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ABSTRACT

Background: With the widespread use of highly active antiretroviral therapy, the epidemic of HIV has evolved into a chronic disease. HIV is
extremely stigmatizing, resulting in highly emotionally charged responses to disclosure. World Health Organization (WHO) recommends that
children should be informed of their HIV status at ages of 6 to 12 years and full disclosure at about 8 to 10 years. Disclosure process is much more
difficult when the person being disclosed to is an adolescent. However, disclosure of HIV to a child should be an ongoing process that may last
several years depending on the cognitive development of the child.

Methods: This study investigated the determinants of HIV status disclosure among HIV infected adolescents. A total of 209 HIV infected
adolescents (10-19 years) who have been on treatment for at least six months, and are taking lifelong anti-retroviral therapy from Bondo County
Hospital, Got Agulu and Uyawi Sub County Hospital in Bondo Sub County were enrolled. Simple random sampling was employed in selecting the
adolescents. Data was collected using a structured questionnaire. Quantitative data was analysed using both descriptive and inferential statistics
while statistical tests including Pearson Correlation analysis and multiple linear regression were used to test the hypotheses.

Results: Findings on the overall parental perceptions regarding risks and benefits of disclosure and disclosure of HIV status to adolescents show that
180 (86.12%) of the respondents had a negative attitude compared to 29 (13.88%) who held a positive attitude. 122 (58.37%) of the respondents
believed that overall availability and quality of counselling was moderate. 10 (4.78%) of the respondents believed that the overall availability and
quality of counselling was high. Quality services and perception of the parents have been found to be good predictors of disclosure of HIV status
among the newly diagnosed adolescents in Bondo sub-County, p-value<0.05.

Conclusion and recommendation: This study identified quality of service and perception of the parents as the two factors determining the
disclosure of HIV status. There is a correlation between the parental perceptions regarding risks and benefits of disclosure and the quality of
counselling to parental disclosure of HIV status to adolescents. Therefore the study recommends deliberate efforts to ensure quality service delivery
and age specific disclosure counselling to caregivers to equip them with adequate knowledge on disclosure.

Keywords: ART, Disclosure, Infected adolescents, Risks of disclosure, Attitude, Perception, Parents, Counselling, Service delivery, Knowledge.

Introduction

In 2019, the World Health Organization (WHQ) estimated that there were 3.7 million children under 15 years of
age living with HIV, while an estimated 580,000 children were newly infected in 2019 alone (1,2). The advent of
ART and expanded access to treatment has resulted in more HIV-infected children reaching adolescence and
adulthood (3). As HIV-infected children live longer, emerging challenges to pediatric HIV care include supporting
adherence to treatment, preventing secondary transmission (4), monitoring drug interactions (5) and promoting
overall physical and mental health (6). Disclosure is an important step towards long-term disease management and
necessary for the transition from pediatric care into adolescent and adult care settings (7). Kenya is among the
countries most affected by HIV/AIDS in the world, with over 1,617,707 (4.9%) people living with HIV .Among
these 105,000(6.4%) are children under the age of 15 years (8). The prevalence of HIV among young people
between the age of 15 -24 years has been shown to stand at 184,700 (9).The prevalence of HIV in Bondo Sub
County is at 24.8% (10). The total number of PLHIV is 17,355 adults over 15 years and 1,266 children under 15
years (10,11). The rate of new infections has dropped by almost 50% to 20,059 annually (11). Evidence from a

recent systematic review shows that the majority of the adolescents less than 19 years living with HIV in resource
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limited settings are not aware of their own HIV status (12). Although the benefits associated with HIV status
disclosure are known, the proportion of children who know their HIV status varies, ranging between 0-54 %
largely due to caregivers’ knowledge about HIV status disclosure and monthly earnings (13).Disclosing the
diagnosis of HIV or AIDS to a child or adolescent is controversial and emotionally-charged issue among health
workers, parents and caregivers (14). Worldwide, one of the most controversial topics of discussion among
families of children and adolescents who are infected with HIVV/AIDS is whether or not to tell the child about the
child’s own diagnosis (vertical disclosure) and if they do, whether or not to allow the child to tell others, known as
horizontal disclosure (15,16). Some parents were known to ask healthcare providers and caregivers not to mention

the words HIV and AIDS around their school age children.

