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Abstract

Background: Healthcare workers (HCWs) in South Africa widely use job-aids as practical tools to enhance the
provision of HIV services, thereby improving patient-provider interactions during the care process. Job-aids are
visual support materials that provide appropriate information using graphics and words in a simple and yet
effective manner. We explored the mechanism through the KidzAlive Talk tool storybook (Talk tool), a child-centred
job-aid for HCWs that facilitates child-participation during HIV consultations in primary healthcare (PHC) clinics
implementing the KidzAlive model.

Methods: The study was conducted in PHC clinics across four districts; namely: uMkhanyakude, Zululand,
uMgungundlovu, and eThekwini in KwaZulu-Natal (KZN), South Africa. We conducted in-depth interviews with
children (n = 30), their primary caregivers (PCGs) (n = 30), and KidzAlive trained and mentored HCWs (n = 20). Data
were collected in both English and isiZulu languages through user-specific, structured in-depth interviews. All the
interviews were audio-recorded (with participants’ assent and consent, respectively). Data were transcribed
verbatim, prior to translating the isiZulu transcripts to English. Translations were done by a member of the research
team competent in both languages. Electronic data were imported to NVivo 10 for analysis and subsequently
analysed using a thematic analysis method followed by a constant comparative and modified grounded theory
analysis method.

Results: The findings identified the following barriers to child-participation: Primary caregiver limiting the child’s
involvement due to fear of traumatising them; HCWs’ limited knowledge and skills to deliver child-centred HIV care;
childhood developmental stage-related limitations and healthcare institutional paternalism. The Talk tool addresses
the above barriers by using simple language and terminology to cater for children at various stages of
development; alleviating HCWs’ and PCGs’ fear of possible psychological harm to the child; using storytelling and
colourful cartoon illustrations for child edutainment; Being versatile by allowing for multiple utility and tackling
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institutional paternalism that limit child-involvement in the process of care.

Conclusions: This study provided evidence on how the Talk tool storybook addresses barriers to child-participation
in the HIV care process. The evidence generated from this study is compelling enough to recommend the scale-up
of this innovation in low-resource settings.

Keywords: KidzAlive, Talk tool storybook, Child-participation, Storytelling, Child-centred care, Theory of change

Background
Participation of children living with HIV (CLWHIV) in
healthcare is increasingly gaining traction in primary
healthcare clinics (PHCs) in resource-poor settings given
the chronic nature of HIV. Further, it results in children
frequenting these facilities for their repeat prescriptions
and care [1–6]. The realisation by healthcare providers
in resource-constrained settings that scale-up of anti-
retroviral drugs requires people living with HIV (PLWH
IV), including children, to adhere to medical advice and
medication has been one of the important considerations
[7–10]. For PLWHIV to cooperate, they need to be
active participants during their care journey [11, 12].
Children living with HIV can no longer be passive by-
standers during their care and care consultation [13].
The increased participation of children on chronic medi-
cation due to the proliferation of child-centred ap-
proaches has shown evidence of a positive impact on
children’s experiences of optimal care, satisfaction, and
positive health outcomes in resource-rich countries [2,
3, 5]. Therefore, poor resource settings are also begin-
ning to adopt these important lessons by advocating for
increased child-participation in response to the increas-
ing number of CLWHIV on antiretroviral therapy (ART)
who now, due to the scale-up of the Universal Treat All
policy, need quality care in PHCs [13, 14].
The concept of “participation” has different definitions

in different fields from sociology, politics to healthcare
[15]. This study adopted the definition of “child partici-
pation” suggested by Harry Shier [16] who identifies five
levels of participation by children in healthcare decisions
as follows: children must be listened to; children are fa-
cilitated in expressing their views; children’s views are
considered; children must be involved in decision-
making processes, and children must share power and
responsibility for decision-making. However, other
studies in HIV care synonymously use terminologies
including “involvement”, “collaboration” and “partner-
ship” of patients, “client”, “consumer”, and “user” partici-
pation in healthcare and “patient-centred care” to mean
“participation” [15].
Despite the existence of increasing evidence on the

benefits of patient involvement in HIV care processes,
the participation of CLWHIV in healthcare provision in
resource-constrained settings remains problematic as

often these children remain passive bystanders during
their own HIV care [3, 4]. Exclusion of children during
the care process has been widely reported to result in
anxiety, confusion, and anger, culminating in increased
missed appointments and non-adherence to medical ad-
vice or medication [5, 17–20]. Conversely, the early par-
ticipation of CLWHIV has largely been associated with
increased ease of status disclosure, increased adherence
to medication and improved health outcomes [21, 22].
Consultation and sharing of information about the
child’s HIV positive serostatus with the child (HIV status
disclosure) in the presence of the HCW has proven ef-
fective to forging partnerships between the parties in-
volved as it promotes transparency, truthfulness, and
trust [21, 23–25].
However, non-disclosure to CLWHIV remains the key

barrier to child-participation during care consultations
with HCWs in South Africa. Generally, disclosure rates
among children aged 0–14 in low resource settings, in-
cluding South Africa are as low as less than 8% [19, 20,
26, 27]. A study conducted in rural KwaZulu-Natal re-
ported that 73% of children aged 5–18 years were un-
aware of their HIV seropositive status and were at
increased risk of non-adherence [28]. Studies in South
Africa attribute delayed disclosure to HIV positive chil-
dren to PCG fear of emotional harm and being blamed
by their children, families, and community members
[18–20]. PCGs of HIV positive children often struggle
with whether to disclose the HIV status, including when,
and how to talk to children under their care about their
HIV seropositive status [27]. Several studies have re-
ported that some PCGs do not disclose to their children
simply because they do not know how to do so [29].
Similarly, HCWs often avoid engaging with HIV positive
children, fearing that they may inadvertently disclose to
children that are undisclosed to; and may be using age-
inappropriate language, words, approach, or techniques
[27, 29]. Stigma is one of the main drivers of non-
disclosure in South Africa, as both HCWs and PCGs
avoid discussions regarding a transmissible, life-
threatening, highly stigmatised, and incurable infection
with children [30]. In addition, some studies have found
that HCWs prefer to only discuss the child’s illness with
their PCG, as they perceive children to be incapable of
either coherently communicating during healthcare
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consultations or meaningfully contribute to the
decision-making processes regarding their care [31–33].
The challenges discussed above are exacerbated by the

