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Abstract
Background: HIV continued to be a major global public health issue for the past three
decades. Despite the relative control of the epidemic, about one million people had died
globally from HIV related cause in 2016 only. In Ethiopia there were 665,116 people who
were aged 15 years and above living with HIV in 2017. Youth who acquired HIV from their
mothers at birth is an emerging threat for HIV transmission unless control measures are taken
before their sexual debut. Learning experiences of these youth is important to address their
needs and control HIV transmission. However much has not done in this area. We therefore
conducted this study with the aim of exploring the lived experiences of youth who had
acquired HIV perinatally to contribute to the HIV prevention and control program.
Methods: We conducted a qualitative study using a phenomenological approach from March
to May 2018 at Zewditu Memorial Hospital, Addis Ababa. We purposively selected 16
youth who had acquired HIV vertically. A semi structured interview guide was used to
collect data through in- depth interviews. Data were audio taped, transcribed verbatim and
translated to English by the principal investigator. The translated data were read and re-read
several times and then coded using Open Code version 4.02 software. Basic principles were
followed to assure trustworthiness. Study participants were recruited based on their
willingness after informed consent and assent. Following interpretative phenomenological
analysis; results are summarized with emerged themes.
Findings: Seven males and nine females aged 16 to 22 years participated in the study. Youth
in this study feel that they got the disease that they do not deserve to have it. They believed
that they benefit more from not disclosing their status than disclosing to people around them
because of fear of stigma and discrimination. Half of them have ever had sexual relations and
four girls had unprotected sex starting at age of 17-18. Among those, two had unprotected sex
with positive partners, one with a partner who has a negative sero-status while the other one
did not know the status of the partner. Most are interested to have love mate of the same
health status, wish to have purposeful life and play their role in prevention of HIV.
Conclusion: this study found that youth with perinatally acquired HIV had engaged in sexual
relation with youth who had both positive and negative-sero-status. In addition, the fact that
they do not want to disclose their status because of fear of stigma and discrimination also
indicated the need for more work in the HIV prevention program. Challenges related to
disclosure, pill-load and fear of what the future will bring in their life should be closely
followed to their future life.

Key words;- Youth, Perinatally acquired HIV, Mother to child Transmission, phenomenology

vi



1. Introduction

1.1.Background
The Human immunodeficiency virus (HIV) is a virus which infects cells of the immune
system and destroys or impairs their function, leading to “immune deficiency.” Acquired
immunodeficiency syndrome (AIDS) which is defined by the occurrence of any of more than
20 opportunistic infections or HIV related cancers, is a term which applies to the most
advanced stages of HIV infection (1).
HIV/ AIDS remains one of the world’s most significant public health challenges, particularly
in low-and middle —income countries (2). More children acquiring HIV \vertically are
transitioning to adolescence and young people. But the global HIV epidemic among them
have not received adequate focus where it matters most in their live (3,4).
Youth with perinatally acquired HIV/AIDS is an individual who gets infected with HIV from
parents once but stays infected and affected for life. So it is a separate epidemic and needs to
be handled and managed separately from adult HIV (5). Many key life events happen during
young age, especially adolescence is typically a period of experimentation and engagement in
high-risk behaviours (6).
HIV/AIDS is unique from other childhood illnesses in that it impacts populations already
made wulnerable through different things and is sexually transmittable. As normative
developmental changes of adolescence interact with many unique disease characteristics,
HIV  positive adolescents and their families require intensive and coordinated
multidisciplinary support to help youth manage the behavioral tasks (7).
Adolescents living with HIV have mostly the same dreams and hopes as all other adolescents.
Although they often face a number of health challenges in their day- to-day lives, many of the
issues faced by adolescents living with HIV are linked to broader psycho-social aspects of
their lives. In many ways, their experience of living with HIV provides the best guidance on
how to support them to realize their rights and their full potential.(8)
Adolescents and youth are increasingly recognized as a priority on the global agenda as well
as in national HIV polices but lacks action and resources (9). With growing numbers of HIV-
infected children surviving to adolescence and becoming sexually active, the need for
secondary prevention programmes is increasing (4).Taking these into consideration ending
AIDS requires to address different factors that continue to fuel the AIDS epidemic (10). As
pointed above young people who acquired HIV perinatally needs special attention, so in
addressing their health issues and controlling HIV transmission, it is very important to learn

how these people are living.



1.2. Statement of the problem
HIV continues to be a major global public health issues (11). Seventy six million people have
infected with HIV and 35.0 million people have died from AIDS related illnesses since the
start of the epidemic (12). There were about 36.7 million people living with HIV (PLWH) at
the end of 2016 with 1.8 million people becoming newly infected and 1.0 million people died
from HIV related cause globally(11,12), and 20.9 million people were accessing antiretroviral
therapy in June 2017. There were also 19.4 million PLWH and 77 000 new HIV infections
among children in Eastern and South Africa in 2016 (12).
Worldwide, AIDS is the second highest cause of death and the leading cause of death among
adolescents in Africa. Adolescents are the only age group where deaths due to AIDS are not
decreasing (3,13). The estimated number of AIDS-related deaths among adolescents (aged
10-19) has tripled since 2000, which is largely due to the increased number of adolescents
living with HIV who were vertically infected. During the period 2005-2014, AIDS-related
deaths among adolescents increased by nearly 50 per cent (from 41,000 in 2005 to 60,000 in
2014), while all other age groups saw decreases during the same period (13).
Globally, 81 per cent of all adolescents living with HIV in 2014 were infected via vertical
(mother-to-child) transmission (13). An estimated 1.8 million adolescents were living with
HIV in 2015, a total that is 28 per cent higher than the comparable estimate of 1.4 million in
2005. Nearly half of those adolescents living with HIV in 2015 were in just five countries
with more than 60 per cent (1.1 million) living in Eastern and Southern Africa alone (3,10).
HIV Related Estimates and Projections for Ethiopia showed that 722,248 of people lived with
HIV (665,116 were 15years old and above with total prevalence rate of 1.16), 22,827 of new
HIV infection and a total of 14,872 people died from HIV/AIDS in 2017 (14). Paediatric HIV
population in Ethiopia are mostly older children who were vertically infected (15).
Children and young people face a range of complex issues; they are an important and
sometimes forgotten part of AIDS epidemic. Addressing the needs of young people living
with HIV and enabling them to live positively is not well done. Many young people live with
medical crises and some will need to come to terms with idea of dying prematurely (16,17).
As adolescents living with vertically acquired HIV reach puberty and become sexually active,
they carry great risk of transmitting HIV to others and may even result in a second generation
of children to which HIV is transmitted vertically (18).
Although HIV/AIDS has prompted increased research interest in adolescents and young
adults who constitute about 21% of people living with HIV in Sub Saharan Africa (SSA),

young people living with vertically acquired HIV got limited attention. Much of the research
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have been confined to the epidemiology of sexually acquired HIV infection amongst 15-24
year olds (18). Since those who were infected from parents are different in many of their
issues, understanding their lived experience helps to address their needs and moreover it is a
great opportunity to control and prevent HIV transmission (19).

As studies among youth with perinatally infected HIV revealed; they have a lot of issues with
regard to their current and future life, families, care givers, school, Medias, treatment, health
care facilities, communities and others (18,20,21), and on the other hand they are very
decisive population group relative to HIV transmission and prevention as well. There are
limited lived experience studies done among care givers of perinatally acquired HIV positive
children in Ethiopia (22,23).

Up to my knowledge a study that directly involved young people who acquired HIV from
parents in Ethiopia is limited. This study was planned to directly approach youth with
perinatally acquired HIV and explore their lived experiences. Why | was interested to study
these population group was to learn what their experiences living with HIV since birth looks
like and more over to learn their sexual behavior and relation which have big implications

with their health and HIV transmission and control as well.



1.3. Significance of the study
Learning the lived experiences of perinatally HIV infected youth help to identify the areas
where to focus for promoting their health and empowering them to play their role in
prevention of HIV transmission, furthermore it helps to inform the community, health care
providers and other health agents. Considering that this study focused on exploring
supportive mechanisms, concerns, challenges and sexual behavior and relation of youth’s
who had acquired HIV from their parents. The information was summarized based on the
emerged themes so that it will be utilized by service providers, policy makers and researchers
accordingly. Hope the findings will add a value in this important public health issue area and

it reflects where to focus for interventions and further studies.



1.4.Basics of the study approach
As it is a major public health concern; the importance of studying HIV/AIDS from different
dimensions is unquestionable. This study focuses on young people, specifically youths who
had acquired HIV perinatally. As tried to convey above these people have many issues that
need attention and call for actions. To do that it is clearly indicated and advantageous to learn
directly from themselves. This will be done by applying the right study approach. For this
case it is a qualitative study which is more helpful and applicable. As scholars suggest one
aim of qualitative  health research is to provide a multidimensional understanding of a
person’s experience of a health condition that goes beyond an everyday or common sense
awareness and which leads to a more informed and empathic practice (24,25).
The strength of qualitative research is its ability to provide complex textual descriptions of
how people experience a given research issue. It provides information about behaviors,
beliefs, opinions, and emotions (26). Of the type of qualitative studies a hermeneutic
phenomenological approach was considered for this particular study.
The phenomenological approach aims to develop a complete, accurate, clear and articulate
description and understanding of a particular human experience or experiential moment.
Findings are allowed to emerge, rather than being imposed by an investigator (27). In the
human sphere, it means, gathering ‘deep’ information and perceptions through inductive,
qualitative methods such as interviews, discussions and participant observation, and
representing it from the perspective of the research participant(s) (28). This study also
follows the socio ecological model to learn the individuals’ experiences which are influenced
from the individual him/her self, from the community, service centers, policy and programs.
Giving extreme care in moving step by step and in being ever mindful not to delete from, add
to, change, or distort anything originally present in the initial “meaning units” of the
participant transcripts, data description will be kept faithful as original one (27). Interpretive
phenomenological analysis (IPA) approach was followed for data analysis of this study. IPA
is concerned with exploring and understanding the lived experience of a specified
phenomenon. It has 2 basic tenets: first, it is rooted in phenomenology, attempting to
understand details of participants’ ‘lifeworlds’; their experiences of a particular phenomenon,
how they have made sense of these experiences and the meanings they attach to them and
second, that the researcher attempts to interpret this meaning in the context of the research

(27). So this research was implemented inline to all these study approach principles.



2. Literature review
Looking to different literatures mainly published articles and WHO reports, here under
presented HIV/AIDS related pertinent issues mainly related to young people. Accordingly
this literature review covers HIV/AIDS overview, HIV/AIDS and young people, Supports,
Concerns, challenges, and sexual behavior and relation of Perinatally HIV infected youth

under different sections.

2.1.HIV/AIDS overview

Infection with HIV was first identified in the USA in 1981, among homosexual men who
developed symptoms of the late stages of the disease today termed Acquired Immune
Deficiency Syndrome (AIDS) (29). The world has committed to ending the AIDS epidemic
by 2030. How to reach this bold target within the Sustainable Development Goals is the
central question. The extraordinary accomplishments of the last 15 years have inspired global
confidence that this target can be achieved. UNAIDS recommends a Fast-Track approach:
substantially increasing and frontloading investment over the next five years to accelerate
scale-up and establish the momentum required to overcome within 15 years one of the
greatest public health challenges in this generation (30).

