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Abstract
Background: The World Health Organisation has recommended that healthcare workers, teachers and community
leaders work with parents to support children living with HIV. The aim of this study was to assess the perceptions
and experiences of primary caregivers and other care providers such as healthcare workers, teachers, and
community leaders regarding their involvement, practice and challenges of HIV disclosure to children aged
between 6 and 12 years living with HIV in Malawi.
Methods: Twelve focus group discussions and 19 one-on-one interviews involving a total of 106 participants were
conducted in all three administrative regions of Malawi. The interviews and focus group discussions explored
perceptions and experiences regarding involvement, practice and challenges of disclosure of HIV status to children.
Data were analysed using thematic analysis.
Results: Primary caregivers, healthcare workers, teachers, and community leaders all reported that the disclosure of
HIV status to children was not well coordinated because each of the groups of participants was working in isolation
instead of working as a team. A “working together” model emerged from the data analysis where participants
expressed the need for them to work as a team in order to promote safe and effective HIV status disclosure
through talking about HIV, sharing responsibility and open communication. Participants reported that by working
together, the team members would ensure that the prevalence of HIV disclosure to young children increases and
that there would be a reduction in any negative impact of disclosure.
Conclusion: Global resources are required to better support children living with HIV and their families. Healthcare
workers and teachers would benefit greatly from training in working together with families living with HIV and,
specifically, training in the disclosure process. Resources, in the form of books and other educational materials,
would help them explain HIV and its effective management to children and families.
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Background
The prevalence of HIV disclosure to children remains
very low in sub-Saharan African countries despite the
World Health Organisation’s (WHO) recommendation
that children living with HIV should be gradually informed about their HIV status from six through to
12 years of age, according to their level of emotional, social and cognitive development [1]. It is beneficial for
children living with HIV to know about their HIV status
by the time they reach adolescence as it enhances their
adherence to antiretroviral (ARV) medication, participation in ongoing medical care, and psychosocial resilience, and lessens the risk of passing their infection to
others through sexual contact [2, 3]. The WHO has also
recommended that parents seek support from, and share
the disclosure process with, teachers, healthcare workers,
and community leaders [1]. There is evidence that health
outcomes for children are enhanced when their medical
and psychosocial care is shared with supportive adults
[4].
Parents are widely considered to have the principle
role of telling children about their HIV status. Parents
are legally responsible for their children and are considered to have their best interests at heart [5]. They are in
the best position to support their child, help them accept
their condition, adhere to HIV medication, and regain
their self-esteem [6]. Parents have the right to decide
whether to disclose to their child or not and if they
choose to disclose, they have the right to make decisions
regarding when, how, where and who is the best person
to disclose [7]. In reality, the majority of parents do not
disclose to their child because of concerns about the
child’s capacity to understand and their emotional readiness to cope with the diagnosis [8, 9]. Further, they have
concerns about bringing stigma and discrimination to
the family [10, 11], and concerns about a lack of support
from healthcare workers [12].
Indeed, it has been suggested that healthcare workers
are the most appropriate people to coordinate supportive care for children because HIV is a focus of their
practice [4]. Healthcare workers have knowledge about
HIV and technical skills that the other groups do not
have [1, 13]. Healthcare workers are the first people to
learn of the HIV diagnosis, and they have the responsibility of sharing this confidential information with the
child’s parents [14]. Healthcare workers can use their
communication skills to help parents disclose to their
children, and can share their knowledge and understanding of the condition with teachers and community
leaders [14]. Continuous interaction between healthcare
workers and children living with HIV has been shown to
facilitate children’s acceptance of the condition, as well
as improve their resilience [13, 15]. While the participation of healthcare workers in the disclosure process is
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essential, the authors of recent sub-Sahara African studies have revealed that many are reluctant to do so because of the unwillingness of parents to disclose [12, 16],
a lack of training [11, 17, 18], inadequate knowledge and
skills, and a lack of disclosure materials [17, 18].
In addition to healthcare workers, school teachers play
a role in helping children to adapt to HIV and achieve
good academic outcomes [19, 20]. Research has shown
that making schools HIV friendly is one of the best ways
to provide children living with HIV a safe, protective,
caring, and supportive environment [21]. According to
the United Nations Educational, Scientific and Cultural
Organisation (UNESCO), schools should provide education, counselling, and psychosocial support, and assist
children to access adequate nutrition and healthcare services [20]. This is crucial because children living with
HIV face a number of challenges at school, including
stigma and discrimination from other students, absenteeism due to sickness, a lack of the privacy required for
taking HIV medications, and difficulty obtaining permission to attend hospital appointments when teachers are
not aware of their HIV status [20, 22–25]. Ideally, school
teachers do need to know when children have HIV because the HIV infection can affect motor and neurocognitive development, thereby impacting on academic
performance [15]. While schools are supposed to be safe,
protective, and caring environments, this is not always
the case according to the authors of research conducted
in Malawi, Kenya, and Zimbabwe [22, 26].
Finally, the communities where children and their
families live have been identified as an important source
of psychosocial support for children living with HIV in
sub-Saharan Africa [10, 27]. Religious leaders, traditional
village headmen, the leaders of community-based organisations, and the leaders of support groups can all play
an important role in mobilising communities to support
children living with HIV [28]. Community leaders can
assist in raising awareness of HIV, disseminating information, providing pastoral support to children and their
families living with HIV, and promoting the sustainability of their care [29]. In addition, community leaders can
advocate for the rights of people living with HIV and
help to fight stigma and discrimination [30]. Nonetheless, despite the significant role community leaders are
able to play in mobilising community support, they are
rarely involved to any great extent [31].
It is estimated that there were 84,000 children (1.6% of
the population) under the age of 14 living with HIV in
Malawi in 2015 [32]. Of these, 60% were taking ARV
medications [32]. While WHO recommends that all
children living with HIV should be told of their HIV status, the current prevalence of disclosure to children in
Malawi is unknown. There are reports that children in
Malawi living with HIV face many challenges including:
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high levels of poverty, loss of one or both parents, bullying, and stigma and discrimination [33–35]. While it is
well known in Malawi that parents, healthcare workers,
teachers, and community leaders all play major roles in
caring for, and supporting, children living with HIV, no
previous research has focused on all these four groups
regarding their perceptions and experiences of the disclosure process. This study sought to engage primary
caregivers, healthcare workers, teachers, and community
leaders in order to assess their perceptions and experiences regarding their involvement, practice and challenges of HIV disclosure to children aged 6–12 years
living with HIV in Malawi.

Methods
Setting and study participants

Data were collected through one-on-one interviews and
focus group discussions conducted with primary caregivers, healthcare workers, teachers, and community
leaders recruited from eight districts in the three administrative regions of Malawi; three districts from the
South (Nsanje, Mulanje, and Mangochi), three from the
Centre (Dowa, Salima, and Kasungu) and two from the
North (Mzimba and Karonga). Data were collected from
March to June 2015. The eligibility criteria of the participants are presented in Table 1.
Procedure

Primary caregivers and teachers participated in focus
group discussions while healthcare workers and

community leaders participated in one-on-one interviews. The lead researcher facilitated all focus groups
and interviews, and a research assistant audio recorded
the proceedings. Following informed consent, an interview or focus group discussion guide was used to ensure
themes about HIV disclosure were standardised across
all participants and groups. Interviews took approximately 30 to 50 min, and focus groups took approximately 45 to 60 min to be completed. The number of
interviews and focus group discussions was determined
by saturation of data, which was considered to have been
reached if there was no new information arising from
the interviews or focus groups. Ethics approvals were
obtained from the Curtin University Human Research
Ethics Committee and the Malawi Government Health
Science Research Committee prior to the commencement of data collection. Details about the focus groups
and interviews are presented in the following sections.
Focus group discussions - primary caregivers and teachers

An arrangement was made with ART clinic staff to inform all primary caregivers of children aged 6 to 12 years
who came regularly to the clinic for medication about
the research study and requesting their participation.
They were approached by a research assistant who asked
them if they would like to participate in a focus group
discussion about HIV disclosure. The focus group discussions took place in a quiet, private room after the primary caregivers and their children had been seen by the
clinic staff. Children were kept separate from the

Table 1 Recruitment criteria and summary of data collection plan
Participants

Sample size

Eligibility criteria

Recruitment location

One-on-one interviews and focus group discussions
Primary caregivers,

6 focus groups

• Parent of a child living with HIV or someone
providing care to a child living with HIV
between the ages of 6 to 12 years for more
than six months
• 18 years or older
• Ability to provide informed consent

Antiretroviral therapy clinics

Healthcare workers

7 one-on-one
interviews

• Working in children’s antiretroviral therapy
clinics
• Being a nurse, counsellor or clinician
• Ability to provide informed consent

