05, 14 years old)

Few reported they didn’t face anything until now to have bad feeling towards HIV.

“Actually I don’t feel anything right now. It is different person to person. But me until
now I don’t feel anything. You feel like that when you face something, but I didn’t face such
things. That may be the reason. Even if | face since | think it may have a reason I don’t feel
anything.” (P 08, 18 years old)

5.2.1.4 ART drugs and health problems
Out of the participants, two of them had history of being admitted in the hospital because of
HIV. One participant remembered he was hospitalized when he was kid. The other participant
said he stopped taking his medication when he found out his disease. So he was hospitalized

since he became sick. Then after he was hospitalized and started taking the medication again.
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“When I heard, I had it, [ was afraid since it was said HIV kills. I heard you can only live
for short time. When | heard this, I thought of stopping medication to die...l have | decided to

die by not taking the medication.” (P 13, 16 years old)

All of the respondents are free from any addiction except one respondent as he explained he
smoke cigarettes and he couldn’t stop it. He used to chew chat and drink alcohol but he
stopped them now. He also has stopped taking his medication after he got out of the orphanage
after he reached eighteen and he couldn’t take his medication because the person he lived with
does not want him to find out about his disease. He discontinued his medication for a year and
he was sick so he started taking the medication again. Otherwise the other participants don’t

have history of stopping their medication.
5.2.2 Disclosure and stigmatization

5.2.2.1 Way of disclosure
Most of the participants were confused about the reason of taking their medication. Some of
them were told in childhood so they did not felt such confusion. They always wondered and
asked their parents why they are taking their medication. For some adolescents they were told
they took it for heart disease. For few it was said for their current illness that may be caused by
the HIV virus. A 15 years old female participant reported “She used to tell me I have a heart

disease.” (P 01, 15years old). Similarly another participant expressed it the same way.

“I took the medicine always night and day and it never stopped. I will take it out and see
it wondering what this thing is...Sometimes when my mother gets out of home I will take the
medicine out and observe it. There was something about it ( Yehone gir yemil neger
neberew).”’(p 02, 18 years old)

Most of the participants knew about their HIV status from 10-15 years old. Few of them knew
at the age of 5- 10 years old. Only one participant was told at the age of 16 years old. Most of
the participants heard about their HIV status from another person. For some their care givers
told them when they reached the appropriate age to listen according to their care givers. For
others they were told with the health workers and care givers collaboration at the hospital.
Two of the participants who were living in the orphanage expressed they heard from their

friends who were taking the same medication like them.
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“My mother told me when we were talking in the house. When we were alone | said to

her “Why do I take medications?” Then she told me I have this ( crying)”( P 01, 15 years old)

Another participant also stated; “First of all I know by my mother. When the doctor was
talking I thought it was hers. I didn’t know about me. When I was going to enter tea and coffee
program, the doctor and my mother told me together.”(P 11, 14 years old)

Some of participants knew about their status by their own. Few said they knew about their
status when the health workers were talking with their parents about the disease. Other
participants expressed they saw their medication on TV displaying it was antiviral drug for
HIV in AIDS’s day.

“There was a celebration on AIDS day and they were displaying the image of the
medication. When | took out my medication and compare it, it was similar. Then | knew | had
it. I was 8 years old at the time.”( P 16, 17 years old)

One participant stated she knew about it from how the people around treated her. She said

there were lots of words of encouragement from others that led her to guess about her disease.

“Mine is different from others. I knew starting from my childhood. There are some
children who are active from their childhood. I was like that....You know such things when
repeated. And some people say ‘cheer up’. So when she (her mother) told me I have the
disease, I told her “I knew about it and made it easy for her.” (P 08, 18 years old)

5.2.2.2 Feelings when first informed
Majority of the participants were startled and cried a lot when they heard their status for the
first time. It made them worry lot and they were angry they have the disease. Different kinds
of reactions were reported from the participants after being informed for the first time. Some
felt lonely and thought they are the only ones who have this disease. Few hated to
communicate with other people. Others thought with their teachers in their school. One
participant reported she always asked GOD why he made her like this and refused to take her
medication at the time she heard. She also thought of killing herself many times. She described

it like the following.
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“When I heard from my mother I started doubting myself even when I am in school
I only think of that ...1I feel like the students are seeing me in bad eye. I also feel the teachers
also talk saying’’ she is sick and she sometimes faints” Then [ worry a lot. In addition to this I
am emotionally (hode basha). Then | be distant from others. I am only with my friend she likes
me like me a lot”... (Crying) (P 14, 17 years old)

Another participant also expressed there were many unsuccessful trials of suicide after hearing
her status for the first time; “At one time my friend has untied a rope from me. When I was on
the verge of drinking berkina after buying, someone will come ( berekina rasu geziche liteta sil
wey sew ydrsibingal). When they asked me what was wrong, | just told them | bought it to
washes clothes. When | become a little bit grown up. My mom treated me. She told me that |
can live and I will not die. That I can live until the end. After that I forgot about it.” (P 02, 18

years old)

Other participant thought he was going to die soon. He thought he even knows the day of his
death is going to be. He stopped his medication for two months implying he wanted to die by
not taking his medication. When he was sick, he was hospitalized and started taking his
medication. He was hospitalized after and started talking his medication. He reported it like
this; “For 2 months I was very sick after that I also became very skinny after that I was taken
to the hospital and | started taking the medication again. The nurses also scolded me not to
discontinue again. [ started the medication in the next day after that I have never stopped.” (p
13, 16yeras old)

In contrast few of the adolescents mostly those who were in the orphanage and those who
were told younger took it easily. They did not felt anything at the time they were told and still
don’t feel anything. But one participant described he recognized it was a dangerous disease
when he became older. A 17 years old adolescent said; “I was young at that time so I did not
feel anything.” (P 06, 17 years old)

5.2.2.3 Appropriate age of informing
Majority of the participants believed they were told at the right age. While few participants
believed the age they were told was not right. Two participants were told at the age around 10

years and think it would be good if they were told when they are older than that age. One
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participant was told at the age 15 years and believed she was told late and it would be good if
she were told younger than the age she was told. Although she believes being informed older

has its own advantages.

“Mine is right. But it was late. I sometimes think why it was late. I was not at the age to
think about it backwards. But when you are older, you will make yourself believe that it has

happened once.” (P 15, 18 years old)

Most of the participants believed children living with HIV should be told from 12-15 years
old. They believed telling them at that age group will help them to take their medication
appropriately and to keep it a secret. In addition they will also be under family guidance which
will prevent them from causing problems. Also they may hurt themselves if they are told
younger than that age. On the contrary some participants believed it is appropriate if they are
told from 6-12 years. The advantages are first they will grow with it so they will consider
living with HIV as normal. The other one is if told older they may know about the diseases
and know more about life which will disturb their life. Only one participant believed children
should be told around the age 20 years. A 17 years old participant expressed “About 20 when
their age reaches maturity.” (P14, 17 years old)

Other participant believed age is not the criteria to tell or not to tell them about their HIV
status. She expressed it should be depending on the maturity to accept their status regardless of

their age.

“It is different person to person. It is how they receive it. There is a person who is 17
or 18 but still has a child thinking. But there are some who are a kid yet think like an adult. |
think it is good if they are told when they are active independence of their age. (P 08, 18 years
old)

5.2.2.4 Disclosing their status to others
Majority of the participants have not ever told to another person about their HIV status. Most
of them don’t tell to others because of fear of stigma. They are afraid people may distance
themselves and hate them. They are also afraid they will tell their secret to other person which
may distribute and make their life difficult. One participant stated such kind of situation. An

18 years old adolescent said; “But when you are living in small town, it is difficult to keep it a
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secret. The kebele’s may know about it. [ was working in the theatre and there was a boy who
knows my status. When | was shaving with them, | think he suspected the other way. Then he
told them about me.” (P 08: 18years old). Also another adolescent who is 17 years old reported

similar idea.