In 2016, UNICEF and partners conceived a ‘superfast-track’ approach for HIV prevention
and treatment for children, adolescents and young women that was endorsed at the United
Nations High-Level Meeting on Ending AIDS. The name of the framework, Start Free, Stay
Free, AIDS Free, reflects its ambitious targets for 2018 and 2020: eliminate mother-to-child
transmission of HIV; reduce the rate of new HIV infections among adolescents and young
women; and increase HIV treatment for both children and adolescents (3).

The latest UNAIDS data, covering 160 countries, demonstrate both the enormous gains
already made and what can be achieved in the coming years through a Fast-Track approach
(30). Sub-Saharan Africa (SSA) has the world’s highest prevalence of HIV incidence, with
about two thirds, or 68%, of the global total of those infected by the virus living in this
region. For example; Botswana has the second highest infection rate in the world (31), with
many of the adolescents living with HIV in the country today have been HIV positive since
they were born or contracted HIV as infants via breastfeeding. The disease has devastating

effects for everyone involved and at all levels of society (32).

2.2.HIV/AIDS and young people
Adolescence is characterized by a period of tremendous change and growth—physically,

emotionally and socially. These changes become even more complicated for an adolescent
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diagnosed with HIV. Adolescents are not a homogeneous group. Adolescents of the same age
can differ in their physical, psychological or social development. There are many
developmental differences between a young 10-year-old adolescent and a 19-year-old. These
differences affect adolescents’ counseling needs and their capacity to care for themselves(33).
Nearly all (95%) children younger than 15 years acquired HIV infection perinatally; in fact, a
substantial number of the 2 million adolescents with HIV infection worldwide are thought to
be long-term survivors of perinatal HIV infection, but data have not been collected in a way
to distinguish perinatal (vertical) and behavioral (horizontal) routes of HIV transmission in
this age group (34).

The predominant route of HIV infection in children is MTCT. In the absence of ARV
preventive interventions, in nonbreastfeeding populations, 25% to 30% of infants born to
HIV-infected women will become infected; the risk increases to as high as 50% for infants
with prolonged breastfeeding. Sexual transmission is an important mode of transmission for
adolescents. Less common routes of transmission include transfusion with blood products
tainted with, percutaneous exposure, and, rarely, HIV-infected caretakers chewing or
warming food in their mouths and then feeding it to infants and children (35).

As the HIV epidemic matures, as strategies are developed to prevent mother-to-child
transmission, and as paediatric antiretroviral drugs become more widely available, the
number of HIV-infected infants will decline, whereas the number of children with HIV
infection surviving to older ages will increase for some time (6).

One of the great challenges n HIV prevention is that today’s young people have never
known a world without AIDS; they did not experience the shocking early days of the “new
disease”. Improved (access to) treatment has changed HIV and the image of AIDS from a
fatal disease to “just a sexually transmitted infection”. Many young people are fatigued by
prevention campaigns that are outdated or unrealistic (16).

Too often, prevention activities focus merely on the biological or medical facts or provide
ideological approaches to sexuality and choice, rather than addressing the needs of young
people living with HIV and enabling them to continue living positively (16).

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 (5).

Studies on HIV/AIDS so far done in Ethiopia focused mainly on investigating 1)HIV
prevalence and factors associated with HIV infection; 2) prevalence and impacts of

opportunistic infections and other comorbidities; 3) sexual and other risk behaviors for
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HIV infection; 4) awareness and knowledge about HIV/AIDS and related issues; 5)
reproductive preferences and risk behaviors of PLWHA;6) occupational risk exposure and
protection; 7) broader social drives of HIV/AIDS; 8) violence and harmful traditional

practices; and 9) other existing and emerging research areas (36).

2.3.Supports for Perinatally HIV infected youth
UNAIDS suggest to know local epidemic and scale-up evidence informed, youth friendly
programmes accordingly for adolescents and youth, especially young key populations and
young people living with and affected by HIV; ensure programmes are tailored to the specific
needs of girls, young women, boys and young men, included in national strategic plans, and
appropriately costed and earmarked in national budgets (9). Right information, an enabling
environment and supportive services help adolescents take informed decisions regarding
important health issues and contribute to a better future (5).
Though it is not possible to predict how these young people’s health and lives may develop
and how HIV will affect their future, many are living fulfilling lives. Some have become
parents, most are either working or studying and many see HIV as just one part of their lives,
in spite of the fears they have about dying and their experiences of loss (17).
A study from France that explored life satisfaction of perinatally HIV infected Adolescents
showed that; on the analog scale (1-10) of life satisfaction, none of the participants rated their
satisfaction below 4. The mean rating was 7.05. Those with ratings below 7 attributed their
low satisfaction to HIV or to psychosocial vulnerabilities including mother’s absence and loss
of positive self- image (37%). To the question: -What would you need to approach number 10
and be wvery satisfied with your life?-, the 20 adolescents who had low life satisfaction
expressed the following wishes:
“to be not ill and tired, to be rid of the virus and the disease in order to live a normal life, to
be untroubled and relaxed, self-confident as others, to have my mother alive and
healthy”(37).
As a study done in Botswana indicated, several positive resources and coping strategies were
identified among adolescents living with vertically acquired HIV. To be disclosed to was
identified as one of the major positive resources, contributing to several other positive
factors, such as knowledge and understanding about their condition and life situation, and
improved access to social support. Family, friends and leisure activities were also important

positive factors that contributed to well-being. All of the participants saw disclosure as very



important to them, and they emphasized that disclosure should not be delayed, and the
importance of openness and presence of their caregivers in the disclosure process (32).
Perinatally acquired HIV positive youths from South Africa and Puerto Rico mentioned their
immediate family as the main source of support available. And of the study participants none
mentioned any support structure beyond the family and to a lesser extent the school system.
Although some participants have extended support from their teachers, it is not enough
support for adolescents with perinatal HIV. They need additional support from friends and
the community as a whole (21,38). Another study from South Africa revealed the importance
of receiving social protection in three key locations for adolescents: school, home and clinic
(39).

2.4.Concemns of Perinatally HIV infected youth
Young people living with HIV/AIDS have multiple concerns (17,18,20). Developing and
implementing effective and meaningful HIV programmes for young people requires the
recognition that adolescence and youth is a time of great psychological, physical and social
change at the individual level, where behaviors and perceptions of risk, illness and health are
shaped in relation to parents, peers and the wider community (9).
Providing care to adolescents is a multifaceted process in that no two adolescents are the
same, but they all require sensitive, flexible, culturally and developmentally appropriate care.
For clinicians caring for adolescents, it is crucial to understand that for the eventual success
of treatment, it is critical to manage the "whole” adolescent within the context of his/her own
economic, cultural, psychological, and family environment (20).
Studies from United Kingdom and South Africa revealed that, the fear of death was one of
the common reactions reported by the young people when they were told about having HIV.
They reported feeling frightened, feeling a fear of dying and fearing they would die soon.
Some young people expressed feeling a need to condense their living into fewer years as they
were unsure as to how long they have to live. They expressed needing to live for now and not
to look too far into the future (17,18).
A study from America which assessed the Lived Experience of Perinatally Infected Young
Adults, reported that, the experience of being exposed to HIV from a very young age was
found to be a complex life experience that had a profound impact on the young adults’ life
(40).
In another study among young people with vertically acquired HIV/AIDS, it was reported

that, young HIV-positive women need to make healthier life choices and decrease risky



behaviors; participants emphasized the need for comprehensive programs that extended
beyond HIVspecific topics. They requested programs that address a wide range of issues
impacting their lives such as self-esteem, selfconfidence, self-worth, living with HIV,
sexuality, coping mechanisms, handling adversity, and developing and maintaining healthy
relationships.For program structure, the participants reported preferring a combination of
individual and group meetings (41).

As HIV/AIDS does not just impact physical health, but rather it can influence all aspects of
life, It is suggested that effective prevention and treatment interventions for young HIV-
positive people, must extend beyond HIV specific activities and incorporate a gender-specific
comprehensive  framework that works toward empowering young people sexually,
emotionally, physically and socially so that they may lead happier and healthier lives while

reducing HIV transmission (41).

2.5.Challenges of Perinatally HIV infected youth
Growing up with perinatal HIV is affected by multiple social and emotional factors
(20,21,40). Being positive has adverse effects on the day-to-day lives of these young
people(21). For example; The 2016 Ethiopian Demographic Health Survey (EDHS) found
that discriminatory attitudes are higher in women than in men, 48% of women and 35% of
men thought that children living with HIV should not be able to attend school with children
who are HIV negative, while 55% of women and 47% of men would not buy fresh vegetables
from a shopkeeper who has HIV (42).
HIV-infected young people face unique challenges when it comes to accepting and treating
their diseases. Many young people are in denial, afraid, misinformed or lack familial or social
support. Therefore, this age group may benefit from counseling services and supportive care
(20,21).
Growing up with HIV poses complex problems as young people begin to explore their
sexuality, develop relationships, and take steps to become independent and productive adults.
Adolescence is a life stage fraught with change, growth, excitement, and confusion, and the
added complication of a serious, chronic, and stigmatized disease presents huge challenges
for youth as they grow and mature personally and socially (43).
As per study done among young people with perinatally acquired HIV from South Africa

showed, their interaction with friends at home and school is affected by medication.



The participants complained that being on medication makes their live very difficult. They
also cited the fear of stigma as a hindrance in their day-to-day lives. The participants
indicated that they are afraid of being stigmatized mostly in schools (21).

Disclosure of HIV/AIDS to self and to parents has multifaceted challenges. The adolescent is
an emotionally vulnerable age group, and the way in which they will respond to their disease
status can never be predicted. On one hand, where sexually infected ones can find it difficult
to face their family due to guilt, the Perinatally affected adolescents, on the other hand, can
be expected to blame their parents for their situation (5).

HIV infected adolescents have to deal with a school system that is not very responsive to
their specific medical, developmental and educational needs. At the very least adolescents
had to miss one day of schooling every month to attend the clinic: More serious challenges
included, among other things, lagging behind in education, discrimination and isolation at
school, hiding to take medication, and teachers breaking confidentiality when they become
aware of the student’s HIV status. HIV infected adolescents felt discouraged when they could
not continue with their education following prolonged periods of severe ill-health (44).

2.6. Sexual behavior and relation of Perinatally HIV infected youth

Adolescents and young adults have been the focus of primary HIV prevention programmes

for many years. With growing numbers of HIV-infected children surviving to adolescence
and becoming sexually active, the need for secondary prevention programmes is increasing.
Sexual identity-building in adolescence is complex and culturally specific, and sexual
behaviours are shaped partly by societal norms. WHO suggests strategies or interventions to
improve sexual and reproductive health outcomes in adolescents living with HIV (4).
Interventions targeting this group to date have tended to emphasize delaying sexual debut,
reducing the number of sexual partners and condom use, rather than providing
comprehensive information and support on sexual reproductive health and rights. With an
increasing number of young people born with HIV reaching adolescence, it is more important
than ever to address the specific needs of this group (16). The importance of understanding
and contextualizing the Entrance into sexual activity of adolescents with PHIV has numerous
public health implications, including targeted prevention intervention programs (45).

Young people who contract HIV around birth experience unique challenges (16). As they age
into adolescence and adulthood, they are confronted with complex decisions regarding sexual
behavior. This includes the fears and misconceptions regarding sexual activity, reproductive

choices, use of contraception, disclosure of HIV status to partners, and potential child



bearing. Curiosity and interest in sexual relationships is a natural part of adolescence and
puberty; however, youths with PHIV face a more complicated entry into sexual maturity, as
their disease and its treatment affects their health and can penetrate the central nervous
system causing both neurodevelopmental and cognitive delay (46).