insufficient numbers of HCWs in resource-limited set-
tings [3]. Limited training in child-centred HIV counsel-
ling and disclosure support remains pervasive in these
settings [3, 27, 29, 34]. Studies conducted in South
Africa have reported that HCWs providing HIV care to
children are overwhelmed, undertrained and frequently
have little to no knowledge of appropriate methods of
HIV disclosure [20, 35, 36]. They are also constrained in
terms of culturally appropriate resources to help support
caregivers during the process of HIV disclosure to chil-
dren and adolescents [34, 37, 38]. In such settings, cost-
effective and practical tools for improving HCW capacity
to remember HIV counselling, testing and disclosure
guidelines are necessary to alleviate some of these chal-
lenges [23, 37–39]. In addition, the use of multi-purpose
simplified guidelines a potential to capacitate HCWs
with knowledge and guidance to deliver child-centred
HIV care to children and psychosocial support to their
PCGs [13, 38].
Job-aids have proved to be effective in enhancing

child-HCW-PCG interactions during HIV care [3, 21,
40]. They enhance HCWs’ memory, reduce guesswork
and ensure adherence to healthcare guidelines and re-
duce costs associated with training and retraining. Fur-
thermore, job-aids ensure that HCWs have consistent
access to accurate and simplified information [21, 41].
Job-aids are defined as “an external device or cognitive
artefact that provides just-in-time knowledge and infor-
mation to help individuals with tasks by directing, guid-
ing, and enhancing performance” [40, 42]. Examples of
job-aids that can be used in the process of providing
care to children, include checklists, algorithms (simpli-
fied flowcharts), puppets [43], storybooks [44], comic
books, dolls, games and digital media [3, 40, 45], lever-
aged during healthcare provision to increase HCW-
child-PCG engagement, reduce children’s anxiety, and
increase understanding of the child’s illness and its
management [3]. These job-aids have proven to be
beneficial in providing health education and improv-
ing healthcare knowledge and clinical outcomes in
both resource-rich and resource-limited settings [40,
42, 46, 47]. Other studies have also applauded job-
aids for being financially feasible and reducing mar-
ginal costs to the already overstretched healthcare
budgets when compared to other resource-extensive
HCW capacity building interventions [42, 46].
There is an increased focus on adopting child-focussed

counselling approaches such as play-therapy when pro-
viding care to CLWHIV. Play therapy techniques allow
counsellors to access the inner world of a child, connect
and assist the child make sense of real world problems

and discover solutions [48]. Play therapy encourages the
development of a therapeutic relationship between a
counsellor and a child. This relationship enables the
child’s play to become a source of information, which the
counsellor observes to gain insight into the inner world of
the child and it allows the child to freely express under-
lying emotions and to try out new ways of thinking and
behaving [48, 49]. By adopting storytelling as a play ther-
apy technique, the counsellor uses metaphors which are
considered the “language” of play. This allows the child to
protect the self by distancing themselves from painful
themes and dealing with them symbolically [48, 50]. While
the use of play therapy techniques is well established and
recognised in the more developed world, its proliferation
in resource-limited countries in Africa remains limited
[13]. This is probably due to lack of affordability and inad-
equate number of trained service providers, such as psy-
chologists and psychiatrists, which limit access to quality
healthcare by most vulnerable children hailing from poor
economic backgrounds.
It is, therefore, reasonable to investigate the potential con-

tribution of a cost-effective play therapy-based techniques
in sub-Saharan Africa, implemented through capacitating
HCWs already tasked to provide curative and thera-
peutic services to CLWHIV in PHCs. These HCWs
would need to receive training on the utilisation of
these play therapy-based counselling techniques in the
context of HIV, and the African interpretation of play.
Innovators working in the HIV sector have already de-
veloped some ingenious play-based job-aids aimed at
offering guidance to HCWs providing care to HIV infected
children in primary care settings [3, 21, 47]. These job-aids
were designed to capacitate the HCW with knowledge on
how to craft age-appropriate and child-friendly messages
through storytelling to keep children engaged [3, 21, 33],
thereby enhancing patient-provider communication. A
good example of play-based job-aids that have been used in
sub-Saharan Africa recently includes the disclosure car-
toon book, entitled “Why I take my medicine,” which was
developed in Namibia as part of HIV care and support for
children. This cartoon book uses pictures and child-
friendly terminology to improve the disclosure process for
children and promote their adherence to medication and
improve health outcomes [3, 21, 39]. In this storybook, in-
corporating storytelling into HIV psychosocial interven-
tions for children using animal characters befits the South
African context where stories are traditionally used to edu-
cate and entertain children [51–54].
Similarly, the KidzAlive Talk tool storybook (Talk tool)

[55], which is the topic of this study is also a play and
cartoon-based job-aid that was developed to assist
HCWs providing care and support to HIV seropositive
children receiving HIV care and support in PHCs in
South Africa. The Talk tool is a colourful, animated
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storybook starring interesting human and animal charac-
ters. The main characters of the story are “Sibusiso the
Frog”, his grandfather “Mkhulu Noah”, and “Nurse
Thelma”. In the story, Sibusiso learns or acts out the
process of receiving HIV care at a PHC facility where he
is taken by his grandfather and is provided care by the
nurse. Both “Mkhulu Noah” and “Nurse Thelma” pro-
vide the necessary social support structure to Sibusiso in
managing his HIV status. This story uses language
deemed suitable for enhancing children’s comprehension
of HIV related information such as referring to medica-
tion as “Goodnight medicine that put germs to sleep”,
HIV as a “Germ in your body” and CD4 cells as
“Soldiers that fight the germs” [38].
Anecdotal information suggests that the Talk tool is

an efficacious approach to the provision of HIV care to
children [38, 56]. However, a formal evaluation of
HCWs, children and PCGs’ perceptions of the Talk tool
and its effect on improving child participation during
HIV service consultations has not been conducted.
Therefore, this study attempts to partly close this gap by
exploring users’ experiences and perceptions of the Talk
tool in a bid to understand how it contributes to mitigat-
ing barriers to child engagement during HIV care.