Antiretroviral therapy clinics

Primary school teachers

6 focus groups

• Teaching at a primary school
• Ability to provide informed consent

Primary schools
surrounding participating hospitals

Community

7 one-on-one
interviews

• Living near the participating hospitals
Communities surrounding participating
• Being 18 years or older
hospitals
• Having a certain responsibility within the
community such as being a community-based
organisation leader or a village headman
• Ability to provide informed consent

leaders

Adolescents living with HIV 5 one-on-one
interviews

• Between 13 to 18 years old
• Living with HIV
• Aware that they have HIV
• Leader of children HIV support groups
• Ability to provide informed consent

Antiretroviral therapy clinics
Community support groups
surrounding participating hospitals
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primary caregivers during the focus groups to avoid inadvertent disclosure. They were entertained with cartoon
shows on a portable DVD player in a separate room.
One of the research assistants was assigned to look after
the children for this purpose.
Teachers were recruited from primary schools where
student ages ranged between 6 and 12 years. The lead
researcher met with the head teacher of each school and
following their approval, teachers were informed about
the research study. Of approximately 30 teachers in each
school, most were willing to participate. The first 6 to 9
individuals, considered to be the optimal number for a
focus group [36], who were approached by the researcher were asked to join the focus group. Reflecting
the gender distribution of primary school teachers in
Malawi, the participants were predominantly female.
The focus groups were organised to take place at a convenient time, in a quiet private room at the school.
One-on-one interviews - healthcare workers and community
leaders

Following approval from the district head officer of each
hospital, nurses, clinicians and counsellors who worked
in ART clinics were approached to participate in the
study. In Malawi, it is usual for each ART clinic to have
at least two staff members, one a registered nurse or
nurse technician, and a physician or counsellor. Almost
all healthcare workers who were approached agreed to
participate in the study. Interviews were conducted after
working hours.
The group described as community leaders comprised
of leaders of HIV community-based organisations and
support groups, adolescents living with HIV, and village
headmen. Community leaders were recruited from
across Malawi with assistance from the District ART
clinic staff, the District National Organisation of People
Living with HIV and AIDS in Malawi (NAPHAM), and
the National Family Planning Association of Malawi
(FPAM). FPAM is an organisation that works with youth
who are living with HIV while NAPHAM is a support
organisation for all people living with HIV in Malawi.
The management staff of the District ART Clinic, FPAM
and NAPHAM provided names and contact information
for the community leaders who were subsequently contacted, briefed about the study objectives, and invited to
participate. Dates and venues for the interviews were arranged for those who expressed interest in participating.
There were no refusals. Interviews were conducted either at the participant’s home or at one of the offices of
the three organisations.
Interview and focus group guides

Four interview and focus group guides (one each for
healthcare workers, primary caregivers, primary school
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teachers and community leaders) were developed by the
research team through the review of literature guided by
the study aims and objectives. After initial development,
the guides were translated to Chichewa, the local language of Malawi, and then back translated to English by
professional translators following the WHO instrument
translation process [37]. Once all language issues were
corrected the interview and focus group guides were
reviewed for readability and interpretation prior to data
collection with participants who were excluded from the
study sample.
The interview and focus group guides contained questions to elicit the views of participants regarding the disclosure of HIV status to children. The focus group guide
for primary caregivers included the following questions:
What are your thoughts about telling children that they
have HIV; In your family, who would make a decision to
inform your child about his or her HIV status; How
should children be informed of their HIV status; What
kind of support would you need to help you inform your
child of his or her HIV status; What do you think are
some of the reasons that prevent primary caregivers from
disclosing HIV status to their children; and what kind of
support would you need to tell your child that she or he
has HIV.
The perspectives and experiences of teachers were explored using a focus group guide which contained the
following questions: From your experience, what are
some of the problems faced by children living with HIV
at school; What kind of support do you provide to pupils
living with HIV; What are your thoughts regarding telling
children that they have HIV; What are your thoughts regarding the involvement of teachers in informing children
about their HIV status; and how can teachers be prepared for the role of telling children that they have HIV.
The views and experiences of healthcare providers
were examined using the following questions as a
guide: What does disclosure of HIV status mean to
you; What are your thoughts on how children living
with HIV should be told about their condition; What
are your thoughts regarding involvement of healthcare workers in disclosure of HIV status to children;
What kind of support should be given to a child after
being told that she or he has HIV; From your experience what do you think are some of the challenges to
disclosure of HIV status to children; and from your
experience what do you think are some of the facilitators of disclosure of HIV status to children?
The following questions were asked to explore the perspectives and experiences of participating community
leaders: What do you think are some of the problems
faced by children living with HIV in the community;
What are your thoughts about telling children that they
have HIV; What are your thoughts regarding involvement
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of community leaders in telling children that they have
HIV; and How can community leaders promote disclosure of HIV status to children. Apart from the above
questions, adolescents living with HIV were also asked
the following questions: How did you know about your
HIV status; How did you react when you were first told
that you had HIV; What kind of support did you receive
to cope with your HIV status after being told about your
HIV status; and how should HIV status to children be
conducted.
Data analysis

The focus group and interview transcripts were analysed
using the six steps of thematic analysis described by
Braun and Clarke [38]: a) familiarisation with the data,
b) coding, c) searching for themes, d) reviewing themes,
e) defining and naming themes, and f ) writing-up.
Audio recordings of the interviews were transcribed
by the lead researcher and three research assistants. The
lead researcher was involved in the transcription as a
way to familiarise himself with the data. Since the recordings were in Chichewa, the Malawian local language, data from the recordings were first transcribed
into Chichewa prior to translation into English. Before
translation of the Chichewa data, the lead researcher
who is fluent in the language verified the transcription
by re-reading the transcribed data while listening to the
recorded data. Throughout data collection, the lead researcher recorded reflexive notes to bracket out any preconceived ideas and examine the data in its authentic
form. Field notes were also recorded during the interview and focus groups. These notes contained objective
descriptions about the context that were not captured in
the transcripts. Both reflexive and field notes were referred to throughout the analysis process. Participants
were de-identified and pseudonyms chosen by the research team.
Through the process of reading and re-reading the
transcripts, the lead researcher identified and developed
a list of codes which were organised using a table. An independent researcher with experience in qualitative research, but who had no knowledge of the research, was
asked to review the transcripts and the identified codes
to confirm if the codes were arising from the transcripts
and to verify that all important codes were captured. To
follow, the identified codes were examined and
re-examined by the research team during regular meetings with the lead researcher. Some codes were added
while others were removed depending on the interpretations of the collective team.
The codes were then examined for commonalities and
grouped accordingly. A table was used to organise and
represent the codes into groups. During this process of
interpretation, some of the grouped codes were
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combined, some were changed, and others were discarded. These groups were examined and re-examined
by the lead researcher and the independent researcher
who initially reviewed the codes and emerging themes
were identified. These emergent themes were discussed with the collective research team during regular meetings. Some were found to be principal and
overarching emergent themes that were integrally
linked to others, while other themes were found to
represent prominent aspects within a bigger emergent
theme. These emergent themes were named and identified as main themes or subthemes, and a conceptual
model was constructed.
The named themes and sub-themes from the data
were found to resemble the reciprocal interaction between the child, family, and community, and the physical
contexts of the child’s environment as represented in
Bronfenbrenner and Ceci’s bioecological model [39]. For
this reason and given that one of the major limitations
of thematic analysis is the inability to describe data in
detail if a theoretical framework is not used [38], this
bio-ecological model of early child development was
used to inform the construction of the final emergent
conceptual model.
A detailed account of the findings from the analysis
was then written up in a report that was guided by the
emergent conceptual model and supported by related
quotations and detailed description of the data.

Results
In all, 12 focus group discussions and 19 interviews were
conducted involving a total of 106 participants. The
demographic characteristics of the study participants are
presented in Table 2. Of the 106, 42 were primary caregivers, seven healthcare workers, 45 teachers, seven
community leaders, and five were adolescents living with
HIV who were also support group leaders. The mean
ages of primary caregivers, healthcare workers, teachers,
community leaders and adolescents living with HIV
were 44, 41, 37, 46 and 15 years respectively. In terms of
gender, females were the majority across all groups of
participants except the community leaders where males
predominated.
Initially, data for the four groups of participants (primary caregivers, healthcare workers teachers and community leaders) were analysed separately. The themes
that emerged from transcripts across all four groups
were found to be very similar. Therefore, data were
combined for further analysis while extracts identified
group membership. Three themes were identified from
the analysis. These themes were named: ‘talking about
HIV’, ‘shared responsibility’, and ‘open communication’.
Together, these three themes characterised a conceptual
model that was named ‘working together’ (see Fig. 1).

