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ABSTRACT

Back ground: Along with the increased survival of children infected with HIV, disclosure of
HIV status to children remains a complex and a critical clinical issue in the care of HIV-
infected children. Disclosed HIV status has been identified as one of the factors associated
with better adherence and also essential for the secondary prevention of HIV transmission.
However, HIV status disclosure of adolescent represents a challenge for the family and for
medical staff.

Objective: To assess the magnitude of HIV serostatus disclosure and its effect on ART
treatment adherence among HIV-infected adolescents in ART care and treatment providing
health facilities in Addis Ababa.

Methods: A facility based cross-sectional study design was conducted among 403
adolescents receiving ART in the selected six health facilities of Addis Ababa. Caregivers of
adolescents of aged 10-18 years, were interviewed using a structured questionnaire. Three
days intensive training was given for all supervisors and data collectors. Stepwise logistic
regression was conducted to identify the association of disclosure to HIV status and with
adherence to ARV medication, Data entry and analyses was carried out using EPI info and

SPSS version 16 statistical packages respectively.
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RESULT: Three hundred and ninety six parents of adolescents on ART participated in this
study making the response rate at 98%. Median age of the adolescents was 14 years. The
level of HIV states discloser was 47%. Data showed that age greater than 14 years [AOR =
(95% CI) 5.20 = (2.46-12.29)] and lower educational states of the care givers|AOR = (95%
CI) 5.20 = (2.46-12.29)] were significant predictors for being disclosed. Similarly being
disclosed to their HIV status and being in a fixed dose HAART regimen [AOR=(95%
CI)9.94,(4.48-22.08)] and [AOR and (95% CI) 8.40= (2.48-28.47)] respectively were
significantly associated with good HAART adherence.

CONCLUTION: More than half (53%) of the adolescents who participated in the study did
not know their HIV serostatus however, disclosed HIV status was significantly associated
with good HAART adherence. The disclosure process should be thus systematically
encouraged and organized among adolescent populations in order to improve their ARV

medication adherence and prevent further HIV transmission.



1. INTRODUCTION

1.1 BACKGROUND: Children account for approximately 2 million of all people living with
HIV and AIDS worldwide. Almost 90% of all HIV infected children live in sub-Saharan
Africa (1). With the advent of antiretroviral therapy (ART), there has been a significant
reduction in morbidity and mortality of HIV-infected children and most of them are
surviving through childhood into adolescence.

Adolescents are characterized by remarkable physical, mental and social changes and
difficulties related to their sexual lives, Adolescents in their first sexual debut are at high
risk of HIV acquisition and transmission in areas of generalized epidemic (2).

Emotional and behavioral disorders have been described in Africa throughout adolescence.
Virological failure has also been observed among adolescents (3-5) such as in a US series
where it was observed in 67% of 154 adolescents, mainly associated with the lack of

adherence and suboptimal ART use (6).

On the other hand, adolescence is a developmental period characterized by considerable
social, biological and physical change, where youth gradually assume more autonomy and
take on adult roles and behaviors (7, 8). The American Academy of Pediatrics (AAP) argued
that adolescents fully informed of their status can tackle illness and issues of dying and
immediate future, consider the consequences of their sexual behavior, and participate in
their own medical treatment (9). Caregivers and medical providers have continued to
struggle with decisions about the timing and content of HIV disclosure conversations with

an aging population of HIV-infected children (10).

For adolescents, the AAP has established that health care professionals have an ethical
obligation to provide counseling to respond to the needs of adolescent patients and to
insure that adolescents have an opportunity for examinations and counseling apart from
their parents (11). Consequently, physicians should provide full disclosure of HIV status to
their adolescent patients. Physicians are also obligated to encourage adolescents to involve

their parents in their care. Adolescents need to be informed about their illness to assist in



their own care and to reduce the risk of transmitting the infection to others through

unprotected sex or behaviors associated with illicit drug use (11).

Reasons for non-disclosure to children by families in industrialized countries included the
child’s young age, the desire to protect the child or have the child live a “normal” life and
the fear of psychological harm or social stigma following disclosure; concerns that the child
will not understand or be unable to keep a secret or that disclosure would change family
relationships; and being unsure of what to say or fear of questions about transmission (10).
In developing countries, reasons to not disclose and concerns around disclosure included
the child’s young age; concerns about causing psychological harm, being judged by the
child, the child telling others, and social stigma, and caregivers feeling emotionally

challenged or unprepared to answer subsequent questions (12-17).

Knowledge of HIV status may affect compliance with antiretroviral therapies and influence
children's participation in healthcare decision-making (12). In Ethiopia, it is recommended
that adolescents 14 years of age and older should know their HIV status (13). Nevertheless,
some parents and health care professionals are reluctant to inform children about their

HIV infection status (18).

1.2 STATEMENT OF THE PROBLEM

Along with the increased survival of children infected with HIV, disclosure of HIV status to
children remains a complex and a critical clinical issue in the care of HIV-infected children.
Disclosed HIV status has been identified as one of the factors associated with better

adherence and also essential for the secondary prevention of HIV transmission (19, 20).

However, published rates of disclosure in children from resource rich countries vary
widely, from 18% to 77% (21, 22), partly due to the lack of conclusive guidelines on when
and how to disclose the diagnosis of HIV to children. Though limited, studies available on
rates and effects of HIV disclosure on children are mainly from resource rich countries
(23). There is scarcity of data on disclosure from resource limited settings, where the
majority of HIV infected children live. Moreover, studies from resource limited settings

have mainly been qualitative in design with small samples sizes making it difficult to
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generalize the findings (23). Our study intends to assess the magnitude of HIV serostatus
disclosure and its effect on ART treatment adherence in HIV-infected adolescents in Addis
Ababa. The study is hoped to generate useful insight on the vulnerability of HIV serostatus

discloser, that in turn will help to achieve and maintain treatment success.

1.3 SIGNIFICANCE OF THE STUDY

Even though, knowledge of once own HIV serostatus has a great impact to achieve
treatment success as well as prevention and control of HIV disease transition, many studies
in sub-Saharan Africa, show that prevalence of HIV serostatus disclosure in adolescent is
very low. The purpose of this study is to fill the research gap on the magnitude of HIV
serostatus disclosure and its significance on treatment adherence in HIV-infected
adolescents. This study will have a significant input in assessing the magnitude of HIV
serostatus disclosure and its significance on treatment adherence at the health institution
level in the study area and beyond.

This study will also be important for different stakeholders addressing the issues related to
HIV serostatus disclosure and treatment adherences success.

For participants

Increase awareness of participant towards HIV status discloser, associated factors and
treatment adherences

For profession

It gives dependable input to arrange different types of trainings which will change the
attitude towards HIV states discloser.

For the professionals or for the researchers

Any researchers or professionals working with similar topics of related discovery can use

this work as baseline data.

For stake holders
Gives good background to adjust their service based on the actual data to arrange different

educational programs and trainings to fulfill the gap.