Noting that HIV/AIDS is a chronic illness and its treatment is life-long, young persons infected with the illness
need to know their status and details about their treatment. Without knowing this, problems of adherence to
treatment arise, which may predispose these children to problems such as development of drug resistance or
treatment failure (17). In addition, for as long as these children or adolescents don’t know what they are suffering
from, there’s the danger of them transmitting the infection to others through, for instance, unprotected sex or
sharing of needles for those who are involved in intravenous drug injection and use (18). There is also the problem
of negative psychological effects which may arise if the child finds out about their status in an unsupportive way.
Children may also miss out on the all-important social support if they are continually kept in the dark about their
illness (18). In the light of the above-mentioned developments, parents and guardians have an insurmountable task
to disclose the children and adolescent’s HIV status to them. Studies relying on caregiver reports in various parts of
the world, found great variations in rates of HIV status disclosure to children infected with the disease, ranging
from 10% in some areas to 75% in others (19-21).

Methodology
Study design

This was a cross-sectional, descriptive study using structured questionnaires to gather both qualitative and

guantitative data.
Study Setting

This study was conducted at the HIV comprehensive care clinics (CCC) at Bondo County Hospital, Got Agulu Sub
County Hospital and Uyawi Sub County Hospital. The study area lies on the northern shores of Lake Victoria
within latitudes 0.0°02" N and 0.0°24" S and Longitudes 34°0.0" E and 34°26’ E. It covers Bondo Sub-County of
Siaya County of Kenya. It is divided into three administrative divisions, which are: Maranda, Nyang’oma and

Usigu in Bondo Sub-County.
Study Population size and composition

The Sub County covers an area of 1,972 square kilometers of which 972 square kilometers is land surface while

1,000 square kilometers is covered with the waters of Lake. The total population of Bondo Sub County as at 2016
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was estimated to be 214,541 people according to KNBS 2019 population projection (22) with 100,259 males and
114,282 females. The Sub County is divided into six administrative units: West Yimbo Ward, Central Sakwa
Ward, South Sakwa Ward, Yimbo East Ward, West Sakwa Ward North Sakwa Ward.

Target population

This study targets HIV infected adolescents (10-19 years) who have known their HIV status for at least six months,
and are taking lifelong anti-retroviral therapy. Bondo Sub County has a total of 937 adolescents (10-19years) who
know their HIV status for at least six months and are taking lifelong anti-retroviral therapy. Of these adolescents,
Bondo County Hospital has a total of 241 adolescents, Got Agulu SCH has 96 and Uyawi SCH has 101 (11).

Initiation criteria

The study included HIV infected adolescents (10-19 years) who knew their HIV status for at least six months
(confirmed HIV positive through the national HIV testing guidelines (23)), attended the clinic during the study
period and were mentally capable of giving an informed consent or assent. HIV infected adolescents (10-19 years)
who were acutely ill or required hospitalization, those who could not give informed consent and those who had no

documented parents or caregivers were excluded from the study.
Sampling Procedure
Simple random sampling for quantitative data for qualitative data was used as described below:

A sampling frame of 438 HIV infected adolescents between the ages of 10 and 19 years from each of the HIV care
and treatment clinics in Bondo County Hospital, Got Agulu Sub county Hospital and Uyawi Sub county Hospital
was used to enlist 209 adolescents. Random numbers were generated from the computer and tagged to each
adolescent. To determine the ideal sample size Yamane (1967) formula was used (24). Participants were provided
with two consent/assent forms, one in the local language (Dholuo) and other in the English. Those who are
under18 years of age were asked to sign an assent form and then consent was sought from the parent or guardian. A
brief demographic questionnaire was administered to all participants. This was followed by an in-depth interview

to cover a core set of topics, lasting 45 minutes to an hour.
Data collection procedures