Kalembo et al. BMC Public Health (2018) 18:884

Page 6 of 17

Table 2 Demographic characteristics of study participants (N =
106)

Table 2 Demographic characteristics of study participants (N =
106) (Continued)

Characteristic

n (%)

Characteristic

Primary caregivers

n = 42

Primary caregiver’s Age
Age range in years (Mean)

Community leaders
18–69 (M = 44)

Age

6–12 (M = 10)

Sex

Age of the primary caregiver’s child
Age range in years (Mean)

Age range in years (Mean)

Sex
Male

8 (19)

Female

34 (81)

Relationship to the child
Biological mother

Range in years (Mean)

24 (57)

3–16 (M = 7)
n=7

41–53 (M = 46)

Male

5 (71)

Female

2 (29)

Type of community leader
Community based organisation

5 (71)

Traditional leaders

2 (29)

Biological father

7 (17)

Adolescents living with HIV

Grandparent

8 (19)

Age

Others

3 (7)

Education level

n (%)

Age range in years (Mean)

n =5

13–18 (M = 15)

Sex

No education

12 (29)

Male

1 (20)

Primary

21 (50)

Female

4 (80)

Secondary

5 (12)

College/ university

4 (9)

Occupational status
No employment

8 (19)

Farming

19 (45)

Self-employment

9 (22)

Employment

6 (14)

Healthcare workers

n =7

Age
Age range in years (Mean)

32–52 (41)

Male

2 (29)

Female

5 (71)

Professional group
Registered nurse

2 (29)

Nurse technician

3 (43)

Counsellors

1 (14)

Clinician

1 (14)

Working experience in ART clinic
Range in years (Mean)

1–7 (M = 3)

Characteristic

n (%)

Teachers

n = 45

Age
Age range in years (Mean)

31–48 (M = 37)

Sex
Male

12 (27)

Female

33 (73)

Level of grade teaching
Grade 1–3

16 (36)

Grade 4–6

19 (42)

Grade 7–8

10 (22)

Teaching experience

Education level
No education

1 (20)

Primary

2 (40)

Secondary

2 (40)

Duration since HIV disclosure
Range in years (Mean)

1–3 (M = 2)

“Working together” conceptual model

A conceptual model was constructed based on the data
emerging from the thematic analysis of transcripts where
participants emphasised the need for all group of participants to work together in order to promote the practice
of effective HIV status disclosure to children. There was
a great deal of discussion related to working together
among the study participants. Primary caregivers, healthcare workers, teachers, and community leaders all felt
that the disclosure of HIV status to children was not well
coordinated because each of the stakeholders was working in isolation rather than working as a team. All participants expressed the need to work together when
talking about HIV and disclosure. This was found to include sharing the responsibility to ensure that the process
of HIV disclosure was conducted in a coordinated way
and ensuring that there was open communication as they
carried out their respective tasks (see Fig. 1). These three
themes are described in greater detail below. Pseudonyms
chosen by the research team are used to present direct
quotes from participants.
Theme one: Talking about HIV

Several primary caregivers and teachers said that they
welcomed the opportunity to meet together to talk
about HIV and disclosure to children. Aida, the mother
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Fig. 1 The Working together model

of one child, said that: “This forum has benefited me a
lot and I will start getting free with him and start disclosing slowly.” Patuma, another mother said that:
“Today, I had the opportunity to learn about what to tell
her based on what my friends are saying here. I think I
have found an answer.” One of the teachers, Yosefe,
made the following comment:
“I am ... happy that ... you have involved us at the
grassroots [level] because ... most of you like to just
involve healthcare workers and leave us out in
programmes affecting children, and you find that such
programmes are not effective because you missed
important issues that could have been included if you
had involved us.”
Participants reported several reasons why HIV disclosure was not often discussed. These reasons and participants’ suggestions for breaking down barriers are
presented in the following subthemes.
Reasons for not disclosing HIV

While most participants recognised the importance of
HIV disclosure to the child, they reported that disclosure

was rarely practised because of the fear of stigma and
discrimination, cultural sensitivity to sexual topics,
the complexity of the disclosure process, and primary
caregiver’s feelings of guilt about transmitting the
virus to the child.
Stigma and discrimination Stigma and discrimination
against people living with HIV were reported by most of
the participants as the main reason for non-disclosure.
Sainabu, a mother of a seven year old child said that
“We are afraid to tell a young child of seven years about
his HIV status because he may end up telling his friends
about his condition who may then discriminate against
him.” Joyce, a mother of a ten year old, explained how
her child was about to drop out of school because of
stigma. One nurse reported that, in her experience,
stigma and discrimination against people who were
known to be HIV positive were still common in some
communities. Mrs. Banda, a teacher, reported how children suspected of having HIV were stigmatised at school
“When we are teaching, you find that some of the children start mentioning names of the pupils they suspect to
have HIV, they are like…madam, this one has HIV.” In
addition, Yohane, an adolescent living with HIV
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explained how the experience of stigma and discrimination in her community affected her:
“The problem is that when we are going to the hospital
to collect medication, people near our home call us
names like …. look at HIV positive children, they are
going to the hospital to receive ARVs…. We are always
sad with this.”
Another adolescent, Sainabu, reported that he had not
told anyone about his HIV status because of fear of
stigma and discrimination. “I have not told anybody
about my HIV condition because I am afraid that they
can start discriminating against me”.
Cultural sensitivity to sexual topics Many participants
thought that cultural practices that discouraged parents
from discussing HIV sexual related topics were barriers
to HIV status disclosure to children. One community
based leader reported that “it is difficult for parents to
disclose HIV to a child because of culture…when parents
are telling a child about HIV, a child can be surprised
and say what are my parents trying to tell me?” Many
healthcare workers also reported that some parents felt
uncomfortable discussing the issue of HIV with their
young child because it was related to sex. “Some parents
find it difficult to discuss reproductive health issues with
their children despite being important for children with
this condition.” Tamala, a mother of a 12 year old child,
reported that the mode of HIV transmission made it
hard for a primary caregiver to discuss the disease with
the child “This is a difficult issue to discuss with the child
because of the way the child got the infection.”
Complexity of disclosure Many healthcare workers,
teachers and community leaders acknowledged that
explaining HIV to the child was a difficult task which required confidence, and skills to initiate trust. Lesinati, a
teacher, felt that disclosure was a difficult task because
of the poor outcomes of HIV infection. “If you have been
diagnosed with HIV, it marks the end of your life, so you
have to take care of how you inform the child about his
condition. It requires you to go along very well with the
child, it is, of course, a long process.” One of the nurses
said that some primary caregivers do not know how to
disclose to the child. “it is a difficult issue … they have
problems to inform their child about her/his HIV status.”
Guilt and fear of family disharmony Most healthcare
workers and teachers thought that many of the children
who had HIV acquired the infection from their mother
and that many primary caregivers felt guilty and did not
want to disclose to their child for fear of bringing
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disharmony to their homes. Patuma, a mother of a
10 year old boy said that:
“Sometimes when you tell your child about his/her
HIV status, for instance, a 12-year-old girl, she may
ask you….I have never slept with a man how did I get
this disease?.…. so this causes conflicts.”
One of the adolescents, Shaibu, made the following
comment:
“It is a different case if you got the infection because
you were involved in promiscuous behaviour, you can
blame yourself, but getting it from parents as I did is
difficult to understand. I had no chance to confront
my parents about this because I lost them when I was
young”.

Breaking down barriers

Most of the participants felt that it was important to
break down the barriers to talking about HIV disclosure.
They acknowledged the need to disclose HIV status to a
child and to discuss the disclosure process.
The need for disclosure Many participants reported
that it was necessary to inform children of their HIV status because doing so would help to protect children
from reinfection, promote autonomy in care and treatment as well as help children to live a healthy life. The
majority of participants felt that disclosure would help
children to understand about the disease and treatment.
Mr. Sauli, the father of an eight old child, said that “It is
important to explain to the child while he is still young
so that he can grow up knowing his disease and the medications that he is taking.” One of the counsellors reported that “when a child is aware of his HIV status, he
adheres to ARVs prescription… because he knows the
benefits of the medication.” Mrs. Khoma, a teacher, said
that disclosure can protect the child and others from
HIV infection. “If we tell the child while young, he cannot
spread the infection to others and he can also know how
to protect others from the infection.” On the other hand,
the majority of the adolescents interviewed thought that
children should be told about their HIV status starting
from the age of six years so that they can grow up knowing their HIV status. “The child should be told about his
or her condition from the age of six years going up
yeah…. because by then they can talk and even understand issues.” (Basamu, adolescent living with HIV).
Need to discuss the disclosure process Participants
had different views regarding the best age and person to
disclose as well as how the disclosure process should be
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conducted. The majority of participants identified primary caregivers as the principle people to disclose HIV
to the child with support from healthcare workers and
others. One of the nurses said that “The guardian or
parent of the child should be the one to disclose to the
child because she is the one who stays with the child, they
are close but also they trust each other.” Primary caregivers went further to suggest the person in the family
closest to the child should disclose. Some participants
thought that primary caregivers and healthcare workers
should disclose to the child together. Chifundo, a
mother of a 6 year old child said that “The best way
would be for a parent and healthcare worker to come together and inform the child about his/her HIV status. In
this way, the child can easily understand his/her condition.” On the other hand, some thought that any trustworthy or responsible person could disclose to the child.
Mr. Jere, a primary school teacher, suggested that “Sometimes as a parent, you can be uncomfortable to explain
this to a child, and you can ask people that you trust to
do that for you.” In addition, there were some participants who were of the opinion that community leaders,
primary caregivers, teachers and healthcare workers
should all take part in the disclosure process. Janet, a
nurse, commented that “Anyone who is responsible and
who has knowledge can disclose to the child be it parents,
community leaders or teachers.”
Theme two: Open communication