Overview of the KidzAlive intervention
KidzAlive was conceptualised and illustrated by Zoë-Life
in 2006 as a response to the challenges faced by HCWs
when providing HIV care to children, and the limited
involvement and participation of children in the care
process. Zoë-Life, a South African based non-
governmental organisation (NGO) has been a technical
support partner to South Africa’s National Department
of Health (NDoH) in child and adolescent HIV differen-
tiated care for more than 12 years. Zoë-Life continues to
support the NDOH by developing innovative interven-
tions for supporting CLWHIV including job-aids, tech-
nical guidance for HCWs, mobile applications and e-
learning platforms for HCWs on the frontline.
KidzAlive is defined as a multicomponent child-

centred capacity building model of care that facilitates
the provision of integrated HIV care to CLWHIV aged
2–12 years (www.kidzalive.co.za). This model is a blend
of several theories, which are Bandura’s Social Learning
Theory [57], Piaget’s Cognitive Developmental Theory
[58], Vygotsky’s Sociocultural Theory, and Play Therapy
Theory [59–61].

From development to scale-up
KidzAlive has now been endorsed by the South African
national government and all provincial health depart-
mentsas their differentiated HIV care model for all chil-
dren aged 0–12 [62]. It forms part of existing National
Guidelines including the National Adherence Guidelines

and The National Disclosure Guidelines. In KwaZulu-
Natal, Zoë-Life continues to support the Provincial De-
partment of Health’s 95-95-95 strategy for children aged
0–19 years [62].

Components of KidzAlive
KidzAlive comprises three key interventions:

� Intervention (capacity building)
� KidzAlive Talk tool storybook, and
� Child-friendly spaces.

KidzAlive capacity building
KidzAlive HCW training
Zoë-Life is guided by district management teams to se-
lect HCWs responsible for providing HIV care to chil-
dren in PHCs to be trained on KidzAlive [38]. Ideally,
minimum of two HCWs, usually and nurse are selected.
The trainers of this course are qualified nurses and so-
cial workers with extensive experience in training and
working with children and adolescents in HIV manage-
ment [38]. Zoë-Life then conducts a 5-day deductive
classroom course which covers the following: child-
rights, play therapy techniques, communicating with
children, child-friendly spaces, stages of childhood devel-
opment and dealing with children in distress [38].

KidzAlive mentorship: KidzAlive trained HCWs are mentored
by their trainers post-training
The mentorship process takes place at the healthcare fa-
cility or community-based organisation (CBO) where
KidzAlive trained HCWs usually provide HIV care to
children. The KidzAlive mentor first demonstrates the
procedure of providing care to a child-PCG pair in a
process called “Preceptorship”. Following preceptorship,
the HCWs are required to demonstrate their compe-
tence by successfully providing KidzAlive influenced
HIV care to three sets of child-PCG pairs seeking any of
the following: HIV testing, HIV disclosure, and adher-
ence counselling. The mentor observes the process and
grades the sessions using a mentorship checklist reflect-
ing specific child-friendly skills mentees should master.
The mentorship proficiency score is > 65%. If they score
lower, the mentorship process is repeated [38, 56].

KidzAlive talk tool storybook (talk tool)
An overview of the Talk tool has already been given in
the previous section. KidzAlive trained and mentored
HCWs are provided with the Talk tool, a colourful
cartoon-based job-aid used in the provision of HIV care
including HIV counselling and testing, Disclosure coun-
selling, Adherence Counselling and HIV patient literacy.
When providing HIV care, the HCW places the
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storybook on a table. The side of the storybook with the
narrative faces the HCW while the child sits opposite
the HCW facing the side of the storybook with cartoon
illustrations of the story being narrated [38, 56].

Child-friendly spaces
These are areas in healthcare facilities that are
designated for providing HIV care to CLWHIV. Usually
Zoë-Life provides the facility with a child-friendly space
toolbox and some furniture that include tables, chairs or
playmats depending on the available space. During
KidzAlive training, HCW are trained to create child-
friendly spaces and to utilise them during the process
of providing HIV care to children. Children are en-
couraged to participate in the setting up, decoration
and maintenance of the space. These spaces are ex-
pected to create a child-friendly ambience in the facil-
ity and to improve children’s experiences of care in
poor resourced PHCs [38, 56].

Methods
Study design
Using a qualitative explorative, descriptive and context-
ual design, rooted in the interpretive paradigm [63], we
explored the mechanism through which the KidzAlive
Talk tool, a child-centred job-aid for HCWs facilitates
child-participation during HIV consultations in PHC
clinics implementing the KidzAlive model. To under-
stand this mechanism, we also realised that we needed
to explore the barriers preventing CLWHIV from being
active participants during their care. In this study,
HIV services included HIV counselling and testing
(HCT), disclosure support, adherence support and
general health education for children receiving HIV
care at PHCs. The COREQ checklist [64] was used to
ensure that the standards for reporting qualitative re-
search were met.

Study setting and participants
This study was part of a larger pragmatic quasi-
experimental study. The study aim was to evaluate the
impact of KidzAlive trained and mentored HCWs on the
quality of HIV care provided to children aged 5–12 in
40 PHCs in KwaZulu-Natal Province over a period of 6
months (September 2018 to February 2019). In the par-
ent study, 40 PHCs in four districts (eThekwini, uMkha-
nyakude, Zululand, and uMgungundlovu) were selected.
These clinics were chosen because they were part of the
KidzAlive scale-up sites where Zoë-Life was collaborat-
ing with the KwaZulu-Natal Provincial Department of
Health. This scale-up process involved the following:

a) KidzAlive training and mentorship of 80 HCWs
(two from each of the 40 sites),

b) Providing each HCW with the KidzAlive Talk tool,
c) Providing each site with a child-friendly space tool-

box for creating a child-friendly space.

This qualitative study builds on the quantitative results
on the outcomes of KidzAlive capacity building (unpub-
lished) by further exploring the mechanism through
which the Talk tool improves child-participation during
HIV consultations in PHCs implementing the KidzAlive
model.