A study done in Uganda showed that, a high proportion of young people living with
HIV/AIDS had ever been sexually active although a considerable proportion where
abstaining at the time of the study. A high proportion of respondents in a boy/girl relationship
had not disclosed their serostatus to their partners and only 37% of respondents who were
currently in a relationship knew their partners’ HIV serostatus. Despite poor disclosure and
knowledge of one's partner HIV status, condom use among sexually active respondents was
low (47).

Another study from India revealed fifty-nine percent of perinatally HIV positive young
people (PHIV+) and 52% of HIV-uninfected adolescents were sexually active. The age at
initiation of sexual activity was similar for both groups (median of 14 years ) for PHIV+ and
median of 14 years for HIVuninfected adolescents. Seventy-five percent of the sexually
active PHIV+ adolescents reported unprotected sex compared to 13% of HIV-uninfected
adolescents. A significantly higher proportion of PHIV+ adolescents had multiple (>4) sexual
partners than HIV-uninfected adolescents (62% ) versus 31% ) (48).

A study from South Africa indicated that 18 % of HIV-positive adolescents reported having
unprotected sex at last intercourse, with girls reporting significantly higher rates than boys
(28 % vs. 4 %,). 32 % of HIV-positive girls were Sexually Transmitted Infection (STI)
symptomatic compared to 27 % of boys. It is found that high rates of unprotected sex
reported by HIV-positive adolescents, and significantly higher rates of virological failure
amongst HIV-positive adolescents engaging in unprotected sex, suggesting greater
transmission risk to uninfected peers (39).

A study from Ethiopia among adult HIV positives showed that 30.4% of the respondents had
engaged in risky sexual practice, inconsistent use of a condom during sexual intercourse
within the last 3months prior to the study period (49). A study from East Ethiopian among
school youth found that 36.9% of them had engaged in risky sexual behavior(50). And
another study from Western Ethiopia reported that over one third of in-school and 41.4% out-

of-school youth reported unprotected sex during the 12 months period prior to interview(51).



3. Objective

General Objective
To explore the lived experiences of youth who are Perinatally Infected with HIV and on ART
follow up at Zewditu Memorial Hospital, Addis Ababa, Ethiopia: March 20- May 25 /2018.

Specific objectives
- To describe support mechanisms of youth who had acquired HIV Perinatally.
- To explore concerns and challenges of youth who had acquired HIV Perinatally.
- To explore sexual relation experiences of youth who had acquired HIV

Perinatally.



4. Methods

4.1. Study area and period

The study was conducted from March 20- May 25 /2018, at Zewditu Memorial Hospital,
Addis Ababa. Addis Ababa is the capital city of Ethiopia and the diplomatic center of Africa.
It is one of the fastest growing cities on the continent. Its population has nearly doubled every
decade and it is currently estimated to be 4 million (52).

HIV related estimates and projections for Ethiopia showed that in Addis Ababa there were
128,912 people living with HIV, 4,221 newly HIV infected people and 1,955 died from
HIV/AIDS in 2017. Of the total population with HIV; 128,201 were those 15years old and
above with a total prevalence of HIV/AIDS being 5% (14). This study was done at Zewditu
Memorial Hospital which was established in 1933 at the current site of Finfine Restaurant
hall in Addis Ababa as maternal and child health service delivery facility. By 1971 it was
transferred to the then newly built current building. The Seventh Day Adventist Church
owned the hospital and run the services until 1984 when it was transferred to the ownership
of the government. Addis Ababa City Administration health bureau is now fully in charge of
the facility. It is the first ART service delivery site since 2003 and has grown to become the
largest HIV care and treatment site in the country (53).

Zewditu Memorial Hospital ART clinic delivers comprehensive HIV/AIDS services in areas
of. HIV counseling and testing, provider initiative testing and counseling, prevention of
mother to child HIV transmission, ART (adult and pediatric), palliative care, TB/HIV,
sexually transmitted infection, post exposure prophylaxis, pre-cervical cancer evaluation and
treatment, nutrition assessment and supplementation, laboratory, pharmacy and youth
psychosocial support service (53).

As the hospital’s report in March 2018 showed; number of adults and children with advanced
HIV infection ever started on ART in the hospital was 13336 and number of HIV positive
adults and children receiving clinical care in 2017 was 7125; of these 6871 are on ART with
6713 are adults who are 15 or above 15 years old. Those who were 15-24 years were 496
(238 males and 258 females) (53). The hospital was selected for this study because of its long

time ART services experience and having many clients; especially of youths.

4.2. Study approach

Qualitative study with hermeneutic phenomenological study was applied (54). As described
above this is an approach which is concerned with the Ilife world or human experience as
it is lived.



4.3. Study population, participants, and selection technique

Study population

The study participants were youth (15-24years old people) who had acquired HIV perinatally
and were on ART follow up during the data collection period. When it is said perinatally
acquired; it is to mean that those who were born either at home or health institution but
confirmed by health professionals as they had gotten the HIV virus from their parents.
Selection of study participants

One of the public hospitals with long time experience of ART service was purposively
selected. This hospital was selected purposely because the investigator understood and hoped
that there are a number of youth with perinatally acquired HIV. Study participants were
selected with purposive sampling method (applying criterion based and convenience
sampling). Their number was limited by the saturation level of the information provided;
accordingly most of the information were seen repeatedly when the number of study
participants became around 12, so based on that the total number of this study participant was
limited to 16 youth.

Different steps were followed to recruit the study participants; first the principal investigator
contacted the hospital medical director and then the ART unit focal person. The investigator
briefed about the objective and process of the study, discussed with the ART focal person and
nurses. During the discussion he had also gotten more information about the ART clinic and
the clients. He asked how they confirm whether the person had acquired HIV vertically or
horizontally and he understood that it is confirmed by learning from their parents, families,
care givers and taking history from the children themselves.

After learning the clinic environment the principal investigator got one volunteer nurse from
the ART unit who was able to facilitate the recruitment of study participants and work
together throughout the data collection. Since list of youth who acquired HIV perinatally was
not found; the investigator made so as the nurse recruit the study participants. Then the
volunteer nurse who has long time experience working in pediatrics ART unit was let to deal
with youths who had acquired HIV perinatally and who full filled the inclusion criterias.
Then she created a line for the principal investigator to contact those young people who were
willing to talk with him. The principal investigator, visiting the clinic in different days when
youth came for their clinic schedule, again discussed details of study’s objectives and

processes with each youth, and interview was done accordingly.



4.4. Eligibility criteria
Inclusion criteria
Youth who took part in this study have full filled the following criteria;-
- youth (15-24 years of age)
- youth who acquired HIV through vertical transmission and were on ART follow up at
least for a year
- Those who knew their HIV status at least for a year
- Those who gave consent/assent.
- Families gave consent for those who were under 18 years old
- Those who were capable of communicating in Amharic language
Exclusion criteria

- Those who were in serious health problem (in bed) were not part of the study.

4.5. Data collection

Data were collected by in depth interview using semi-structured interview guides. Prior to
the actual data collection pretest was done among two youth who fulfilled the criteria; one
female and one male. Based on the lesson gained from the pretest necessary adjustments were
made on the audio recorder; placing of recorder was adjusted to few distance from the study
participant, which made him to speak loud, asking questions were made not linear, the room
and sit of interviewee and interviewer were adjusted. All the data were collected by the
principal investigator and the nurse who facilitated the contact and selection of the
participants was in place to take the responsibility of handling if any emotional reactions
happened during the interview. Fortunately there were no emotional disturbances and
reactions happened during interview.

The interview was conducted in private room there in the hospital and it was done in Amharic
language. The interviewer approached very friendly and created ease environment, started the
conversation by introducing each other, gave time and encouraged the participant to feel free
and talk openly as just chatting with his/her friends. The interview has taken an average of 34
minutes (26 to 55 minutes) and it was maintained flexible enough in terms of participants’
response to questions, not limiting and interrupting them to focus on certain issues linearly.
One interview was conducted in a day, except 2 interviews, so as to transcribe and internalize

generated evidences.



During the interview participants were given space to talk about themselves and their
experiences living with HIV. In the process, questions and probes were made focusing on
their supportive mechanisms they ever have gotten. Following that they were let to discuss
about what concerns do they have and what challenges do they have also. Later they were let
to discuss about their sexual behavior and relation from past to the future.

Throughout the interview, in addition to audio recording, interviewer also took note about
their facial expressions and other nonverbal reflections. In closing the interview session
themes of their responses were summarized by the interviewer and told to the participants.

Eventually the participants were acknowledged for all their time and cooperation.

4.6. Data quality assurance

For the sake of having a quality data; as described above pretest was done and the principal
investigator  himself engaged in all activities from interview guide preparation, data
collection, checking and transcription of data, and translation too. Additionally data quality
was maintained by having notes, quality recorder, ease environment, good wvoice and
communication, critically checking and rechecking of records and transcription. Furthermore

colleagues have reviewed the transcription, translation and coding of the data.

4.7. Ensuring trustworthiness

In ensuring trustworthiness the four basic criteria of qualitative study were maintained by
following respective principles. In establishing credibility the investigator took adequate time
with study participants and since the interviewer was almost at close age with the youth, it
helped for the participants to develop rapport, to feel free for talking, to depict their genuine
feeling and thought. All interviews were audio recorded and kept for cross checking if
needed. Debriefing and feedback from colleagues and advisors were used in managing the
data. To assure transferability the study participants were selected purposively who fulfilled
the inclusion criteria. The inquire process and findings were described in detail so that any
reader of the report will be able to use and researchers may replicate the study at other
settings which have possibly similar conditions.

Documents of all the study process including written informed consent, data collection
methods, interview records and transcripts were kept for doing audit trial with due respect of
confidentiality by colleagues and peers to see the neutrally and dependability. The
investigator took one interview document and coded two times, which is a code-recode

process, on separate time and checked for similarity of codes for intra coder dependability.



Confirmabilty was also established by audit trial and words of study

participants’(quotations) were used as supplementary in writing the findings.

4.8. Data Analysis

Code book was developed prior to data collection and amendment was done during and after
data collection was completed. Analysis of data started and was done simultaneously with
data collection. Words of participants and their description of issues were internalized.
Immediately after finishing the interview session, information stored on audio recorder was
listened repeatedly and transcribed verbatim by the interviewer. The transcribed data was
internalized by reading repeatedly and translated to English language. Following the
translation, preliminary analysis was done to see for saturation of the information and
emerged theme; based on that experience of substance use, condom use and keeping promise
got attention relative to preceded interviews. After compiling all translated word documents;
coding and categorization were done on qualitative software Open Code version 4.02 (55)
based on the already developed and emerged codes.

Following interpretative phenomenological analysis principles (27,56) the lived experiences
of participants and meanings they gave to their words were considered in coding and
categorization. At first level words and phrases were used to form codes, and then like codes
came together and second level categorization was done. Like categories brought together to
form a theme which represent the whole idea of the categories (Annex-VI:Theme tree view).
Accordingly the lived experiences of youth were interpreted with the four fundamental
lifeworld existentials of; lived body, lived space, lived time and lived relationship. The major
thematic areas were: sources of supports, concerns and challenges, and sexual behavior and
relations of youth with perinatally acquired HIV. Under the umbrella of IPA, thematic
analysis was followed to summarize the findings. The quotations which reflect the majorities’

view and unique once were used.