2. LITRATURE REVIEW

2.1 Conceptualization

Two conceptualizations of disclosure emerge from the pediatric HIV literature. The first
approach treats disclosure as a single event, the provision of the diagnosis of HIV or AIDS
to an individual (24-26), the second construes disclosure as a process. Disclosure as a
process has been documented in two different ways. One way is from the perspective of the
caregivers and is the process undertaken to disclose, which incorporates the time up until
full disclosure (27, 28). The other is from the perspective of the children and is the process
of information received, which can, but does not necessarily include events both before and

following disclosure (29, 30).

Although it is possible to conceptualize disclosure as a process of information provision to
an HIV-positive child, for this study we felt it would be more understandable to examine
disclosure as a condition surrounding the first mention of HIV or knowledge of having HIV
infected. Specific research questions included in this paper are: is the adolescent knew his
own HIV sero status or not? When is the most appropriate time to inform? Who should be
involved in the disclosure? Adolescent’s reaction after disclosure? And questions related to

treatment adherence.

It is believed to be important that HIV infected children know their status and its
implications in increasing detail as their development permits. The importance of
disclosure has been supported by studies demonstrating the association of HIV disclosure
to children with improved medical, behavioral, and psychological outcomes. Studies have
also demonstrated improved CD4 counts (31), increased medication adherence (32, 33,
34), decreased behavioral problems, and closer relationships between the child and

caretaker.

HIV disclosure to children has also been associated with improved psychological
outcomes, such as decreased parental depression, increased self-esteem, and decreased
reports of psychological distress (35, 36, 37). Other studies found no significant differences

in outcomes of general health, mental health, and social behavior (38). These inconsistent



findings underscore the need for further improvement of the disclosure practice and

determining the effects of disclosure on long-term child and adolescents health outcomes.

Studies conducted in the United States, Canada, and Europe indicated that the proportion of
HIV-infected children who had not been told or disclosed their HIV status ranged from 25
to 70 percent in the U.S. and Canada and it was as high as 75-82 percent in Europe
(24,39)In a US prenatally HIV-infected cohort, HIV disclosure was observed to occur at
younger age over time, which may suggest a decline in the perception of HIV stigma[38]. In
this industrialized country, the social and medical network may have been strengthened,
leading to this condition. Reasons and factors influencing disclosure in industrialized
countries include increasing age and/or cognitive development, concerns that the child
would learn his/her status from other sources or become sexually active, the deteriorating
health status of the child or the desire to improve health care and medication adherence,
questioning by the child or the child’s right to know, and the need to maintain trust or not

keep secrets from the child (10).

Despite evidence from industrialized countries indicating that informing children can have
positive psychosocial and clinical outcomes (40, 41), limited research has been conducted

on when, and how HIV-infected children are told about their illness.

In resource-limited settings, despite local interventions, such as peer support groups, or
community organizations for social support, stigma and fear of negative reactions or
psychosocial outcomes may remain strong barriers to an earlier HIV disclosure to
children (2). Few studies published to date included information on disclosure prevalence
among HIV-infected children in developing countries, which ranged from 24-30 percent,
and was higher in older versus younger age groups(20,42). Limited availability of
antiretroviral regimes, high levels of stigma and low levels of HIV status disclosure among
adults in developing countries may mean that disclosure to children in these settings is
lower than what has been documented elsewhere. Studies from developing countries
largely document reasons for not disclosing rather than for disclosing, a reflection perhaps

of the low prevalence of HIV disclosure. Studies identified improving treatment adherence,
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the child’s concerns about their health status, and the child’s desire to know about their
health as factors that have influenced disclosure similar with that of developed countries

(18).

In Ethiopia published studies are not found in HIV status discloser except one study
conducted in 2008 (43), suggested that prevalent of HIV discloser among children’s is
17.4% which is very low and there are also many adolescents still undisclosed in HIV care

units in Addis Ababa.

2.2 HIV sero status discloser and adherences to ARV medication

One important factor for the success of treatment is adhering to the treatment prescribed,
Adherence means taking a medicine as prescribed by the health care provider.

Taking medicines the right way is very important for treatment success. If the
child/adolescent is HIV infected and misses or takes reduced doses or stops taking the
medicine, HIV can learn to survive despite the medicine. This may cause the infection to
change or get stronger, and the current prescribed medicines may no longer work. This

could lead to drug resistance or treatment failure (44).

Few studies from developing countries to date have documented outcomes of disclosure
(39). Some have found delayed or nondisclosure of HIV status to be associated with poor
adherence (45). A Thai study found more positive attitudes towards HIV-infection and a
better understanding of the importance of adherence to drug regimens (46). Thus,
disclosure is important for helping children understand the need for ART and for creating
trusting relationships that facilitate adherence (47) yet research on disclosure and
adherence is not conclusive. In a recent qualitative study some caregivers reported that
their children became more adherent to antiretroviral medications after learning their
diagnosis some studies, including this one, have documented immediate negative reactions

from children upon learning their HIV status (48, 49, 50).

A disclosure model for pediatric patients living with HIV in Puerto Rico (51) reported that

Six months post disclosure, 70% of the participating youths endorsed feeling ‘normal’ and



parents and caregivers reported that approximately 58% had improved adherence. And the
majority of youths (85%) and caregivers (97%) thought the disclosure was a positive event
one study conducted in sub Sahara Africa, adolescents became more conscious of the
importance of properly taking medications following disclosure. The findings here are also

similar with findings seen in Benin and Thailand (52, 50).

2.3 Measurement Tools for Adherence in Children/adolescent

The ability to fully understand adherence has been hampered by limitations in the
measurement of tools. ART adherence can be measured using multiple methods, which can
be categorized as subjective or objective. Subjective measures include provider assessment
and child and caregiver self-report. Objective measures consist of pharmacy refill data,
announced and unannounced pill counts, and electronic monitoring (52). There is no gold
standard for adherence measurement, and all measures have advantages and
disadvantages, depending on individual preferences, available resources, and the goal of

clinical care versus research.

Adherence measurement in children and adolescents is more complicated than
measurement in adults due to two principal reasons. First, the goal of the measurement is
to learn the behavior of the child; however, that behavior is often influenced to varying
degrees by the behavior of one or more caregivers, medical providers, or others. For self-
reported measures, the child may be too young to provide information directly and the
report must come through the caregiver. Even when the child can provide primary
information, studies have shown poor concordance of the data (32), and the accuracy of
both measurements is unclear. Second, most existing adherence measures are designed for
adults who take pills with infrequent regimen changes. They do not account for the role of
the caregiver, the complexity of pediatric regimens, or the measurement of syrups.
Objective measures, such as pharmacy refill, that do not depend on these factors are
therefore appealing, but do not actually confirm that pills were ingested. Additional

research and tools are needed.



3. OBJECTIVES

3.1 GENERAL OBJECTIVE

To assess the magnitude of HIV serostatus disclosure and its effect on ART treatment
adherence among HIV-infected adolescents in ART care and treatment providing health

facilities in Addis Ababa.

3.2 SPECIFIC OBJECTIVES

» To determine the magnitude of HIV status disclosure by parents/ caregivers of

adolescent who acquire HIV through vertical transmission in Addis Ababa.