Participant selection
Selection of HCWs
In the parent study, we purposively selected 80 HCWs
who were nominated by PHC line managers to partici-
pate in the KidzAlive programme. These HCWs were as-
sured of their freedom to withdraw from the research
arm of the intervention at any time but not the training
or mentorship itself, which was a service delivery activity
central to patient care and was therefore compulsory for
nominated HCWs. The distinction between the service
delivery arm and research arm of the programme was
clarified to the participants.
While we hoped to achieve data saturation, this was

not the criteria for determining the sample size. We
endeavoured to interview all the 80 KidzAlive trained
HCWs spreading over 40 PHCs across four districts,
participating in the parent study, but we finally inter-
viewed only 20 HCWs due to funding constraints. The
selected HCWs included eight (n = 8) nurses and 12
HIV/AIDS counsellors. These 20 HCWs were conveni-
ently drawn from five PHC clinics due to their proximity
to central towns/cities for easy access by the research
team, and this was purely a decision based on financial
considerations. We fully acknowledge this as an import-
ant limitation as it may have contributed to selection
bias, thereby limiting the scientific rigour of our
findings.

Selection of child-PCG pairs
We also conveniently selected 30 willing child-PCG pairs
who had received HIV services from a KidzAlive trained
and mentored HCW using the Talk tool. Notably, we
only interviewed child-PCG pairs that had visited the
healthcare facility on the day of data collection; hence
we may have missed important perspectives from other
child-PCG pairs. This approach was solely based on
practicalities and its potential for introducing bias is duly
acknowledged.

Data generation procedures
Training of research assistants
Four research assistants (RAs) experienced in qualitative
research methods were provided refresher training on
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qualitative research data generation processes. These
RAs were fluent in the two languages (English and isi-
Zulu) dominant in KZN Province. All interviews were
audio-recorded (with participants’ assent and consent)
and later transcribed verbatim by experienced tran-
scribers before translation to English. The RAs also took
field notes during each interview. Twenty per cent (20%)
of the randomly identified transcripts were subjected to
back-translation by the lead investigator (CM) for quality
check. No major inaccuracies were identified during this
quality check process. The interview questions explored
participants’ perceptions of the barriers preventing their
children from actively participating during care consulta-
tions. The focus was also on HCWs’ experiences of re-
ceiving HIV care with the aid of the KidzAlive Talk tool
and how it had affected their engagement and participa-
tion in the care process.

Field-testing of data collection tools
All data collection tools (interview guides) used in this
study were pilot tested at 10 PHC facilities in King
Cetshwayo District, KZN in July 2018. This district is
one of the pilot districts where the comprehensive Kid-
zAlive model was tested by Zoë-Life. Ten KidzAlive
HCWs and 10 child-PCG pairs were interviewed from
each of the 10 pilot facilities by a trained RA. During the
pilot study, the interviewer first used an interview guide
written in English, which was verbally translated to isi-
Zulu during the interview process. These interveiw
guides were developed to answer the key research ques-
tions of the parent study described in the “Study setting”
section above. The authors synthesised data from par-
ticipant responses related to the Talk tool and the bar-
riers preventng child-participation during HIV care.
After conducting two interviews with HCW participants,
it became clear that the tools had to be translated to isi-
Zulu before the interview as the RA struggled to trans-
late some words from English to isiZulu during the
interview. Finally, each question had both English and
isiZulu versions as the participants used both languages
interchangeably. The responses were also written in both
isiZulu and English. Repetitive questions were removed
while others were simplified to mitigate ambiguity. A
copy of the key informant interveiw guides used in this
study is available (See Additional file 1).

Interviews with children and PCGs
RAs interviewed 30 child-PCG pairs after they gave
assent and consent to participate in the study. A child-
friendly story-based information sheet was developed to
improve children’s understanding of the research
process and procedure. Thereafter, the child-PCG pairs
were referred to the HIV counselling room with a child-
friendly space where they received HIV care from a

KidzAlive trained and mentored HCW using the Talk
tool. After their HIV care consultation, the child-PCG
pair were referred to another private room where they
were each interviewed by an RA, separately. The average
duration of each interview was 40min. Again, it is im-
portant to emphasise that these interviews were con-
ducted in the context of a bigger research study which
used one tool, therefore, some questions related to the
Talk tool were linked to others which are not part of this
paper. The data collection tools for children and PCGs
included questions around their perception of the Talk
tool, their feelings towards the HCW during their ses-
sion, and the HCW’s ability to allow them to participate
in the care process. Further, the questions focussed on
comparing the Talk tool session to previous sessions
without the job-aid, and their perception of the charac-
ters and story and the cartoon illustrations in the story-
book and their understanding of the stories that were
read by their HCWs. PCGs were asked additional ques-
tions concerning their perception of the Talk tool-
enhanced care process, their willingness to allow HCWs
to engage with the child, reservations, concerns, length
of the session and their child’s reaction to the Talk tool
and enhanced care process. While the tool used to col-
lect data may have been improved through individual in-
puts from the members of a study team (which
constituted seven members), it was not subjected to for-
mal inter-rater reliability testing.

Interviews with KidzAlive trained and mentored HCWs
KidzAlive trained and mentored HCWs were inter-
viewed 6 months after the training and mentorship
period (February 2019). These interviews were con-
ducted at the PHC facility in the HCW’s consultation
room or other free rooms at the facility, to avoid disrup-
tions. Each in-depth interview lasted for about 1 hour.
The interview questions probed HCWs’ perception of
the tool, its illustrations, its role in the care process, its
narration, metaphors introduced by storytelling, children
and PCGs’ reaction to the Talk tool, its ability to influ-
ence the child’s care experience, experiences of children
and their PCGs and many more.

Data analysis
The data analysis process started with transcription and
translation of the data from isiZulu to English, which
was done by a qualified and experienced bilingual trans-
lator with knowledge of the KidzAlive intervention to
ensure conceptual equivalence [62]. Coding of data was
conducted by CM and KS. We adopted a thematic ana-
lysis method which followed Ritchie and Spencer’s five-
stage data analysis framework [18] which followed the
following simple steps:
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a) Familiarization
b) Identifying a thematic framework
c) Indexing
d) Charting
e) Mapping and interpretation

To answer the research question, we used a constant
comparative and modified grounded theory analysis
method which facilitated a critical comparison of a) in-
herent barriers to child-participation during HIV care
consultations and b) mechanism of how the Talk tool
had addressed these barriers and facilitated child partici-
pation in the HIV/AIDS care process.