The interviews were conducted in either English or the local language (Dholuo) depending on the preference of the
participant. The interviews were conducted by the principal investigator and a research assistant. All interviews
were conducted in a private room dedicated to the study team, with confidentiality assured. Written notes were
taken to document any non-verbal cues. The first four interviews that were conducted in the local language
(Dholuo) were transcribed in the language of the interview. This was followed by translation of the Dholuo
transcripts into English. The English translation was done by a bilingual speaker. After confirming the good
quality of transcription and translation, the rest of all the Dholuo interviews were translated simultaneously. All the
interviews conducted in the English language were transcribed as such. Each participant was given a unique

identification code and all the identifying information was removed. All the demographic information was
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captured using Microsoft Office Excel. Selected respondents were interviewed using an in-depth interview guide
under strict confidentiality.

Research instruments

The interviews were guided by an interview guide with themes arising from a literature search and after
consultation with stakeholders including HIV care physicians, nurses and counsellors. The interview guide
contained open-ended questions regarding adolescents’ ideas about disclosure, about their own disclosure
experience and the perceived barriers and facilitators of disclosure to others. The questions were followed by
suitable probes to assist and explore the relevant issue. Rapport was established with the participant to assist them
to open up. The interview guide was translated into the local language and back translated to ensure validity. The
guide was piloted on 2 participants and the weaknesses identified were corrected in the final interview guideline.
All the interviews were conducted by the principal investigator and a qualified bilingual research assistant. The
interview guide was further facilitated by the use of emotion maps. These are pictures which were designed by a

local artist and show a range of different emotions for example sad, happy, afraid, confused etc.
Data analysis

The quantitative data was analysed using both descriptive and inferential statistics. Descriptive statistics was used
to describe and summarize the data inform of charts, tables, frequencies, and percentages. Inferential statistics was
used to help make inferences and draw conclusions. Statistical tests including Pearson Correlation analysis and
multiple linear regression were used to test the hypotheses. Correlation analysis was used to determine the
association between the parental perceptions regarding risks and benefits of disclosure and disclosure of HIV
status to children and adolescents and to establish the relationship between the quality of counselling and parental
disclosure of HIV status to HIV-infected children and adolescents while multiple linear regression were used to
establish the factors determining the disclosure of HIV status among the newly diagnosed adolescents in Bondo

sub-County. The Statistical Package for Social Sciences (SPSS) version 22 was used to analyse the data.
Consent

Consent to participate in the study was sought from the parent/guardian of the child before asking for assent from
the child. Participants were informed clearly on the aim, risks, and benefits of the study. Caregivers were
interviewed in the absence of their children to minimize chances of exposing the child to some of the questions
they were not prepared to answer. To ensure confidentiality, the information collected was kept anonymous by not
including the names of the participants and their guardians as well as the names of the treatment centers. Health
education and counselling were provided to all guardians and participants approached to participate in this study at

the end of each interview/contact.
Ethical Approval

Ethical clearance and approval to conduct this study was sought from the Board of Postgraduate Studies, JOOUST.

Ethical approval of the study was obtained from the Jaramogi Oginga Odinga Teaching and Referral Hospital
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Ethics Review Committee (JOOTRH-ERC) and further authorization obtained from the Bondo Sub County Health
Management Team.