“It is not because I am afraid. There are some people who you believe and not. |
don’t tell to others because I don’t believe them. For example if I tell to someone and he tells

to all people, which will not be good. I don'’t tell to someone I don’t believe.” (P 16, 17 years
old)

Some are warned by their family and health care givers not to tell another person. Those who
live in an orphanage are warned by the nurses who are there to never tell to anyone else in fear
of discrimination to the children. A 12 years old girl said “My mother told me not to tell to
anyone.”’P 18, 12 years old. Few participants believe they shouldn’t tell their health profile to
another person. “/ shouldn’t tell to anyone my health profile that’s why.” ( P02, 18 years old)

Those participants living in the orphanage knew their status with each other since they all have
it they are not afraid to talk about it. And they are not afraid of stigmatization. A 17 years old
participant who is living in the orphanage implied; “I believe those who HIV. I think they will

understand my feeling since they also have it so I tell them.” P 03, 17 years old

Likewise other participants also stated they talk freely with those who have the disease. They
don’t keep secrets among them. “There are some who know from my relatives and there are
also who don’t know. There is friend of me who knows. She is similar to me. But she has

checkup in another hospital.” (P 16, 17 years old)

Few participants had told to another person about their HIV status. Three participants have
told to their friends who are negative to HIV. But they did not face stigmatization. And a good
friendship was developed afterwards. An 18 years old girl implied; “There was a girl | met at
that time we kept along with each other and maintained a good relationship. We are about to

reach 5 years with her.” (P 08, 18 years old. Similarly another participant said
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“At the time I was told. When I went to class the next day. She knew since she grew up
with me. She told me she knew about it and said I didn’t want to tell you. I have not told to
anyone.” (P 09, 18 years old)

One participant has told to his girlfriend and she immediately broke up with him and got
distant with him. He reported “You don’t know what will happen. The only one I told was her.
We broke up with her. There will be stigmatization.” ( P 07, 19 years old)

5.2.2.5 Stigmatization history
Majority of the participants has not faced any type of stigmatization until now. This is because

most of them have never told to another person about their status. One participant reported he
has not faced any discrimination because he is living around a society who is on the same
status like him. A 19 years old adolescent expressed “Since I grew up in the orphanage, |

didn’t face such kind of things. Everyone has it there, so it is common. Also in my village most

of them have it.” (P 07, 19 years old)

Few have faced discrimination from students, Teachers and relatives. One participant said she
was discriminated a friend who was learning in her class and thought of killing herself at that

time. She conveyed it like this.

“At one time there was friend of mine who sat next to me in the class. When he heard
about this thing, he got very distant from me and his behavior changed a lot. I felt really bad. 1
tried to kill myself.” (P 09, 18 years old)

Similarly another participant expressed she was highly discriminated by her teacher that made
her to change school. Her mother told the teacher about her status to help and understand her.

But he has done the opposite.

“I am learning now by changing my school. The school I was learning before there
was a teacher and my mother told him about me to help in some things. And it didn’t go
equally with the Koran... I don’t know if he came angry from his home...I went to school
without doing his homework. Then he hit and insulted me “ you who have HIV” in front of the
students. Then I told him I don’t have such a thing. | cried from the third period until the last.
Because since he is a teacher how can he says such a thing.....Then after some time some

students changed on me. When | went and sit to some place, they would say get up. Then I sat
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alone. Then again | told my mom and she went to the director. And he was prosecuted again.
When he is prosecuted again, he made me fall his subject. So I got out of that school.” ( P 16,
17 years old)

5.2.3 Sexual and reproductive health
5.2.3.1 past sexual relationship
Most of the participants were not in sexual relationships before. But all of them have never
had sexual intercourse. Three participants reported they were in relationship before. But they
already broke up now. One participant stated her father stopped her when he heard about her
relationship due to her disease. Even if her boyfriend had the disease, she implied he told her
she shouldn’t be with anyone and only should be concerned about her education. She said
“I had before but due to disease my father stopped me saying you should not be with
anyone...my father told me you should not be with him even if something happens no one will

help you... I said okay and started following my education.” ( P 14, 17 years old)

Two participants broke up with their lovers because the participants wanted to have sexual
intercourse with them. One participant said he told his girlfriend but she broke up with him. A

19 years old male participant reported;

“We were in the tenth grade. She (his girlfriend) had an interest for sex..... Then I told
her | have it (HIV). | told her we can do it by condom, afterwards she moved further away
from me. I also left that school because of that.” (P 07, 19 years old)

Similarly another participant broke up with her boyfriend because he wanted sexual
intercourse. She couldn’t go on with it because she has HIV. But she did not disclose her
status to her boyfriend. She avoided the topic by stating she has no interest for sexual

intercourse. The disease resulted in breaking up her love relationship.

“We broke up before covid comes. At some time we were talking and a topic about
children came up. His sister’s daughter delivered a baby at that time. He asked me when is
going to happen ours? I told him I don’t like such a thing. And then he asked me again and
again. I told him I can’t do it. I told him “if you want to do it, you can go and do it with
another girl”. Then he got crazy. I told him I don’’t like such a thing. (P 08, 18 years old)
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Both of the participants reported they could have done sexual intercourse without telling their
spouse but they didn’t want to hurt and infect their lovers with HIV. An 18 years old female
participant said “If' [ were to continue with that, 1 could have done it. But because | like him |

preferred making him sad and go away.” (P 08, 18 years old)

5.2.3.2 Current sexual relationships
Majority of the participants are not in sexual relationship currently. Only three of the

participants have lovers currently. Two of them are male and they are 17 years old. Their
girlfriend’s age is also 16. Their girlfriends are negative of HIV and they also don’t know
about their boyfriend’s HIV status. But they have not started any sexual intercourse until now.
The participant’s also don’t have intentions of telling their girlfriends their HIV status in

recent time. They also worry what their lovers may do if they know about their HIV status.

“I am concerned because I may not continue with my girlfriend if I tell her.” ( P 06, 17

years old)

Similarly another participant said; “If' I am able to stay with my girlfriend.... What she will do
after she knows...” (P 3, 17 years old)

One participant expressed she is in relationship with a boy who is 18 years old, the same age
as hers. He is infected with HIV and they both know about their HIV status with each other.
They also understand and help with each other.

“Now since I have a boyfriend, I don’t have any concerns. But before I always think
how I am going to tell him when | have a boyfriend. If he is from outside, how | will tell him

made me worry. But now I do not have any concerns.” (P 09, 18 years old)

5.2.3.3 Perceived Spouse
All of the participants believed they need to tell their lovers first about their HIV status before

engaging in any sexual intercourse. But they reported they should tell after starting
relationship and depending on what kind of mind set she/ he has.

“I will see first what kind of psychology she has. I will choose for what kind of person I
need to tell. If she tells to the person she meets even if it is nothing for me I shouldn’t expose

my health profile.” (P 17, 17 years old)
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Some of the participants reported they want HIV positive spouse to marry in the future. This
will help them in understanding with each other. An 18 years old female participant said
“Someone who has it like me because he understands my illness.” (P 09, 18 years old. They
also stated it will help them to strengthen their relationship. “But if'she has it, she will be close
to me knowing that I have the virus. Also for me I will be close to her thinking she has it.” (P
03, 17 years old). They are also afraid if they marry HIV negative person, they may transfer
the virus to them. A 14 years old adolescent said; “I want the one who has it so that I will not
transmit it.” (P 04, 14 years old).

Three participants reported they want a spouse who is HIV negative.
“It is better if he (her future husband) does not have HIV.” (P 01, 15 years old)

Other participants reported they don’t care about their spouse’s HIV status. If the other person
is comfortable with it while knowing their status, they can go on with HIV negative person.
Also few participants expressed if the transmission of HIV can be prevented they preferred

marrying HIV negative partner.

“I don’t care for me as she is comfortable but I prefer if she is positive more because |
will not infect a new person if it is not anything for her for me it is not a problem.” ( P 17, 17

years old)

Similarly a 17 years old participant expressed like this “Ifit can’t transmit it to her, I prefer
negative.” (P 10, 17 years old).

Some participants reported they don’t even want to start any type of sexual relationships
because of their disease. They don’t think about marriage because they may infect another
person with the disease. A 16 years old male participant reported “I gave up, I will not even

come near to women.” (P 13, 16 years old)

One participant reported she is worried she may not marry the person she wants because of her
HIV status. She said “I think it will disturb my married life. My insides tell me I can’t be with
the person [ want.” (P 08, 18 years old)
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5.2.4 Coping strategies and Supports
5.2.4.1 Coping strategies
Different kinds of coping strategies were adopted by the participants while living with HIV.
The first one is keeping their HIV status a secret which most of them used. Almost all of them
have not told to another person about their HIV status. They reported they don’t tell about
their HIV to other people about their HIV status which will help them to be considered as a

health person in the eyes of the others. Two 18 years old adolescent reported it like this
“No one knows other than my family. It is closed in the family.” (P 15, 18 years old)
“It is my secret until now.” (P 02, 18 years old)

For few the other coping strategy is even if other people hear about their HIV status they don’t
care. They stated they don’t feel anything. “There are some people who know about it. I don’t
care if someone knows | am doing more than some normal people can do. Frist it is not
something that I brought, second I didn’t lose anything because of it came.” (P 17, 17 years
old). Similarly another participant said; “I don’t like it. Because their understanding is
different from person to person. They may talk about you in your back. Actually even if they
talk, I don’t care.” (PO 08, 18 years old)

Some participants reported by taking their medication they can be free of an illness which
helps them to be stress free. They believe if they take their medication correctly they can live
as a normal person which is a source of comfort to them a lot. This also helps them to consider
the disease easily.