Measures to ensure the trustworthiness of the study
We used credibility, dependability, transferability, and
confirmability [19] as the criteria for ensuring the trust-
worthiness of our findings. To ensure credibility, we
adopted research methods that are well established in
qualitative research. We also interviewed multiple data
sources i.e., key stakeholders involved in KidzAlive in-
cluding: KidzAlive trained HCWs and child-PCG pairs
which facilitated corroboration of important information
and triangulation of responses. Thick descriptions of the
phenomenon under study presented in the background,
methods and findings enhanced the transferability of the
study findings. To ensure dependability and confirmabil-
ity, we followed a peer reviewed protocol and docu-
mented the research steps taken from the start of a
research project to the development and reporting of the
findings.

Ethics approval and consent to participate
Ethical approvals were received from the Directorate for
Health Research and Knowledge Management at the
KwaZulu-Natal Department of Health (KZ_201809_011)
and the University of KwaZulu-Natal’s Biomedical Re-
search Ethics Committee (BREC) (BE298/18). The
KwaZulu-Natal Department of Health Provincial HIV,
AIDS and STIs Directorate provided support letters
which were presented to PHCs to gain access to each fa-
cility. Permission to use Zoë-Life’s KidzAlive programme
for research purposes was sought from the Zoë-Life Dir-
ectorate. Our RAs were trained on the informed con-
sent/assent process. We sought written informed
consent from all adult participants before conducting
the respective interviews. We also sought written paren-
tal consent for children below the age of 18 years. The
information in these sheets was verbally explained to
children with the aid of two different sheets. RAs expli-
citly used age-appropriate language for each child. For
children aged 5–7 years, a child-friendly story-based in-
formation sheet was used to increase their understand-
ing for them to give informed assent. For older children

aged 8–12 years, we used a more advanced information
sheet, while maintaining toned-down language depend-
ing on the child’s ability to understand and this was at
the RA’s discretion.

Results
Of the 20 KidzAlive trained and mentored HCWs
that participated in this study, 19 were females and one
was male, twelve HCWs were HIV/AIDS counsellors
and their age and work experiences varied widely. Most
children were aged 7–8 years (n = 11) and 11–12 years
(n = 9), respectively. Most of the children were female
(n = 17). All the children were school-going and were on
highly active antiretroviral therapy (HAART). Nearly half
of the children (n = 14) were either fully (n = 9) or par-
tially (n = 5) disclosed to (Table 1). Of those that were
either partially or fully disclosed to, over two-thirds (n =
14) were disclosed to when they were aged between 6
and 8 years. Most PCGs were either married or cohabi-
tating (n = 19) and at least half (n = 24) were aware of
their HIV seropositive status (Table 1).
The study sought to explore the mechanism through

which the KidzAlive Talk tool, a child-centred job-aid
for HCWs, facilitates child-participation during HIV
consultations in PHCs implementing KidzAlive. To de-
termine this mechanism, we also recognised the need to
understand the barriers preventing CLWHIV from being
active participants during their care. Therefore, we
present our findings as follows:

a) Themes related to the barriers to child-participation
in the HIV care process were as follows:

1) PCG limiting the child’s involvement due to fear of
traumatising them; 2) HCW’s limited knowledge and
skills to deliver child-centred HIV care; 3) Childhood de-
velopmental stage-related limitations; and 4) Healthcare
institutional paternalism.

b) Themes related to understanding the mechanism
through which the Talk tool addresses the barriers
to child participation were as follows:

1) Use of simple language and terminology to cater for
children at various stages of development; 2) Alleviation
of HCW and PCGs’ fear of possible psychological harm
to the child; 3) Use of storytelling and colourful cartoon
illustrations for child edutainment; 4) Versatility of the
Talk tool allowing for multiple utilities; and 5) Tackling
institutional paternalism limiting child-involvement in
process of care.
Because these themes were related, their results are

presented concomitantly (where a barrier is linked with
the mechanism which addresses it) below.
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Table 1 Demographic characteristics of the children, PCGs and KidzAlive trained and mentored HCWs

Category of Participants Variable Frequency

KidzAlive trained and mentored HCWs Sex Male 1

Female 19

Age (in years) 18–25 3

26–30 4

31–40 8

40+ 5

Professional designation Professional nurse 8

HIV/AIDS counsellor 12

Experience working with children (in years) 1–3 9

4–6 2

7–9 7

10+ 2

Primary Caregivers (PCGs) Sex Male 3

Female 27

Age (in years) 18–25 8

26–30 10

31–40 9

40+ 3

Marital status Married/cohabiting 19

Single 7

Divorce/separated /widowed 4

Relationship to the child Biological mother 19

Biological father 1

Grandparent 2

Uncle/Aunt 4

Sibling 4

Other 1

Level of education No formal education 2

Up to primary school 3

Up to high school and beyond 25

HIV status HIV positive 15

HIV negative 9

Unknown 6

Children Age (years) 5–6 4

7–8 11

9–10 6

11–12 9

Sex Male 13

Female 17

Age at diagnosis (in years) 0–2 12

3–4 9

5–6 3

7–8 3

9–10 2
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Childhood developmental stage-related limitations Vs use
of simple language and terminology to cater for children
at various stages of development
The study identified childhood developmental stage-
related limitation of children as an important barrier to
child-participation. This barrier seemed to be addressed
by using simple language and terminology which catered
for children at various stages of development. Children
stated that the Talk tool was written in, and illustrated
using appropriate language, terminology, metaphors, and
visuals appropriate for children of varying cognitive-
developmental competencies (5–12 years). HCWs con-
curred with the children that these key attributes
boosted their confidence to talk to children and their
PCGs about difficult topics related to HIV (P1, P7, P9,
P14-P20). Metaphors such as “a germ in your body” re-
ferring to HIV; “goodnight medicine” referring to ARVs
“putting the germs to sleep” implying that HIV cannot
be cured but ART can suppress it, was praised by both
HCWs and child-PCG pairs for making the unfamiliar
more understandable and manageable for children. One
PCG shared the following.

“The HCW now uses quite simple language to ex-
plain to my child about HIV, and we understand it.
I especially appreciate this tool that she uses, of tell-
ing the story about Sibusiso. It alleviates my fear
and those of my child. I know no harm will befall
my child” (PCG).