The majority of the participants expressed concern
about a lack of openness among the stakeholders to discuss the child’s HIV status and issues regarding disclosure of HIV status. They characterised their
communication as closed as opposed to open. Differences of opinions were identified among the participants
during discussion about how HIV disclosure to a child
should be conducted. Most healthcare workers, teachers
and community leaders reported that primary caregivers
were not open to discussing issues related to disclosure.
This was reinforced by Madalitso, a teacher: “Most parents are not comfortable to discuss this issue with us.”
More than half of the healthcare workers reported that
many primary caregivers were opposed to disclosure of
HIV to a child and that they were not open to give reasons for their decision. All adolescents reported that
their primary caregivers knew they were living with HIV
but were not open to disclose this to them. This was illustrated by one adolescent, Yohane,who stated: “I was
told about my HIV status when I was 12 years old. My
parents did not want to tell me about my HIV status despite asking them to tell me the reason for my frequent
hospital visits…... one day, I went to the hospital alone
and asked the doctor about my condition. The doctor did
not hide anything from me; he told me that I had HIV.”
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On the other hand, some primary caregivers reported
that healthcare workers did not provide time to discuss
issues regarding HIV disclosure to their children. Instead, they were just told to administer medications to
the child. Chifundo commented that “The healthcare
workers just tell us about how the child should be taking
the medication but do not have time to discuss with us
how we are supposed to tell the children about their HIV
status.” A number of primary caregivers reported that
they wished they had discussions on safe HIV disclosure
with healthcare workers.
Barriers to open communication

While many participants expressed their wishes to have
more open communications with the other groups of
participants, they pointed out that the hierarchical relationships between them and a perceived lack of knowledge and understanding about HIV among the primary
caregivers were major constraints.
Hierarchical relationships Although no participant
spoke directly about hierarchical relationships, this tension was clearly identified from their comments. Most
healthcare workers, teachers, and community leaders
expressed a sense of superiority that their knowledge
about HIV and health surpassed that of primary caregivers who mostly lacked health education and knowledge especially in relation to HIV. Mr. Salijeni, a grade
four teacher, said that “Teachers have more HIV knowledge than parents. If they can be involved in the disclosure process, they can assist the child to understand about
his/her condition.” Indeed, some healthcare workers
were of the view that primary caregivers should follow
what they were told to do. Ephraim, a counsellor, reported that “Parents lack necessary knowledge and skills
to disclose, as such, they are supposed to closely follow
what we tell them regarding disclosure so that they can
assist the child to understand his/her condition.” Another healthcare worker reported that they instruct primary caregivers to initiate the disclosure process first
before they are fully involved in the process. Janet, a
nurse, commented that “When we find that the child is
not yet told about his HIV status, we tell the parents to
disclose and then hand over the child to us for counselling and teaching about HIV medication.” Reinforcing
this hierarchical relationship, most primary caregivers
indicated that they complied with the instructions of
healthcare workers, acknowledging the latter’s expertise.
Sayinatu said that “For us to give proper support to a
child with HIV, we need to follow what the doctors say.”
Perceptions of knowledge There was general agreement among all participants that healthcare workers
were most knowledgeable about HIV, followed by
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teachers, community leaders, and then primary caregivers. As such, there was a view that primary caregivers
were supposed to listen and do what they were told by
healthcare workers, teachers, and others. Thumbiko, a
teacher reported that “Parents do not know the approach
that they can use to tell the child that he is HIV positive
and that is why healthcare workers should teach them
how to disclose.” This was also supported by a nurse:
“Some parents are illiterate … they lack expertise on how
best to disclose to a child.”
Misunderstandings A hierarchical approach as also evident in the reports by participants that there were often
misunderstandings among them regarding disclosure of
HIV status to the child. Healthcare workers reported
that it was difficult to comprehend that despite repeating
the need to disclose to the child, parents were reluctant
to do so. “We keep on reminding them to disclose to the
child, but they do not see the need for the child to know,
so we give them time to decide when they are ready to
disclose.” On the other hand, many primary caregivers
reported that healthcare workers did not seem to understand why they had problems disclosing to their child.
Meliya, the mother of a 12 year old child explained:
“Healthcare workers always ask us why we have not disclosed, but they do not understand what it is like to have
a child with HIV and to have your neighbours talk about
you.” Then again, many teachers stated that they did not
understand why primary caregivers were not open to
discuss the child’s HIV status with their teacher despite
being told by their healthcare workers to do so.
Breaking down barriers

Throughout the interviews and focus group discussions,
many participants expressed their wish for open communication among all those involved, thereby creating an environment where everyone would feel welcome, and trust
could be built, and relationships improved. Siyambota, a
community leader, summed up the need for open communication among the people involved in the care of a child:
“I think that if healthcare workers and all the stakeholders
can meet and discuss how best this issue can be tackled,
then I am sure we can have a good plan on how to assist
children in knowing their HIV status.”
Feeling welcome Many healthcare workers reported
that some primary caregivers and their children were
avoiding hospitals near their home where they might be
known and going to distant hospitals where they were
less likely to be judged and felt welcome to receive
medication. A few primary caregivers reported that they
knew of friends whose children had HIV who were not
taking their child to the hospital because they believed
they would not be welcomed there. “Some parents avoid
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public hospitals because they are not sure how they will
be treated, but we still encourage them to go to the hospital to get help.”
Trust Trust was proposed by some participants as an essential component of a relationship that would ensure
open communication among the members. Some healthcare workers thought that primary caregivers did not trust
them to support their children. Janet, a nurse, commented: “Some primary caregivers are not comfortable to let
healthcare workers disclose HIV status to their children because they do not know how the disclosure process would
be conducted”. One teacher, Sikawa, stated that all stakeholders needed to trust each other if they were to provide
an effective HIV disclosure “For the whole process of HIV
disclosure to be possible, then parents, healthcare workers,
teachers and leaders need to trust each other.” Chiona,
one of the traditional leaders, also alluded to this by saying: “Parents need to trust us chiefs by informing us of the
problems their children are facing in the community.
Otherwise, it is difficult for us to know.”
Good relationships All the participants expressed the
importance of a good relationship if they were to freely
discuss issues related to the child’s HIV status. Some primary caregivers reported that it was important to have a
good relationship with teachers and healthcare workers
so that they can help to take care of their children. Jasimini said that “We need to get along very well with
teachers and healthcare workers because they help in
caring for our children.” A number of healthcare workers
said that a good relationship with primary caregivers
could facilitate disclosure of HIV to the child. A
counsellor, Mr. Nyirenda, commented that “Effective disclosure depends on the relationship between the healthcare worker and the primary caregiver if there is a good
relationship between these two, discussion on HIV disclosure is not difficult.” Some primary caregivers reported that they had an open discussion with their
child’s teacher regarding ways the teacher could assist
their child and this was helpful. Eluby, the mother of a
12 year old child explained that:
“When my child started getting HIV medication, some
of her friends were bullying her at school; I had a
friend who was teaching at the same school, who was
also HIV positive. I discussed this with her, and she
helped my child by talking to the other children to
stop their bullying behaviour.”

Theme three: Shared responsibility

Participants recognised that children who are living with
HIV needed care and services provided by many groups
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of people, including their parents, healthcare workers,
teachers, traditional leaders, non-government organisation officers, and government officials. The participants
felt that through shared responsibility, children living
with HIV can be assisted to achieve good health and developmental outcomes. While most participants
expressed the wish that there was shared responsibility,
they thought that each group was working in isolation
and there was little attempt to share responsibility for
care.
Barriers to sharing responsibility

Defined roles Most participants expressed the belief
that each stakeholder had a specific role to play in the
care of a child. They were of the view that primary caregivers had the main responsibility of caring for the child.
Esime explained that “I as a parent, have that main responsibility of providing care that a child needs every
day because I am the one who has raised him.” This was
supported by one of the nurses, Janet, who commented
that “the parent has the main responsibility of providing
care to a child including giving the child HIV medications.” The majority of participants were also of the view
that healthcare workers had the responsibility of assisting and providing support to primary caregivers to effectively care for their child. With regard to teachers,
many participants felt that teachers had a responsibility
to protect the child from stigma at school, support the
child to attend hospital appointments, and provide additional teaching support. Mr. Mbewe, a teacher, commented: “We also guide these children and discourage
other children who have no HIV from stigmatising or discriminating against these children.” Some participants
thought that community leaders had the responsibility
of providing education for people in the community
about disclosure and encouraging parents to send their
children to support groups. This was illustrated by
Adna, a support group leader:
“As a support group we can ensure that once children
are disclosed to, they are not stigmatized or
discriminated against by organising campaigns in the
villages…..we can invite people living with HIV and
those without to educate them on negative effects
of stigma and discrimination. This can change
people’s attitudes and behaviour towards children
living with HIV.”