Additionally some participants reported family support is one of the coping strategies which
help them while living with HIV/AIDS. Family support helped them to continue with their life
and helped them not to give up in their life. An 18 years old participant stated; “When I
become a little bit grown up. My mom treated me. She told me that I can live and I will not die.
That I can live until the end. After that I forgot about it.” (P 02, 18 years old)

“If we talk about the virus, the necessary point is with the family. If family doesn’t have
good understanding for me, you will not have too. My families are very essential for me. So |
want to thank them.” (P 15, 18 years old)
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One participant reported she believes she will be free from this disease by being healed. She
said if 1 become strong and prayed maybe GOD can heal me one day. He said “I always think
| will be healed. Even if I am swallowing the drug | will be healed. | think one day I will be a
human.” (P 01, 15 years old)

Similarly another participant stated that he hopes he will be healed one day by taking his
medication properly and by being clean. He has false assumption that HIV can be cured by

taking medication correctly.

“I think I can be free from this disease by following up my check-ups, by taking my
medication properly and by keeping my hygiene.” ( P04, 14 years old)

5.2.4.2 ART clinic services
Most of the participants are satisfied with the services they get at the ART clinic. They

reported that they treated them like they are their own child. They described they get priories
in the services they utilize. They are advised to take their medication properly. Some even
don’t want to go to adult ART service because they like pediatrics ART clinic. A participant
who is 18 years old said “Iz is good in them (the health workers). There are not any bad sides.

They share with you what they have seen. They guide you about things.” (P 15, 18 years old)

But there are some services they wanted them be improved. One participant reported it is hard
to talk to them when the health workers are new at the clinic. Another participant described
there is a language barrier between her and the health care givers. They also reported there is
long line in pharmacy dispensary. There are also difficulties on the laboratory service. The

results take time to be out and they may even go missing.

“We give investigations that are CD4 and viral load. After we gave, when we come here
after many days they will say it is missing. And then we will give again. Since we are many, it

would be good if we were to have our only laboratory.” (P 09, 18 years old)

Few also reported there are some health care givers who are negligent about them. One
participant described that it is problem when they are writing sick leaves. She reported they

state their disease in their sick leave paper which discloses their status to others.

42



“Most of them they are students. Even when they are writing sick leave, they wrote you
the name of the disease. Once up on a time some doctor wrote it saying HIV. And | asked him

“what is wrong?” He said “You don’t want it to be known?” (P 08, 18 years old)

Another participant added it would be good if more counseling is given when they come there
to get their medication. She said; “Most of the time people like me will give up at some point. |
know it because | was there. You will be weak in your belief. It would be good if they give us
advice about this.” (P 02, 18 years old)

There is a tea and coffee program they participate with each other. Most of the participants
participate in the program and they like the services they get there. One participant stated she
does not want to participate in tea and coffee program because of fear of being exposed and be
known by others as HIV infected person. Most of them reported when they first started they
realized they are not the only ones who are HIV victims. It made them realize many people

have the disease more over even their equal ages.

“Before I entered tea and coffee program, I was very shy girl. That may be because |
was kid too. When I entered [ met a lot of kids whom I know. And I said to myself “p 09 you
are not the only one”. (P 08, 18 years old)

Similarly 17 years old adolescent stated; “They told us we are not the only ones and there are
many like us.” ( P 10, 17 years old)

The tea and coffee program helps them to communicate with each other. They also get
education about sexual relationships, stigmatization, future plan, ART drugs relationship with

the disease and about the disease itself.

“At some point we talked about what we discussed before...about how to be intimate
with your girlfriend ( ahun silanesanew girlfeind agrareb minamin tnseto nebere). How a
person who has the disease communicate with others. How he/she is stigmatized. We talk
about these things.” (P 03, 17 years old)

“...when I entered tea and coffee program I was more stable. In tea and coffee program,

there was different kind of educations.” (P 10, 17 years old)
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They also meet different friends and don’t feel they are not alone.

“But after I started tea and coffee program, that feeling disappeared. When I first
heard, I thought I was the only one in the world. But in the discussion I recognized I am not
the only one and there may also be some who doesn’t even know their status while they have
it. So I did not feel anything.” ( P 16, 17 years old)

Few explained it helps them to get a friend to talk with. It also helps them to find spouse since
all of the participants that participate HIV positive and can have spouse who have the same

disease with them.

“I am sure tea and coffee program is created so that we can create sexual

relationships with each other.” (P 08, 18 years old)

Some participants explained it will be better if some services are added. One participant
explained there is age difference between the participants. It would be good if they have
similar age in the group. A 14 years old male adolescent described it like this; I am not
participating with my equals. Because | am participating with those who are older than me

now. If they are equal to my age I would be happy. (P 11, 14 years old)”

Another participant recommended if there is more entertainment that will be added in the tea

and coffee program.

“I think before I entered there was entertainment there is sometimes was going

outside of the city. It would be better if it is not only talk about but some entertaining too.” ( P
17, 17 years old)

5.2.4.3 Supports they need
Most of the participants reported there is lack of knowledge and understanding among the

society. They stated there is also discrimination both in educated and uneducated person. An

18 years old girl said,;

“Not only the uneducated but the educated ones also don’t know anything. I am
a teacher. There was a psychology expert. But he talks with fear. He doesn’t have freedom.
For example let’s say he doesn’t know me. If I were to fall, he would pick me because he

doesn’t know about me. But if they were to fall, he wouldn’t pick them. There is this thing,
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because they know them they will discriminate them. I think the uneducated and the educated

ones needs to change well.” (P 08, 18 years old)

The participants also stated it would be better if people don’t discriminate HIV positive
people.

“From the society there are some people who reveal themselves to media. From what
we heard from our neighbors, they will say this girl and things like that.( Wiy yichi lif minamin
yilalu). It would be good if things like this are stopped because no one gets it because he/she

wants it. It came may be because of his/her mother and father’s mistake.” ( P 02, 18 years old)

One participant said there is also a problem when teachers teach in schools. He thought they
make the disease very frightening and the student became afraid of a person with the disease.

They consider the person as another creature.

“It would be good if we don’t live in fear. I think there is a freaking part when
teachers are giving education.” (P 07, 19 years old)

More education also needs to be given for the society about HIV to improve their
understanding. A participant who is 18 vyears old said; “The society doesn’t have
thoughtfulness. Even if they know, they act like they don’t know anything. Firstly at this time,
everyone knows. Everyone learns about this problem. But the society acts it doesn’t know. Still
there are many who made themselves distant when they hear about such things. It is needed
more education about this.” (P 09, 18 years old)

Also there needs to be more education given for students so that they don’t stigmatize people
with the disease. Other supports they need from the society are psychological support. They
hope a person next to them who would support them. A 14 years old boy said; “And those who
are not infected should treat the infected ones as a brother and mother and be together with
them.” (P 04, 14 years old)

“It is good if the society takes the education well. The person who had the disease needs

many things. It would be good if one person come and say cheer up.” (P 16, 17 years old)
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The participants also stated the society need to take more precautions on HIV. People are
forgetting about the disease. Also those who heard about other’s HIV status they need to keep
it a secret for them. An adolescent whose age is 14 also described it like this; “For the
society.... So that they will be exposed to HIV they need to protect themselves during sexual
intercourse. And they need to stop the transmission of HIV from person to person.” (P 05, 14

years old)

Some described they are getting a good support from the government. But they need some
additional supports they want to get. These are financial support, increase entry of

medications, a more advanced medication and more work opportunities for those infected.

“Sometimes there is shortage of medication. I have taken 15 days medication n
because I couldn’t take a month. It would good if there is good supply of medication.” ( P 16,
17 years old)

Likewise, 18 years old participant said

“It is good if the government works more in us. Everyone in its job... Even the
scientists... We will not expect the cure directly. But it would be better if there is improvement

in the present medication.” (P 9, 18 years old)

Few participants hoped that they will be healed one day because a cure for HIV will be gotten
one day. A 16 years old participant stated; “And also I have a hope that a cure for HIV will be
gotten in the future.” (P 10, 16 years old)

5.2.5 Future plans and Aspirations
5.2.5.1 Wants to be

Most of the participants have different aspirations toward what they want to be. Most of the
participants want to be a doctor in the future because they want to help people in that field.
Others wants to be painters, artists, astronomers, film makers, defense force(solider), pilots,
accountant, engineer and study computer science. “It is my dream. I want to help people by
becoming a doctor.” (P 15, 15 years old. Likewise another participant said “7 want to be a
lawyer.”( P 09,18 years old)
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One participant said he wanted to be entrepreneur because there are many who are job seekers

but he want to be a job creator to create work opportunities for others. He said,;

“I am going to be a lot of things there are some that I started now. When | was a kid |
wanted to be a doctor. But now days | am interested on computer | took online course in
summer and | am a software developer now in the future | wanted to be entrepreneur | am

moving on it by planning.” (P 17, 17 years old)

5.2.5.2 Plan towards family
Majority of the participants want to get married and have children in the future. For some it is

a must thing to do. They also think of building their own family. An 18 years old female
participant said; “I think my thoughts will be a success. | will have a job. And a family with
children.” (P 09, 18 years old). Similarly a 17 years old participant having her own family is a
must. She said “Of course, is there anyone who doesn’t want (building a family)?!” (P 16, 17

years old).