HCWs and PCGs stated that the fear of traumatising
the child by discussing HIV was the main factor prevent-
ing them from actively engaging with children during
HIV consultations (H2, H3, H7, H14, H19, H20). HCWs
commended the “Feeling faces” tool for being an innova-
tive tool for alleviating their fears by enabling them to
constantly check the child’s emotional state throughout
the process of care to prevent trauma and ultimately

confusing the child (H2, H7, H14, H20). Some of the
participants shared the following.

“We want to talk to children to ensure that they are
not scared and that they feel at home at the health
facility. Sometimes, when you are providing a service,
you forget to check how the child is feeling about the
on-going conversation. The Talk tool allows us to ask
the child some questions about how they are feeling
[Feeling faces tool], using pictures and thereby pro-
viding valuable feedback to the HCW” (HIV
counsellor).

“Dealing with sick children is always a big challenge
as they are often scared and overwhelmed by the ap-
prehension of medical procedures, and as HCWs, we
are also emotionally affected by this uneasiness.
However, the colourful illustrations, stories from this
book and the “Feeling faces tool” now make it easier
to explain to children without harming them emo-
tionally, which I suppose reassures us and we feel
less apprehensive” (Nurse).

The translation of the Talk tool to four South African
languages (Sotho, isiZulu, Afrikaans, and English) was
another innovation which was appreciated by most
HCWs.
Some PCGs aired their concerns regarding the use of

the Talk tool only at PHCs. They recommended that the
Talk tool should have an accompanying comic book for
children to be given as take-home support. They added
that this comic book would help them remember the in-
formation taught at the healthcare facility (P1, P2, P4,
P20). For example, one participant said.

“The Talk tool should have a small booklet to give to
children to read at home, like a comic book so that
they don’t forget the information taught and they

Table 1 Demographic characteristics of the children, PCGs and KidzAlive trained and mentored HCWs (Continued)

Category of Participants Variable Frequency

11–12 1

Child on HAART Yes 30

No 0

Child going to school Yes 30

No 0

Disclosure status of child Not disclosed 16

Partially disclosed 5

Full disclosure 9

Child’s age at disclosure (in years) 2–5 1

6–8 10

9–12 3
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can refer back to the book if they want to increase
their knowledge about their illness” (PCG).

PCG limiting the child’s involvement due to fear of
traumatising them Vs alleviation of HCW and PCG’s fear
of possible psychological harm to the child
Most PCGs commended the “Primary Caregiver Prepar-
ation” section at the beginning of the Talk tool story-
book, which provides the PCG of a child with
information on the journey that they were embarking on
with their child (P1, P3, P4-P13, P20). All the PCGs re-
ported that the process provided them with psychosocial
support to overcome their fears and to prioritise their
children’s needs above theirs and increased their willing-
ness to encourage their children to actively participate in
the process of care (P1-P30). One of the participants
explained.

“The HCW also uses the storybook to prepare me as
the caregiver of the child to be aware of the journey I
am about to embark on, together with my child. I
think this psychosocial process prepares you to deal
with both good or bad news and how to navigate the
care process if the child is found to be HIV positive.
This process encourages us to partner with the HCW
in looking after the child and ensures that they re-
ceive the best care possible, here at the hospital and
that they are supported at home as well” (PCG).

One of the barriers to limited engagement of
CLWHIV is usually the unwillingness of PCGs who are
usually fearful of people finding out that their children
are on ART, which would also imply that they are also
living with HIV. One PCG cited that these fears were
driven by stigma, which is still rampant in many South
African communities. By limiting their children’s know-
ledge of their condition and their interaction with the
HCW during care consultations, one PCG cited that it
made them feel protected from stigma and judgement
by family members, friends, and the community at large.
PCGs welcomed the use of the “Hand of Safety Tool”,

which encourages the child to identify people that are in
the child-PCG pair’s circle of support. During this
process, the HCW describes “Inside stories” i.e., stories
that can only be told to people in the circle of support
listed on the hand of safety and “Outside stories”, which
should only be told to other people. Using this tool, chil-
dren are encouraged by the KidzAlive trained and men-
tored HCW to only disclose their status or discuss their
problems about their condition with only members of
the circle of support to avoid inadvertent disclosure to
other people. All the PCGs indicated that this tool had
alleviated their fear of the child disclosing their own
HIV positive status to other people and had increased

their willingness for their children to be more engaged
and involved in their care process (P1-P30). One of the
participants explained.

“The nurse showed my child the people who are in
their hand of safety. I like that because it ensures
that the child keeps secrets, which protects us from
being stigmatised by family and community mem-
bers...” (PCG).

One of the key barriers mentioned by both HCWs and
PCGs is the HCW’s limited knowledge and skills to de-
liver child-centred HIV care. Most HCWs indicated that
they had not received training before the advent of Kid-
zAlive and therefore, they were fearful of inadvertently
disclosing to CLWHIV who are not aware of their HIV
serostatus. All the HCWs appreciated the Talk tool, cit-
ing that the simplified HIV jargon, coupled with a sim-
plified HIV care process gave them the confidence to
start conversations and engage children under their care
in meaningful conversations that they too could
understand.

Childhood developmental stage-related limitations Vs use
of storytelling and colourful cartoon illustrations for child
edutainment
Childhood developmental stage-related limitations
were noted as barriers to child-participation as PCGs
felt that their children were not mature enough to
understand and process the information regarding
their condition. As a way of engaging children, story-
telling, and colourful cartoon illustrations were
regarded as acceptable innovations for tackling these
age-related barriers by all participants. Based on our
observations during site visits, the children were
overly excited during the care process. They wanted
to continue discussing the story of ‘Sibusiso the Frog’.
All the children indicated that they had enjoyed the
story, especially the illustrations of Sibusiso the Frog,
his grandfather, the nurse, and all his friends. Older
children mentioned that the story used simple lan-
guage and provided clear information that they could
understand with relative ease. Importantly, they indi-
cated that the story was entertaining (C1-C20). All
the children reported that storytelling had alleviated
the anxiety caused by routine clinical procedures and
created a better understanding of why these proce-
dures had to be conducted (C1-C30). Some of the
children shared the following:

“I want to be brave like Sibusiso, so I won’t cry when
the nurse pricks my finger. It has to be done so that
we can check if my soldier cells are fighting off the
germs in my body” (Child).
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“The nurse told me about the importance of taking
‘Goodnight medicine to keep the germ asleep’. She
told me that I must take this medicine every day just
like Sibusiso so that my soldier cells can fight bad
germs” (Child).