» To assess the effect of HIV status discloser in HIV infected adolescents on

adherence to ARV treatment.



4 METHOD AND MATERIAL
4.1 STUDY AREA AND PERIOD

The study was conducted in Addis Ababa the capital city of Ethiopia and Addis Ababa has a
population size of over 3 million (3038096) with annual growth rate of 2.1. In 2004E.C
there have been 3434 adolescents who were on ARV treatment in health institution of

Addis Ababa.(2012,A.A health biro annual report)

The city has 10 public hospitals 27 old health centers ruled by the Addis Ababa Health
Bureau and 10 new health centers are opened recently. Furthermore, the city has 2
hospitals, three health centers and 31 different level clinics establish by non-government
organizations (NGOs). The city also has 30 private hospitals and more than 700 different

level private clinics.

From the above health facilities a total of 6 health institutions were selected purposively
which have been providing HIV/AIDS care and treatment services and since large number
of adolescents in their treatment care, from October 2012 to July 2013 were selected.
Three Public Hospitals, run by A.A Regional Health Bureau, except ALERT Hospital which is
governed by FMOH, two Public Health Centers and one NGO Clinic (WWO) were selected as

they have large number of adolescents in their ART units.

4.2 STUDY DESIGN

A facility based cross sectional study was conducted in Addis Ababa health institution.
4.3 SOURCE POPULATION

All care givers of adolescents who were on ARV treatment present during the data

collection period in the selected health institutes of Addis Ababa city.



4.4 STUDY POPULATION
Care givers of adolescents HIV infected age 10-18, Who were taking highly active
antiretroviral therapy (HAART) and who were on follow up as well present during the data

collection period in the selected 6 health institutes were sampled.

4.5 INCLUSION AND EXCLUSION CRITERIA
Inclusion criteria;
Care givers of HIV infected adolescents on HAART
» Age 10-18,Who were taking highly active antiretroviral therapy (HAART)
» Who have been taking HAART for a minimum of 12 weeks.
Exclusion criteria;
» Adolescents who came alone (without their caregivers) at the time of the study
» Caregivers/ adolescents who were ill(unable to communicate ,unconscious) at the

time of the study

4.6 SAMPL SIZE CALCULATION AND SAMPLING TECHNIQUE
For the first objective sample size calculation is done by using a single proportion formula

by considering the following assumptions.

From the previous study conducted in Addis Ababa, Prevalence of HIV discloser was 17.4%

(18), 95%CI, 80% power ,5% marginal error
N=zq/2?p(1-p)
WZ
Where z4/2=1.96
P=17.4% (prevalence of HIV discloser)
W=5%

=(1.96)20.174(1-0.174) =374.4

(0.05)2
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For the second objective sample size calculation is done by using a single proportion

formula by considering the following assumptions.

Since we couldn’t found published study conducted in Addis Ababa, consider Prevalence of

adolescent’s adherence to ARV medication 50%, 95% CI, 80% power, 5% marginal error
N=zq,2%p(1-p)

W2
Where z4/2=1.96

P=50% (prevalence of adolescents adherence to ARV medication)

W=5%

=(1.96)20.50(1-0.50)

(0.05)2
=403
prevalence | Confident | Power marginal | Non response | Sample
s interval error rate size
1st objective | 17.4% 95% 80% 5% 5% 374.4
2ndobjectie | 50% 95% 80% 5% 5% 403

From the above two calculated sample size we took 403 which is the maximum one in
order to overcome the short coming of the technique and maximize the strength of the study.

4.7 Sampling procedure

Out of the 38 public & NGO pediatric/adolescent ART sites in ADDIS ABABA, 6 sites were

purposively selected in which large number of adolescents on HAART are confined to these
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areas. based on 2011 Addis Ababa regional health biro annual report the number of
adolescent in Yekatit 12, Zewditu , Alert Hospitals were 344,553, 709 respectively. Kotebe
& Bole 17 Health Centers were 79, 83 respectively and 186 in WWO. These are health
facilities with highest number of adolescents using ART. Simple random sampling
technique was used to recruit study subjects from the selected ART units proportional to

the unit’s client size.

By referring clients registration book using their unique ART number for a month prior to
data collection, average number of clients visit to the study ART units per month was

determined to select clients interviewed throughout the data collection period.
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Figure 1 Schematic representation of sampling procedure of the study.

4.8 DATA COLLECTION INSTRUMENT and PROCEDURE

Data was collected from February 8-may 10, 2013 by using a standard structured,
pretested questionnaire. The questionnaire was adapted from pediatrics AIDS clinical trials
group standard questionnaire and from different literatures and was systematically

addressed the objectives of the study. The questions were first developed in English and
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translated to Amharic then back to English by different interpreters to see the consistency.
Training was conducted for 10 data collectors and 2 supervisors for consecutive days on
the data collection procedure, technique and similar understanding of the questionnaire.
pre-testing of the questionnaire was undertaken in 5 percent of the sample size in the
selected sites and eligible adolescents for the study before the actual data collection data by
the actual data collectors. The difficulty and ambiguity of the questionnaire was

restructured. The final version of the questionnaire was used for the data collection.
4.9 Data collectors

The data was collected by 10 trained nurses. All data collectors participated in pre testing
of the questionnaire any un-clarity in the questionnaire tried to reach in consensus.
Continues supervision was arranged to control the data collection procedure by two

trained health officers.
4.10 VARIABLES
Dependent variable:
» Disclosure of HIV/AIDS serostatus to the participant children
» Adherence to ARV treatment
Independent variable

» Socio-demographic and economic states (age, sex, educational status, family

income)
» Family type (biologic, non biological, adoptive/foster)
» Patient clinical states (functional states, WHO clinical stage, CD4 level)

» Caregivers (educational status, marital status, occupation)
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4.11 OPERATIONAL DEFINITION
Disclosure: Where the caregiver say’s that the child knows his/her HIV diagnosis;

Non disclosure: Where the caregiver say’s that the child does not know his/her infection

or where the caregiver was unsure if the child knew his/her status.

Caregiver: A person, who lives with the child, participates in the child’s daily care and is
the most knowledgeable about the child’s health. Either biological parents or guardians

acting as surrogate parents to the child.

Adherence to treatment; the number of doses currently taken divided by the number of
doses prescribed for a given period of time (7 days) by self report adherence measuring

tool.
Adherent: if the patient has taken >95% of the prescribed doses correctly.
Non adherent: if the patient has taken less than95% of the prescribed doses.