One participant reported she is afraid she may not get a husband she wants someone who has

the disease like her. So she is worried about her future marriage.

“I can only marry someone like me, right? But I hang out mostly from the outside.

They can't fulfill my criteria. (P 08, 18 years old)”

Another participant explained he will only marry if he is healed of his disease. He has false
assumption that he can be healed if he takes his medication correctly. He said “I¢ is just as 1
told you. If she has the virus | will tell her not to transmit to the child. If I am cured from the

disease, I would be happy. Because I will have a lot of things to do.” (P04, 14 years old)

For some getting married and having children is optional. It depends on the situation that will
happen at that time. Depending on the situation they will be they may or may not get married.
A 16 years old male adolescent said; “I haven 't thought about it. Maybe in the future.” (P 10,
16 years old)

Similarly 19 years old male participant said; “I don’t know. Now what I want is making

my mother free from poverty. I don’t have a thought of building a family.” (P 7, 19 years old)
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Others stated they don’t even want getting married and having children in the future because

of their disease.

5.2.5.3 Self expectation
All of the participants were asked how they see themselves after 10 years. Most of them view

themselves in a bright future. They reported they would have a job at some place. They may
have their own family and children in the future. They will also support their family.

“After 10 years I will finish my education and I will have a work. And my mother has no

job and house. I want to give her a job if she can. I want to achieve this.” ( P 10, 15 years old)

One participant he would be a CEO of a company that is the one he would create after 10
years. He hopes he would have many workers under him at that time. A 17 years old
participant said; “I don’t know I would be a CEO of a company. I will be in some place.” (P
17, 17 years old)

In the opposite a participant expressed she doesn’t expect herself after 10 years. She reported
she doesn’t plan for more than two years. Because she may die because of her disease. She

said;

“After 10 years... I don’t plan those much long plans. I don’t like planning for longer
time....I think I will die at same time. And I will never be healed.” (P 02, 18 years old)
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6. DISCUSSION

The research aimed to explore the lived experience of adolescents who are living with
HIV/AIDS at Tikur Anbesa specialized hospital, Addis Ababa. Participants on this study
described their life experiences about expressions and feelings towards HIV, disclosure and
stigmatization, sexual and reproductive life, coping strategies, supports they need, their future
aspirations and plans.

In this study both adolescents who acquired HIV through horizontally and vertically were
included. The participants who acquired the virus horizontally acquired it from their father and
nearby relatives. This is similar with the research done in Ghana in which both adolescents
who acquired HIV horizontally and vertically participated. But most of the participants
acquired the virus horizontally which is in different from this study (44). However in this

study majority of the participants acquired the virus vertically.

The participants in this study expressed living with HIV has several bad influences. Taking
medications everyday was considered as a tiresome activity. They also expressed living as an
adolescent with HIV is being secretive and not sharing their secrets with other people. This is
similar to the research done in Brazil in which their HIV status is their secret which they don’t
share with others other than family(28).

Participants described different kinds of negative feeling towards HIV. These feeling are being
sad, bored, feeling different from others and loneliness. Also they consider the disease as their
enemy and something that will affect their life negatively. These findings are consistent with
the results found in Brazil, South Africa, Tanzania and Zimbabwe in which negative feelings
get the superiority compared to the positive feelings(26-29).This may be because they have

similar setup to the study area.

Fear of death is another feeling they exhibit because of the disease. This is similar to the
researches done in Swaziland and South Africa in which they feared death when they were
first told and through time they incorporated HIV into their life(15,27,42). There are also some
who reported they can live like a normal person can live. Although they have to take care of
them to live like that. Also the participants believe they are capable of doing what a health
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person can do. There is nothing that blocks them from doing what they want. This is similar to
the researches done in Brazil and South Africa(28,29).

There are also participants who didn’t feel anything towards HIV. They take it normal as
something that lives with them but not more than anything Which is similar to a research done
in Tanzania(29). There are some participants who stopped their medication due to various
reasons. To deliberately die without taking the medication is one of the reasons. This finding is
consistent with the research done in Brazil additionally not to take in front of people so they

will not find out about their disease another reason (28).

After disclosure confusion that was caused by the reason for taking their medication was
erased from the participant’s life. Disclosure helped them to better understand their disease
and resulted in increased adherence. The disclosure age ranged from 10- 15 years old. They
were informed for the first time by their parents, relatives, health care providers and friends.
Others found about it from advertisement about the ARV drugs and how others treated them
by themselves. This is similar finding to the research done in Kenya in which some
participants find out about their status by themselves(37). There are also participants who
knew when their parents talked with the health workers about the disease. This finding is

similar with the researches done in South Africa and Swaziland(15,27).

The reactions observed from the participants when they first heard about their status were
being startled, crying, worry, angry and suicidal feelings. Additionally they also decreased
communication with others, fought with their teachers and fear of death was developed which
is similar to a study done in Swaziland(27). In contrary there were also some who took it
easily and did not feel anything. This is different from the research done in Swaziland which
reported there were neither positive nor neutral reactions to disclosure(27). This may be
because of sample size difference to notice such reactions.

Most of the participants believed they were told at the right time. Those participants who said
it was the right age they were told from 10-15 years old. Others reported they were told
younger and older than the age they were told. Participants recommended the right age to tell

children about their HIV status is inform 12-15 years old. Telling adolescents at this age helps
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them to their health properly. Others recommended it should be between 6-12 years old

because it will help them to consider the disease as normal as they will grow with it.

The participants don’t tell others about their HIV status due to different reactions from people.
Discrimination is the main reason they are not disclosing to others. There are different
reactions gotten from people which are hate, distancing themselves from them and exposing
them to other people. This outcomes are similar to the researches done in South Africa and
Swaziland(15,26,27,42).This may be because the society is similar with the research area.
Other reasons are fear of unacceptable behavior from people such as gossip and distress. Also
some are warned by their families or Health care givers not to tell to anyone. This finding is
similar to the studies done in South Africa and Swaziland(15,27,40).Some disclose to teachers
to help and support them similar to a research done in South Africa(15). But they don’t hide
their status from those who have the disease since understanding with each other will be there.

Those who have told to others face good and bad feedbacks. A friendship becomes stronger
after a feedback wherein some received care and they considered their disease as normal.
Although breaking up the relationship and distancing were the bad reactions they experienced.

This result concedes with the researches done in South Africa(15,40).

Though most of the participants didn’t face stigmatization, there are few who have been
discriminated that led them even to the thought of suicidal and changing schools. Some
discrimination occurred from family members and those who live around them. This is similar
to the researches done in Ghana and Tanzania. Parting household utensils and teaching them
were the way they are discriminated(29,44). Some teachers also discriminated them and made
them again being discriminated by the students. Their family told the teachers to support and
help them but the information resulted in further stigmatization. This is similar to the
researches done in South Africa and Uganda (15,45).

Coincidently there were no participants who had sexual intercourse until now which is
different from the research done in Canada and Swaziland (27,49). Few participants who were
in sexual relationship broke up with their lovers because the other parties wanted to have
sexual intercourse. Their boy/girlfriends broke up with them knowing their status and even

without knowing their status which similar finding to the researches done in Tanzania(30).
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Currently there are participants who are in sexual relationships with the same HIV status. Also
there are some in relationship with negative lovers but their spouses don’t know about their
HIV status. And they worry what they will do if they find out about their HIV status and afraid
to disclose their status to their lovers this consistent to the research done in Canada, Ghana,
South Africa and Swaziland(27,42,44,49). Almost all have good knowledge about HIV

transmission and prevention methods similar to research done in Tanzania(30).

Most of the participants perceived a positive spouse for the future so that to understand and
help with each other. Also not transmitting the virus to others is their reason. They also
believed they have to tell their future spouse about their HIV status before marriage. There are
also those who don’t give care to their spouse’s HIV status. If the other person doesn’t care it
is okay to go on with it. Few of the participants preferred HIV negative spouse for the future.
Similar to studies done in Uganda and Tanzania where majority preferred HIV positive
spouse(30,50). The participants are also worried about their future sexual life as the disease is
transmitted by sexual intercourse. Likewise researches done in Brazil, Canada and Kenya
revealed the same thing(37,49,52).

Different types of coping strategies were employed by the participants while living with HIV.
These are being secretive of their status, staying health by taking their medication properly,
assumptions that they can be cured in the future different supports they get from their families,
communities and government helps them to cope up with their life. This is similar to the
research done in Zambia, Tanzania and South Africa(15,29,53). Also resilience is another
strategy even if someone hears and discriminate them they don’t give care. Similar to a
research done in Zambia(53). Also believing in religion that is they believe may be God can
cure them from their disease one day similar to a research done in Tanzania(29).