In their narratives, PCGs highlighted that the Talk
tool had empowered them to reinforce medical advice
given by the KidzAlive trained and mentored HCWs
through storytelling techniques when communicating
with their children (P1, P7, P13-P25, P27-P30). One
participant said:

“We have also learnt some useful words to use with
our children and we now use the story of Sibusiso to
reinforce medical advice and to disclose to the
child...” (PCG).

HCWs' limited knowledge and skills to deliver child-
centred HIV care Vs versatility of the talk tool allowing for
multiple utilities
The key barrier to child engagement related to limited
knowledge and skills to deliver child-centred HIV care
by HCWs seems to have been addressed by the Talk
tool. HCWs cited that the Talk tool served as a counsel-
ling guide, educational resource, storybook for entertain-
ing children, and a job-aid aligned with HIV testing,
HIV counselling and the Disclosure Guidelines currently
used in South Africa (H1-H20). The Talk tool was par-
ticularly applauded by HCWs for being structured ac-
cording to the HIV cascade from HIV testing to
adherence support, and wellness (H1-H20). However,
one PCG cited that the engagement of CLWHIV should
continue from the PHC to their homes to facilitate con-
tinuity of care at home. To that effect, several PCGs re-
quested a tool to be packaged in a booklet that children
can take home to reinforce key messages and facilitate
continuity of care (P1, P2, P9, P20-P25, P30). Partici-
pants shared their views as exemplified below:

“The Talk tool is structured following HIV testing,
ART, disclosure, and adherence guidelines. There-
fore, it provides HCWs with simplified and flexible
guidance to provide accurate information. It is also
structured in a gradual and progressive process,
which makes it easy to use for all the stages of care
from pre-test counselling of PCGs, pre-test counsel-
ling of children, to pricking the child and giving out
results etc” (Nurse).

“The Talk tool is available in multiple South African
languages, which makes it easy to use. However, they
should develop a small booklet to give to children”
(PCG).

“The Talk tool is not just a job-aid for us, but it is
also a storybook for children. Its structure means
that it can be used by both the HCW and the child,
simultaneously. There are no other tools that I have
come across that have these multiple benefits”
(Nurse).

HCWs especially HIV counsellors also reported that
use of the Talk tool as a job-aid greatly minimised their
dependence on memory or specialised support from
their senior supervisors (H1-H20). One of the partici-
pants shared the following.

We now have a job-aid that reminds us of the guide-
lines and gives a practical way of providing HIV ser-
vices for children that are aligned to the guidelines.
The Talk tool is combining HIV testing guidelines,
disclosure guidelines and adherence guidelines into a
remarkably simple format, which is easy for us to
follow” (Nurse).

HCWs reported that the Talk tool was easy to use
and follow even in the absence of KidzAlive training
or mentorship (H2, H3, H9). The following was
stated.

“Even with no training or mentorship, the Talk tool
can guide you, and enable you to easily provide
child-friendly services because it is easy to follow
and understand. You can even give it to a non-
KidzAlive trained HCW and they can effectively use
it” (Nurse).

Healthcare institutional paternalism Vs tackling
institutional paternalism limiting child-involvement in
process of care
One of the HCWs identified institutional paternalism,
which alienates CLWHIV from their care with PCGs ra-
ther than children being in the centre of the care process
and participating in decision-making regarding their
HIV care. She also cited that while the process of coun-
selling and testing seemed quite simple for adults, it was
complex for children due to HCW and PCG paternal-
ism, which results in children playing a passive role,
resulting in the underestimation of their capacity, opin-
ions, questions and wishes. The Talk tool seems to break
this deeply seated paternalism by introducing a novel
way of providing HIV care to CLWHIV, which makes
their involvement in the process of care mandatory by
mainstreaming the use of the Talk tool in every step of
the HIV care process. As such, HCWs and PCGs have
no choice but to actively involve the children during
HIV care consultations.
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Discussion
The findings of this study suggest that the Talk tool has
been instrumental in addressing the barriers to child-
participation during HIV care. These barriers included:
PCG’s limiting the child’s involvement; HCW’s limited
capacity to deliver child-centred HIV care; Childhood
developmental stage-related limitations; Healthcare insti-
tutional paternalism.
The mechanism through which the Talk tool addresses

the above barriers and facilitates child-participation dur-
ing HIV care consultations include: Use of simple lan-
guage and terminology to cater for children at various
stages of development; Alleviation of HCW and PCG’s
fear of possible psychological harm to the child; Use of
storytelling and colourful cartoon illustrations for child
edutainment; Addressing institutional paternalism re-
lated to child-involvement in process of care and the
versatility of the Talk tool. Based on these findings, the
Talk tool partly meets the criteria of the five levels of
child-participation in healthcare proposed by Harry
Shier [16] as it allows children to be listened to, and are
facilitated in expressing their views and that their views
are considered.
The mainstay of the Talk tool in facilitating child-

participation during HIV consultations is that it uses
simple language and terminology to cater for children at
various stages of development. This is consistent with
the literature on health education and promotion where
metaphors are used to explain and clarify scientific or
complex medical phenomenon to improve understand-
ing and facilitate behaviour change such as adherence to
medication [65]. Several studies suggest that one of the
barriers to adherence to medication or advice from
healthcare providers is the inability to communicate
scientific medical jargon or articulate physiological
processes using simple, understandable, and non-
intimidating language [3, 39, 44, 65].
Furthermore, the metaphors used in the storybook

do not specifically name the disease or complex
mechanisms around how HIV affects their body to
ensure that children receive information that is con-
sistent with both their developmental stage and dis-
closure status. These findings are consistent with
those reported in Namibia, where a comparable
child-friendly job-aid called the “Disclosure Story-
book” was used to support status disclosure for chil-
dren aged 7–12 years [39, 66]. Like the KidzAlive
Talk tool, this Namibian Disclosure Storybook job-
aid used metaphors, such as the reference to medica-
tion as “a germ in your body” and scientific jargon
such as CD4 cells being referred to as “Soldiers that
fight germs”. These metaphors make it easier for
HCWs to explain to children and their PCGs im-
portant information around HIV infection, how ART