4.9. Standard and operational definition

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

Perinatally transmission of HIV is the transmission of HIV from an infected pregnant
woman to her newborn child; which occurred during pregnancy, delivery or breastfeeding.
Youth with perinatally acquired HIV/AIDS is youth who gets infected with HIV from
parents once but stays infected for life.

Adolescents are persons between the ages of 10 -19
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Youth are persons between the ages of 15-24.
Young people are persons between the ages of 10-24 (9).
Unprotected sex is doing sex without using condom

4.10. Ethical consideration

This study was held after getting the required ethical clearance from the School of Public
Health Research and Ethics Committee, and Addis Ababa Public Health Research and
Emergency Management Core Process. All study activities were abided by basic ethical
principles of;, respect for person’s autonomy, beneficence, non-maleficence, confidentiality
and justice to the maximum level. All these were clearly described on the study information
sheet and the study participants were able to understand.

With regard to respecting their right, they were fully entitled to ask any questions, skip
questions they didn’t like to touch and withdraw from the study any time they need. All those
in the ART follow up who fulfilled the inclusion criteria and accessed in the data collection
period were considered equally to be study participant. Possible benefits of the study were
explained and risks were maintained at a very minimum level, interviews were made during
their regular clinic visit so they didn’t cost extra and their time was managed properly. Care
was made not to rouse their bad memory.

Selection of study participants was done by respective health care provider of the ART unit.
The investigator passed through following different ethical and legal principles before
contacting youths. Prior to directly getting them, a nurse from the hospital ART clinic dealt
with youths and families of those who were underl8 years of age. Then the investigator
conducted free discussion with those who gave him a permission and proceeded through the
study with due respect of their rights. There was a study information sheet and consent form
which was given to each of them prior to interview so that they have details of the study
objectives, possible risks and benefits to decide based on their full information and
understanding without any pressure.

The nurse was around during the interview session and was in charge of handling if any
emotional reactions happened to the participants, but fortunately there was no. Either before
or after the interview, for the sake of disclosure issues and other participants’ concern any
identification was not let to be disclosed. All the information they shared were kept in strict
confidentiality. Finally they were acknowledged, made to return to their prior mood and 50

birr was given for snack.



5. Findings

The findings of this study are summarized based on four thematic areas including
sociodemographic characteristics; (1) Reported health status and HIV/AIDS lesson; which
involves:- reported health status, feelings about their HIV status, life plan and roles of youth
in prevention of HIV, (2) Sources of supports of youth: which involves: family care, clinic
care and social support, (3) Challenges of youth: which cowvers: threat of future life,
experience of taking ARV drugs, disclosure of their HIV status and stigma and
discrimination, (4) Sexual relation experiences of youth: which involves: youth’s sexual
relation experience, and youth’s sexual relation interest. All of these are elaborated below
under different sections. In writing the findings, to keep qualitative nature of the study, the
following terms are used- “most/major-for more than 9 youth’s response, some:-for

responses of 5-7 youth, and” few:- for responses of 3-4 youth.

5.1 Sociodemographic characteristics of study participants

Sixteen youth who have acquired HIV vertically have participated in this study. All were
Christian religion followers, aged from 16-22 and nine were females. While one of them have
learned up to grade 8 and the other one is advanced diploma holder, 14 were students
attending their studies at secondary (6) and tertiary levels (8). Eight of them reported to live

with their biological parents, while the rest live with either close relatives or fosters(Table-1).

5.2 Reported health status and HIV/AIDS lesson of Youth who acquired HIV
perinatally
Youth’s perceived health status
Most of the study participants have reported that they have good health status; they were
happy and believe to reach to better level. Most reflected they used to feel anxiety during
their first periods of knowing their status, but later they took it easy. Most have started to take
ART in their early age and only one has reported history of using substance but quit after a
year. Regarding their lived space; most have lost either both or one of their parents due to that
most of them live with single parents, extended families and fosters as well. One of the study
participants described his health status as follow:
“I feel healthy and I think as I can perform any thing as that of any healthy person”
(19 years old male participant-04)
Some have reported experiences of minor illnesses, especially before initiation of the ARV
drug, and three reported sever health problems (anemia) during their ART follow up period

which obliged them to be admitted in the hospital.

20



Table 1: Socio demographic characteristics of study participants for a study of lived
experiences of Perinatally HIV Infected Youths; Addis Ababa, Ethiopia; May/2018

Participants Sex Age R/ship live with  Education Occupation
P1 M 20 No Aunt undergraduate student  student
P2 F 18 No Fosters Grade 12 student
P3 M 18 No Aunt Grade 10 student
P4 M 19 No mother Grade 8 student
P5 F 22 Yes Father Advanced diploma teacher
P6 F 19 No Aunt undergraduate student  student
P7 F 17 No parents Grade 10 student
P8 M 20 No mother Diploma student student
P9 F 21 Yes Sister Grade 11 student
P10 F 19 Yes Uncle Diploma student student
P11 F 16 Yes Sisters Grade 11 student
P12 F 22 No Father College student student
P13 M 19 Yes parents College student student
P14 M 20 Yes parents College student private
P15 M 18 No mother College student student
P16 F 18 Yes Aunt Grade 8 private

Keys: R/ship= having boyfriend/girlfriend relationship, P= participant, Parents= living with
both father and mother

Youth’s feeling about their HIV status
Majorities of the study participants have depicted as they don’t like to think about their HIV
status; some revealed that they feel disturbances and loneliness when they think of
HIV/AIDS. Those who expressed such feelings have also reported stress and frustration
which affected their lived body and lived human relation. However some have also hope to
get cure believing in God and even tried for that in some religious events. 18 years old female
study participant revealed her reaction to her status as follow:

“You know it is punishment without your fault, so things happening not due t0 your

fault disturb you.” (18 years old female participant-02)
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Another study participant has also reflected the following:
“There is a feeling | feel as human being; | mean | need to live being healthy as any
one, at the beginning I felt as the virus is posted on my face (yehone viresu fitih lay
yeteletefe hulu new yemimeslh), I mean | feel as all know my status; What makes me
to shock is people’s response” (20 years old male participant-14)
Majorities have reported different emotional reactions by the time when they understood that
they had HIV. Some have cried, shocked, isolated themselves and delayed to accept it, but
later on they convinced themselves and lead their life well. Here below is one of the
reactions:
“You know, you don’t expect it, you don’t expect even your friends may have that. You
shock when you hear and again you know it is non curable... ... I went to church and
cried alone” (17 years old female participant-07)
Their lived human relation was limited to very close families; most of the study participants
have reported that very few people even from families knew their status and they discuss
about their health only with health care providers and with one or two family members
mainly with parents, sisters and aunts. One unique report seen was; one boy reported that he
didn’t ever disclose his status for his father and take his drug even hiding him. He did that not
to tension his father because his father himself is HIV positive, lost many things including his
wife and currently lives alone, and he thought as his son is HIV negative.
Majorities have reflected as they learned about HIV more from school and searching articles
by themselves and again they need to learn more. Most of them described it as it is not severe
thing as far as people take ARV drugs properly and took it easy relative to other chronic
diseases. Most of them depicted that they don’t give attention for HIV messages from medias
and different channels. Some reported that HIV is not getting emphasis and suggested that it
i5 good if medias work more and focus to change community’s attitude and foster awareness
about HIV/AIDS. There are also few who don’t like to see HIV messages anywhere.
Youth’s life plan
Almost all study participants have depicted that they wish to be successful in their life, which
is expressed as their lived time. They want to show as they are capable of doing everything.
There were also who dream to learn more and wish to help the community. There were youth
who dream to be a famous actress and director, psychiatrist, psychologist, engineer, pilot and
PhD holder and to be influential person in their area of specialization. An eleven grade girl
indicated that:
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“I want to be psychologist; I want to work on prisoners and students. I want to work
on forgotten people. You know when you close and talk them; you get what you didn’t
expect. They want to share their ideas but they don’t get who hear them. So I will be
happy if I reach them and give them what can I do.” (21 years old girl)
Another female respondent who is an undergraduate student indicated that:
“I am working and learning. In my education also,; as any other person | want to
reach to better level. Even | want to be above who has no HIV. If I achieve that, I will
get the chance to be an examplenary to others. ” (19 years old female participant-06)
The other issue most participants reflected on was to get a place where to play and share
ideas freely. As mentioned below one of such program currently found is the youth club
where they meet every two weeks; but almost all study participants reflected it is not enough;
they need more programs adding different events on what is found now, so youth wish for
more programs which embrace them. One of the study participants reflected on this as
follow:
“I wish if there is a program where | meet people like me (HIV positive youth), at
least one day where you breath, where you speak your internal thought and go. It is
hard to talk at home where people around you are negative; you fear and even your
thoughts don’t get each other, but if you are the same, you can talk everything you
need, you can say “we.”...” (21 years old female participant-09)
Youth’s role in prevention of HIV transmission
All study participants believed that they have a responsibility in prevention of HIV
transmission. Accordingly they suggested different things they can act on. One of it is to take
care of themselves and others. The other thing was they were trying to teach and advise
people around them.
“Firstly I should take responsibility for myself and second | should take care of all
people around me. I should not let others to be harmed.”
(21 years old female participant-09)
The other study participant had also similar thought:
“I will be happy if I can change the community, though not the whole but one who is
around me; | mean you start from home then you will move to neighbour. So I will be
happy if | could do that, if not | need to continue saving myself and person around me
who don’t have HIV. Because after this, since it (the HIV) doesn’t leave me even if |

say it, I feel to continue doing that way.” (19 years old female participant-06)
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5.3 Sources of supports of Youth who acquired HIV perinatally
Family care
Family is the major source of support revealed by most of the study participants. As indicated
above almost all study participants live with their biological families and extended families;
even the one who lives with fosters also see them as parents and feel as she is with her father
and mother. Most of the study participants reported that they have a nice support and care
from their families and even from their extended families as well. Two girls who live with
their aunt said:
“It is good....., I am living with my aunt. She has also HIV; we are living supporting
each other. ....... I have families, | have brothers; all the families know my status, they
all support me, they give me all cares.” (19 years old female participant-06)
“My aunt is my supporter and a very decisive person in my life”
(18 years old female participant-16)
On the other hand there were also few who couldn’t get adequate family care even from
fathers. A 19 years old girl reported that:
“No family care for me, I am living with my uncle (father’s brother) since 5 years
back and he doesn’t care of me. His principle is ‘live your own’ and doesn’t ask me
whether I take the drug or not and of my living.” (19 years old female participant-10)
Clinic care
All of the study participants were following their ART service at a unit where they started
and it was with respective age based service. Majorities of them have revealed the health care
services they were getting and the care providers’ approach was one of the most important
supports they have in their life time and they have benefitted a lot from the clinic service.
Almost all of them have long time follow up experience in this hospital and they know the
environment very well. They contact with doctors, nurses and social workers, and they have
close relation. One of the study participants described it as:

“My doctors are very much family more than what | can tell you; they treat me as
sisters and brothers, as mother and father.” (18 years old male participant-15)
Relative to the health care service; study participants have also depicted that; they have
flexible clinic appointment so that they can visit the clinic and collect their drug at any
working time they need from Monday to Friday including Saturday morning too. Again
majorities have reflected that the separation of the ART clinic from other units is comfortable

for them.
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Acknowledging the good services of the clinic; there were also issues which were suggested
to be seen and corrected. Some have reported presences of problems with time management,
the service being merely of prescribing drug than addressing their psychosocial issues and no
enough laboratory services. Again it was reflected though the clinic appointment is flexible;
still some youth reported missing of class due to clinic appointment. For missing the class
they take sick leave medical certificate which doesn’t disclose their status. They don’t like to
tell for their teachers about their status rather they create different reasons and tell that for
missing the class.