Working able to perform usual work in or out of the house, harvest, go to school, for

children, normal activities or playing)

Ambulatory able to perform activities of daily living
Bedridden not able to perform activities of daily living
4.12 Data quality management

Data quality assurance was in place during questionnaire designing, data collection, data
entry. Questionnaire was objective based, logically sequenced, free of scientific terms and
non-leading. The data collectors and supervisors were provided with intensive training.
The collected data were checked by the principal investigator on daily basis for any
incompleteness and/or inconsistency. The questionnaire was also tested for clarity, flow,

cultural, moral fitness and time requirement before the actual data collection starts.
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4.13 Data Processing and Analysis

Data entry and analyses were carried out using EPI-INFO version 7 statistical package and
SPSS version 16 statistical package, respectively. First, descriptive statistics was carried out
to explore the socio-demographic characteristics of the respondents and the adolescents,
clinical characteristics of the adolescents and their HIV states discloser rate. To find
association between the exposure variables and adherence, bivariate analysis was done. to
control the effect of confounding variables, multivariate logistic regression was done.
Variables, which were showing statistical significant association (P<0.005) in the bivariate

were included in the final model.
4. Ethical considerations

Ethical clearance was obtained from the research ethics committee of the School of Public
Health at the College of Health Science, Addis Ababa University. The regional health office
and ethical review committee of participating hospitals also cleared the study at their
institution level. The primary care givers was enrolled as a study participants since
children and or adolescents less than 18 years were in capable of making an informed
decision regarding participation in the research study. Written consent was given for
primary care givers followed the provision of information about the study. Consent
ensured that participants understood the followings: possible risks and benefits, voluntary
participation, assurance of confidentiality, the purpose of the research, how he/she was
chosen to participate, data collection procedures and whom to contact when questions and

concerns arise with contact details of the investigator for further explanation at any time.

5. Dissemination of results

The study result will be submitted to Addis Ababa University, College of Health Science as
partial fulfillment of the requirement for master’s degree in public health it will also be
disseminated to Addis Ababa health bureau and to FMOH. Attempt will be made to publish

the study findings in a peer-reviewed journal and present in scientific conferences.
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7. Results

7.1 Socio-demographic and economic characteristics

A total of 396 caregivers of HIV infected adolescents were included in the study with
response rate of 98%. Majority, 255 (23.4%) HIV infected adolescents were between 10-14
years of age, 215 (64.3%) were boys and as to the educational states of the adolescent,
270(68.2%) were between grade 1-8, 92(23.2%) Were between grade 9-12 and 27 (6.8%)

of them were able to read and write.

A total of 297 (75%) female and 99 (25%) male primary care givers of adolescents
responded to the interview. the age of care givers ranges from 19 years to 78 years, of
where 144 (36.4%)were between 30-39years. The mean (SD) and the median age of the

primary care givers were 34.4 + 10.3 and 40, respectively.

Most of the study participants were belonging to Amhara 148 (37.4%), Oromo 139
(35.1%), and Guragea 45 (11.4%) by ethnicity .The majority of care givers 295(74.5%)
were orthodox Christianity followers, and a third of them 120 (30.3%) were married.
concerning the educational states of the caregiver, 106(26.8%) have attended secondary

school education (9-12) And 99 (25%) were house wives.

Assessment of the average monthly income that the households in which the study
participants were living showed that 69.4% of the study participants had monthly income
below 1363 birr with the maximum of 7600 birr and minimum of no earning, while the
median monthly income was 800 birr.

One hundred and ninety six (53%) of the care givers had family size of 4-6 whilst
124(33.5%) had 1-4. (See table 1 below)
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Table 1:-Socio-demographic characteristics of caregivers and adolescents on HAART
in the sampled Addis Ababa Health Facilities, Addis Ababa Ethiopia (n=396)

Variables Frequency (n) Percentage (%)
Adolescent age
Age 10-14 249 62.9
Age > 14 147 37.1
Respondents’ age
18-29yrs 47 11.9
30-39yrs 144 36.4
40-49yrs 129 32.6
>=50 79 19.2
Religion of the caregiver
Orthodox 259 74.5
Muslim 58 14.6
Catholic 25 6.3
Protestant 16 4
Others* 2 .5
Respondents marital status
Married 120 30.3
Not married 111 28.0
Separated 59 14.9
widowed 67 16.9
Divorced 39 9.8
Caregivers educational status
Unable to read and write 72 18.2
Able to read & write 60 15.2
Primary(1-8) 96 24.2
Secondary(9-12) 106 26.8
Diploma & above 62 15.7
Respondents occupation
Merchant 30 7.6
House wife 99 25.0
Student 35 8.8
Government employee 97 24.5
Daily laborer 27 6.8
Private employee 99 25.0
Other** 9 2.3
Others*=]Jehovah Other**=NGO employee
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7.2 Living arrangement of the adolescents

Out of 396 adolescents, 225(56.8%) of them live with their biological parents and
171(43.2%) of them live with their non- biological parents. Out of the 171 adolescents who
live with their non biological parents, 123(71.5%) with their relatives, 23(13.4%) with
their adoptive parents and the rest 26(15.16%) were living in foster care institutions.

77(19.4%) of the adolescents had one or more HIV positive siblings living with them.

138(38.8%) of the adolescents both of their parents were alive, 130(32.8%) both parents

were dead and 128(32.3%) only one of their parents were dead. (see figure 1 below)

M Biological parnts
M Relatives
= Adoptives

M Foster care institutes

Figurel:-Living arrangement of the HIV infected adolescents on HAART in the sampled
Addis Ababa Health Facilities, Addis Ababa, Ethiopia(N=396)
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Figure2:-Distribution of Primary care givers of HIV infected adolescents who are receiving
HAART in selected health facilities, Addis Ababa, Ethiopia (n=396)
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7.3 Clinical back ground of the adolescents on HAART

Most of the children183 (46.2%) were in stage 3 based on WHO classification when started
treatment and 184 (46.5%) of the adolescents were currently in stagel(see figure 3).the
mean and median CD4 counts, respectively were 200.48cells/mm3 and 185cells/mm3
before ART started were as the mean and median of the current CD4 counts were

762.62cells/mm3 and 565.50cells/mm3, respectively.

A little above average, 212(53.5%) of the adolescents had CD4 count of less than
200cells/mm3 at the start of the treatment. 178 (44.9%) of the adolescents had CD4 count

of greater than 600cells/mm3 currently. (figure 4 and 5)

At the start of treatment the functional status of adolescents indicated that 211 (53.3%)
were working, 82(20.5%) ambulatory and 104(26.3%) were bed ridden, whereas, their
current functional states, after treatment indicated that 364(91.9%) working, 24(6.1%)

ambulatory and only 8(2%) were bed ridden.(see figure 3 below)

200

180

160

140

120

M Clinical stage at the staret of

100 HAART

= Clini
80 - Clinical stage current

60 -

40 +

20 -

0 .
Stage 1 Stage 2 Stage 3 Stage 4

Figure 3:- Clinical stage of HIV infected adolescents on HAART in selected health facilities,
Addis Ababa, Ethiopia (n=396)
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Figure 4:-CD4 count of the HIV infected adolescents on HAART in the selected health
facilities, Addis Ababa, Ethiopia (n=396)
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Figure 5:-Functional states of the HIV infected adolescents on HAART in selected health
facilities, Addis Ababa, Ethiopia (n=396)



7.4 ART treatment and Health Care Provision

Two Hundred fifty nine (65.4%) had started treatment two years before the survey and
140 (35.4%) of them were on AZT/3TC/NVP base regimen(Figure 6). Majority,328(82.8%)
of the adolescents were reported to have been sick before they started HAART but after
treatment, only 18(4.5%) of them were sick.