Results
Demographic information of the Adolescents

The data used in this study was drawn from a population of 209 respondents from three health facilities in Siaya
County. Most of the respondents; 126 (60.29%) were from Bondo County Hospital while 42 (20.1%) and 41
(19.62%) were from Got Agulu Sub County Hospital and Uyawi Sub County Hospital, respectively. The sampled
respondents were 209 (n=209). Given that the questionnaires were administered personally by the researcher, it
was noted that 100% of the questionnaires were appropriately filled. Of all the adolescents who were living with

HIV and are recipients of care; 91 (43.54%) were staying with their mothers.
Demographic characteristics of the parent/caregivers

The findings in the Table 1.1 below shows that a majority of the respondents; 133 (63.64%) were females while
male colleagues accounted for 76(36.36%). More than half of the respondents; 121 (57.89%) were from Bondo
followed by Uyawi and Got Agulu health facilities representing 37 (17.7%) and 34 (16.27%) respectively. In
addition, a majority of the respondents; 155 (74.16%) were married. Finally, 174 (83.25%) of the respondents
confirmed that the caregivers had received the caregiver standard package of care education on HIV.

Table 1.1. Demographic characteristics of the Respondents

Demographic characteristics Frequency, n=209 Percent (%)

Information about the adolescents

Bondo Sub County Hospital 126 60.29
Got Agulu Sub County Hospital 42 20.10
Uyawi Sub County Hospital 41 19.62
Gender

Female 133 63.64
Male 76 36.36
Information about the Parent/Caregiver

Residence

Akala 1 0.48
Bondo 121 57.89
Bumala 1 0.48
Got Agulu 34 16.27
Kisumu 3 1.44
Ndori 1 0.48
Osieko 1 0.48
Rarieda 1 0.48
Seme 1 0.48
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Siaya 2 0.96
Ugunja 1 0.48
Usenge 3 144
Usigu 1 0.48
Uyawi 37 17.70
Yala 1 0.48
Marital status
Married 155 74.16
Single 28 13.40
Widowed 26 12.44
Relationship to the adolescent
Aunt 28 13.40
Brother 13 6.22
Father 51 24.40
Grand father 5 2.39
Grand mother 3 1.44
Mother 91 43.54
Sister 11 5.26
Uncle 7 3.35
Education by care giver on HIV
No 17 8.13
Partially 18 8.61
Yes 174 83.25

According to the findings in Table 1.2, the ratio of Protestants to Catholics is almost 1:1. In addition, a majority of
the adolescents; 106 (50.72%) were females, outweighing their male counterparts accounting for 103 (49.28%).
Most adolescents; 137 (65.55%) had a primary level of education followed by 67 (32.06%) whose education level
was secondary. The mean age of the adolescents was 15.54 with a standard deviation of 2.64 while the minimum
and maximum age was 10 and 19 years respectively.

Table 1.2. Demographic characteristics of the adolescents

Information about the adolescent Frequency, n=209 %
Education

College 2 0.96
No school 3 1.44
Primary 137 65.55
Secondary 67 32.06
Religion

Catholic 102 48.80
Protestant 107 51.20
Sex of Adolescent

Female 106 50.72
Male 103 49.28
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Adolescents Knowledge of HIV status

The findings in Table 1.3, shows that a majority of the adolescents; 175 (83.73%) had their HIV disclosure status
done and completed whereas 34 (16.27%) had their HIV status disclosure status partially done. In addition, more
than half of the HIV disclosures 113 (54.07%) were done by both the respondents and the counsellor. Furthermore,
most adolescents; 187 (89.47%) reported to know everything about HIV. The mean age at disclosure was 10.23

with a standard deviation of 2.007 with a range of 10 -19 years.

Table 1.3. Adolescent’s Knowledge of HIV status

Frequency, n= 209 %
Disclosure status
Partial 34 16.27
Full 175 83.73
Disclosure done by;
Counselor 51 24.40
Do not Know 10 4.78
Respondent 35 16.75
Respondent & Counselor 113 54.07
Adolescent’s knowledge his/her illness
Knows everything about HIV 187 89.47
Do not know everything about HIV 6 2.87
Adolescent not told about any illness 16 7.66

Psychosocial, cultural, and Service-related factors

According to table 1.4, 194 respondents accounting to 92.8% in one way or the other were afraid of getting an
angry reaction from the child/adolescent if they knew about their HIV status, 194 (92.84%) were afraid the
child/adolescent would start thinking they would die soon, 194 (92.84%) were afraid the child/adolescent would
start feeling ashamed of themselves, 194 (92.84%) were afraid the child/adolescent would be rejected by the
community, 194 (92.84%) were afraid the child/adolescent would be isolated by the community and 194 (92.84%)

were afraid the child/adolescent may reveal the secret to other people.