Social support

Another support youth with perinatally acquired HIV had is the support from friends ; youth

club is the top of it, which is an edutainment program where youth who had acquired HIV

from parents get together every two weeks and learn, play, entertain, share different things
and get friends; including boyfriend and girlfriend. The youth club is divided in to two; one
for those under 15 years of age and the other for those above 15 years of age. Although all
don’t participate due to their personal and family reason, those who participate in it reflected
as it is good for them and love fit.
“When we get together; since we share ideas, you may start relationship too. It is as
chance, so it is nice. It is very nice for us; from school side and getting friend side it is
very nice. For your surprise children who live in the same residence area knew each
other here in the hospital. You know | shocked when I see them at first time but later
we became best friends. We talk even going to at home; one day in one and the other
day in once home.” (19 years old female participant-6)

Another study participant discussing about youth club has also depicted its benefit as follow:
“It has much benefit. You get friends, you feel pleasure when you get something
yours, you talk with them freely than healthy guys, 1 mean you feel as you are not
alone, no one pointed each other on you, I wait the day we get each other eagerly”
(19 years old female participant-10)

Beyond the youth club; some had supports from their school and local friends, and some

teachers. They have reported that their close friends understand them and treat them very

friendly.

25



5.4 Challenges of Youth who acquired HIV perinatally
Threat of future Life
Majority of them revealed they have concerns of their future life relative to; succeeding in
education, getting job and forming marriage. They shared their threats with regard to such
things:
“What concerns me is my life, I mean my future life; I am human being and when you
grow and reach at some level you will form family; ......... sometimes I feel as I may
remain alone; I mean without forming family something. You know the community is
vet, doesn’t know anything. They don’t believe that we are able to do as anyone.”
(19 years old female participant-6)
Forming a marriage is one of the big concerning issues. One of the study participants shared
her experience as follows:
“You know | am female; actually not only females everyone should form a marriage
and have home. So such things frighten me. Even by now when my peers have
boyfriend I can’t do that. Males ask me but I don’t want because I know what I have. |
don’t want to enter to unwanted things by disclosing myself. It is a threat for my
Sfuture. How to get a husband? I need child but it doesn’t be, it worries me.”
(17 years old female participant-07)
Stigma and discrimination
Almost all study participants have discussed that they are concerned of how people treat them
and what place they give for them. They reflected that though it is said people’s thought have
changed but they disagree with that saying still there is a big problem in the attitude and
awareness regarding HIV and people living with HIV. They have reported that they have no
freedom to do what they wish freely.
“In day to day activities you may meet people and the way people view HIV is not
good. I don’t know but it is good if community’s awareness is changed. It is thought
that it is changed but still it is not enough, it lacks much... .... there are shocking
things, people say ‘a person with HIV is stunted, unable to walk, bed ridden and the
like’....” (18 years old female participant-02)
Another study participant had also similar concern:
“Many times not merely at work place even at school; if it is known as one has HIV it
is difficult to live, work and learn together, so | will be very happy if job opportunity
is created for us and if such bad attitude and thought at school and anywhere be

corrected.” (19 years old female participant-10)
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Stigma and discrimination is both a challenge and concerning issue of majorities of study
participants. They articulated that what place people give for HIV positive people is
disappointing. A 22 years old female study participant shared what she faced from her close
friend as follow:
“My female friend.... has bad attitude to the disease; if you ask her what she may do
if she has HIV, she says “I kill myself” for your surprize; she uses all my materials
including clothes but she doesn’t know my status, if she knows that, I know she will
not stay with me.” (22 years old female participant-05)
The other participant has also said:
“If 1 disclose my status, | am sure they stigmatize me. So | am living with them hiding
myself ” (17 years old female participant-07)
Furthermore participants have articulated that community’s offensive attitude and awareness
about HIV/AIDS and people living with HIV made them to feel isolated and lack freedom,
which altered their lived human relation. Almost all study participants have pointed out that;
still there is poor awareness about HIV HIV/AIDS and very offensive attitude to people
living with HIV. The following statement depicts this:
“Awareness of most people is somewhat lower, actually it is better than formerly but
still they lack much, they view HIV as other thing bad and we, we children most of us
didn’t bring it by ourselves, we inherited from parents; they don’t think that, if you
see in our family; my father’s wife (stepmother) doesn’t have good view.
(22 years old female participant-05)
Other study participants have also reflected on issue of community’s awareness as follow:
“I will be happier if we speak freely (benetsanet bininager des yilegnal), you know
expressing our internal feeling, if people’s attitude change and if we play equally with
them as anyone, | will be happier ” (17 years old female participant-07)
“Our community is not changed well. For example If you stay around waiting room
for a minute you see people (PLWH) wearing eyeglass, covering their face, and trying
to hide themselves, which is lack of confidence; it is said the community is changed
but it is not changed.” (22 years old female participant-12)
Disclosure of HIV status of Youth who acquired HIV perinatally
Disclosure has two dimensions: - the first is disclosure of HIV status of the youth for

themselves and the second is disclosure of their HIV status for others.
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Disclosure of HIV status of the youth for themselves
Most appreciated and reported as they have benefitted from knowing their status timely.
Their lived time since they knew their HIV status was seen as special and they have depicted
that they gave attention and take care of themselves, including drug adherence, after knowing
their status. The age when they disclosed for their status ranges from 10 to 17 years of age,
most of them have known their status around their 14 years of age; which is expressed as
their lived time. Some of the study participants knew their status incidentally when they visit
clinic for other medical services and some others knew by enforcing their families to tell
them why they always take drug.
About time of self-disclosure; majority agree with when to disclose for children like them
should be around age of 15 years old. They suggested this age time because if they knew
before that age, they may not well understand and even they may disclose themselves to
others. But if it is in their 15 years of age; they believe they are capable of handling
everything and they will take care of themselves.
Disclosure of their HIV status for others
Disclosure issue is one of the challenges reported by almost all study participants. Disclosing
self-status is seen as difficult thing because most of study participants think that; if they
disclose their status they fear there will be rejection, stigma and discrimination from people
around them. So they don’t support to disclose their status for others. Even they reported that,
not disclosing their status for others has benefitted them very much, because they said that
they do everything they need freely without any threat of people’s judgment, stigma and
discrimination. They pointed out that if their status is disclosed for others, they may be
judged as they are caught due to bad behavior and sexually. Sharing her experience one study
participant reported the following:
“Sometimes when you go at hospital and sit at waiting room people around you judge
you; you know they consider you as bar lady and the like, even they ask you for such
things there. One of my experiences was; one time when | was at waiting room, a
woman on my side asked me if I got it due to sexual contact.”
(21 years old female participant-09)
On the other hand not disclosing self-status has also created different problems on their day
to day activities, affecting their relationship and drug adherence. One of the study participants
shared her experience as follow:
“Because of not disclosing this thing (not disclosing HIV) | faced a problem one time.

There was a blood donation program in our school and all my friends registered and
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pushed me to do so. They challenged me much, I tried to convince them by creating
other reason; | said, I fear needle and begged them to leave me, even | cried saying
please leave me in the name of your mother. You know, you may be embarrassed in
such things. if 1 get tested there; we would take the result together, so my friends
might know my status. You know in such things it is difficult. ”

(17 years old female participant-07)

Another male study participant has also shared his experience as follow:

“You know when you go to other health centers, you have to tell your status... ... If1
have minor illness first I will go to the village health center, when you go there you
have to tell. You know sometimes it is hard, you tell with difficulty (amteh new
yemitnagerew)” (20 years old male participant-01)

Experience of taking ARV drugs

Regarding the medication; majority of them have reported experience of; drug load, bad taste,

side effects and being boredom of it. Some have said that they miss and or quit their program

with their friends and return home for taking drug. Due to such and the like things, majorities
have reflected that they have difficulty of life.
“When you swallow the drug it has headache (medhanitun sitwt yazorhal minamn). |
don’t need to pass my time in that way.” (20-years old male participant-01)

Other study participants have also shared their experience of taking the ARV drugs as follow:
“I wish if the drugs load is at minimum, again if you see the drugs most of them are
big in size and difficult for handling. It is good if sweety taste is added on them.”
(22-years old female participant-12)

“Around 2 years back I was admitted to hospital for a case of anaemia. They told me
that it was due to the drug’s side effect and the drug was changed, after that I am
fine” (16 years old female participant-11)

They have also conveyed as they experience challenges related with taking their ARV drug.

Almost all reported that they take their drugs secretly in private area; they don’t dare to take

if people are around them. Due to that some of them reported experience of not taking the

drug on time to missing for days. Some use different mechanisms to hide from others.
“I take it (the drug) hiding from others, for example in a bus | turn myself to window,
cover myself with bag and take my drug...... my mother usually says me ‘people
shouldn’t see’” (19 years old male participant-04)

Another female study participant has also shared her experience as follow:
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“I don’t dare to take my drugs when my friends are with me. Sometimes I skip my
schedules, there were many times in which I missed my drugs for 2days and there
were also times when | took my drug with an hour time difference from my regular
time; even when relatives come to our home | wait till they leave the home or | take
hiding from them in separate private area” (17 years old female participant-07)
On the other hand majorities have reflected as they heard a rumour of; there is a drug which
IS in injection form and be given every six month, so they are dreaming of it to come for
them.
“The drug is difficult, so I heard there is an injection which can be given once every
six month so I will be happy if I get that” (20 years old male participant-01)

5.5. Sexual relation experiences of youth who acquired HIV perinatally
Sexual relation experiences of youth
Half of the study participants ever didn’t have a boyfriend or girlfriend and didn’t have ever
engaged in sexual contact. The rest have ever had boyfriend or girlfriend. Two of those (one
female and one male) who had had mates faced rejection due to their sero-status; their friends
were HIV negative and were not willing to continue with them. A female study participant
who faced this remembers it as:
“One time I engaged to a relationship quietly, then when you stay long time and the
relationship became strong you fear, at the end | told him but then the feeling was
very bad..... he used to say “what is the problem, as anyone something” but we
human being since we don’t live what we speak, when you told as you are HIV
positive the response is very bad.” (19 years old female participant-06)
Four of the study participants, who were females, have ever practiced sexual intercourse with
their boyfriend without condom. All reported that they have disclosed themselves before
having a sexual contact. Three of them started it on their 17 years of age and the other on her
18 years of age. Two did it with HIV positive partner, one did it with HIV negative and the
other did it with whom she doesn’t know his status. Regarding condom usage though they
have knowledge to use and believe in; they ignored it due to therr partners’ unwillingness.
They stayed together from 3 months to more than 3 years. One of the study participants who
engaged in sexual contact with her HIV positive boyfriend reported that:
“We were at fire age and we did it for satisfying our sensation..... we stayed for three
months in one home like husband and wife.......... we did it (sexual intercourse)

without condom........ (laugh)....... initially we didn’t make any care; he(partner) said
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“since we are the same(HIV positive) there is no need to do any care”(no need to use
condom).” (21 years old female participant-09)
The other girl who has changed her sexual partner after staying one year with the other said
that she accepted everything her partners said because she loved both the current, who is HIV
positive and the ex-boyfriend, who didn’t know his status.
“I didn’t hide him anything, I told him all and he believed in it. So it is difficult to go
back for one who believed in..... we didn’t use condom... what is advised is to make it
in condom, ......... it has no problem for me to use condom but you know, you should
keep others’ feeling also, so since he didn 't like it(condom) we didn t use.”
(19 years old female participant-10)
Sexual relation interest of youth
Almost all study participants believe in disclosing their HIV status before starting sexual
relation. Majority of those who didn’t start any sexual relation looked for getting a boyfriend
or girliriend. But there were differences on when to start forming a relationship; some
preferred to delay up to getting job and their age reaches last of twenties, and some said they
are okay any time if they get. Regarding their thought about whom they will marry;
majorities reported as they prefer the same health status, but they also well come who accepts
them even if he/she is negative for HIV.
“For the future it is God who knows. We are human, we try. You don't sit saying |
don’t love. I should not hurt that person and he shouldn’t also. I will be happy if we
are similar (both HIV positive)( bihon bihon and aynet binhon des yilegnal). But if not
just if he has awareness and accepts me that is also not bad ”
(19 years old female participant-06)
There were also who fear they may not get a girlfriend or a boyfriend. Majority of them were
in need of getting a friend but reported that they had a concern where and how to get their
mate.
“I think a guy like me (who is HIV positive); but it is difficult to get that. You know
love is incidental, so it is hard to get a person like you. Sometimes I moved around
here (the hospital) saying my fate is here. But again | say it is not something | could
get looking for it. If | get someone who is the same with me (HIV positive) it is okay
otherwise I prefer to be alone.” (21 years old female participant-09)
Most of the study participants fear they may not get what they want and again they are afraid

of rejection even after getting whom they love.
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6. Discussion