Of the adolescents who were taking medication other than ARVs, Cotirmoxazole as well as
anti-tuberculosis medication were the most frequently used with 41 (10.4%) and 24(6.1%)
of the adolescents were taking them, respectively. Almost all 393(99.2%) of the care givers

felt they had good relationship with health care providers.

Majority of the respondents 374(94.4%) had an open communication with health care
providers where 223 (56.3%) of them reported that they had follow up every three month,
130(23.3%) had it every month while, 29 (7.3%) of them reported that they goes to
facilities to fill up their regimens only. Most caregivers 288(72.7%) reported to have

received food support from the facility where they receive HAART for the adolescents.

Two hundred ninety six (74.7%) respondents indicated that they have got integrated
services in the health facilities. Less than half, 138(34.8%) of the participants had to spend

6 to 10 birr transportation cost to reach to the treatment units. (see figure below)
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Figure6:-Type of the ARV regimens received by HIV infected adolescents on HAART in
selected health facilities, Addis Ababa, Ethiopia(n=396)
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Figure7:-Type of the medications that adolescents took with their ARVs in the sampled
health facilities, Addis Ababa, Ethiopia (n=396)
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7.5 HIV states discloser, Perception of care givers about age of disclosure

Two hundred and ten (53%) of the adolescents who participated in the study did not know
their HIV serostatus. Majority 175(83.3%) of the adolescents who were not informed about
their HIV states were between the age of 10-14 years and only 35(16.7%) of them were
greater than 14 years of age. Among those who were not informed, 79 (39.3%) caregivers
reported that their children were told that they had Tuberculosis (TB) and that their

children assumed they were being taken to the health facility for TB appointments.

When caregivers were asked about the age at which the child should be informed/ know
about his/her serostatus, 119 (58.9%) respondents said that the child should be told about
his/her HIV status when he/she is older than 18 years of age, while 67(33.2%) pointed out

that disclosure should be made at the age of 14 and above.

186 (47%) of the disclosed adolescents, 135 (69.9%) of them were told their sero states
after they start ARV treatment. When caregivers were asked how were the adolescent told
their HIV status, 123(64.1%) of them responded that it was planned and 61 (31.8%) of
them responded unplanned. Majority of the respondents 243(61.4%) had responded that
the adolescents HIV sero states was disclosed to other person, 224 (56.6%) to their family
members, 36 (9.1%) to their friends and 24 (6.1%) of them disclosed to staffs of the foster
care institution. Most 235 (59.3%) of the adolescents didn’t know their parents HIV sero

states. (see table 2 below)
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Table 2:-Reaction of adolescents after discloser and person involved in the HIV

status discloser process in the sampled Health Facilities, Addis Ababa Ethiopia

(n=396)

Variables

Frequency (n)

Percentage (%)

Who involved in HIV states

discloser process

Mother 83 43.5%
Father 21 10.9%
Health care provider 79 41.4%
Others* 8 4.2%
Reaction of the adolescent after

discloser

Depressed 22 9.9%
[rritable 18 8.1%
Cried a lot 37 16.7%
Nothing happened 103 46.6%
Shocked 41 18.5%

Others* Other family members

26




7.6 Predictors of disclosure of HIV status

The discloser status of adolescents on ART was significantly associated with age of the
adolescents, educational states of the care givers and living in foster care institutes.
Comparing adolescents in the 15-18 years age group to adolescents in the 10-14 age group,
were less likely to be informed about their HIV status [AOR =(95% CI) 0.182,=(0.078-
0.421)].

Children with caregivers who have no education were more likely to be informed about
their HIV status than their counterparts [AOR = (95% CI) 5.20,= (2.46-12.29)].

The analysis in a logistic regression also indicated that the living arrangement of
adolescents was statistically significant associated with disclosure. Adolescents living in
the foster care institutes were less likely to be informed of their result than those who were
living with their relatives and with their adoptive parents. [AOR =(95%CI)8.70=(2.11-
35.81)] and [AOR=(95% CI) 10.05=(81.95-51.87)] comparing adolescents living in the
foster care institutions vs. with their relatives and with their adoptive parents, respectively,

but the association disappeared when adjusted for other variables. (see table 3 below)
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Table 3:-Determinants of HIV status discloser of adolescents on ART,

binary logistic regression, Addis Ababa Ethiopia (n=396)

Variables Disclosed Not OR(95%(CI) Adjusted
Disclosed OR(95%(CI)

Age of the

adolescent

Age 10-14 74 175 0.13(0.06-0.27)* | 0.18(0.078-.42)*

Age > 14 112 35 1.00 1.00

Educational

states of the care

givers

Unable to read and | 11 61 5.54(2.46-12.49)* | 39.34(5.79-67.04)*
write

Primary(1-8) 59 37 0.62(0.32-1.19) 0.69(0.22-2.18)
Secondary(9-12) | 59 47 0.79(0.42-1.49) 1.69(0.54-5.29)
Diploma & above 31 31 1.00 1.00
Non biological

living

arrangement

With relatives 52 71 1.00 1.00
Adaptive 12 11 1.67(0.27-1.64) 1.155(0.361-3.70)
Foster care 22 4 0.13(0.04-0.41)* 1.15(0.028-1.047)
institution

Dose the parents

alive

both alive 47 91 2.12(1.29-3.48)* | 3.71(.398-34.67)
both dead 72 58 0.88(0.54-1.44) 0.85(0.293-2.51)
one alive 67 61 1.00 1.00

* Significant correlation
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7.7 Relationship of HIV status discloser and adherence

Out of the total interviewed care givers 309(77.3%) of them reported that their adolescents
had good adherence to ART (completed 95% of their drugs prescribed in the past 7 days).
Among those who have ever missed a dose or more in the past one month, 89(82%) of
them because of refusal to take the medication forgetting to give the pills 41(36%) and
compliant about too many pills to take 34(33%).

Analysis done to look for contributing factors for adherence of ART among HIV positive
adolescents on ART showed females were less adherent than males [COR= (95% CI)
0.445=(0.203-0.977)] but the association disappeared when adjusted for other variables.
Apparently, age group15-18 years was related with adhering better to the ART pills
prescribed than age group10-14 years (AOR=(95% CI) 4.880=(1.755-13.57)].