The services they get in Art clinics are very satisfactory as reported by the participants. They
are treated as a family. Similar to a research done in Zambia and Brazil (52,57). But language
barrier, long lines in laboratory and pharmacy services and negligent health workers are those
that they needed them to be improved. Also they stated some health care givers write their
diagnosis in their sick leave papers which might disclose their HIV status to others.
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Also the support group which is the tea and coffee program helps them a lot in their life. They
reported it has magnificence effect to motivate and support them. It helped them in different
ways. It helped them to eliminate the feeling that is they are the only ones with the disease.
They also get knowledge in sexual relationship, stigmatization, ART medication and they talk
about their future plan. It also helps them to meet friends and even future spouse. Similar to a

research done in Swaziland and South Africa(15,27).

The participants reported there is stigmatization towards HIV positive people in the society
and it needs more education. More education should be given for students not to discriminate
class mates. Family and psychological support are the supports that are helped them to go on
their life. Similarly researches done in but they need additional psychological support from
their family. Similar to research done in South Africa(26,55). They are satisfied with the
supports they get from the government but they added and hoped if an advanced medication or
a cure for HIV will be developed as the science is progressing further. And they would like it

if they are helped financially too. Similar to a research done Uganda(45).

They have bright aspiration towards the future. Most of the participants wanted to be doctors
to help as they are helped which is consistent with the research done in South Africa(26).
Others want to be painters, artists, astronomers, film makers, defense force (solider), pilots,
accountant, engineers and study computer science. There are also few who don’t see
themselves in the future. They are afraid they may die early because of their disease similar
finding to a research done in South Africa and Ghana(15,44). Also most participants wanted
to build a family and have children in the future. And don’t want to get married in the future
Also some don’t want to build their own family because their disease might disrupt their
sexual life comparable to a research done in South Africa(26).

Most view themselves in a better place after 10 years. They don’t consider the disease will
affect their future life. They view themselves as a healthy person can view him/herself in the
future. They view they may be working in some place and having their own family although
this may not apply to all. This result is consistent with the researches done in South Africa and
Zambia and Uganda (15,45,57).
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7. STRENGTH AND LIMITATIONS OF THE STUDY

Strength of the study
As to my knowledge, this is the first research done about the lived experience of adolescents

living with HIV in Ethiopia. Also reaching such population and exploring their lived

experience through in-depth interview are the strengths of the study.

Limitations of the study
Majority of the participants were obtained from adolescent who acquired HIV vertically which

may be different in their thought, activities and attitudes to those who acquired HIV
horizontally. Adolescent who acquired the virus in their adolescent age through sexual
intercourse couldn’t be gotten as there is limitation of time to wait them to come for their ART
follow up which hindered to explore about their lived experience. Also not having focus group

discussion is one of the limitations.

This study is also only dependent on the adolescents view. It could be good if families, health
care providers and other views are studied. Finally, the participants may have omitted some
information about their lived experience while living as an adolescent with HIV to avoid

social bias.

54



8. CONCLUSION AND RECOMMENDATIONS

Conclusion

This research explored the lived experience of adolescent who are seropositive for HIV who
acquired it horizontally and vertically. Five themes were developed which are used to report
the lived experience of participants. Most of the participants have negative feeling towards
HIV. First disclosure in HIV resulted in being sad, cried, angry and hated communicating with
others. After disclosure benefits were gotten that helped to increase adherence of drug and
they understood about their disease. Most of the participants don’t disclosing to others in fear
of discrimination and those who disclosed received both good and bad feedbacks. Most have
never been discriminated because they have never told to others other than family. Relatives,

teachers and friends are the people who discriminated them.

In few participants HIV had affected their sexual life which resulted in breaking up their
relationship. Majority of the respondents wanted the seropositive HIV spouse in the future.
The coping strategies used were being secretive, resilience, taking medication appropriately,
family support and religion. They are happy with the service they get at ART clinics and youth
club though there are some who they wanted them to be improved. Majority of participants
have bright future about their life and some wants to have their own family in the future.
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Recommendations
Based on the finding various interventions at individual, community and organization level are

recommended to responsible bodies to address the health requirement of adolescents living
with HIV.

» For ministry of education

v Schools and teachers should have to include lessons about HIV/AIDS in the
curriculum specifically to teach students about HIV stigmatization and
discrimination. Also to help and counsel those adolescents who are living with
HIV.

» For Addis Ababa health bureau, NGO and others institution working on HIVV/AIDS.

v' To form youth clubs that involve adolescents who are living with HIV as it has
numerous advantages to improve their life in different hospitals and health centers
which don’t have until now.

v' To cultivate the awareness of the society around HIV/AIDS to eliminate
stigmatization issues and towards the adolescents

» For Hospitals and health centers.
v" It is recommended to add counseling to their services given and to improve the
services in laboratory and dispensary service.
> For families of adolescent
v To support their children in social and sexual relation issues.
» For researcher

v' To further study which include their guardians, health care providers and
stakeholder to address their health requirements

v To study the lived experience of adolescents who acquired HIV in their adolescent

age horizontally
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APPENDIX

Appendix A; English version of Study participants (Adolescent’s) information sheet and
consent/assent form
Title: Lived Experiences of adolescents living with HIVV/AIDS at Tikur Anbesa specialized

hospital, Addis Ababa, Ethiopia.
Principal investigator: Mihret Fikreyesus Yami

Name of the institution: Department of nursing and midwifery, College of Health Sciences,
Addis Ababa University.

Hello! I am Mihret Fikreyesus masters of pediatrics and child health nursing graduating
student from Addis Ababa University and currently I am doing a research about the lived
experience of adolescents living with HIV/AIDS. The research discusses about how HIV
status disclosure was, how disclosure to others happen, if there are stigmas and
discriminations, about sexual and reproductive life, about coping strategies while living with

HIV, their future plan and support services they need.

Purpose of the study: This study’s goal is to explore the lived experience of adolescents
living with HIV/AIDS, so the result of the research will be useful in attaining improved health
care services, to improve the quality of the life of adolescents living with HIV and to further

control HIV transmission.

Study procedure: The research includes adolescents 10-19 years. Willing participants in this
study will be interviewed on a few questions regarding their life experience of living with
HIV. It may take 45-60 minutes. Memos may be taken during the interview. Also we will use
a small recorder if you approved and short speeches from the interview will be used in
reporting the final results of the research. As well you will be requested to sign on the consent
form for your voluntariness. Results of this study will be shared over presentation, but your

name will not be mentioned with the report.

Possible risks/ discomforts: There is not any harm associated with this study. But you may

feel uncomfortable psychologically in addressing some of the questions relating to your lived
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experience of living with HIV. In case you experience any severe distress please let me know

and I will discontinue the interview and will be continued if you feel like.

Possible benefits: At the moment, this study will not be of direct benefit to you, but I expect
that findings from this study may help the policy makers to make verdicts in designing
appropriate programs, strategies and policies that will be advantageous indirectly to you and

other adolescents living with HIV in the society.

Data confidentiality: All the data’s from this interview will be handled so as to protect
confidentiality. No one’s name will be mentioned and the information will also be coded. |
guarantee you that all the information provided about you such as your name and audio record
of the interview will be protected from public and your personal identity will not be mentioned
in any report of this study.

The interview will be audio recorded only to facilitate the interviewer’s job. The audio
recording of your interview will be written out but your name and other identifying
information will not be written. Your name will be assigned a code number and this number
will be used in all reports. All details of your information will be stored and secured in a pass
ward protected files in the researchers personal computer. Name or physical address of

participants will not be used during report sharing and communication of findings.

Voluntary participation and right to leave the research: Participation to this study is
voluntary and you have the right to decide whether to participate or not. You also have the

right not to participate in this study or withdraw from the study if you wish without any worry.

Payment: there is no payment for study participants since; the interview is to be conducted

while the participants are attending care in the hospital.
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Study participants’ (Adolescents’) Informed consent/assent form

The above information sheet describing the study purpose and procedure, benefits and risks,
confidentiality issues, voluntary participation and rights to withdraw for the research title
“lived experience of adolescents living with HIV/AIDS at Tikur Anbesa specialized hospital”
has been read and explained to me. | have been given an opportunity to ask any question for
more explanation about the research. | agree to participate as a volunteer. Accordingly based
on my understanding, regarding my participation on the study, without any pressure | reached

on the following decision.
| fully agree to participate

Name and signature of volunteer

Date

| certify that purpose of the study, potential benefits and possible risks associated with

participating in this study was explained to the above individual.