Blame game The lack of shared responsibility identified
tensions in the data revealing a ‘blame game’ shared
among healthcare workers, teachers, primary caregivers
and community leaders. Each group blamed another
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group for failing to take responsibility for caring for children living with HIV. Martha, a nurse commented that
primary caregivers do not disclose to their child after being given an explanation as to why they should do so:
“Many children are not aware of the reason they are taking ART medications, we do explain to parents that they
should disclose the condition to the child, but most of
them say they have not yet done that.” Many primary
caregivers felt that healthcare workers were not helping
them to effectively disclose to the child. This was supported by one of the teachers, Mr. Sande, who said, “The
healthcare workers should also take the responsibility of
disclosing the condition to the child, they should not just
tell parents that this is a secret.” Teachers and community leaders reported that although they wanted to take
part in the disclosure process, their hands were tied because it was difficult for them to identify children who
were HIV positive in order to take part in the disclosure
process as most often primary caregivers were not telling
them about their child’s HIV status for fear of discrimination. Wanangwa, a teacher’ said that “Parents are not
free to give information to the school about their children
who have HIV, which makes it difficult for us, teachers,
to identify these children and get involved in the disclosure process.”
Breaking down barriers

Most participants pointed out that shared responsibility
had many benefits and there was a need to identify factors that can promote shared responsibility among all
groups. The majority of primary caregivers felt that
shared responsibility would help to ensure continuity of
care and appropriate disclosure of HIV status was provided to children. Rhoda, a teacher, went on to say:
“What matters to us most is that we want primary
caregivers to be free with us, to tell us if their children
are HIV positive, in that way we teachers and parents
will work together to assist the children and even at
school when other pupils want to call them names,
they will be afraid of us because we will put in place
measures to protect such children.”

Support groups A number of participants suggested
that the formation of support groups for children living
with HIV was a good way of facilitating shared responsibility. Fabiano, a clinician, said that “We have a Teen
Club here at the hospital that helps children with HIV to
know more about their health. Children from the age of
12 or 13 can join the club.” Semati, the parent of a
14 year old child reported, “It is important that the children should be going to a support group so that they are
encouraged and not to be worried that they are the only
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ones with HIV.” Some community leaders reported that
although the support groups were beneficial to children
living with HIV, some primary caregivers were not sending their children to these groups. Mercy, a community
based leader, commented:
“There is a need for sensitisation because there are
many people including children who tested positive
for HIV in the villages but have not yet joined the
support groups. They do not understand what it
means to have HIV in their body. Many of them just
stay at home… they do not want to come to the
groups and interact with their friends.”
Most of the adolescents living with HIV who took part
in the study reported that they felt extremely anxious
when they were told they had HIV, and that their attendance at a support group had helped them to accept their
HIV status and adopt healthy behaviours. Alinafe, a
15 year old adolescent living with HIV shared: “When I
joined the support group at FPAM, I met children of my
age and my fears disappeared because I thought, why
should I be worried when my fellow friends are also living with the same condition…. I realised that having HIV
is not the end of one’s life.”
Disseminating information about disclosure, Many
participants expressed the view that there was a need for
them to share responsibility for disseminating information about HIV disclosure. Some suggestions for dissemination were: holding campaigns in the communities,
using the radio and other media, talking about HIV at
church gatherings, and putting up posters in hospital departments. One of the counsellors, Sibakwe, suggested:
“Our tradition demands that we respect the chiefs, so
I think the best way is to sensitise the chiefs on this
issue, informing them on how stigma and
discrimination are negatively impacting on the
disclosure of HIV status to children, and asking them
for permission to educate people to stop stigma and
discrimination against people living with HIV.”
Mr. Phiri, the leader of a community based organisation, added that:
“We have a drama group which can be used to
sensitise people in the community about the
importance of HIV disclosure to children.”