The analysis also showed that the HIV states discloser of adolescents was also statistically
significantly associated with their adherence to ARV medications. Adolescents who have
already known their HIV states were more likely to adhere to their medications than those
who do not know their states [AOR and (95% CI) 5.619= (2.123-14.874)] . Similarly
adolescents with NVP based fixed dose ARV medication were more adherent than those
with other than loss or not fixed doses .(AZT/3TC/NVP) and (d4T/3TC/NVP) were [AOR
37.56,95% CI 6.73-209.37] and [AOR 31.53, 95% CI 5.52-179.93] respectively.(see table)
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Table 4:- Relationship of HIV status discloser and HAART adherence of
adolescents on ART, binary logistic regression, Addis Ababa Ethiopia

(N=396)

Variables Adherent Non OR(95%(CI) Adjusted
adherent OR(95%(CI)

Age of the

adolescent

Age 10-14 186 81 1.00 1.00

Age > 14 138 9 4.88(1.75-13.57)* | 3.44(1.52-7.82)*

Sex of the

adolescent

Male 172 44 1.00 1.00

female 135 46 0.44(0.203-0.977)* | 0.863(0.464_1.53)

HIV states

discloser

Disclosed 176 10 5.61(2.12-14.87)* | 9.94(4.48-22.08)*

Not disclosed 130 80 1.00 1.00

Type of ARV

medication

AZT/3TC/NVP 124 16 3.67(1.422-9.480)* | 9.21(2.80-30.31)*

AZT/3TC/EFV 46 29 0.751(0.30-1.88) 1.29(0.39-4.18)

d4T/3TC/NVP 84 13 3.06 (1.14-8.19)* | 8.40(2.48-28.47)*

d4T/3TC/EFV 33 23 0.68(0.26-1.76) 1.96(0.59-6.47)

Others* 19 9 1.00 1.00

Others* = second line and TDF based ARV medications
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8. Discussion

This study had assessed the rate of HIV states discloser, factors related to HIV states
discloser and associations between of HIV states discloser with adherence to ARV

medications among HIV infected adolescents who are on HAART.

We found that more than half of HIV-infected adolescents on ART were not aware of their
own HIV status. Older adolescents and adolescents who were living with caretakers who
had low educational status were more likely to have been informed about their HIV status.
Adolescents whose HIV status is disclosed were more likely to had good HAART adherence.
Adolescents with NVP based fixed dose ARV medication were more adherent than those
with other than NVP based ARV regimens. Adolescents who were aged 15-18 years were

more likely to adhere to the ART pills prescribed than those aged 10-14 years.

Generally, the prevalence of disclosure vary widely across studies and settings, the range
from 18% to 77% was reported in children and adolescents from resource rich countries
(10).The frequency of disclosed HIV status in our study was higher than previously
reported figures in studies conducted in Ethiopia (17.4%,), Thailand (30.1%,), Zambia
(31.8%) and Uganda (29%).This could be because of their younger age where the children
were younger (mean age of 8-9 years) (41,18) or Ghana, with a median age of ten (22)
also which may suggest a decline in the perception of HIV stigma by care givers could also
lead to this increased prevalence of discloser. However, our finding was lower than
findings from developed countries which involved adolescents older than 13 years. (24)
Indeed, disclosure was often associated 10 or even older supporting our observations

(41,18, 38).

In our study, most caregivers prefer to delay disclosure up to older ages (above 14), this
being consistent with previous findings (35). In addition, it has been documented that
parents view children over the age of 12 as emotionally mature for disclosure of HIV status
(35,5). In many studies, older children were found to be a determinant factor for the

children's' knowledge about their HIV status.
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Bor R. Disclosure Vancouver conference review (55) reported 100% disclosure in children
16 years of age and older and likewise; Cohen ] School-related issues among HIV infected
children in Massachusetts (56) reported that 95% of children older than 10 years of age
were aware of their HIV status. Similar findings were also documented elsewhere (18, 19).
This could be due to the caregivers' belief that at early age, the child is lacking the
emotional and cognitive maturity needed to understand the disease and implications
(19,24, 29, 39). The perception that adolescence is the optimal period for disclosure may
relate to the idea that at this life stage, children are able to cope with this type of
information and address any concerns that they may have as they become sexually active

e.g. HIV transmission.

Despite a delayed HIV disclosure reports in studies from resources limited countries like
ours (Ethiopia) it was observed to occur at younger age over time in industrialized country,
(38,10) Reasons and factors influencing earlier age disclosure in this countries include
increasing age and/or cognitive development; concerns that the child would learn his/her
status from other sources or become sexually active; the deteriorating health status of the
child or the desire to improve health care and medication adherence; questioning by the
child or the child’s right to know, and the need to maintain trust or not keep secrets from
the child, and that diagnostic disclosure to children with HIV should not be delayed because of

fear of a negative impact on their quality of life. (10, 23)

Relationship between HIV disclosure and educational level has been documented
elsewhere (31,32).Wiener L, The HIV-infected child: Am ] Orthopsychiatry (39) found that
more children who knew their HIV status came from families with a higher socio-economic
status and as education is a proxy indicator of higher social economic status. In our study,
illiterate caregivers were more likely to disclose the adolescent's HIV status than caregivers
with a higher educational level. Illiterate caregivers stayed at home most of their times,
because of not having jobs this will lead them to have closer interaction and
communication with their children’s this could be the reason for this higher rate of

discloser.
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Complete HIV sero states disclosure helps to motivate HIV-infected children and/or
adolescents to adhere to their daily HAART regimen. It enables children to understand HIV
infection and to make sense of disease-related experiences and the importance of
adherence (39,48). When complete parental disclosure occurred, both the child and the
caregiver viewed drug administration as a shared responsibility and the child was
motivated to adhere. Other medical benefits of disclosure include the child’s ability to
participate more fully in treatment and illness prevention and to take responsibility for
their own treatment in the event of future parental death (31). On the other hand, non-
disclosure strained both the child and the caregiver, since the caregiver needed to apply a
combination of force and persuasion to get the child to adhere. This led to forced adherence

and in some cases to children’s purposeful non-adherence.

In our study nearly 67% of the caregivers who had disclosed cited that when the primary
care givers are not around the adolescent himself/herself are the once who take care of
their own medications. It is possible that after disclosure, children took charge of their
illness and medication leading to improved adherence. In studies in Zambia and the
Democratic Republic of the Congo, a common reason caregivers gave for disclosure is the
hope that by knowing their status, the children will have better adherence to

treatment (36, 31).

Similarly adolescents with NVP based fixed dose ARV medication (AZT/3TC/NVP and
d4T/3TC/NVP) were more adherent than those with other than loss or not fixed doses. It
has been also mentioned in a US cohort of homeless and marginally housed adolescents
study that adherence was higher in EFV/FTC/TDF based fixed doses regimen compared to
non-one-pill-once-daily therapy. (53) in contrast with our finding Among a cohort of newly
diagnosed ART-naive patients, once-daily dosing of ART resulted in higher adherence than
twice-daily dosing but Pill burden among once-daily regimens did not predict adherence,

suggesting that factors other than pill burden should drive regimen selection.(54).
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9. Strength and limitation of the study

The limitation of the study

Its focus on what has been told to the child, rather than what the child has
discerned about his/her health, Youth may learn of their HIV status on their own,
by piecing together clues, or overhearing conversations, or even directly from
providers, without caregiver knowledge.

Caregivers of the child may respond inappropriately to the counselors as if they
were the one in nearby to them and might mask some important information
pertaining HIV states discloser.

Caregivers might be prone to social desirability bias and recall bias.

The cross sectional nature using a snapshot of adherence at one point in time of the
assessment may hinder to exactly identify the predictor of adherence unlike
longitudinal study.

There is no gold standard assessment of adherence was measured using self-report
from the caregivers, which tends to overestimate the prevalence of adherence.
Adherence classification cut off points may not be perfect in different set up to
compare and contrast the finding.

