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ABSTRACT

Introduction Globally, no person has been untouched

by the COVID-19 pandemic. Yet, little attention has been
given to children and adolescents in policy, provision

and services. Moreover, there is a dearth of knowledge
regarding the impact of COVID-19-associated orphanhood
and caregiver loss on children. This study aims to provide
early insights into the mental health and well-being of
children and adolescents experiencing orphanhood or
caregiver loss in South Africa.

Methods and analysis Data will be drawn from a
quantitative longitudinal study in Cape Town, South Africa.
A sample of children and adolescents between the ages
of 9 and 18 years, experiencing parental or caregiver

loss from COVID-19, will be recruited together with a
comparison group of children in similar environments
who did not experience loss. The study aims to recruit
500 children in both groups. Mental health and well-
being among children will be explored through the use of
validated and study-specific measures. Participants will be
interviewed at two time points, with follow-up data being
collected 12—18 months after baseline. A combination

of analytical techniques (including descriptive statistics,
regression modelling and structural equation modelling)
will be used to understand the experience and inform
future policy and service provision.

Ethics and dissemination This study received ethical
approval from the Health Research Ethics Committee at
Stellenbosch University (N 22/04/040). Results will be
disseminated via academic and policy publications, as well
as national and international presentations including high-
level meetings with technical experts. Findings will also be
disseminated at a community level via various platforms.

BACKGROUND

The COVID-19 pandemic has had a dramatic
impact on people across the world. The
mortality rate from the virus has been high,
with no country untouched, and notable
deaths among parents and caregivers of chil-
dren and adolescents—an estimated 10.5
million children and adolescents have expe-
rienced the death of a parent or caregiver." *

,'? Stefani Du Toit,® Tatenda Mawoyo,*
34 Lucie D Cluver,'® Sarah Skeen,*® Christina A Laurenzi,®

STRENGTHS AND LIMITATIONS OF THIS STUDY

= This is the first empirical investigation of the im-
pacts of COVID-19-associated caregiver loss on the
well-being of children and youth.

= A key strength of the study is the broad array of
domains covered by the questionnaire used within
this study and, the use of validated and standardised
scales.

= The longitudinal nature of the study will strengthen
investigations relating to the direction of any asso-
ciations identified.

= At this stage, data will only be drawn from the
Western Cape province of South Africa, potentially
restricting the generalisability of results beyond the
region.

Yet, there has been little attention focused on
the children and adolescents experiencing
the death of parents and caregivers and
the resulting consequences for their health
and well-being. Orphanhood is defined as
the death of one or both parents.” Orphan-
hood has previously been associated with an
increased risk of poor mental health, violence
and abuse exposure, unstable home environ-
ments, school disruption, early sexual debut
and poverty.™"" In many parts of the world,
alternative caregivers, such as grandparents,
are also key in providing essential care for
children and adolescents. Due to the multi-
generational nature of households, it is also
important to consider caregiver loss as grand-
parents are often primary caregivers and
were the most vulnerable to morbidity and
mortality due to COVID-19.' *1*71*

There needs to be a clear understanding
and tracking of the nature of orphanhood
and caregiver loss so that supportive provi-
sions for children can be accurately tailored.'
The occurrence of COVID-19 orphanhood
and caregiver loss may well be layered onto
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pre-existing social systems where children already experi-
ence a multitude of social challenges and other forms of
loss, for example, due to HIV or tuberculosis.'® However,
there may be elements of orphanhood and caregiver loss
associated with COVID-19 that are new and yet unde-
scribed and uncharted. Similarities from previous large-
scale parental loss experiences such as HIV/AIDS, Ebola,
war and disaster needs to be understood while this new
group of children and youth need to be linked to existing
provision.

Undertaken within South Africa, the Orphanhood
and Caregiver loss among Adolescents and Youth in the
COVID-19 era (OCAY) study is to the best of our knowl-
edge, the first empirical study to explore the impact of
orphanhood and caregiver loss on the well-being of chil-
dren and adolescents. Children and adolescents who
have experienced the loss of a caregiver due to COVID-19
and a comparison group of children and adolescents
who have not experienced loss will be recruited to the
study. There are five core objectives of the study: (1) to
determine if mental health outcomes (positive/nega-
tive) differ between children and adolescents who have
experienced a COVID-19-associated caregiver death, and
children and adolescents who have not experienced a
COVID-19-associated caregiver death; (2) to explore the
impact of COVID-19-associated caregiver death on health
and well-being outcomes of children, and service use
(comparing those with and without a caregiver loss, and
exploring impacts in relation sociodemographic factors,
eg, experience of poverty); (3) to explore how mental
health outcomes (positive/negative) among children and
adolescents who have experienced orphanhood and care-
giver loss change over time (using follow-up data); (4) to
examine associations between access to services (such
as COVID-related grants, bereavement referrals) and
outcomes for children and adolescents; (5) to compare
the health and well-being status of children and adoles-
cents who have lost a caregiver due to COVID-19 with
children and adolescents who have lost a caregiver due
to other causes (eg, HIV/AIDS). Objectives will use both
cross-sectional and longitudinal data to explore changes
in experience over time. Based on previous literature, it is
hypothesised that children and adolescents experiencing
COVID-19-associated caregiver loss will experience worse
health, well-being and service use outcomes compared
with children who have not experienced caregiver loss.