Discussion
The study findings show that participants expressed the
need to work together through talking about HIV, open
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communication and shared responsibility. Participants
reported that they wanted to talk together about HIV
disclosure. However, the negative consequences of HIV
disclosure, cultural barriers, and complexity of the
process often prevented them from doing so. Many participants recognised the importance of HIV disclosure as
a way of promoting discussion about HIV. It was clear
that much of the communication between them was
closed because of hierarchical relationships, misunderstandings, and the perception that parents lacked education and knowledge. Participants also recognised the
need for shared responsibility in providing care to a
child living with HIV. Each group of participants identified specific roles that they should play in the partnership. Nonetheless, participants blamed one another for
failure to take responsibility for carrying out their role.
Participants reported that they wanted to talk about
HIV disclosure more, but they were hindered by stigma
and discrimination, feelings of guilt for transmitting the
virus to the child, cultural factors, and the complexity of
the disclosure process. HIV disclosure is a sensitive issue
to talk about in Malawi because of the stigma and discrimination directed towards people living with HIV [34,
35, 40]. People living with HIV are discriminated against
because many people believe that those with HIV: have
been involved in socially unacceptable practices, such as
sex work; are not moral; are infectious; and are incurable
[40]. Furthermore, it has been found that stigma and
discrimination have been directed at all members of
families that are affected by HIV, including the children
[34, 40]. Similar findings have also been reported in
other sub-Saharan African countries [9, 11, 41]. In
addition, it is difficult for primary caregivers to discuss
HIV disclosure with their child because doing so involves talking about sex which is considered culturally
inappropriate in Malawi [34].
The lack of confidence about discussing disclosure
with their children that was evident among most primary caregivers in this study is another major barrier to
HIV disclosure that has been reported in previous studies [12, 42–44]. These findings highlight the crucial need
for healthcare workers to support primary caregivers appropriately through the disclosure process. The WHO
recommends that disclosure should be conducted gradually, in line with the child’s age and their emotional maturity [45]. However, it is difficult for primary caregivers
to implement this recommendation without a great deal
of support from healthcare workers [3, 11, 45, 46]. Authors of a recent systematic review of disclosure of HIV
status to children in sub-Saharan Africa reported that
primary caregivers needed support from healthcare
workers to effectively disclose HIV status to children
[11]. Within the context of a trusting relationship, it is
essential for primary caregivers to understand why it is
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important to disclose and to develop the skills necessary
to do this in a safe and effective manner.
Another important finding in our study was that relationships of unequal power, misunderstandings, and the
perception that primary caregivers have little knowledge
about HIV among participants prevented open communication. In Malawi power is exercised through a variety
of hierarchies that include bureaucracy, tradition and
educational attainment [47]. The power of healthcare
workers and teachers is based on their high level of education and their status as professionals. They are
respected and regarded as important people in the community [47]. The majority of primary healthcare users
are women with low socioeconomic status and lower social status than men. This reinforces the imbalance of
power and constrains their engagement with healthcare
workers, as well as participation in healthcare programmes [47].
In addition to their low social status, women who care
for children living with HIV, are often treated rudely by
healthcare workers because they have no choice in relation to the clinics they attend and are powerless to complain. There are few private healthcare facilities in the
rural areas where most families reside, and the great majority of women would not be able to afford private care
in any case. As such, healthcare workers in public facilities are in high demand. They sometimes exercise their
authority by providing or withdrawing services or resources from the people they serve [47]. Inappropriate
or rude actions usually go unpunished [47]. The unequal
power between healthcare workers and the people they
serve is highlighted in a number of studies conducted in
Malawi [48–51]. For example, the authors of two studies
that assessed women’s perception of antenatal care
found that health care workers treated women who
came for antenatal care as though they were children,
they were shouted at and ordered not to complain otherwise they would be sent back home [48, 50]. In another
study, family members who were giving basic care to
very sick relatives reported that healthcare workers were
disrespectful toward them and that they were often
chased away from the wards where their relatives were
patients [49]. In a related study, patients reported that
they were sometimes slapped and swore at by healthcare
workers [50]. In a final example, in a recent study about
healthcare utilisation in Malawi, the authors found that
the poor behaviour of healthcare workers was one of the
reasons why some people decided to stop using public
services altogether [51]. It is, therefore, no surprise we
found that open communication between healthcare
workers and primary caregivers was uncommon. This
issue is not specific to Malawi, it is prevalent in all
sub-Saharan countries [52–54] and also not unusual in
resource-rich settings [55].
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While it would be easy to blame healthcare workers
for this lack of open communication and occasionally inappropriate behaviour, it is important to acknowledge
that the healthcare workers, themselves, are neither, the
true cause of, or the ultimate solution to, the problem.
The underlying cause is a chronic lack of financial, physical and human capital resources in the healthcare system [56]. The majority of people in Malawi are
extremely poor, and they cannot afford private healthcare. The services that are available are free and largely
financed by the Government. However, due to the global
economic downturn, the Government currently provides
even less funding for healthcare services than in the past
[56]. For example, in 2014 the Government of Malawi
provided US$11 per person for basic health services instead of the US$86 that is recommended for Malawi
[57]. In addition to a lack of physical resources, such as
hospitals and equipment, insufficient funding has resulted in inadequate investment in human resources. For
example, the ratio of professional healthcare workers to
the population is 0.2 per 10,000 and 3.4 per 10,000 for
doctors and nurses respectively [58]. The nurse to population ratio is only a third of what WHO recommends
[58]. Inadequate funding has resulted in exceptionally
high workloads and very low salaries for healthcare
workers in Malawi [58, 59]. Because of high workloads,
healthcare workers have reported feeling exhausted and
failing to discharge their duties professionally [60].
It has been suggested that ensuring there is equal
power and trusting relationships between primary caregivers and other groups of participants is an important
step in providing a safe environment for HIV disclosure
[61]. The building of trust helps to promote engagement
between community members and healthcare workers
[61–63]. Patients, or members of the public, need to
trust healthcare workers before they engage with them
in any important health interventions [63]. It is a necessary step towards building a good relationship that can
lead to a free and open discussion [61]. In addition, trust
in the healthcare system helps to improve patients’
health outcomes and satisfaction with care [64]. It is,
therefore, important for healthcare workers to create a
conducive environment where primary caregivers can
trust them to discuss their concerns regarding the disclosure of HIV status [45]. This sounds ideal, and yet the
reality is that it is very difficult for healthcare workers in
Malawi to make the time, and have the composure required to communicate effectively with primary caregivers about HIV disclosure with their children.
Participants in this study reported the importance of
shared responsibility among the participants in order to
meet the needs of children living with HIV. It was suggested that the four groups of participants make a disclosure plan together and develop strategies to protect
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the child from the negative consequences of disclosure.
For participants to work together, there is a need for
them to have a common language and a mutual understanding which can be made possible through more
open channels of communication [65, 66]. Shared responsibility ensures accountability among stakeholders
since each member is aware of the boundaries of his or
her responsibility and that of others in the team [65]. It
also ensures the continuity of care since a channel of
communication is established to ensure the flow of information regarding the care that the child is receiving
and the next plan of care [65].
According to Durch and colleagues [66], in the context
of health promotion, the first step to shared responsibility is for the participants to acknowledge that all the
groups of participants share the responsibility to improve the health of a particular population. The second
step involves assigning specific tasks to each group of
participants. Each group participants could be held accountable for the assigned task. Successful performance
could be rewarded, and failures be subjected to review
by the participatory groups. The assignment of tasks
helps to develop a “round table” approach rather than a
top-bottom approach [66]. In addition, shared responsibility should be built on inclusion, trust, respect relationships, and equality among all members [67]. The team
members need to put in place a clear guideline on how
the partnership will work and identify which channel of
communication team members will follow [65]. The
members will also need to choose active and effective
team leaders to coordinate the activities, as often partnerships with passive leaders do not last long [68].
In our study, teachers and community leaders reported
that they could not adequately support children living
with HIV because primary caregivers did not inform
them about their HIV status. Similar findings were reported in a study from Zimbabwe, where teachers reported that they were not told about the HIV status of
the pupils who were living with HIV, which made it difficult for them to identify them and provide the necessary
support [23]. The failure of primary caregivers to inform
their child’s teacher of their HIV status is not confined
to sub-Saharan Africa. The authors of a study recently
conducted in the UK reported that the primary caregivers of 89% of children living with HIV did not inform
schools about their children’s HIV status which made it
difficult for teachers to support the children [69]. The
most important part of ensuring a workable partnership
to support children living with HIV is social disclosure.
According to the WHO, social disclosure entails that the
primary caregiver identifies and shares the child’s HIV
status with other people in his/her social network who
may assist in the disclosure process and provision of
other related issues [1]. For this to be possible mutual
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trust and understanding among the team members is
important [70]. Primary caregivers need assurance that
shared information will be kept confidential and that
their child will be protected from the negative consequences of disclosure. As they mature emotionally and
cognitively, children themselves need to become involved in the process so that they are aware of the kind
of support they can receive from each member of the
team [1].
Participants suggested that one way of sharing responsibility was providing care to children through support
groups. Adolescents reported that joining a support
group was a key strategy that facilitated their acceptance
of HIV. Moreover, the support group helped them to develop resilience to stigma and discrimination and adopt
a healthy lifestyle. Similar findings are reported in studies from Zimbabwe, Botswana, and Thailand [12, 28, 71,
72]. Other benefits of support groups to children as reported by authors of recent studies include helping children to understand their illness [12]; regain their
confidence [28]; and receive support related to education, skill building, stigma, healthy living, and love [72].
To the best of the authors’ knowledge, this is the first
study to be conducted in Malawi and sub-Saharan Africa
to assess the involvement of key stakeholders in the disclosure of HIV status to children. The study aimed to address gaps in knowledge about HIV disclosure to children
that had been identified by WHO [1]. It is anticipated that
the study findings will bring the issue to the attention of
people throughout the world and make a significant contribution to the practice and the development of policies
and materials related to paediatric HIV care not only in
Malawi but also in other sub-Saharan African countries.
The study has a number of strengths. Firstly, participants represented all main stakeholder groups involved
in the care of a child living with HIV. Second, they came
from all regions in Malawi which are diverse in terms of
culture and socioeconomic status. Third, data collection
involved both interviews and focus group discussions
which helped to provide rich data. Fourth, the large
numbers of interviews and focus groups meant that data
saturation was easily reached. Fifth, data were analysed
using a well-accepted systematic approach. The study is
not without limitations. First, due to the nature of the
study, subjectivity during data analysis and interpretation
cannot be ruled out. Nonetheless, the process of data
analysis involved a group of experts with a wide range of
expertise who reviewed and identified themes, and this
helped to validate and improve the credibility of the
study findings. Second, the findings may be prone to social desirability bias considering that we collected data
from well-respected people in the community who are
supposed to live an exemplary life and thus are likely to
provide anticipated correct responses.
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Conclusion
The findings of this study have shown that there is
agreement among stakeholders about the need to work
together to disclose HIV status to children. The
provision of ARV medication to children at no direct
cost to their families has resulted in a marked reduction
in new cases of HIV among children and substantially
increased the life-expectancy of children with the disease. There is now great hope for many children to lead
fulfilling lives and contribute significantly to the economic development of their country. While this success
in the prevention and treatment of HIV is to be
applauded, there are consequences for children living
with HIV and their families that have not been fully
recognised. One of the key issues is that many children
are growing up with no knowledge that they have HIV
[9, 73–75]. These children are at increased risk of a
range of poor health and developmental outcomes [76,
77] and they pose a risk to others through the inadvertent spread of HIV. Therefore, in addition to ARV medication, these children and their families, as well as local
health and education services, require a great deal of
support with appropriate physical and human resources.
Healthcare workers and teachers would benefit greatly
from training in working together with families living
with HIV and, specifically, training in the disclosure
process. They also require resources, in the form of
books and other educational materials, to help explain
HIV and effective management to children and families.
While this may seem to be a relatively straightforward
goal, it is an enormous task to achieve in Malawi and
other sub-Saharan African countries where healthcare
budgets are already stretched beyond the limit, and there
are numerous health and social problems.
Abbreviations
AIDS: Acquired Immuno-Deficiency Syndrome; ART: Antiretroviral Therapy;
ARVs: Antiretrovirals; DVD: Digital Video Disc; FPAM: Family Planning
Association of Malawi; HIV: Human Immunodeficiency Virus; MOH: Ministry of
Health; NAPHAM: National Association of People Living with HIV and AIDS in
Malawi; NGO: Non-Governmental Organizations; UK: United Kingdom;
UNAIDS: Joint United Nations Programme on HIV/AIDS; UNESCO: The United
Nations Educational, Scientific and Cultural Organisation; UNICEF: United
Nations International Children’s Emergency Fund; US: United States of
America; WHO: World Health Organization
Acknowledgements
We are indebted to all participants for accepting to take part in this study.
We are also thankful to research assistants, management and staff of the
hospitals where we collected data for their support.
Availability of data and materials
The data for this study are available upon request from the corresponding
author.
Authors’ contributions
FWK, GEK, MA, AC participated in the design of the study, FWK collected
data, FWK and GEK, MMT analysed data, FWK, GEK, MA, AC MMT participated
in the writing of the manuscript. All authors have read and approved the
final draft of the manuscript.