Additional qualitative study would have explored more on the reasons for

disclosure

The strength of the study

® Addressing an important timely public health issue

Inclusion of several sites(health facilities) in Addis Ababa
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10. Conclusion

In conclusion, most of HIV-infected adolescents on ART in Addis Ababa were not aware of
their HIV status. However, our study showed a strong beneficial effect of HIV disclosure on
adherence to HAART. Disclosure is occurring at older adolescence ages, which may suggest

fears about potential HIV-related stigma and discrimination.

From this research finding, the prevalence of HIV states discloser of adolescents in Addis
Ababa were 356 (47%), This was associated with age greater than 14 years [AOR = (95%
CI) 5.20 = (2.46-12.29)] and lower educational states of the care givers|[AOR = (95% CI)
5.20 = (2.46-12.29)]. Adolescents in the 14-18 years age group were more likely to be
informed about their HIV status also adolescents with caregivers who have no education
(illiterate) were more likely to be informed about their HIV status than their counterparts.
The main reason for non-discloser reported by care givers was fear of stigma and

discrimination on their children’s.

Other socio demographic variables, care givers and adolescent related factors and also
there clinical related variables hadn’t significant association with adherent in the present

study.

The discloser states of the care givers were strongly associated with the adolescents
HAART adherence. Adolescents who have already known their HIV states were more likely
to adhere to their medications than those who do not know their states. [AOR and (95% CI)
5.619=(2.123-14.874)]
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11. Recommendation

Our study showed a strong beneficial effect of HIV sero states disclosure on HAART

treatment adherence it leads to the need to shift the emphasis from whether or not to

disclose to the HIV-infected adolescent to providing culturally sensitive support to

caregivers and age-appropriate information on the HIV status of the adolescent.

Implication for care givers

Caregivers and health providers should have a co-responsibility to decide on the

proper time to disclose.

Implication to health providers

To increase disclosure rate, it is important to target children from educated
caregivers and younger children age less than 14 years.

Intensified information education and communication to de-stigmatize the disease
might have far reaching impact

The HIV disclosure status of adolescents need to be systematically recorded and

reported in the patients' charts.

Implication to program managers

Pediatric HIV programs should have a systematic and a staged-approach protocol in
place to provide support and skill set to facilitate disclosure of HIV status to HIV-
infected children.

Current and future guidelines that consider HIV states disclosure need to be
adopted and distributed to all Pediatric HIV facilities which will guide health

providers to perform their tasks accordingly.

Implication for further research

Further longitudinal studies should look at the effect on other outcomes such as
quality of life, anxiety, depression, school performance, family and social relations
and sexual risk behaviors. This would provide deeper understanding of HIV

disclosure process in adolescents in order to tailor age-adequate interventions.
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13. ANNEX

13.1 ANNEX I Conceptual framework

Socio demographic

e Age
e Level of education
e Parental relation

Adherence to ARV

HIV discloser N treatment

status

Caregivers status

e Educational status
e HIV serostatus
e Marital status

Conceptual frame work of HIV serostatus discloser and its effect on ARV treatment

adherence developed by principal investigator.
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13.2 ANNEX II

PATIENT INFORMATION AND CONSENT FORM
Addis Ababa University, school of medicine and college of health sciences,

Department of public health consent form for a study on HIV serostatus discloser
and its effect on adherence to ARV treatment in HIV-infected adolescents in Addis

Ababa health institutions.
Greeting!

Hello! My name is I am working in the research team of Addis Ababa
University, college of health sciences, school of public health. This is a study to be
conducted with the objective of assessment of HIV serostatus discloser and its effect on
adherence to ARV treatment in HIV-infected adolescents in health institutions of Addis

Ababa.

We believe this study would help to increase your awareness towards HIV serostatus
disclosure and its effect on adherence. Therefore, you are kindly requested to participate in

this study and provide information required from you.

[ am going to ask you some questions and your participation in this study is completely on
voluntary bases and you have the right to refuse, to take part or to interrupt the interview
at any time. But the information that you will give us is quite useful to take supportive
action On the ART treatment outcome success. If you participate it will not take as more

than 25 minutes.

We would like to assure you, your name will not be mentioned in anywhere. The
information that you will give us will be kept confidential and only be used for the research

purpose.

If you have any equations you can contact the principal investigator at any time convenient

for you using the following address.

Name Fikrte Fikadu
Tell 0911365786 Email medykayves@yahoo.com
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Consent form

I, the selected participant, heard the information in the study information sheet and
understudy the purpose, benefit and what is required from me and what will
happen on me if I take part in the study. I understood that all the information
regarding my child and me, like name and all answers given by me must not be
transferred to the third party .I also understood that I can decide whether or not to

take parts in the study or even with draw from the study at any time.
Are you willing to participate in this study?

1. Yes Signature

2. No Signature

Interviewer name

Sign.

Supervisor name

Sign.
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13.3 ANNEX III QUESTIONNAIRE (ENGLISH VERSION)

Addis Ababa University, school of medicine and college of health

Sciences, Department of public health

Assessment of adolescents HIV status disclosure and adherence to ART treatment

Health facility code Time interview started
Questionnaire code --------------------- completed
Date of interview -----------------------
Part 1; Socio demographic character
NO. | Questions Classification Remark
101 | What is age of the child ______agein complete years
102 | What is sex of the child 1.Male 2.Female
103 | What is the respondentsage | ____age in complete years
104 | What is the respondents sex 1. Male 2.Femal
105 | What is the respondents | 1.Amhara 2.0romo 3.Gurage 4.Tigray
ethnicity 5.Dont know 6.0ther
106 | What is the respondents | 1.Never married 2.Married
current marital status 3.Divorced  4.Separated 5.Widowed
6.0ther__
107 | What is the respondents | 1.0rtodox 2.Protestant 3.Muslim
religion 4.Catolic 5.0ther(specify)
108 | What is the respondents | 1.Unablto read and write
education status 2.Able to read & write
3.Primary(1-8)
4.Secondary(9-12)
5.Diploma & above
109 | What is the respondents | 1.Merchant 2.House wife 3.Student
occupation 4.Gvt employee 5.Dayly laborer 6.Praivat
employee 7.0ther(specify)
110 | How much is family income ETB
111 | How many family member
respondents have
112 | What is the educational |1.___ 2.Notlearning 3.other__

status of the adolescent?
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Part 2; Caregiver and adolescents relationship