METHODS AND ANALYSIS

Study setting

The study will predominantly take place in Khayelitsha,
which is a underresourced peri-urban settlement on
the outskirts of Cape Town, South Africa. Khayelitsha is
the third largest township in South Africa, with an esti-
mated population of between 400 000 and 750 000."” The
majority of residents live in overcrowded informal housing
with shared communal water taps and inadequate sanita-
tion arrangements.'” According to the 2011 Census, the

average annual household income was R20 000 (approx-
imately US$1200)." There is a high unemployment rate
in Khayelitsha, approximately 50%."" Khayelitsha experi-
ences high levels of crime with inconsistent policing.” As
existing studies forms part of our recruitment approach,
participants residing in other parts of South Africa will
also be considered for inclusion.

Participant recruitment

The study seeks to identify at least 500 children and
adolescents aged between 9 and 18 years, who have been
orphaned or lost a caregiver due to COVID-19 (defined
as COVID-19 infection or likely COVID-19 infection). A
similar proportion (n=500) of children and adolescents
(9-18 years of age) who have not lost a parent or care-
giver due to COVID-19 will be recruited as a compar-
ison group. Various degrees of loss will be explored in
the study (ie, parental loss, other caregiver loss, no loss).
To identify the sample, a mosaic of five strategies will be
used: (1) existing studies—as a starting point, participants
included in previous studies conducted by the group’s
primary investigators and co-primary investigators will be
contacted to assess eligibility.*’* These studies include
populations similar to the population of interest (eg,
age, sociodemographic characteristics) and are likely to
include orphanhood-affected and non-affected partici-
pants (who have previously given consent to be contacted
for future studies); (2) community links—neighbourhoods
within our study setting often have street committees,
and these committees will be used to identify eligible
participants. Alternatively, identification could take
place by door-to-door recruitment; (3) schools—following
permission from the Western Cape Education Depart-
ment, primary and high schools within the area will
be approached for recruitment; (4) non-governmental
organisations (NGOs)—NGOs within our study setting,
rendering services to children and adolescents, will be
used; (5) snowball sampling—participants recruited into
the study will be provided with the opportunity to refer
other potential participants.

Patient and public involvement

It was not appropriate or possible to involve patients or
the public in the design, or conduct, or reporting, or
dissemination plans of our research at the time of writing
this protocol.

Study measures

All participants will be interviewed at two time points—
baseline and 12-18 months later. Baseline data collection
will take place between July 2022 and May 2023, with a
second wave of data collection scheduled between July
2023 and May 2024. A study-specific inventory, adjusted
to be age-appropriate, will be constructed. The compo-
nents will use validated measures which have been used
in five previous studies undertaken with children and
adolescents within South Africa (the Young Carers study,
the Mzansti Wakho study, the HEY BABY study, the Child
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Community Care Study and the Adolescent Bereave-
ment Initiative). Given the broad extent of the impact of
COVID-19 and orphanhood on the lives of the children
and adolescents, measures (for both those affected by
orphanhood, and the non-affected group) will explore
multiple aspects of life including: (1) demographic and
social circumstance factors; (2) mental health (including
depression, anxiety, post-traumatic stress and suicidality)
and well-being; (3) COVID-19 experience; (4) bereave-
ment experience; (5) care and subsequent care experi-
ence; (6) experience of support and provision (7) health
experience; (8) education and school experience; (9)
behavioural risk; (10) violence exposure, stigma and
bullying experience and (11) parenting and caregiving
experience. Data relating to the period between caregiver
loss and baseline data collection will also be obtained to
ensure that time since loss is accounted for within anal-
yses. Measures will be piloted and refined /adapted based
on participant feedback. Piloting will be undertaken with
10-15 participants who have been identified as eligible
for the study within the greater Khayelitsha area. Study
measures will remain similar across both waves, however
minor amendments may be made based on feedback (eg,
from data collectors and/or the study team) from base-
line data collection. Measures that remain static over time
will not be included within follow-up data collection. See
table 1 for an overview of measures to be used within the
study.