Date Name and signature of researcher

66



Appendix B; Amharic version of study information sheet and informed consent form
AT +hé.eF av g

CON-NATALA / &N P+PH NFEL OLTMAL P F NPT NARC ATNA
PNTHA ARAN ANN T ATERP

PqT ALY -TUL T &P6P (PN P,

P+edNgRey CATD AG PORPLLL FIUCT NGEAT Pmg ALTN NAE T A8N
ANN RLNCAT: :

mg 2NDAT!I A% PARN ANN RLACAt PUTSH UNIT 1CH +T%e +%
TULT &PLPMN 1% ATIONAUF OFF NhAT AL ML/ LN I ANLODNTFS
FELPT AL PF4FY PULDYT A9 N+INN+ MTH ALLZAU 1B :: MmT+
PATALN OMF ATRT ATLHT 146F@ T AART ATE&T ATRIR T4 T dm A At
AT REAPT hA T NA OANP AT +PAL MOt T NAT AL N JC AN
NTE4NF LH NA NATT abkge T NAMELT APSTFM™ AT NATPNLAI FO-
PEIEATAINRETAL TN T LRCIA: ¢

Pt GAM LU ATF QAMDNAT AR A /AN P +PH NF8T OLMAL P oy T
OMtF PAF®Y PR +9RC ATRAN 1@ AALT R P+AAAN EMg ATHhNNN
ATARTTY ATRTE MM LUPTA: = N+ hhT AL A JC ANLOP T4
NF817 OLTMAL P F OMET P HLOFFDYT Mot PANRAA AT P AT.ALA
NCeY PNAMATRMME &2 84A: :

AT T YL DTN 10ANN 19208 § EMPAFDT F87 PF PMPAAA : ¢ NhT
AR MJC POPC P ALDT ATRFOY N+MAN+ NHU T F OO ML PLT +A FPF
Net MPEPTF AL A OMLE LLZIATFPA :: PA MR h45-60 L4 PPT
ADNE 2FAA :: NPA OMER MPF TN FOAPTF ADANS LFAN :: ATEUID
ACAP N8 AT N+HE S0 08 A T7MPTNT AT NPA TINEE h 6bsbE T 9191 CF
PAT+hY POX A @M AL L7CTH ATRLD PTANAN: = ATQUICNLPLTT +P
NEPLATF & AL ATRLACA™EMP o4 : ¢ OMPT 2U T+ NTBHCANT 1LH
RIGAT AT NL7CHICNIUM ARMPOIR: :
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ANA+E e TFA ARLIPTF / FCF: - NHU ™FF IC +PRH PO 8 77C PAYR: :
T7C 7 Nt AR N IC ANIC P AL ATEPT PIENNE ATSTE NP RPFT
NAOAN NAT ANGT 95FF ALATT 2FAA NNE &F e+ N IMIPH ANAPTY L ADLT
AT $A OMERY ARCMAUL AT 0% MA N+HA TR S PAAL: :

Wk ASET AT AP -NAUF LH BU AT AACH $FG P IRR P aumgns
97 hHU AT+ P +7F 95%F 7ANA ASPTF N+HPPL AACNP MLIPNhAT AL N
IC AN ATEFG At F81PF MPMP TUPr TCILTTFY T NFetEPFT AS
TANPTI NAHLE AL AT8PRCTH ALSTMETAA PN A9 F hAT : :

POYE NPT F: -NHU PA-TUNAN P +7 TV E Uk “DNALRT T AN &
LPHA :: POMIRAGTRALMPATR AR AV EM-NNE £PAINA : ¢ NAACNP
PHAMIYEPT Uk AL A OUNLS NP AG P £9% a®HT NP haFy7 © +mN <
NAPF NHU T F NNF@IRL7CF GNP 1A 97 P A 2MPNI°: = $ATIMES
NETR P +dlRAMP PA-MERT A% ATHFRFFT NFJ @: : P PA MRS P P £9H
$29 £94A 17C A7 PACAP AP AT AfT P DM P ¥ EPTF h L9 490 : :

PACNP NP NS &ML LAMPA ATIRLYU €MC NUATRL7CET @AM mPIRAL
EMAQA :: PAPRPAY EP Y FPT N+0%.0Y PE P 1A hI°L+C MAM NA TRL P
$PCT NtMNE 42T OAM 2P = NL7CFT TPLT 0P F P +AFLPT NI
DEICANA P A BLA MPIRAL h LDA I :

NEPLHET+ AL P+ow/+ +AFE AT A5+kT POOrm-aoNt: PHU T F +ATE
NEPLAEYT + 1 MATICAM +& MLICAAMH +& P DAY ANF A APF : = AT 8 U9
PA 9P+ NEAT NHU DT+ D AAINH+& DLI° N Mg+ ¢ downyt def)+
AAPTF : s

AEPL: AT T +AFPT 99D ALY T+ NAEP PAJR:: SAMMES P a5 @y O-
TAFPT NPNTFHA GNP NTPFNTAF L H T O =

NEPLHT+ AL P+ow/+ +ATE AT 5T POrm-aoNF: PHYU T F +AFE
NEPLAEYT F 1 MATICAM +& MLIPAATH +& P DAY ANF A APF : ¢ A Y89
PA IRl et NEATF NHU mT+ M AAM +& LI MG+ ¢ downt AP+
AAPTF : s
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AEP: -NT T +AFPT B9 9M9° A&EP PAGR :: SAIMEE P a5 @y O-
TFANANPENPATIA @NADNTPFNTAF L H T O -

P T +AFLPT (391 PTF) W E-NT9Y T PR

NAR P+mMPAMPA¥E @/t NkC ATNA PNTFA hAaTALNA / AN JC
AN @0 TG ) FBLPT PFENT PULDT +9RC AL P+nd APTEP MT+ GA
AT ANGET T MPIF AT ALIPT T PNAGRY T 80T T NLPLATF +ATR AT
amNtY PP AS ATNNLADITT NATFA AT+ ETAM : A% NA ™+ PNAM
TGP ATRITT THEDII° APE AP P ALA +ADRTA :: NLPRAT T
AT +& AN TFRAL: -

PNY &PRT NIPAT &C M

¢

PAe Y GAMALZIIMALT AT FP TFA MR AT NHYU MT+ N DN +& JIC
TPLLHMANNA|R P TFA ALIPTFNALA+TMPADIANNTT A PA : :

¢ P+ NIRRT &C T
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Appendix C; English version of Parents’/Guardians’ Study Information Sheetand
informed consent form
Title: Lived Experiences of adolescents living with HIV/AIDS at Tikur Anbesa specialized

hospital, Addis Ababa, Ethiopia.
Principal investigator: Mihret Fikreyesus Yami

Name of the institution: Department of nursing and midwifery, College of Health Sciences,
Addis Ababa University.

Hello! I am Mihret Fikreyesus masters of pediatrics and child health nursing graduating
student from Addis Ababa University and currently 1 am doing a research about the lived
experience of adolescents living with HIV/AIDS. The research discusses about how HIV
status disclosure was, how disclosure to others happen, if there are stigmas and
discriminations, about sexual and reproductive life, about coping strategies while living with

HIV, their future plan and support services they need.

Purpose of the study: This study’s goal is to explore the lived experience of adolescents
living with HIV/AIDS, so the result of the research will be useful in attaining improved health
care services, to improve the quality of the life of adolescents living with HIV and to further

control HIV transmission.

Study procedure: Volunteer participants in this study will be interviewed on a few questions
regarding their life experience of living with HIV. Your child’s participation is fully based on
your and his/her willingness. Actually although you are willing for your child to participate
he/she can refuse to participate irrespective of your consent. As all the conversation is up to
his/her willingness, he/she is fully entitled to ask, interrupt, skip questions and withdraw from
the study any time during the interview. Memos may be taken during the interview. Also with
your and your child’s approval, our conversation will be recorded with a small recorder and
short quotes from the interview will be used in reporting the final findings of the study. In
addition you will be asked to sign on the consent form for your child’s voluntariness. Findings
of this study will be shared through presentation, but your child’s name will not be mentioned

with the report.
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Possible risks/ discomforts: The study is not associated with any harm. However your child
might feel psychologically uncomfortable in answering some of the questions associated with
your life of living with HIV. In case he/she experiences any severe discomfort please let me
know and I will stop the interview and will be continued if your child feels like.

Possible benefits: At the moment, this study will not be of direct benefit to your child, but I
hope that findings from this study may help the policy makers to make decisions in designing
appropriate programs, strategies and policies that will be advantageous indirectly to you and

other adolescents living with HIV in the society.

Data confidentiality: All interview data will be handled so as to protect your child’s
confidentiality. No names will be mentioned and the information will be coded. | would like to
assure you that all information about your child such as his/her name and audio record of the
interview will be protected from the public and her/his personal identity will not be mentioned

in any report of this study.

The interview will be audio recorded only to facilitate the interviewer’s job.The audio
recording of your child’s interview will be written out but his/her name and other identifying
information will not be written. Your child’s name will be assigned a code number and this
number will be used in all reports. All details of your child’s information will be stored and
secured in a pass ward protected files in the researchers personal computer. Name or physical

address of participants will not be used during report sharing and communication of findings.

Voluntary participation and right to leave the research: Participation to this study is
voluntary and you have the right to decide whether your child participates or not. You also
have the right not to make participate your child in this study or withdraw from the study if

you wish without any worry.