201

Types of parents/caregiver the child
have

1.Biological
2.Non biological
3.0ther__

202

If non biological what is their

relationship

1.With relatives

2. Adaptive

3. Foster care institution
4. Other

203

Who is primary care giver

1.Father

2.Mather

3.Relatives
4.Adopteriv parents
5.Foster care parents
6.House made
7.Neighbor

8.Health workers
9.0ther

204

When the primary care giver away
who is responsible for child’s
medication

1.The child
2.From the family
3.House maid

4. Neighbor
5.Health worker
6.0ther

205

How many siblings are alive

g [R—— brothers 2.---------- sisters
3.0ther 4.None

206

How many siblings are HIV +ve

1.both 2.one of them 3.more than
one 4. Not known 5.other 6.none

207

Are the child’s parent alive

1.both alive 2.both died 3.one
of them alive

If 3 go
to 208

208

Who is died

1.Mother 2.Father 3.Both

Part 3; Disclosure status of the child

301

Dose the child knew his/her
sero-status

1.disclosed 2.Notdisclosed
3.Don’t known 4.others

If 1 go to
305

302

Why not disclosed

1.too young to tell

2.fear of stigma

3.fear of stress

4.waiting till health provider
tolled to do
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303 For what illness, do you tell | 1.TB
him/her, is the medications for | 2.Headach
3.Weakness
4-skin rash
5.0ther
304 When do you think the child
should tolled his/her HIV ageinyrs
status
305 When did the child told his HIV | 1.Before ART started
status 2.After ART started
3.on starting treatment
4.Not known
306 How was the child told his HIV | 1.Planned
status 2.Not planned
3.Not known
307 Who was involved in the | 1.Mother involved in disclosure
discloser process 2.Father involved in disclosure
3.Physician involved in
disclosure
4.Psychologist involved in
disclosure
5.Social worker/counselor
involved in disclosure
6.0ther__
308 What was the reaction of the | 1 Nothing happens.
child after discloser 2.Depresed
3.Irretable
4.Crys alot
5.shoced
6.0ther__
309 Was the child’s HIV sero-status | 1.Yes 2.No 3.Others If No go to
disclosed to others? 311
310 For whom it is disclosed 1.Family
2.Fiends
3.0rganization
4.Community
5.0ther
311 [s the sero-status of the parent | 1.Yes 2.No  3.0ther____
known by the child
312 Did the child get sick before | 1.Yes 2.No 3.0ther__
treatment started?
313 Is he/she sick now 1.Yes 2.No 3.0ther_ _
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Part 4; Child adherence assessment

401 Did the child take yesterday’s | 1.Yes  2.No 3.0thers
ART medication
402 Did the child missed a dose in | 1.Yes  2.No 3.0thers
last 3 days
403 Did the child missed a dose in | 1.Yes = 2.No 3.0thers
last 7 days
404 How many days did the chilled | ---------- days
miss his medication in the last
month
405 When dose the last time child | 1.Never
missed a dose of any ART | 2.During the previous 2 wks
medications 3.During the last month
4.0ver a month ago
5.Don’t remember
6.0ther
406 What are the reasons that make | 1.Drug completed
it hard to give child take every | 2.Child felt sick
dose of medication every day? 3.I forgot
4.Drug stock out
5.Child refused to take
6. thought the drug had no
value
7.Confused about the dose
8.Were to busy
9.Bing away from home
10.Too many pills to take
11.0ther
407 What remainder used to give | 1.Hand watch
the child medication 2.Wall watch
3.Watch bell
4.Tablet box
5.Family remember
6.0ther--------
408 Is the child take any other | 1.Yes 2.No 3.0ther___ If No go to
medication now with ART 409
409 What are the medications 1.TB 2.Epelphetic 3.scaicatrec
4.DM 5.other---------
410 Do you communicate about HIV | 1.Yes 2.No 3.0ther__

and ART medication adherence
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Part 5; Caregivers and health facility interaction

501 What type of interaction do you | 1.Good
have with the health care | 2.Notgood
provider 3.0ther_____
502 Do you have open | 1.Yes 2.No
communication with health | 3.0ther_____
care provider?
503 Did the child get food support | 1.Yes 2.No
from the facility 3.0ther____
504 How frequent do you visit | 1.Every 2 weeks
health care provider 2.Every month
3.Every 3 month
4.As 1 will
5.0ther_
505 Do you get integrated service | 1.Yes 2.No
during your visit 3.0ther
506 How many birr do you spend | 1

for transportation to reach the
health facility

2.Don’t spend any
3. Don’t know

Part 6; Review of charts

601 When did adolescent start ART
treatment _

602 Type of ARV medication 1.AZT/3TC/NVP
2.AZT/3TC/EFV
3.d4T/3TC/NVP
4.d4T/3TC/EFV
5.TDF/3TC/NVP
6.TDF/3TC/EFV
7.0ther

603 The stage of the disease when | 1.Stage 1

started treatment 2.Stage 2
3.Stage 3
4.Stage 4

604 The current stage of the disease | 1.Stage 1
2.Stage 2
3.Stage 3
4.Stage 4

605 CD4 count when the child start

treatment
606 Current CD4 count
607 The functional status of the | 1.Working
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child when started treatment 2.Anbulatory
3.Bed redden
608 Current functional status of the | 1.Working
child 2.Anbulatory
3.Bed redden
609 Did the adolescent disclosed | 1.yes 2.no  3.not
(registered) registered
610 Stage of discloser 1.on process
2.disclosed
3.other---------
611 Adherence of the adolescent | 1.Good
when started treatment 2.Fair
3.Poor
612 Current Adherence of the | 1.Good
adolescent 2.Fair
3.Poor
613 Last month appointment date | 1.Yes Pharmacy refill
missed 2.No
3.Not recorded
614 Last 3 months appointment | 1.Yes Pharmacy refill
date missed 2.No

3.Not recorded
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13.4 ANNEX IV
PATIENT INFORMATION AND CONSENT FORM (AMHARIC VERSION)

NA%h ANO eyacht OVh9SS ak A hAR L9WNLAN af AaNOP  SICHavyit
PIRL PA9LT P WTARH IO Omt ANTNOP AS 04 WThLO 0®R1Lt PawAL AT
AP ® (RS ANQ DtTl ORF eaE APTE AL A0 WTALA. tmdTl AST @A LT
PtHOL P49 omRtf €CI°

R e R PINCOP NASH AN RLACAT
AVhIT 4hdt POW0LAN a6 AaAOP VG OF TGF AL 0RT OAT @

PHY 9T 9AT e 19LPTT PhTALO. FCIY- Omd QATNOP AG 04 AThLO aRALT

oAl AJRT A NA%A AN 0t NTNF Pak AFOH AC A 04 hTALAL
g, AST AL ATIGF 1@ RY TG Ph@bt LLEPHT AT 2480 A7
ASITAT QAT PHY TSt A ATAURS ANLALOT  awE RT80Nak  OTUHS
ATMRINT: :
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AL et AU AN 1 ow G eMmtP?r (TREOP Akt ATRLT oot ¢ tand
Y@ 11C 7 LNl TRETOP ARYT % UIGTT PUISTHY PhTALO IR omt
AATNDP AG 04 WThRO. 0R-LT OMJel W17 9°7 0RL ATAANT APL AITLS
POTAGA: :

NHY  T¢+ AAte AP NRGo® 0F ATLRmPO LIRAR® W EPTF  NThTC
ATL9RHS ATSE Ad (F ATLTWA ASLIVITAP hTO8A7: :
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ANNEX IV QUESTIONNAIRE (Amharic)

A% ANO RLACAE AVhING as agzh bAS 9V0LAN af AaNNP  8ICtao+
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