In this study we found that youth who acquired HIV through vertical transmission knew their
status at an average of 14 years ranging between 10 and 17 years of age. The youth
appreciated that knowing their status at age 15 is preferable as they are sort of matured and
also helps them to protect others from HIV. Youth with HIV also indicated that thinking
about their status results in bad feelings hence they prefer to ignore it and hope the future will
bring innovative medicine and they also leave their fate to God. Youth do not want to
disclose their status to others, fear of stigma and getting a partner who has similar status are
some of the concerns and challenges they had. Some already have engaged to sexual relation,
even unprotected sex and the rest looked for having mates preferably of the same health
status.

Most of the study participants have conveyed that they have good health status and they are
happy with their life, they hope to reach to a better level or to a level that they aspire and lead
purposeful life. This may result from their adherence to their treatment and getting adequate
supports. Studies from Kenya, USA, Sweden and South Africa also showed similar report
from Adolescents who had acquired HIV from their parents (20,40,57,58). Although some of
these study participants reflected feeling of loneliness and loss of hope no one mentioned
about death. This is contrary to a study from United Kingdom where similar population group
have reported living with dying and living with loss (17). This difference might be due to
exposure difference to death and loss of family member from HIV/AIDS. That means those

who live in fear of death and loss might have much experiences of family death.

All participants of this study have reported a benefit from knowing their HIV status and
strongly appreciated children should learn their status timely. Knowing self-status helps for
them to feel more responsible and take care of their and others health too. This finding is
similar with studies from Botswana, South Africa, and Puerto Rico where similar population
groups have depicted the same self-disclosure timing and benefit from it (18,32,57,59). When
it is said self-disclosure it is important to make it in plan than leaving children to learn about
their HIV status incidentally when they visit health care facilities for other medical services

or leave them to learn by their own or hearing from somebody else.

Few of the study participants knew their status in their early age, when they are around 10
years old, and they are happy to know their status by that age level. Contrary to this a study
from USA showed that children who knew their status in their early age faced complex life

(40). This difference might happen due to sociocultural differences; where the youth in the
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USA might disclose their status to self and to others same time, but here mostly disclosure
remains in the hands of children and since others might not know their status they might not

confront with community’s reaction to their status.

Participants indicated that they had different reactions when their status was disclosed for
them by caretakers. Some reported crying, shocking and not believing what they have heard.
this finding is consistent with studies from United Kingdom, Kenya, USA and South Africa
(17,18,20,40,57), where similar population group reflected the same reactions to their self-
disclosure. Others who used to suspect and collect information about HIV/AIDS earlier in
their long time drug intake didn’t conveyed serious emotional reactions. As noticed from
them children who learned of their status little by little through different levels may not face
complex feeling in the final disclosure. That means children should learn about HIV/AIDS
from their childhood age and their status should be told when they are matured and are

capable of managing themselves.

Regarding the sources of supports of youth with perinatally acquired HIV; families and care
givers take the lion share. As most of these study participants revealed families are the very
important source of support and strength in their life. Studies from Botswana and South
Africa also reported same finding that family care is an important source of support for
adolescents with perinatally acquired HIV (21,32). However there are also who couldn’t get
adequate care from their families even from their fathers. In this study it is identified that
there are families who don’t care for their children, which could be due to negligence and or

forming another marriage.

The health care services and the service providers’ approach were other major sources of
supports reported by almost all study participants. This finding is consistent with studies
report from Kenya, Sweden and Ethiopia (20,58,60). That of Ethiopian study depicted care
givers of children with perinatally acquired HIV feel rest and hopeful due to the support they
are getting from health care providers. This implies that if the health care services are
accessible enough and accompanied with improved friendly services, they will produce
tangible health outcome among such population group which help them to have healthy and
secured life.

Youth club, which is an edutainment club of youth with perinatally acquired HIV where they
get together every two weeks and learn, share ideas, play together and is an opportunity for

getting boyfriend and girlfriend, is another major source of supports. All those who
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participate in the program clearly pointed out that they have benefitted from it and think for
more gains from such programs, wishing it should be more accessible for all people with
similar status. This is consistent with different studies from the country and abroad. Care
givers of children with perinatally acquired HIV, from Addis Ababa and Oromia Regional
State, have also depicted that their children have liked and benefited from peer supporting
group (60). Again a study from Botswana also revealed similar program in which

adolescents with perinatally acquired HIV enjoy and appreciate such program (32).

UNAIDS also suggest to know local epidemic and scale-up evidence informed, youth
friendly programmes accordingly for adolescents and youth, especially young key
populations and young people living with and affected by HIV; ensure programmes are
tailored to the specific needs of girls, young women, boys and young men, included in
national strategic plans, and appropriately costed and earmarked in national budgets (9). So
similar to this and other studies, this study has also identified one of the programs which are
important and applicable for youth living with HIV is youth club.

Regarding clinic appointment and academic class; Most of these study participants can visit
the clinic at a time when it is convenient for them. That is the good thing of the hospital
where this study was done because they have flexible clinic schedule which helps clients to
arrange their time. However there is also missing of class by few of them and it is in small
scale relative to what is reported from Kenya, where adolescents obliged to miss class every
two months consequently (20); So considering additional working time; like accessing the

services after end of class and whole day of weekends could be options of solutions.

As per the study finding; youth with perinatally acquired HIV need a place which gives them
freedom and someone with whom they talk freely. But they are not doing that as they need.
This is because there is no either formal or informal channel open for them. Similar report
was seen in Sweden (58). So as encouraging response is seen from such programs; like the
youth club, considering more edutainment programs is important to promote their health and

help them to live lovely life.

Many challenges were reflected in this study. One of these is medication issue on which most
complain of as they are fatigued of, drug load, unpleasant taste, side effect, life-long
treatment and others. Due to such factors their adherence is being challenged. Care givers of
children with perinatally acquired HIV in Ethiopia also reported their children are tired of

taking the drug (60). Similarly adolescents with HIV from South Africa have also reported
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their interaction with friends at home and school is affected by medication, they complained
that being on medication makes their live very difficult (21).

Disclosure to others is one of the major concerning and challenging issues of youth living
with perinatally acquired HIV. As pointed out above almost all appreciated to know their
status timely but most of them reported that except for very few close friends, they don’t like
to disclose their status for others. It is because beyond stigma and discrimination they fear
people may accuse them as they brought it due to their bad behavior; by sex. Studies done
among the same population group in Sweden, South Africa and Kenya also revealed similar
finding (21,32,44,57,58). So they prefer to hide themselves and even hesitate to tell health
care providers whom they visit for other medical cases. Even care givers of children with
perinatally acquired HIV in Ethiopia reported experience of stigma and discrimination from
people around them, for that reason majorities have reported to hold their status in secret
(60).

As depicted by most of the study participants there is a fear of stigma and discrimination.
Although most of them didn’t disclose themselves to the community, reported as they live in
a threat of they may be stigmatized and discriminated. The fear results from some
experiences but for majorities it is their perception from what they have seen and heard in
their community. Though stigma level is high, there is similar report from a studies done in
kenya, South Africa, USA and Sweden, where adolescents with HIV have fear and anxiety
related with stigma and discrimination, and prefer to handle it in secret, not disclosing to
others (18,20,40,44,57,58).

Ethiopian study among care givers of children with perinatally acquired HIV revealed there is
a big concern and challenge of stigma and discrimination for themselves and their children
too (60). It is also found in the present study that youth reported they have threat of rejection
and stigma from people around them. This might happen due to low awareness about
HIV/AIDS and misunderstanding about its mode of transmission. Another study in Ethiopia,
which focused on stigma index have also identified different level of stigma and fear related
with that of people living with HIV (61).

Although the 2015-2020 Ethiopia HIV /AIDS prevention care and treatment Strategic plan
showed one of the main strategies was to raise knowledge about HIV/AIDS prevention
methods, and reduce stigma and discrimination, as this study has also identified there is still

a fear of stigma and discrimination which demands strong work to bring tangible change
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(62). Supporting this the 2016 Ethiopian Demographic Health Survey (EDHS) has also found
that there are a discriminatory attitudes where 48% of women and 35% of men thought that
children living with HIV should not be able to attend school with children who are HIV
negative, while 55% of women and 47% of men would not buy fresh vegetables from a
shopkeeper who has HIV (42).

In a condition where there is such offensive attitude it is difficult to manage HIV/AIDS.
UNAIDS has also planned to eliminate stigma and discrimination by 2020 but still it is a big
issue (63). Whenever youth with perinatally acquired HIV fear and hide themselves the
consequence will not be good because it may affect their entire health condition including
ART adherence, social interaction and again may lead them to engage in risky behaviors like
substance abuse and unprotected sex. So it is important to encourage them to be confident
and foster the community’s awareness to have positive attitude and empower them to play

their role in care of people living with HIV/AIDS and prevention of HIV transmission.

With regard to sexual behavior and relation; as described above, there were who didn’t have
mates and or didn’t have sexual contact experience and there were also who did have both. It
is indicated that those who didn’t engaged in romantic relation have reasoned out that is
because their age is yet and others conveyed it is because they didn’t get the opportunity to
get mates they need. The four girls who experienced sexual relation reported that they
engaged to unprotected sex to keep their partners interest. However they said that they know
what is right is to make it with condom but since their partners didn’t like with condom, they
did that not to miss their loves. This is one of the challenges showing still women are not
deciding on their issues. This sexual behavior and relation is consistent with a study done in
Uganda (64). So this calls for action as WHO suggests there should be strategies or

interventions to improve sexual and reproductive health outcomes in youth living with HIV

4).