Payment: there is no payment for study participants since the interview is to be conducted

while the participants are attending care in the hospital.
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Parents’/Guardians’ Informed consent form

I read/listened the above information and I understood that it is a study that doesn’t harm my
child, is based only on willingness and promises confidentiality of responses. Accordingly
based on my understanding, regarding my child’s participation on the study, on behalf of me
without any pressure I reached on the following decision. However this doesn’t mean I enforce
my child to participate. His/her participation will be assured based on his/her consent. | fully

agree and permit my child to participate if and only if he/she is willing.

Name and Signature

Date

Interviewer

| certify that purpose of the study, potential benefits and possible risks associated with

participating in this study was explained to the above individual.

Name

Signature

Date
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Appendix D; Amharic version of Parents’/Guardians’ Study Information Sheet and
informed consent form
A+ +n4eF av g

CON-NATALA / &N P+PH NFEL OLTMAL P F NPT NARC ATNA
PNTHA A&N ANN T ATELP

Pq ALY : -TULT &P 6P AN P,

P+edNgRey CATD AG PARPLLL FIUCT NGEAT Pmg ALTN NAS T A8N
ANN RLNCAT: :

mg EAMAT! AL PAS&N ANN RLNCHt PUIST UNIT 7CH +T%e +IY
TULT &PLPMN 1% ATINAUF 0T NhAT AL L/ AN I ANLODNTFHS
FELPT AL PF4TT PULDT AT N+ANN+ ATt ALLZAU 1TM:: MG+
PAT AN OMF ATET ATLTT 14F0 T AANRT ATET ATLIR 74 T a9 Afet
AT REAPT NA T NA OANP AT +PAL hROF T NhT AL N JC AN
NTE4NT LH NA NATT aebkge T NAMELT APSTFMm AT NATPNLAI FO-
PEIRRTATINTT AL Tt PLCIA: ¢

Pk QAT LU AT F QAMDNAT AL A /AN P +PH NF8T OLMAL P oy T
OMtF PAF®Y PR +9RC ATRAN 1@ AALT R P+AAAX PMg ATHhNNN
ATARPTY ATF T MM LUTA: = N+ hhT AL A JC ANLOP T4
NF817 OLTMAL P F OMET P HLMFFDYT Mot PANAA AT P AT.ALA
NCeY PNAMATRMME &2 84A: :

PATE LLF: -NHU MmTF AN PNY LPLETFT +NFPT AT A2 A IC AF4
PAFDY P ALDT AT N+ANN+ NART DPERPTF AL PA-FTRNAN LLLIAFPA
i PAEP HATR A NAW™ NAMACNP LPLTTF AL P+OW/+ 5 @ NACTID
THID ATRT AAEP AMN+& £ LT NUFI ACNP/AN &L NAUPEr +NAFL
P IHALPIIR : AR @RETT NAMACNP &A1+ AL P+ + NAVT Fo-
NPA ML MPT NITITMI°LH PAATP $ T PO/ M T APEPFT PABEM-AC
NFIUCH P TAPP ax aNF AADIAAT: ¢ NPA ML OP T TN FOA PF ADA S
ETAN:: RTRUIPNATT AT NAEP X J76RT @RLFITT NETR B G LS54
AT NPA TMed AEeE MPAT PG +T POYK A %% 47CF AL £7NA: :
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NTEEL I AAEP LPLTTF NLPEIT T PR AL ATRLCTEMP $A 1+ PHU
TTF TR TNAPLLNLIGAT AT PASPATPNL7CHR IC A 2MPN I

ANNE e TFA ALIPT | AAMSEPT: G+ NI FMIR R8T IC AATPPHIR: -

VP AEP NAT AL N JC AF¢ PATDY PULDY A9 JC P+HOMB. A 787 &
MPEPTFT ACUNN 4 -ANT P 9oFF ALAT £FAQA :: AM/AA 99 G LY &
gt F NA+ATTF/MNA+A DAL ADERY PATMERT ASTAULATIPAEP AT L+ aF o
AeMAAL: :

Aot NAUF 1H 2U DTTF AAEP ¢tg IR APAIMgR T 97 NHU »F F
P47 FaTT 7AN A OSPT N+HPPL AAEP MEIPNAT AL AL IC AL MOATFHS
AT 1IN T MPMPe Pr TEALITT | NFELEEPTT AT 7AAPTY NAM L&
DAL ATRLLCTF ALSTMLTAACTRN A9 F AAT : :

PaY 8 aPNMLPY F: P AEPT ITNAMERY + AN S UbAGR P $A OMEP d¥ FPF
PNEmT A NIF ARMPAICAY EMICNN L £PANA : : NA ASP a¥ 8 h AT R
NBAG P PA-FTRAM P &9W d®HT N UA NP AP +mMN$ ATLTPYT AT NHU
PATHL7CTFOAMPAAL/PIA T+ ATLMEMPN ALITPATU ADBAL : :
PAMMEE NLTR P +d/ A MP PA-CNERT P4 A TEEFFF NF 7 @ ¢ P ATP PA-
MMed P 299 +/9 £94A 17C 17 PAM/ A NIRAT ArT P M P IY EPT
ARG 4R PABPNTPNE ML LAMPA ATTRLU €MC NUATRL 7CFF M
PPIPAL LA UAIPPALP AV S HCHOT N+HO%TY PR P 7d hI°T+C @A
NTPASE PCL Nt+tMNE 42T OAM LMk ATEUYD LPaMA : : NL7CH
T4t AT NATEF aNNE OPF P +AFLPTF NTPDLICANAP A £4-A MPIRAL
h M4 9o :

NEPLATF AL Praw/t+ +ATE AT A5+ POobm-aoNt: P HY T+ +ATE
NEPLHT + P ™ ALY AEP 2A+&E MEIPALATE P ADAT BNF AAPT : :
AT8UIR PA MR +&F NATF NHU BTF A AZPY AT8A+4 DRI e +
AT8PRCMANT AAPY: -

N&EPL: -$ATMESR P TN G DY @+A FLPF NPATHA ©A D ATANNN N F+ANF
LHAAPT AT+ +AFLPTF T IOREL P AGE: :
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POALT/ANSLPTFIVE N9y + 0 +221NT R

NAL P+mMPAty AV EPF AT NAU/ABSI¥A L AT TRALT P TRY 8 MG T aUPr T
T EFALT NLPLATF AL NFP+AW+ AG PINATFT INME-RY + AT LT D
PATNEA:: NHU TWZFPCALT QTHNL AW F NTRLIPAET ATFNAT+HAL
NATERZ T A% ONR NTN+ADOAL AL PRAZAT &F NALFCNT UPFILU TN+
AL ATBATE ANT ELPAL TNT ARRAGE: : PAM/AA TATE NAN/AA L
aw/ 't B2 I7MA: A% 0% N ANTFAL AG 4225 NPT NF AL AT8ATE
4PTA U

NIRRT &CT

¢

PA TMESP A &4,

P T +EYT FAMALZIIMALT A7 TP TBFA MPIF AG NHU mT+ AN +& IC
FPLLHMANA|R P TFA ALIPTFNALA+TMPADIANN+T A0 PA : :

h g

&C T

¢
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Appendix E; English version of Semi structured interview guide
Code number:

VI.

Back ground data of participants
Probe
v" Would you be able to tell me concerning yourself? (Age, gender, family make
up, financial circumstance, Religion, Educational status, location of Residence,
marital status)
What does living with HIV means to you?
Probe
v" How do you express living with HIV?
v" How do you feel when you think about your HIV status?
Would you be able to tell me how you first know of your HIV status?
Probe
v" Who told you, when, where, what were the conditions? How did you feel when
you found out about your status?
v" What do you believe is the correct path for uncovering?
Have you ever unveiled your HIV status to some other individual?
Probe
v For those to whom you have told, what were your measures for picking those
people? What were the conditions? How did the individual react to this news?
v" For those not unveiled to your status, for what reason didn't you reveal to them?
Do you have a boyfriend/girlfriend?
Probe
v" How old would she/he say; is he/she aware of your HIV status? Are you in a
sexual relationship; Are you rehearsing safe sex? What do you think about HIV
transmission and avoidance strategies?
v" What sort of husband/wife do you need in the future, their HIV status?
Have you ever felt criticized or separated because of your HIV status?
Probe
v On the off chance that so how was the circumstance?

v" By whom did it occur?
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VII.

VIII.

XI.

XII.

How do you cope to living with HIV as juvenile?
Probe

v" Is there any troubles?

v Do you have any concern? If so what are they?

What kind of supportive services do you need to get from the nurses that are working
in ART services or in the hospital?
Probe

v" What are the good traits that need to be increased?

v’ Are there any bad traits in the service that you get? If so what are they?

v" Any recommendations you want to get from services you get in the hospital?
What might be done or other supportive services you need other than the health
workers?