In addition, 198 (94.74%) of the respondents wanted the child/adolescent to know the truth about the illness while
198 (94.74%) of the respondents were afraid the child/adolescent would hear of the illness from someone else and
lose trust in them.202 (96.65%) of the respondents thought telling the child/adolescent the truth about their HIV
status would help to improve the way he/she takes and adheres to his /her medicines for HIV and 175 (83.73%)
thought telling the child/adolescent about HIV infection prevention would help to improve the way he/she takes

His /her medicines for HIV.
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Table 1.4. Psychosocial and cultural factors

N=209 Yes, n (%) No, n (%)

Psychological effects,

Respondent afraid of getting an angry reaction from the child/adolescent if

he knew 194 (92.84) 15, (7.18)
Respondent afraid the child/adolescent would start thinking they would die

soon 194 (92.84) 15, (7.18)
Respondent afraid the child/adolescent would start feeling ashamed of

themselves 194 (92.84) 15, (7.18)
Stigma

Respondent afraid the child/adolescent would be rejected by the
community 194 (92.84) 15, (7.18)

Respondent afraid the child/adolescent would be isolated by the community 194 (92.84) 15, (7.18)
Secrecy

Respondent afraid the child/adolescent may reveal the secret to other
people 194 (92.84) 15, (7.18)

Respondent want the child/adolescent to know the truth about the illness 198 (94.74) 11 (5.26)

Respondent afraid the child/adolescent would hear of the illness from
someone else and lose trust in you 198 (94.74) 11 (5.26)

Clinical perceptions

Respondent think telling the child/adolescent would help to improve the
way he/she takes His /her medicines for HIV 202 (96.65) 7 (3.35)

Infection prevention concerns

Respondent think telling the child/adolescent would help to improve the
way he/she takes His /her medicines for HIV 175 (83.73) 34 (16.27)

Feeling about disclosing to the child/adolescent considering the age

Most respondents; 187 (89%) felt the child/adolescent was old enough to know about their HIV status while only

22 (11%) of the respondents believed that the adolescent was not old enough to know.
Feeling of the respondent about keeping the secret

On keeping the secret about HIV status to the child/adolescent, most respondents; 198(94.74%) got tired of

keeping the secret while 11 (5.26%) considered it easy to keep it secret.
Parental perceptions regarding risks and benefits of disclosure

Findings on the overall parental perceptions regarding risks and benefits of disclosure and disclosure of HIV status
to children and adolescents show that most respondents; 180 (86.12%) had a negative attitude compared to only 29

(13.88%) of the respondents who held a positive attitude.
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Availability and Quality of Counselling

The results in the table 1.5 below show that nearly all the respondents; 199 (95.22%) had been talked to by a clinic
counsellor to prepare them for the process of telling the child/adolescent that he/she is HIV-positive while only 10
(4.78%) had not. In addition, 199 (95.22%) of the respondents agreed that the counselling the respondent received
from the counselor helped them to tell the Child/adolescent that he/she is HIV-positive. In addition, 185 (88.52%)
of the respondents confirmed that there was a private room where the counsellor talked to the respondent. 202
(96.65%) of the respondents also agreed that the counsellor was polite and patient with the respondent during the

discussion.