Page 15 of 17

Ethics approval and consent to participate
Ethical approval was obtained from the Malawi Government National Health
Science Research Committee (Approval Number: NHSRC 1347) and the
Curtin University Human Research Ethics Committee (Protocol Approval HR
186/2014). Written informed consent to participate in the study (focus
groups and interviews) was obtained from the study participants prior to
data collection. Parental/guardian written informed consent to participate in
this study was obtained for all participants under the age of 16 years old.
Permission to collect data was also obtained from the District Health Officers
and the Directors of the hospitals where data collection was conducted.
Consent for publication
Not applicable.
Competing interests
The authors declare that they have no competing interests.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.
Author details
1
School of Nursing, Midwifery and Paramedicine, Curtin University, Perth,
Australia. 2Mzuzu University, Mzuzu, Malawi. 3Kamuzu College of Nursing,
University of Malawi, Blantyre, Malawi.
Received: 15 January 2018 Accepted: 10 July 2018

References
1. WHO. Guideline on HIV disclosure counselling for children up to 12 years of
age. Geneva: WHO; 2011.
2. Wiener L, Mellins CA, Marhefka S, Battles HB. Disclosure of an HIV diagnosis
to children: history, current research, and future directions. J Dev Behav
Pediatr. 2007;28(2):155.
3. O'Malley G, Beima-Sofie K, Feris L, Shepard-Perry M, Hamunime N, JohnStewart G, Kaindjee-Tjituka F, Brandt L. "If I take my medicine, I will be
strong: " evaluation of a pediatric HIV disclosure intervention in Namibia. J
Acquir Immune Defic Syndr (1999). 2014;68(1):e1–7.
4. Wattradul D, Sriyaporn A. Experiences of caregivers in healthcare for and
social support of HIV positive children attending schools in Bangkok. Asian
Nursing Res. 2014;8(3):226–31.
5. De santis J, Collins JM. Don’t ask, don’t tell? The ethics of disclosure of HIVstatus to perinatally-infected children. DST–J bras Doenças Sex Transm.
2005;17(3):181–8.
6. Mburu G, Ram M, Oxenham D, Haamujompa C, Iorpenda K, Ferguson L.
Responding to adolescents living with HIV in Zambia: a social–ecological
approach. Child Youth Serv Rev. 2014;45(0):9–17.
7. Moodley K, Myer L, Michaels D, Cotton M. Paediatric HIV disclosure in South
Africa -- caregivers' perspectives on discussing HIV with infected children. S
Afr Med journal. 2006;96(3):201–4.
8. Kiwanuka J, Mulogo E, Haberer JE. Caregiver perceptions and motivation for
disclosing or concealing the diagnosis of HIV infection to children receiving
HIV care in Mbarara, Uganda: a qualitative study. PLoS One. 2014;9(3):
e93276.
9. Vreeman R, Scanlon M, Mwangi A, Turissini M, Ayaya S, Tenge C, Nyandiko
W. A cross-sectional study of disclosure of HIV status to children and
adolescents in western Kenya. PLoS One. 2014;9(1):e86616.
10. Mburu G, Hodgson I, Kalibala S, Haamujompa C, Cataldo F, Lowenthal ED,
Ross D. Adolescent HIV disclosure in Zambia: barriers, facilitators and
outcomes. J Int AIDS Soc. 2014;17:18866.
11. Aderomilehin O, Hanciles-Amu A, Ozoya OO. Perspectives and practice of
HIV disclosure to children and adolescents by health-care providers and
caregivers in sub-Saharan Africa: a systematic review. Front Public Health.
2016;4:166.
12. Kidia KK, Mupambireyi Z, Cluver L, Ndhlovu CE, Borok M, Ferrand RA. HIV
status disclosure to perinatally-infected adolescents in Zimbabwe: a
qualitative study of adolescent and healthcare worker perspectives. PLoS
One. 2014;9(1):e87322.
13. Sariah A, Rugemalila J, Somba M, Minja A, Makuchilo M, Tarimo E, Urassa D,
Siril H: “Experiences with disclosure of HIV-positive status to the infected

Kalembo et al. BMC Public Health (2018) 18:884

14.

15.

16.

17.

18.

19.
20.
21.
22.

23.

24.

25.

26.

27.

28.

29.

30.

31.
32.
33.

34.

35.
36.

child”: Perspectives of healthcare providers in Dar es Salaam, Tanzania. BMC
Public Health. 2016;16:1083.
Amzel A, Toska E, Lovich R, Widyono M, Patel T, Foti C, Dziuban EJ, Phelps
BR, Sugandhi N, Mark D. Promoting a combination approach to paediatric
HIV psychosocial support. AIDS (London England). 2013;27(0 2):S147.
Abubakar A, Van Baar A, Van de Vijver FJR, Holding P, Newton CRJC.
Paediatric HIV and neurodevelopment in sub-Saharan Africa: a systematic
review. Tropical Med Int Health. 2008;13(7):880–7.
Rujumba J, Mbasaalaki-Mwaka CL, Ndeezi G. Challenges faced by health
workers in providing counselling services to HIV-positive children in
Uganda: a descriptive study. J Int AIDS Soc. 2010;13:9.
McCleary-Sills J, Kanesathasan A, Brakarsh J, Vujovic M, Dlamini K,
Namisango E, Nasaba R, Fritz K, Wong VJ, Bowsky S. Foundation for the
future: meeting the psychosocial needs of children living with HIV in South
Africa and Uganda. J HIV/AIDS & Social Services. 2013;12(1):49–62.
Madiba S, Mokgatle M. Health care workers’ perspectives about disclosure
to HIV-infected children; cross-sectional survey of health facilities in Gauteng
and Mpumalanga provinces, South Africa. PeerJ. 2015;3:e893.
Ebersöhn L, Ferreira R. Coping in an HIV/AIDS-dominated context: teachers
promoting resilience in schools. Health Educ Res. 2011;26(4):596–613.
UNESCO. Good policy and practice in HIV & AIDS and education booklet 2;
HIV and supportive learning environments. 2nd ed. Paris: UNESCO; 2008.
Conway M: HIV in schools: good practice guide to supporting children
infected or affected by HIV: National Children's bureau; 2005.
Campbell C, Andersen L, Mutsikiwa A, Madanhire C, Skovdal M, Nyamukapa
C, Gregson S. Children’s representations of school support for HIV-affected
peers in rural Zimbabwe. BMC Public Health. 2014;14:402.
Campbell C, Andersen L, Mutsikiwa A, Madanhire C, Nyamukapa C, Gregson
S. Can schools support HIV/AIDS-affected children? Exploring the ‘ethic of
care’ amongst rural Zimbabwean teachers. PLoS One. 2016;11(1):e0146322.
Punpanich W, Gorbach PM, Detels R. Impact of paediatric human
immunodeficiency virus infection on children's and caregivers' daily
functioning and well-being: a qualitative study. Child Care Health Dev. 2012;
38(5):714–22.
Mutwa PR, Van Nuil JI, Asiimwe-Kateera B, Kestelyn E, Vyankandondera J,
Pool R, Ruhirimbura J, Kanakuze C, Reiss P, Geelen S, et al. Living situation
affects adherence to combination antiretroviral therapy in HIV-infected
adolescents in Rwanda: a qualitative study. PLoS One. 2013;8:e60073.
Kendall N, O'Gara C. Vulnerable children, communities and schools: lessons
from three HIV/AIDS affected areas. Compare: A Journal of Comparative and
International Education. 2007;37(1):5–21.
Petersen I, Bhana A, Myeza N, Alicea S, John S, Holst H, McKay M, Mellins C.
Psychosocial challenges and protective influences for socio-emotional
coping of HIV+ adolescents in South Africa: a qualitative investigation. AIDS
Care. 2010;22(8):970–8.
Mupambireyi Z, Bernays S, Bwakura-Dangarembizi M, Cowan FM. “I don’t
feel shy because I will be among others who are just like me”: the role of
support groups for children perinatally infected with HIV in Zimbabwe.
Child Youth Serv Rev. 2014;45(0):106–13.
World Health Organization. Operations manual for delivery of HIV
prevention, care and treatment at primary health centres in highprevalence, resource-constrained settings: Edition 1 for fieldtesting and
country adaptation. Geneva: World Health Organization; 2008.
International Center for Research on Women and London School of
Hygiene. Tropical medicine: scaling up the response to HIV stigma and
discrimination. London: United Kingdom: London School of Hygiene &
tropical Medicine; 2010.
Allison SM, Siberry GK. National Institutes of Health investment in studies of
HIV disclosure to children. Aids. 2015;29:S109–18.
UNAIDS. HIV and estimates. 2016. http://www.unaids.org/en/
regionscountries/countries/malawi. Accessed 23 Dec 2017.
Kim MH, Mazenga AC, Yu X, Devandra A, Nguyen C, Ahmed S, Kazembe PN,
Sharp C. Factors associated with depression among adolescents living with
HIV in Malawi. BMC Psychiatry. 2015;15(1):264.
Mandalazi P, Bandawe C, Umar E. HIV disclosure: parental dilemma in
informing HIV infected children about their HIV status in Malawi. Malawi
Med J. 2014;26(4):101–4.
Nyando MC. The experiences of caregivers looking after a child living with
HIV and AIDS in rural Malawi. Cardiff: Cardiff University; 2014.
Krueger RA, Casey MA. Designing and conducting focus group interviews.
Social analysis, selected tools and techniques. 2002;4(23):4–24.