Power calculation

Power calculations were based on the core mental health
measures within the study (depressive/anxiety symp-
toms). Multiple power calculations have informed this
estimate. Previous studies identifying approximately 10%
of children and adolescents experience poor mental
health.”® Stratification modelling data based on the
methodologies used in the study by Hillis ¢t al,® identified
that caregiver loss within South Africa due to COVID-19
has impacted approximately 211 000 children (estimate
obtained November 2022; COVID-19 Orphanhood Calcu-
lator). Based on these data, a confidence level of 95% and
a 2% margin of error, the sample size required to detect
meaningful difference in the proportion of poor mental
health symptomology reported between the sample and
general population estimates (y* test) is 861. A second
power calculation was undertaken to account for group
differences (COVID-19 caregiver loss vs no COVID-19
caregiver loss) in the core mental health measures (prev-
alence). Based on identifying a prevalence of 5% poor
mental health symptoms (depression/anxiety) among
the control group (no COVID-19-associated orphan-
hood) and 10% prevalence within the population of
interest (COVID-19-associated orphanhood), an alpha of
0.05, and 90% power the number of participants required
to detect a meaningful difference between groups is
671 (COVID-19-associated orphanhood) vs 503 (no

COVID-19-associated orphanhood). Based on these esti-
mates, and to account for attrition in planned follow-up
rounds of data collection, a planned sample of 1000 chil-
dren including the number of children and adolescents
experiencing COVID-19-associated orphanhood or care-
giver loss n=500, and the comparison group of children
and adolescents experiencing no COVID-19-associated
orphanhood n=500.

Data collection procedures
Data will be collected by experienced, trained and super-
vised data collectors. Data collectors, with extensive
prior experience in quantitative research in the study
site, will undergo a 2-week refresher training workshop
in general principles of research ethics, referral proce-
dures, management of difficult situations, obtaining
informed consent and how to administer the question-
naire. Data collectors will be fluent in English and isiX-
hosa (the vernacular language of Khayelitsha residents),
with prior experience working with vulnerable youth and
families in these settings. Assessments will take place at
a research centre in Khayelitsha. In the instances where
participants are unable to travel to the research centre,
assessments will be conducted in a private space at the
participant’s home, school or NGO. In the instances
where participants reside in other parts of South Africa,
we will conduct telephonic assessments. Participants will
be provided with transportation to and from the venue
where assessments are taking place. Prior to starting the
interview, caregivers of children under the age of 18 years
will provide written consent for the participation of their
child, and the child will provide informed assent. Partic-
ipants who are 18 years of age will provide their own
informed consent. All measures will be translated into
isiXhosa and back-translated into English to ensure the
use of accurate and quality translations. Interviews are
expected to last between 60 and 90min. During assess-
ment, participants will be provided with breaks during
which they will be served refreshments. All participants
are provided with a reimbursement for their time, incon-
venience and expense in the form of a shopping voucher,
and these reimbursements will be provided at each time
point. As a means of quality control, the assessments will
be audio-recorded, with the permission of the partici-
pant. These audio-recordings are reviewed by supervisory
staff on a regular basis to ensure consistency in admin-
istration between data collectors. On completion of the
assessments, participants will be provided with a further
opportunity to ask any questions or express any concerns.
The second wave of data collection will follow a similar
format to the first wave of data collection. As with the first
wave, data collectors will undergo a refresher training
workshop. Participants will be recontacted by the study
team. Retention will be a core priority within the second
round of data collection. The study team are known to
the local community. Participants will be contacted on
numerous occasions by the data collection team. The
core study team have an excellent track-record of high
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Objective 1

Objective 2

iq

Objective 3

Objective 4

Figure 1 Directed acyclic graphs illustrative of the OCAY study objectives (for illustrative purposes only). Objective 1: to
determine if mental health outcomes (positive/negative) differ between children and adolescents who have experienced a
COVID-19-associated caregiver death, and children and adolescents who have not experienced a COVID-19-associated
caregiver death; objective 2: to explore the impact of COVID-19-associated caregiver death on health and well-being
outcomes of children, and service use (comparing those with and without a caregiver loss, and exploring impacts in relation

to sociodemographic factors, eg, experience of poverty); objective 3: to explore how mental health outcomes (positive/
negative) among children and adolescents who have experienced orphanhood and caregiver loss change over time (using
follow-up data); objective 4: to examine associations between access to services (such as COVID-related grants, bereavement
referrals) and outcomes for children and adolescents; objective 5: to compare the health and well-being status of children and
adolescents who have lost a caregiver due to COVID-19 with children and adolescents who have lost a caregiver due to other

causes (eg, HIV/AIDS).

retention rates within previous studies among similar
populations (eg, the Child Community Care study—=89%,
the Mzantsi Wakho study—95%).