Probe
v From your family, companions, social laborers, teachers and the greater society
to ensure that you utilize your maximum capacity?
Tell me about Plans about your future?
Probe

v" What would you like to be?

v Do you intend to make a family?

v" Where do you see yourself in ten years to come?

Is there anything you want to add?

Much thanks to you for your delicate joint effort.
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Appendix F; Amharic version of Semi structured interview guide
PheemC

l. P+HAFLPTF P A AV E
aYMe &

vV DA GNUM A+T 9% TFA BUPI2 (08T 23T PN+HANUSE F7 P42TTN
UrF: Y29+ PHIUCT UL > POFLP N P INF UL )

1. NATALNIC OFC ARTHATE I TN+ Y @
aMe &

V NATAENIC TFCT ATET TTARPAU/SPAR?

V NARTASA UL AP ALAMNTT ENATUAMAA?

I, PACNPY PATALN ULt NABAYP ATLF AT8SON/A AT 15 /4T
TFAAUILAR?

mmed

V T SN PTILUMT @ET PR T L FPE I I NE? NA Riek AN Y,
g AT /A?

vV I FOYATTIC RFNNAT DA &9 oy - NAUR FITAUM?
\Y2 PhAT A2 MUY FPYT AAA IAAN+TOIZUMA FOPAUM?
aone &

V ATTCNTFOMFO-ATHET NPT AMYY m 99 daa{ 5 PF 5 N4? Uy FPF
ATEF T N&G?2IANMTARY BT 997 FA N A Mm?

vV FTFUTAT AN T CRTFOATFOAPT NI TP+ AA+T T CAITNID

V. POIEALT /PATARE AAPT?
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e

vV AN/AANTT 9L T @LAAFAAT AA AT AL N UL FP P@PA? NR FP
NYVFIFOADYA/U LU R PHMNP OANT APATERA/A Y @2 NA AT
AR ANCEHT PONM ENATT 99 FAAU/PAR?

VvV DR4ATAL I LT FNA/TNF LLAI AP ATALN UL F?

VI, NATALAULFPINTLT TFF @RICAN PP+ +AIOFU/MN P DPA?
aMe &

v U 3R ET T NEC?

v Nafy y N P thhto?

VII. hATALMAJIC 381 U1 @AFCT AT T LRRAP?
aOMe

v FOCT hA?

v PaRANNPE T IC AA2 DU N 9 G F@?

VIII.L N 8 ALZA UNIT ATA94FT M ML NPATIFA OA M h s,
T CAT I 9L F IR AMATATINRTTT TP TF PHLATPFA?

mmed
v ooy @ AP A4 A I F -0 h9oN Al PT 9™ 29 F@?
V NPT FF ATAGINRT @GN RN NUYLPTF AA? NPT A 9% &9 FO?

v NPATHA o W) TUFOAFD A7 AT T T T+ P TK AT 9R FmyD
TEY A7 AT T?

IX. NMs Aet+ET OMAA T ALL £FAA MLIPP d4RL AT M M-AA £I&
A bA 7 ATt T?

mmed
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vV N&+T APIYUIMT AN NN+HANP T NNARZNPFP T hTWUNLP
NetH@ETFPT NATYLTIP AT NFAR UNZ+AN T TFmNPAU/RLAR?

X.  NA@ELTOPLUM 114%/1L% 2
aMe %
v 9T aiPy FLAIAUM?
v NtAN AT FANAUMNLAT?
v NP At A AL G0 DN LNUT/MAT P PR FA?
Xl OGP IRLAT L O 1 C AA?

Xl ADG P I6FTNNZUM NMIPAMAITAL,: -
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Appendix G; Code book
Table 3: Some of the codes with their respective definitions.

Appropriateness
of age

Evaluation of the appropriateness of age when they were informed about
their HIV status for the first time.

Advanced telling

Attitude of telling about their HIV status to their future spouses before

marriage and sexual intercourse.

Blurred future

Those respondents who don’t have positive future about their selves

because of the disease.

Bright future

Those respondents who view their future in good eyes

Build family

Those participants who want to get married and have children in the future.

Confused

Feeling of participants about taking their medication before disclosure.

Decision maker

As they live with HIV, it made them to be more decision maker and pass

different challenges.

Disclosure with

exception

The participants disclose to those who have the same HIV status as them

but not to those who are negative to HIV.

Education on

stigmatization

The respondent’s recommendation about giving awareness about HIV and

stigmatization.

Enemy Considers HIV as their enemy.

Hospitalized When the respondents have been hospitalized due to An illness caused by
HIV.

IlIness Used to describe when the participants were ill at least once because of

HIV.

In relationship

If the participants are currently in love relationship or if he/she has a

boy/qgirlfriend.

Incorrect Those participants who believe they can be cured of the virus if they take
assumption their medication appropriately and correctly.

Like normal Those participants who believe they can live and can do like a healthy
person person can live and do.

Never told Participants who have not told to anyone except families and health care
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workers.

Normal with They consider themselves as a normal person but there are some restrictions
restriction that they face as they have the disease.

Optional HIV Those participants who don’t give care whatever their future spouses HIV’s
status status is.

Perceived The perception of the respondents about the appropriate age to tell children

appropriate age

who are living with HIV about their HIV status.

Reason for

choosing

Reasons of the participants for choosing their future careers.

Reason for not

participating

The reasons given by the participants about not participating in the youth

club which is known as tea and coffee among the participants.

Reason given

The reasons given by their parents to the participants for taking medication

before disclosure.

Reside with

The person or institution the participants live with currently.

Resilience

When the respondents don’t feel anything even if people talk about their
HIV status.

Same HIV status

Those participants who have boy/girlfriend with the similar HIV status.

Similarity believe

The participants believe and talk freely with those who are HIV infected.

Stop medication

When the respondents have stopped taking RVI medications in the past.

Suicide

Thinking and attempting to kill self when being informed for the first time
about their HIV status.

Tea and coffee
program

usefulness

The benefits of participating in tea and coffee programs which is a program
they participate once a month and get different kinds of education and

communicate with each other.

To be together

The reason for choosing HIV positive spouse for the future

Unaware of status

The participant’s boy/girlfriend is unaware about their HIV status.

Was in

relationship

Those adolescents who have started love relationships before but currently
they have already broken up.

Wish no

discrimination

Participant’s hope of not to be discriminated and stigmatized because of

their HIV status among the society.
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Appendix F; Atlas Ti report

Code Groups
Appropriate way
of informing

ART clinic
services

ARV dugs and
health problems

coping strategies

Code

perceived appropriate age
appropriateness of age
advantage of telling younger
disadvantage of telling younger
disadvantage of telling older

advantage of telling older

benefits of ART services

tea and coffee program usefulness
reason for not participating

bad sides of ART clinics
additional services in ART clinic

additional services in tea and coffee
program

stop medication

use cigarettes

pass medication time
IlIness

Hospitalization

Resilience
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e incorrect assumption
e religious support

e family's support

e never told

Current sexual
relationships

not in relationship

e no sexual intercourse

e current bf/gf age

e fear of break up

e in relationship

e unaware of status

e same HIV status

e current worries relationship

Disclosing their
status to others

fear of being hated

e warned by family

e fear of stigma

e has disclosed to others

e exposing health profile

e spill secrets

e disclosure with exception
e warned by the orphanage
e good friendship developed

e similarity believe
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expectations of
self e Dlurred future

e Dbright future
e work in some place
e despair of being healed

expression of HIV
e decision maker

e Detter disease

e secretive

e strong

e accepting what has come
e protect self

e normal with restrictions
e like normal person

e fear of death

e Swallowing medication

e Difficult
feelings towards
HIV e harmful
e sad

o feel different from others
e enemy

e |onely

e bored

e feel nothing
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e angry at
e hate HIV
feelings when first
informed e diesoon
e angry at first disclosure
e cry
e realize it's dangerous
e suicide
e startled
e felt nothing
e worry
e refusal of drug
e ask God
e fight with teachers

e hate people

mode of
transmission of e knowledge about transmission
HIV
e no knowledge about transmission
e vertical transmission
e horizontal transmission
past sexual
relationships e no past history of relationship

e was in relationship

e cause for break up
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Perceived spouse
e relationship challenges

e optional HIV status

e HIV negative spouse

e no future for relationship
e understanding spouse

e to be together

e advanced telling

e Infected spouse

plan towards
family e build family

e marriage with exception
e optional future for marriage

Socio-

demographic educational level

e Participant’s age
e reside with
Stigmatization
history e similar society
e discrimination effect
e stigmatized by relatives
e no discrimination history
e discriminated by students

e stigmatized by a teacher
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Supports they
need

wants to be

Way of disclosure

discrimination by educated person

wish no discrimination

teacher's responsibility

education on stigmatization

supports needed from health workers
support needed from the government
relatives support

supports needed from society

need support from the government

reasons for choosing

plan to be

reason given
confused
situation at first disclosure

Age when first informed
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