Majorities of study participants reflected that their plan and principle regarding their sexual
relation is to disclose their status for their mates before passing to sexual intercourse. This is
consistent with a study finding from similar population group in South Africa (18). But there
are also few who fear rejection and stigma if they disclose their status for their romantic
partners. Another study from South Africa also revealed similar finding in which adolescents
with perinatally acquired HIV fear and feel anxiety when they think of disclosing their status
for their friends (57).
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In this study it is indicated that most of the study participants have depicted their preference
for romantic relation is to be with one who is similar with them in his/her health status but
they also well come one who is also HIV negative and willing to accept their status in full
heart. And very few said they will never marry HIV negative person. Although how much
they stick to their promise is in a question mark; because even those who said that have also
passed through experience of romantic relation with HIV negative person and unprotected
sex, this level of feeling responsible for others is encouraging and it might result from
families” and health care providers’ education. So this calls for more actions to be taken and
work strong to foster their awareness and positive thought regarding their sexual behavior
and sexual relation.

This study explored the lived experiences of youth who had acquired from parents and
identified the focusing areas. The findings will be an input for further studies and strategies to
take actions for improving the health care services of such population groups and further
more empowering them and the community, the care providers and agents to control and

prevent HIV transmission.
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Strengths of the study
Reaching such neglected population group and getting their voices; especially of the most
important but sensitive issues through in-depth study with application of phenomenological

approach is the strength of this study.

Limitations of the study

This study is not out of limitations; it was only dependent on youths’ response; missing
parents, care givers, health care providers and others view. Again this study was not entirely
on natural setting and it was limited to one setting, which is urban and hospital level. The
study being done at health care facility might have influence on participants’ responses and
there might be social desirability bias. Additionally all those who participated in the study
had care givers; almost all from families, so this might also have a bias in their lived

experiences.
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Conclusion

In this study it is revealed that youth with perinatally acquired HIV have reoprted good health
status, and wish for better life, have benefited from timely knowing their HIV status, have
supports mainly from families and clinic, which has an encouraging implication in their
overall care however they have also concerns and challenges with regard to disclosure, how
to form marriage, fear of stigma and discrimination. Because of such issue most prefer to live
hiding themselves, even missing their drugs and failing to disclose their status in their sexual
relation too, which has a big implication and may result in unwanted consequences with
regard to their health and more over with HIV transmission.

It is revealed that there were youth who engaged in unprotected sex. Although most
expressed as they take care of themselves and others in their sexual relation, practically they
lag to do so and it is witnessed that those who engaged in sex failed to pass through safe
sexual relation. So this calls for actions because giving attention for such population group
has a double advantage of improving their health as well as empowering them to play their
role in prevention of HIV transmission. Furthermore the community should be aware and

look in broad about the HIV transmission and cautions that should be taken.
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Recommendations
Based on the study findings the following recommendations go to specific actors:-
+ For the hosting hospital;-
v' Being the encouraging things as there; it is recommended to foster the
services about psychosocial, reproductive health and sexual relation issues.
+ For Addis Ababa HIV/AIDS prevention and control office, Addis Ababa Health
Bureau, and Federal HIV/AIDS prevention and control office, NGOs and other
institutions working on HIV/AIDS -
v To work on fostering communities’ awareness about HIV/AIDS.
v' Look for concrete work on reproductive health and sexual relation issues
of HIV positive youth who acquired it from parents.
+ For researchers:-
v Further studies which involve parents, care givers, service providers and
stake holders with more strong study methods; possibly mixed and cohort
studies, to address issues of HIV positive people who had acquired from

parents.
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Annexes

Annex-1: Study participants’ (youths’) information sheet

Greetings! 1 am Nahom Solomon a masters of public health student from Addis Ababa
University, currently am doing a health study about HIV/AIDS and related health issues,
specifically among youths who acquired HIV from their parents. The study concerns about
supportive conditions, concerns about, related challenges, and sexual behavior and relation of
youths, generally which is about lived experiences of those youths who are on HIV treatment
follow up.

Aim of the study:- Its aim is learning the lived experience of youth who acquired HIV
perinatally, so that the finding will be helpful in designing better health care services to
improve the health status and control HIV transmission.

Process of the study:- The study includes those 15 up to 24 years of age. To be part of this
study, you are selected randomly from all other people like you. No laboratory or other
measurements are needed; you are only expected to freely discuss with the interviewer. The
conversation may take about an hour and for missed information and further clarification you
may be re visited as needed in another day based on your willingness.

Rights of the participants:- Your participation is fully based on your willingness. As all the
conversation is up to your willingness, you are fully entitled to ask, interrupt, skip questions
and withdraw from the study any time you like.

Confidentiality of the study:- In any means the information you give will not be used for
other purpose beyond this study and always be kept in confidential. During the interview, if
you are willing, 1 will use an audio recorder, which means that what we talk about during the
interview will be recorded. This is so that | can remember what we talked about. There is no
need to mention your name or other identification. The audio tape will be kept locked in a
cabinet in my house and only the researcher will be allowed to listen to the audio tape. It will
thereafter be destroyed.

Benefit of the study:- Being participant of this study by itself doesn’t have a direct benefit
for you. However this doesn’t mean it has no benefit at all. As tried to mention in the
beginning your information is helpful for improving health care services. At the end of the
interview session we will have tea and snack together.

Risk of the study:- Your participation has no risks, in all means you are free of any harm and

for that the researcher is responsible and accountable.
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So considering the above issues | Kindly request to put your response in the next page of
consent form. If you have any questions you can contact me through the given address.
Thank you!

Nahom Solomon

Cell phone:- +251941246518

Email:- nahomsolomon83@gmail.com

Addis Ababa University School of Public Health

Study participants’ (youth’s) Informed consent form

I read/listened the above information and | understood that it is a study that doesn’t harm me,
is based on only my willingness and promise confidentiality of my responses and no harm
and special benefits to me. Accordingly based on my understanding, regarding my

participation on the study, without any pressure | reached on the following decision.

1. Ifully agree to participate

Signature

Date

Interviewer

| assure that | informed and took the consent

Name:

Signature:

Date:
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Annex-11; Parents’/Guardians’ Study Information Sheet

Greetings! 1 am Nahom Solomon a masters of public health student from Addis Ababa
University, currently am doing a health study about HIV/AIDS and related health issues,
specifically among youths who acquired HIV from their parents. The study concerns about
supportive conditions, concerns about, related challenges, and sexual behavior and relation of
youths, generally which is about lived experiences of those youths who are on HIV treatment
follow up.

Aim of the study:- Its aim is learning the lived experience of youth who acquired HIV
perinatally, so that the finding will be helpful in designing better health care services to
improve the health status and control HIV transmission.

Process of the study:- The study involves those 15 up to 24 years of age. To be part of this
study, your child is selected randomly from all other similar people. No laboratory or other
measurements are needed; it is only expected to freely discuss with the interviewer. The
conversation may take about an hour and for missed information and further clarification you
and he/she may be re visited as needed in another day based on your and his/her willingness.
Rights of the participants:- 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.

Confidentiality of the study:- In any means the information he/she gives will not be used for
other purpose beyond this study and always be kept confidential. During the interview, again
based on his/her willingness, | will use an audio recorder, which means that what we talk
about during the interview will be recorded. This is so that | can remember what we talked
about. Your child’s name or other identification will never be mentioned in the study. The
audio tape will be kept locked in a cabinet in my house and only the researcher will be
allowed to listen to the audio tape. It will thereafter be destroyed.

Benefit of the study:- Being participant of this study by itself doesn’t have a direct benefit.
However this doesn’t mean it has no benefit at all. As tried to mention in the begmnning the
information is helpful for improving health care services of the area. At the end of the
interview session we will have tea and snack together.

Risk of the study:- His/her participation has no risk, in all means he/she is free of any harm

and for that the researcher is responsible and accountable.
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So considering the above issues | Kindly request to put your response in the next page of

consent form. If you have any questions you can contact me through the given address.
Thank you!

Nahom Solomon

Cell phone:- +251941246518

Email:- nahomsolomon83@gmail.com

Addis Ababa University School of Public Health
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Parents’/Guardians’ Informed consent form

| read/listened the above information and | 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.

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

Signature

Date

Interviewer
| assure that | informed and took the consent

Name

Signature
Date
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Annex-111; Amharic version of study information sheet and informed consent form
PTGt ThéeF oolF

MG LATAT! hb GUPP° AATPT (AL ANN RGO PhltaN MG U-AtE 94 +914 OPT Nhv-7
A% a0 AT AL 0. ALAG TEET MG TEAOT TTT 0191247 AL AI5AU:: TGk OTAL AT A2 T
NOAZFFO- PPHTFD- ORI NO-ALIFD B¢ At AL 0. LAVFOT OMET AATLITTIFO 8mpS
hhn 14928 AALLANTFD: 18R NATLITOTFD: FIACTS 23R QWSS ATTrH AL £1he NP
UL DT D7 AIOL: avl 8t 1D-::

PTGk GATT:-ND-ARITFD TIC hT AL . PAVFOT OMETF QRO FFDT AIPL: T10P PT PTGk
oMt LmSO DN, AN T H2& AG PhT AL T ACHTT APSMMC ATLLLID: Ne- AT
A Vb A A I [

PGk 1A :- TGk 0ULOF®- N15-24%00F PA-TT PULeMPAN ALPTE ATHAYE ANT (HY P6F
et HN@ oA AU NADMTY, KT8, 9°19° AL Hhedt FATR ARLAT:: PGE NPA JPAAN
AF P0LPAP ATE, 9°79° GRYF PRIP° (P AA I°COPL ARTLM-I:: PA PPAAR (L7 10%T fPha
0oL AT PPTANT OFHAN VAN (LTC A28 ATTATE .98 (A 7 TaPANT AT1.1C WA LUPTA:
PTGt FAFLPT ONF:-0TGE 042 PPT MATTHOATE 8.9 AL NF etavact 10-::0P0 PPAA-
OPF LANDYRLATADT PO TV PA TPAANT TIRLPIC PT aPavA 01 HLATIDT /1 HLNLD-
VAN aPHAN 2FAA::

PPk PANLE R -2V ATHAYE 0P HAM@RIPHAR D« aPLF (9175 DI° 3.3 NHY TG D6, AP
8L ALD-API PANLPIrE? v Lh om0 10 PATHRTE OTGE thde APt
AFeUTI/OIOTII° P AA aPALYT/aPALTT aP10N0 ALMAPNUI/ALMOPNAT:: AFPA FPANNTT OPF
P10 YA0TF ATI0FONS P0AM AGPLST LT HIL TINFOR PPLH ALY (Hem149° (avPl0
LIo8 W14 CAVTURKTEY QU1 (PTG AP i LU PHPHD- TI0F@AI° 1P e+pAD« 2908 AHY
T ANF APAMC PULEOHG hHE (R 997.9mA AZLTLUT hH.U9° NTGT ALe1.0- M¢h, T179°
AT2TIPTT M K DIMAU-::

PTGk PP - PHY TTT TAFd NeePw/Neer 7y ¢HAP PTG TPI° ALATYIPIALATAI:: LV 1T
Ut TGk TPI° PAD-9° TINT ARLATYE LARTI® 076k O-mt NOPAA PM.S U5 @-OT P APTT PmuG
hh0 A%788A NAT P7LU7S ANAM (- 29044 SPGA:ThHY AAIC PA PANATTT ATLenlNT AL
(G PTLGET LIPS ::

P4 ADT:- (LY TGT aoatq 9790 901 0T P1 T4 CAAD ALPT AU PTGE ALd,
VALTTHS +mPErET LONSA::