Data analyses

Descriptive statistics will be used to explore data yielded
from the questionnaire to explore a range of outcomes
for children and adolescents at each of the study time-
points. Explorations will be based on study objectives.
For illustrative purposes and to guide possible analyses,
figure 1 presents directed acyclic graphs for each of the
study objectives. A combination of analytical techniques
will be used to explore different research questions
inclusive of descriptive statistics (eg, t-tests and ” tests),
analyses of variance, multilevel regression modelling to
account for potential confounders and repeat measures
and structural equation modelling (path analyses) with
multiple outcomes to explore mediating and moder-
ating factors in the relationship between predictor and
outcome variables (identified a priori). Logistic regres-
sion modelling will be used to assess binary outcomes
and linear regression modelling will be used to assess
continuous outcomes. If possible, the above analytical
techniques will also be used to explore additional data
from existing sources to compare the health and well-
being outcomes of children and adolescents experi-
encing COVID-19-associated loss with other groups, for
example, children and adolescents experiencing care-
giver loss due to HIV/AIDS.

ETHICS AND DISSEMINATION

This study has received ethical approval from the Health
Research Ethics Committee at Stellenbosch University
(N22/04/040). This research is designed with child
protection principles in mind, and the impact of the
questionnaire is a foremost concern. The study will follow
ethical procedures used by the researchers in other similar
studies working with similar at-risk groups. The question-
naire will be designed to be child-friendly. All consent
procedures will be conducted prior the commencement
of the assessment. Given the young age of some partici-
pants and the sensitive nature of the project, all screening
and consent processes will be conducted in the homes
of the prospective participants. Hopefully, conducting
screening and consent procedures in the comfort of the
participants’ homes will build trust and enhance rapport
with both the participants and the caregivers. Caregivers
will be welcomed to accompany their child to the inter-
view, however, if this is not possible, written consent will
be obtained prior to the scheduled appointment and
permission will be sought to transport the child to and
from the research centre or interview venue. Data collec-
tors will explain the interview and assessment proce-
dures to each child, and they will sign an assent form.
Caregivers will sign a consent form to provide permission
for their child to participate in the study. All participants
will be assured that their decision to participate or not to
participate in the study is completely voluntary and will
not affect them in any way. All data will be anonymised
prior to data analysis.
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Links will be made with various NGOs and service
providers prior to the commencement of the interviews
to ensure efficient referral pathways. The research team
anticipates a high number of referrals. As such, before
the commencement of the interviews, various service
providers were approached to ensure that the data collec-
tion team had a comprehensive referral directory. The
referral directory has service providers in the fields of
grief and loss, mental health, domestic violence, bullying
and food insecurity. In addition, the participants will
be provided with transport for their first appointment
following referral.

Results will be disseminated via academic and policy
publications, as well as national and international presen-
tations inclusive of high-level meetings with technical
experts. Findings will also be disseminated at a commu-
nity level (eg, through specially convened community
stakeholder meetings, NGOs, community leaders or local
radio).

This study aims to provide early data on the expe-
riences of children and adolescents aged 9-18 years
following the death of a parent or caregiver as a conse-
quence of the COVID-19 pandemic in South Africa. The
study will provide insight into their needs, experiences
and interventions that were provided, with an indica-
tion of gaps in provision, unmet needs and areas where
future support could be targeted to optimise well-being
in these children. Such data additionally aim to support
planning for future pandemic responses. The use of
a comparison group within this study will additionally
allow for the explorations regarding the possible differ-
ences in experiences among children and adolescents
who had experienced caregiver loss compared with
children and adolescents who had not experienced
caregiver loss (eg, experiences of lockdown). Similarly,
these data will allow for the exploration of cumulative
risk among children and adolescents living in contexts
of adversity (eg, experiencing COVID-19-associated loss,
poverty and living in HIV-affected communities), and
help to identify the potential specific challenges related
to the experience of caregiver loss in the wake of the
COVID-19 pandemic.

Our research will generate evidence to inform further
research, policy and programming for at-risk orphans and
vulnerable children, including mental health screening
and modifiable risk and protective factors for health
and well-being among this group. Enhanced knowledge
about what works for orphans and vulnerable children
can be used to inform child health policies on a broad
scale. We intend for our study to have wide applicability
and have a clear path to dissemination. It is imperative
to protect children and adolescents from the direct and
indirect harms of the COVID-19 pandemic, both in the
present and the long term. Data from this study provide a
timely assessment of health and well-being in relation to
caregiver loss with the aim of informing future responses
to promote the potential of children and adolescents in
South Africa and beyond.
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