Page 16 of 17

37. WHO: Process of translation and adaptation of instruments In; 2014.
38. Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol.
2006;3(2):77–101.
39. Bronfenbrenner U, Ceci SJ. Nature-nurture reconceptualized in developmental
perspective: a bioecological model. Psychol Rev. 1994;101(4):568–86.
40. Pindani M, Nkondo M, Maluwa A, Muheriwa S. Stigma and discrimination
against people living with HIV and AIDS in Malawi. World J AIDS. 2014;2014
41. Vaz LM, Maman S, Eng E, Barbarin OA, Tshikandu T, Behets F. Patterns of
disclosure of HIV status to infected children in a sub-Saharan African setting.
J Dev Behav Pediatr. 2011;32(4):307–15.
42. Mahloko JM, Madiba S. Disclosing HIV diagnosis to children in Odi district,
South Africa: reasons for disclosure and non-disclosure: original research.
African Journal of Primary Health Care and Fam Med. 2012;4(1):1–7.
43. Alemu A, Berhanu B, Emishaw S. Challenges of caregivers to disclose their
children’s HIV positive status receiving highly active antiretroviral therapy at
pediatric antiretroviral therapy clinics in Bahir Dar North West Ethiopia. J
AIDS Clin Res. 2013;4(253):1–7
44. Madiba S. Caregivers lack of disclosure skills delays disclosure to children
with perinatal HIV in resource-limited communities: multicenter qualitative
data from South Africa and Botswana. Nurs Res Pract. 2016;2016:9637587.
45. World Health Organisation. Guideline on HIV disclosure counselling for
children up to 12 years of age. Geneva: WHO; 2011.
46. Kalembo FW, Kendall GE, Ali M, Chimwaza AF: Need and acceptability of
story books intended to help with the process of informing children about
their HIV status in Malawi: a mixed methods study. AIDS Care. 2018;1–8.
47. Norwegian Agency for Development Cooperation. Local perceptions,
participation and accountability in Malawi’s health sector. Oslo: Norwegian
Agency for Development Cooperation; 2013.
48. Kumbani LC, Chirwa E, Odland JØ, Bjune G. Do Malawian women
critically assess the quality of care? A qualitative study on women’s
perceptions of perinatal care at a district hospital in Malawi. Reprod Health.
2012;9(1):30.
49. Hoffman M, Mofolo I, Salima C, Hoffman I, Zadrozny S, Martinson F, Van Der
Horst C. Utilization of family members to provide hospital care in Malawi:
the role of hospital guardians. Malawi Med J. 2012;24(4):74–8.
50. Roberts J, Sealy D, Marshak HH, Manda-Taylor L, Gleason P, Mataya R. The
patient-provider relationship and antenatal care uptake at two referral
hospitals in Malawi: a qualitative study. Malawi Med J. 2015;27(4):145–50.
51. Munthali A, Mannan H, MacLachlan M, Swartz L, Makupe C, Chilimampunga
C. Non-use of formal health Services in Malawi: perceptions from non-users.
Malawi Med J. 2014;26(4):126.
52. Gourlay A, Wringe A, Birdthistle I, Mshana G, Michael D, Urassa M. “It is like
that, we didn't understand each other”: exploring the influence of patientprovider interactions on prevention of mother-to-child transmission of HIV
service use in rural Tanzania. PLoS One. 2014;9(9):e106325.
53. Campbell C, Scott K, Madanhire C, Nyamukapa C, Gregson S. A ‘good
hospital’: nurse and patient perceptions of good clinical care for HIVpositive people on antiretroviral treatment in rural Zimbabwe—a mixedmethods qualitative study. Int J Nurs Stud. 2011;48(2):175–83.
54. Abiola T, Udofia O, Abdullahi A. Patient-doctor relationship: the practice
orientation of doctors in Kano. Niger J Clin Pract. 2014;17(2):241–7.
55. Worthington C, Myers T. Factors underlying anxiety in HIV testing: risk
perceptions, stigma, and the patient-provider power dynamic. Qual Health
Res. 2003;13(5):636–55.
56. Analytical summary - Health financing system [http://www.aho.afro.who.int/
profiles_information/index.php/Malawi:Analytical_summary_-_Partnerships_
for_health_development] Accessed 19 Dec 2017.
57. Factsheet on health financing in Malawi in 2015 [https://mamaye.org/sites/
default/files/blogfiles/Malawi%20health%20financing%20factsheet%202015.
pdf]. Accessed 14 Nov 2017.
58. Schmiedeknecht K, Perera M, Schell E, Jere J, Geoffroy E, Rankin S.
Predictors of workforce retention among Malawian nurse graduates of a
scholarship program: a mixed-methods study. Glob Health Sci Pract.
2015;3(1):85–96.
59. Chimwaza W, Chipeta E, Ngwira A, Kamwendo F, Taulo F, Bradley S,
McAuliffe E. What makes staff consider leaving the health service in Malawi?
Hum Resour Health. 2014;12:17.
60. Bradley S, Kamwendo F, Chipeta E, Chimwaza W, de Pinho H, McAuliffe E.
Too few staff, too many patients: a qualitative study of the impact on
obstetric care providers and on quality of care in Malawi. BMC Pregnancy
and Childbirth. 2015;15:65.

Kalembo et al. BMC Public Health (2018) 18:884

61. Ward PR. Improving access to, use of, and outcomes from public health
programs: the importance of building and maintaining trust with patients/
clients. Front Public Health. 2017;5:22.
62. Gilson L. Trust and the development of health care as a social institution.
Soc Sci Med. 2003;56(7):1453–68.
63. Okello DRO, Gilson L. Exploring the influence of trust relationships on
motivation in the health sector: a systematic review. Hum Resour Health.
2015;13(1):16.
64. Birkhäuer J, Gaab J, Kossowsky J, Hasler S, Krummenacher P, Werner C,
Gerger H. Trust in the health care professional and health outcome: a metaanalysis. PLoS One. 2017;12(2):e0170988.
65. Dobia B, O’Rourke V. Promoting the mental health and wellbeing of
Indigenous children in Australian primary schools. Canberra:
Commonwealth of Australia; 2011.
66. Durch JS, Bailey LA, Stoto MA. Improving health in the community: a role
for performance monitoring. Washington DC: National Academies Press;
1997.
67. Collard KS, D’Antoine HA, Eggington DG, Henry BR, Martin CA, Mooney GH.
“Mutual” obligation in indigenous health: can shared responsibility
agreements be truly mutual. Med J Aust. 2005;182(10):502–4.
68. Alexander JA, Comfort ME, Weiner BJ, Bogue R. Leadership in collaborative
community health partnerships. Nonprofit Management and Leadership.
2001;12(2):159–75.
69. Conroy A, Blackie M, Whiteside A, Malewezi J, Sachs J. Poverty, AIDS and
Hunger: breaking the poverty trap in Malawi. London: Springer; 2016.
70. Arnott J. Working together to safeguard children. In: The early years
foundation stage: theory and practice. edn. Edited by Palaiologou I. London:
Sage; 2016;179–89.
71. Chokephaibulkit K, Tarugsa J, Lolekha R, Leowsrisook P, Manaboriboon B,
Naiwatanakul T, Punpanich W, Nuchanard W, Pattanasin S, Boon-Yasidhi V.
Outcomes of a comprehensive youth program for HIV-infected adolescents
in Thailand. J Assoc Nurses AIDS Care. 2015;26(6):758–69.
72. Lowenthal ED, Jibril HB, Sechele ML, Mathuba K, Tshume O, Anabwani GM.
Disclosure of HIV status to HIV-infected children in a large African treatment
center: lessons learned in Botswana. Child Youth Serv Rev. 2014;45(0):143–9.
73. Vreeman R, Gramelspacher AM, Gisore PO, Scanlon ML, Nyandiko WM.
Disclosure of HIV status to children in resource-limited settings: a systematic
review. J Int AIDS Soc. 2013;16:18466.
74. Skeen S, Tomlinson M, Macedo A, Miltz A, Croome N, Sherr L. Child
development in HIV-positive and HIV-affected children in South Africa and
Malawi—what role for community organisations? Child Youth Serv Rev.
2014;45(0):90–7.
75. Nzota MS, Matovu JK, Draper HR, Kisa R, Kiwanuka SN. Determinants and
processes of HIV status disclosure to HIV - infected children aged 4 to 17
years receiving HIV care services at Baylor College of Medicine Children’s
foundation Tanzania, Centre of Excellence (COE) in Mbeya: a cross-sectional
study. BMC Pediatr. 2015;15(1):81.
76. Melllins CA, Brackis-Cott E, DoLezal C. Patterns of HIV status disclosure
toPerinatally HIV-infected children and subsequent mental health outcomes.
Clinical Child Psychology and Psychiatry. 2002;7(1):1359–045.
77. Bachanas PJ, Kullgren KA, Schwartz KS, Lanier B, McDaniel JS, Smith J,
Nesheim S. Predictors of psychological adjustment in school-age children
infected with HIV. J Pediatr Psychol. 2001;26(6):343–52.

Page 17 of 17