A7180 DAL S1AF@-7 YAt N0, 091010 (TSE AAePatq eLLANNF/RLLNGNTY @Ak HY
OFF AAD- ARG TINFOF AC AL FaPANFAT/ATL FaPANEAT (TUTS APmPTE NHY QAL omeP
PIOFLAID/RIFLALD TIC NA NTIATTOI° A%t hHY 0T (0Lst A& APT aomed LFAA::
ANI° Aae(9ISAD-!
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SUP® ANT°7
aah +251941246518
A6 nahomsolomon83@ gmail.com
NA%.0 ANO RLOZOA Ch4HAN M TIPUCT hEA

PTGk +AFLPT APPIT @4} v hEA

A% NHY 0AL 10007 o8 ATNL/FI0AT A9F &V TGF Al &L AL F etaval+q N9°AM.C

PILOHIATRUI® OU° TSTI° P1 OHAL TPI® ATLTICAMT OHLGU- AT OHu- aP0lt OPGk
PP 0a0ATE, PATOTIP 1 (40D 4P L PTLNTADT AT AV~::

1. Ak P9k Aeate 0TI FAU-

&G
7

PA PR ET KL e

Az Y 0AL PAD-7 POIPI°rT a0l 8 ATE OI°I°1ET aPPAT ALI1MAY-

age

&CM
7
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POALTRAAS1LPT 0TGT aPLE

MG LATAT! A GUPP° AATPT (A% ANN RGO PhltaN MG U-AtE 994 +914 PT NAv-7
%t A AT AL O, ALAT FLOH MG AT TOT 019184 AR AITAU-: TGk O AL AT AL AL
NOAZFFO- POHFD ORI° NO-ALIFD- FI°C hT AL . LAVFOT OOPF Ptavant APT AIHY
ONPF ANTLITOPFO: 8mpS W0 8L AATLLANNFD- 1825 AATLITTIFD- FACTS 2P WS
ATFE AL L0l AT PPt CUSDIT DT AJOL a0L&T 10

PPGE GATD:-NOALTTFD BIC bt AL 1. PAVFOT ONPT QUROIFDY AL TIDP PT PTGE
Ot LmSO DN, AN T H2& AG PhT AL T ACHTT APSMMC ATLLLID: Ne- AT
A Vb A KA I [

PTGk Lo - TGk 09T ®- n15-24%00F LA T 091.0MPAN ALPTE AT PACAL AL (HY 75T
ettt @fetn RO A0 (AN, KT8 P90 ¢HAR thedt FATR ARLAT:: TGE (PA JPAAN
AF P90 W78, 9°19° ALY PRI P AA JPCaPL- ARTLM-IP:: P PPAAN- (LT 10%T PhA
09485 A7 PPSANT SFHAA VAN (LFC A78 ACOPS AFP 498 OMA 7 +aPAGT AT1IIIC ATTA
SUPTA::

PTGt FAFLPTF ot :- \7GE HNdL aoPT (ACAP AT NARP &P AL F Fav(lt 10<::(ACT
ACAL WTT PRI+ ABP NALPL OTG+E LATRAFE av(Ik ¢FmOP 10+ NPA PAAG OPT AP
PLNIDIRLATT D7 TP T30 PO PPAANT TIRLTIP 1Pt avavAf 09724 N 1D-1/R7PH.A1D7 VA
avHAN SFAN::

PTGk PAMLLPIT -2V AP P7LAMT/RIOTAM™ aPL% N1 D9 v d NHY TST O6h, AT T8L
ALDAI: PPAMLLIE v L OFMOP 10 AP OTPGE +née AP PT hav-gohTl (P
MADT aPAP aPopg ALMAPIP::ALMAPNVIPIALMAPNGIO:: NPA PPAANNTT OPF PoL10TT VAT
ATINFONG PNAM AGPLST PN HEE: TINFOF P9PeH (LPT (HenT149° (ovPle &6 WiLbs
PACALIS PALPY LU-1F (FFUHS APMPNTTE QU PHPHD- TINFOTI° (P e+pA@- £9°9 AHY TG+ F
NPAM.C PULEHG NHL (RA P9L.9MA AZLTLPT ATAUI° NTGH AL 1.0+ MR, T119° K1LTIPTTD-
KLIIMNAU-::

PPGE PPI°:- ALP PHY TGT TAFE MPPH0eerS, OHAL PTG TP AOTIOIRITII:: 2V TI0T
U7 TGk TP PAD-I° TNt ALLATPE LARTI® P76+ DMt NIPAA MG U5 O-OT P+ APTT 8muG
nAnN, ATTAAA MR PTLPTS ANAM (- £UL84 BUPTANHY OFIC PA PANATTT AL 18
(G PTLTLT LUPGA::

et O21:- PASP (LY TG aPAt& 9°19° 4L 0TI U1 Mt LA AT AHVT® P79 A1,
VALTTFS +mPErET LON8A::

AT WAL L1IAFO<7 YA DT7HOL 091010T PASPT (TG AAPA+HE PLLN-IFFT @-A% hHY N3+F
AAD- ARG TINFOA OC AFaPAnET VTS Aemfheii iy QAL aomPP 940 11C A
N7775@-9° A% NHY OFT 00LST ALLAPT avmPP LFAd::

ONg° AavA91G A-!
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SUPI® ANT°7
adh:- +251941246518
A% :- nahomsolomon83@gmail.com
NA%.0 ANO RLOZOA Ch4HAN M TIPUCT hEA

POAZT RRA8TLPT O @AY avhioB), hGA

Ab NHY (AL PH1000<7 aolB ATOLAINAT A 2V TG AL, 98 AL NF etarltq
OPAM.C PTLEHIATLUIP JO19° 14T9° P AP TPI° ATLTILAT AU AT OHU- aPAl T
QAAAE, NGk avate PATPTI° it PTLNTAD-T OATAUE &U TINF U7 A AL7 hA1&LPAU-
TNt h8LATE PAL, TATE (&-(/04, &L AL NF eHav(ilt BPTA::

A AL AANEPLIT &40 NPTk AL LAt/ Fate HTL: +ATIPPFAu-

&G
7

PA PR ET A&

A% DY 0AL PAD-T RATPIOYT avl B AT NP9 1ET aPPOAT AL INAU-

age

&CM
+7
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Annex-1V; Interview Guide

VI-
VII-
VIII-

Socio demographic characteristics;-

Can you tell me about yourself(prob:- age, education level, job, marital status,
source of income, with whom are you living,

Can you tell me about your health status(prob:- general, HIV status-when you
became aware of it, how you knew your status, how long have you been on ART,
Supports of youth who acquired HIV perinatally

Can you tell me any supportive conditions you have experienced? (prob:- from
families, friends, neighbors, community, school, working areas, health sectors...)
Any other supportive conditions you had and wish to be done

With whom you prefer to discuss about your health and related condition? (prob:-
any example experience...)

concerns of youth who acquired HIV perinatally

What concerns do you have regarding to your health and related things (prob:- in
relation to families, friends, neighbors, community, school, medias, health
sectors...)

Disclosure issues,( prob- what you think about disclosing HIV status, when,
how, where it should be....)

What do you prefer to be implemented in such area

Challenges of youth who acquired HIV perinatally

Any challenges you faced (prob:- from your health status, families, friends,
neighbors, community, school, working areas, Medias, health sectors...)

prob:- Clinical appointment, ART vs school, job, social involvement

How you cope the challenges (prob:- any example experiences....)

sexual behavior and relation of youth who acquired HIV perinatally

What do you know about reproductive system health?

What do you think about sexual relation (prob:- have you ever engaged, how?
With whom, what is your future concern regarding it, what should look like your
sexual relation, what you wish your sexual partner to be,)

What do you think is your role in prevention of HIV transmission

any other concerns you want to share me

summarizing the themes

Thank you for your kind cooperation, | will re visit you based on your willingness

for missed or untouched issues if any.
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Annex-V; Amharic version of Interview Guide
Pao@ 2P 1POTF/RPA AN a0 DANT
1. a8/ o757k FAFPT B
- hR9Y
- PUCT RLE
- AONL AATRCT AA (- AGD¢-
- A0 AAMSUA/AAMLST AGD-C-
- hmFAL SVl U
- AT A 07 OFevAnti-aoF RISANU/A AOPU/TE K780 AOPY[AE a0V aPmdbgP
hgaech/a art LH P1vfa
2. kT AL 0. NOAZFFO- COHTF D OMEF P4 F - L0 11T
- AOh, PUF@/PRRTF@- Lod TICTT MLAMSTI(APAN hLANE NERPUCT (L
n2c0 T novenn: hoee1gs Hu7.. ...
- 0A RIS NIMaPV[i AG ALY (LT P9OTAD-RRD-. .
- h917 2C 10 Am5V/0 T8 0901, 014@- /6@, . i OC +ELH P1mery/a 11C ha
3. AT AL 0. NOAZFFO- eOHTF D OMNEF PAOFD- AAA( T4
- henSU/A DC OHLLH 9°7 9°7 1ICT SF @< el eantv/d(agean a0 hH9PucT
LT N2COAFThevenn: hoe1ss QU 2C A TEEH. ...
- VAT PG U-sd Navans K9G
4. kT he 0. NOAZFFO- 0PHFD @NETF PAOFO- +AKCHT/ ST 11T
- e/t AVEISILFT 1CT (A9Pan. nFANE DRPUCTE (GRThoug® 0GR et
hovea: heess NHU7T 2C O HEOH. ...
- AN heeuyk AT URIPTo- OCh O HLPH(ATPAN LUNLT° (L PmCE Pav LUt aP@-(F
A%HG PIUCT. ...
- AEDSIAIT TICT Y W8T 10+ 9P LD+,
5. AT ke 0. NOAEFFO- COHTF D NPT PAOVTFD- PATD- P3P AVET LI R AT FIT AL
- 0A A1 FPAL MSS A £ PP F P [RICF DD 1IC YL TIETE hal,
- PP QUSS ATEIFY (havalt PAUME YANS AL (NHY 04 TTEE 104V0Z0E
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Annex-VI: Lived experiences of perrinatally HIV infected youth; themes, categories and
Codes three view

EI sociodemographic characteristics =- sources of supports of youth

= background
. cumrent life
E----famih.r loss
- live with
.. parents’ health
personal info

= PReported health status and HIV/AIDS lesson
EI--:.ruuth's feeling about HIV status
- family concem
- loneliness
- regaction to sero status
= youth's lfe plan
- hope for
- life plan
= youth's perveived health status
- health condition
- health issue discussion
- HIV messages
- reflection on HIV
- geff disclosure incident
- geff disclosure thought
- geff disclosure time
- start ART
- glbstance use
= youth's role on HIV prevention
responsibility

=- Youth's sexual relation EXpenences
EI sexual relation experiences
: curment sexual relation
practice of sex
romantic partner status
_ ... gexual relation experience
=) sexual relation interest of youth
sexual relation plan
‘... sexuial relation principle
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=l clinic care
- clinic schedule
- glinic service problems
--good clinic services
- genvices at clinic
[=)- family care
- good famiky
- no family care
= social support
- getting some care
- Zod support
- good friends
- programs
~yauth club

El Challenges of youth

El disclosure of HIV status
- disclosure to others
HIV zelf disclosure
seff disclosure benefit
self disclosure incident
self disclosure thought
: ‘... self disclosure time
- experiences of taking ARV drugs
: borng things
- dislike drug
medication

El Stigma and Discrimination
L L attitude to HIV
. L. community awareness
= threat of future Iife
challenging times
clinic schedule
loss of hope
stressing things
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