works in their bodies and the importance of adher-
ence to treatment [39, 44].
The Talk tool provided the HCW with simplified

guidelines to share age-appropriate and accurate infor-
mation with children. The storybook provided KidzAlive
trained and mentored HCWs with a stepwise guide to
follow when providing HIV services along the HIV care
cascade from provider-initiated counselling and testing
(PICT), initiation of ART, adherence to ART, viral load
monitoring to disclosure. The study highlighted that its
simplicity and user-friendliness minimised the amount
of support and supervision of PHC staff using it, espe-
cially HIV counsellors, thereby saving the much-needed
resources and time. These findings resonate with litera-
ture describing the value of job-aids to frontline HCWs
and their function as content reminders by assisting
HCWs to remember key information [42, 47, 67].
One of the main barriers to engagement and participa-

tion of CLWHIV is that their parents deter children’s in-
volvement. There are many reasons why this is the case,
but the root cause seems to be related to the perceived
stigma and fear of possible psychological harm to the
child. One key issue that emerged as the main barrier
was that of inadvertent disclosure to other people. The
findings of this study provided important insights into
how the Talk tool uses the hand of safety tool to prevent
inadvertent disclosure from taking place. We can there-
fore safely conclude that the Talk tool facilitates child-
participation by reassuring the PCGs that their secret
(their HIV positive status or child’s HIV status) is safe,
thereby providing an incentive for them to willingly
allow HCWs to freely engage with children. This finding
is unique to this study as we could not identify any lit-
erature where a job-aid incentivised CLWHIV’s partici-
pation in their care programmes.
The versatility of the KidzAlive Talk tool makes it flex-

ible for use as an engagement tool, which encourages
child-participation as it functions as a counselling guide,
educational resource, storybook for entertaining chil-
dren, and a job-aid aligned with HIV testing, HIV coun-
selling and the Disclosure Guidelines currently used in
South Africa. These factors make it a cost-effective solu-
tion for improving the quality of HIV care for children
in poor resourced PHCs. Such settings require low cost,
high impact healthcare solutions with the potential to
reach many CLWHIV in desperate need of quality HIV
care [13]. It may also be considered a useful alternative
to formal training of HCWs on child-centred care in
poor resourced settings.
There were sound suggestions by PCGs of expanding

the Talk tool to a comic book, which children could take
away to allow for the continuation of care at home and
reinforcement of HIV care information. Comic books
have been successfully used as a viable HIV/AIDS
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edutainment approach for children and young people
[68]. These comic books are guided by behaviour change
theories, which are premised on the notion that before
individuals reduce their levels of risk or change their be-
haviours, they need to first understand the basic facts
about HIV and AIDS, adopt positive attitudes, acquire a
set of skills, and have access to appropriate services [68].
By receiving a comic book based on the characters of
the Talk tool, CLWHIV can potentially learn about their
condition and protective behaviours necessary for them
to prolong their lives and protect their loved ones from
contracting the virus from them now and in future.
Paternalist attitudes of PCGs and HCWs were consid-

ered a significant barrier to the participation of
CLWHIV in their care. The Talk tool seems to have ef-
fectively addressed this barrier by making it compulsory
for HCWs to use the tool with every child receiving HIV
care along the HIV-care cascade. As a result, CLWHIV
are no longer passive recipients of care, at least in those
PHCs implementing the KidzAlive model.
However, it is important to note that the barriers to

participation by CLWHIV highlighted in this study re-
lated to PCG and HCW’s fear of emotional harm to
CLWHIV are valid and are widely reported [3]. How-
ever, considering that HIV is now considered as a
chronic condition, which is communicable, children
should be aware of their condition and how to protect
their families, friends, and future sexual partners. There-
fore, child-participation supersedes that fear in the inter-
est of public health and safety. A critical review of the
perceptions of children’s participation in their healthcare
[69] advocated for increased involvement of children in
the care process and decision-making process [70]. In
this aforementioned review [69], children expressed feel-
ings of ownership and empowerment when involved in
their healthcare. However, there were challenges with
ascertaining the level of involvement and participation
of children in the care process. The uncertainties in-
cluded key issues raised by PCGs in this study, such
as the developmental stage limitations of children,
which may affect their full understanding of their
condition, and the possibility of trauma from receiv-
ing bad news. These were among the challenges iden-
tified by other scholars [3, 71–73].

Strengths and limitations of the study
Although we recruited participants from various facil-
ities across four districts, our findings do not reflect the
diversity of all the Talk tool users in KwaZulu-Natal
Province and the rest of South Africa. This limits the
generalizability of our findings. It therefore follows that
the study does not provide objective measures of HIV
outcomes such as HIV testing rates, disclosure rates and
viral load results. However, this qualitative study

provides future researchers with a starting point for
rigorous studies that can measure the impact of the Talk
tool on CLWHIV’s outcomes. It provides the impetus to
design more rigorous and controlled studies, whose re-
sults can be generalised to the rest of South Africa and
similar resource-constrained settings.

Implications of the study
Understanding how and why existing interventions work
is critical to replicating and adapting them, especially in
low-resource settings with a high HIV prevalence among
children. The Talk tool is an example of a promising
cost-effective capacity-building intervention that can be
used to improve the quality of care for children and
health outcomes among CLWHIV and receiving care in
PHCs in resource-constrained settings.

Conclusion
This study provided evidence on the mechanism of how
the Talk tool storybook addresses the barriers to child-
participation and facilitates their participation in the
HIV care process. Its use of child-friendly language,
storytelling, colourful cartoons, and visuals, coupled with
versatility as a storybook, job-aid, and guideline, make it
a high impact tool for promoting quality care in PHC
settings. However, more robust research still needs to be
conducted to determine the impact of this innovation on
children’s HIV outcomes. Nonetheless, the evidence gen-
erated from this study is compelling enough to recom-
mend the scale-up of this innovation in low-resource
settings.
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