Table 1.5. Availability and Quality of Counselling

[0) [0)
Availability and Quality of Counselling, n=209 Yes, n (%) No, n (%)
199 (95.22) 10 (4.78)
Whether respondent have ever been talked to by a clinic counsellor to prepare
you for the process of telling the child/adolescent that he/she is HIV-positive
Whether the counselling the respondent received from this person help you to tell 199 (95.22) 10 (4.78)
the Child/adolescent that he/she is HIV-positive
Whether there a private room where the counsellor talked to the respondent 185 (88.52) 24 (11.48)
Whether the counsellor was polite and patient with the respondent during the 202 (96.65) 7 (3.35)
discussion
On CTX Prophylaxis 209 (100) -
Sexual Activity 92 (44.02) 117 (55.9)
140 125
120
100
80 62
60 M Respondents
40 %
20 30% 60% - 7% 4%
0 |
Excellent Good Fair Poor
W Respondents 62 125 14 8
% 30% 60% 7% 4%

Figure 1.1. Respondent’s rating of quality of counselling

122 (58.37%) of the respondents believed that Overall availability and quality of Counselling was moderate while
77 (36.84%) believed it was low. 10 (4.78%) of the respondents believed that the Overall availability and quality of

Counselling was high. The results in Figure 1.1 below indicate that most of the respondents rated the quality of
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services given at the health facilities to be good; 126 (60.%) followed by 61 (30%) who rated it as excellent.
However, 8 (4%) of the respondents rated the quality of services as poor.

Staff who counselled the patients

In terms of who counselled the respondent, the findings indicate that a majority; 167 (80%) were counselled by the

counsellor while only 42 (20%) of the respondents were counselled by HCW.
Inferential statistics

Association between the parental perceptions regarding risks and benefits of disclosure and disclosure of HIV

status to children and adolescents

The Pearson Product-Moment correlation result indicates a weak negative correlation between the parental
perceptions regarding risks and benefits of disclosure and disclosure of HIV status to children and adolescents. In

addition, the analysis also revealed that this relationship is significant (r=-0.236, p-value=0.001<0.05).

Table 1.6. Correlations

Perception of parents Disclosure status

Perception of the Pearson Correlation 1 -0.236"
parents Sig. (2-tailed) 0.001

N 209 209
Disclosure status Pearson Correlation -0.236 1

Sig. (2-tailed) 0.001

N 209 209

**_Correlation is significant at the 0.01 level (2-tailed)
Relationship between the quality of counselling and parental disclosure of HIV status to HIV-infected children

and adolescents

The Pearson Product-Moment correlation result indicates a weak positive correlation between the quality of
counselling and parental disclosure of HIV status to HIV-infected children and adolescents. In addition, the

analysis also revealed that this relationship is significant (r=0.180, p-value=0.009<0.05).

Table 1.7. Correlations

Quality services Perception of parents

Quality services Pearson Correlation 1 0.180"
Sig. (2-tailed) 0.009
N 209 209
Disclosure status Pearson Correlation 0.180" 1
Sig. (2-tailed) 0.009
N 209 209

**_Correlation is significant at the 0.01 level (2-tailed)
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Factors determining the disclosure of HIV status among the newly diagnosed adolescents in Bondo sub-County

A multiple regression analysis was also conducted to determine which factors are the best predictors of the
disclosure of HIV status among the newly diagnosed adolescents in Bondo sub-County and the results shown in
the table below. The results of the model summary indicate the overall adequacy of the model. From the results, the
overall adequacy of the model is 21.6% meaning that the disclosure of HIV status among adolescents living with
HIV in Bondo sub-County varies by the factors identified below (sex of the adolescent, education of care giver on
HIV, religion of the adolescent, education level of the adolescent, marital status, sex of the caregiver or parent,

perception of the parents, disclosure status, facility, age of the adolescent).

Table 1.8. Model Summary

Model R R Square Adjusted R Std. Error of the
Square Estimate
1 0.464° 0.216 0.176 0.336

The results of the table below determine whether the model is significant or not. From the output below, the model
is significant, p-value=0.0005<0.05.

Table 1.9. ANOVA®

Model Sum of Squares df  Mean Square F Sig.
Regression 6.136 10 0.614 5.440  0.000°
1 Residual 22.333 198 0.113
Total 28.469 208

a) Dependent Variable: Disclosure status

b) Predictors: (Constant), Sex of Adolescent, Education of care giver on HIV, Religion of the adolescent,
Education level of the adolescent, Marital status, Sex of the caregiver or parent, Perception of the parents,

Facility, Quality services, Age of Adolescent

From the analysis, two factors that are Quality services and Perception of the parents have been found to be good
predictors of disclosure of HIV status among the newly diagnosed adolescents in Bondo sub-County,
p-value<0.05. For instance, in line with the descriptive statistics, this means that respondents who believed that the
Overall Availability and Quality of Counselling is low; 77 (36.84%) are very likely not to disclose the HIV status
to the child than the respondents who believed that the Overall Availability and Quality of Counselling is high; 10
(4.78%).

In the findings below, the main outcome is the disclosure status which is also the dependent variable while the

Quality services and Perception of the parents are the sampled independent variables. The estimated value in this
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case is the coefficient value and it shows the relationship between the independent and dependent variables. For
instance, in the output, the coefficient for Quality services is 0.13 meaning that when the quality services increase
by 1, the disclosure status also increases by 13%. To note, coefficient values which are positive like 0.13 show that
the relationship between the Quality services and the disclosure are also positive to mean that when the quality

services increase, it would result in an increase in the disclosure status.

Table 1.10. Coefficients?

Model Unstandardized Standardized t Sig.
Coefficients Coefficients
B Std. Error Beta

1 (Constant) 0.960 0.235 4.081 0.000
Quality services 0.130 0.058 -0.197 -2.249 0.026
Perception of the parents 0.161 0.073 -0.151 -2.213 0.028
Facility -0.020 0.033 -0.044  -0.622 0.535
Sex of the caregiver or parent 0.040 0.050 0.052 0.786 0.433
Marital status -0.040 0.035 -0.076  -1.161 0.247
Education of care giver on HIV 0.063 0.060 0.070 1.047 0.296
Education level of the adolescent 0.013 0.034 0.035 0.397 0.692
Religion of the adolescent -0.152 0.048 -0.206  -3.193 0.002
Age of Adolescent 0.012 0.013 0.087 0.910 0.364
Sex of Adolescent 0.036 0.047 0.048 0.755 0.451

a. Dependent Variable: Disclosure status
Discussion

Because of the complexity and the on-going nature of parents or guardian’s struggle with disclosure issues,
counselling support from health providers is critical to help parents or guardians realistically appraise their
concerns related to disclosure so that they can access needed support and services (18,25). Even though a majority
of the parents or guardians understand the importance of disclosing in order to maximize life and health care
options of their children, many parents or guardians require continued support to successfully assess the potential
consequences of disclosure and cope with the stress of the disclosure process (26) .The fact that the rate of full
disclosure was not 100% in this study shows that parents or guardians may have a critical need for quality health
education counselling in order to develop a plan for disclosing to their children and to change their perception
towards disclosure in order to cope with reactions of people with negative attitudes about individuals with HIV
infection (26,27).

The current study represents the first of its kind in Kenya to explore determinants of HIV status disclosure among

adolescents and not how decisions concerning disclosure are made. Many parents or guardians’ descriptions of
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their decision to disclose or not reflect weighing benefits and costs of disclosure as well as ways to apply criteria
regarding the appropriateness or not of disclosure. However, many of the parents or guardians who had not fully
disclosed the HIV status of their children discussed making decisions based on their emotional and intuitive
processes as their sole criteria for disclosure. This more clearly reflected their personal appraisal of the negative
consequences associated with disclosure than reasoned actions. These parents or guardians were less likely to tell
children of their HIV infection as compared to parents or guardians providing other categories of responses like

full disclosure.

Past research done in other parts of the world, like the current one, supports the fact that parents or guardians’
concerns about risks like stigma and rejection related to disclosing the child’s HIV sero-status are not unwarranted
(14,28). While these cited studies document parents or guardian’s concerns about negative responses such as
rejection and abandonment primarily within the context of parents or guardian’s relationships, parents or guardians
may also fear similar negative consequences associated with disclosure to children or adolescents. The group of
parents or guardians that found it comfortable disclosing fully the HIV status to their children or adolescents had
markedly different appraisals of the consequences associated with disclosure as compared to parents or guardians
who had hesitation at first or disclosed it partially.

These parents or guardians seemed unafraid of potential negative consequences of disclosing their child’s HIV
status and a number of the parents or guardians actively worked to increase awareness of HIV in their children or
adolescents. This belief in the benefits of openness and/or confrontation of HIV-related stigma may have served as
a resource for these parents or guardians, reducing the fear of disclosure (29). Conversely, as has been documented
elsewhere (18,30), another small group of parents or guardian had not disclosed to their children. This group of
parents or guardian had appraised the disclosure process to be too difficult or risky to undertake and engaged in
avoidant behaviours to hide their illness. Clinically, avoidant behaviour is associated with a host of negative

outcomes including depression and anxiety.

Unlike this study, previous studies conducted on the subject indicate that HIV status disclosure is not a random
event. A study on parents or guardians’ disclosure patterns to their children showed that mothers disclosed more
often to their daughters than their sons (31). The study further established that disclosure was significantly more
common among parents or guardians with poor health and stressful life events than those without stressful events.
This is one aspect the current study did not examine. In addition, this research and just like previous research have
shown that the child’s age is an important predictor of whether or not the child would be told about his or her
infection (32,33).

The findings in this study have public health implications. The low disclosure rates are suggestive of higher
perception of risks than benefits in the study population. Although there may be other explanations, it could be
argued that provision of better counselling services is one way of countering risks given that the study was
conducted in a healthcare delivery setting. It was not surprising to observe that the younger the child was the more
unlikely the parent or guardian would be to disclose the child’s HIV status. ‘Non-disclosure’ was preferred for

children of less than 6 years old, ‘partial disclosure’ for children from age 6 to 10 years, ‘partial followed by full
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disclosure’ for children from 7 years old or so and ‘full disclosure’ for children above 10 years. The perceived
emotional maturity and intellectual capacity of children should be considered because they are important factors in
determining the most suitable time and type of HIV disclosure.

Strengths

This study has notable strengths. Random sampling, allows the results to influence and direct future research and
help us question common assumptions in the field such as, less educated people not wanting to disclose HIV status
to children, adults not perceiving a need to talk about HIV to children, Western counselling models being
applicable and acceptable for Kenyan African families, and current counselling training models paying sufficient

attention to variant Kenyan family structures.
Conclusions

Despite existence of WHO guideline on HIV status disclosure to HIV-infected children and adolescents,
prevalence of disclosure was found to be a challenge in this study and often done later after 10 years of age . This
study identified two factors (quality of service and perception of the parents) as good predictors of disclosure of
HIV status among the HIV infected adolescents in Bondo Sub County.

This study shows a correlation between the parental perceptions regarding risks and benefits of disclosure and
disclosure of HIV status to children and adolescents. Parents with positive perception regarding risk and benefits
of disclosure are more likely to disclose successfully and on time. Finally, this study establishes a correlation
between the quality of counselling and parental disclosure of HIV status to HIV-infected children and adolescents.
When counselling is done well by a trained counsellor and in a private setting, disclosure has been noted to be

successful.
Recommendations

The Ministry of Health through the National AIDS Control Council (NACC), and the National AIDS and STls
Control Program (NASCOP) should develop a policy that ensures routine education of parents or guardians of
HIV-infected adolescents on basic caregiver HIV education, as a package of care to support in disseminating the
necessary information required for disclosure. They should also review current guidelines to ensure quality service
delivery including development of age specific disclosure protocols to facilitate correct choice and time of HIV
disclosure to children based on age groups or developmental milestones. The Kenya Association of Counselors
(KAPC) should also incorporate a module in HIV disclosure counseling in their curriculum. This will equip
adherence counselors with skills needed for provision of on-going help and support to all caregivers with the

difficult and distressing task of disclosure.
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