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Abstract

Background: Post COVID-19, caregivers of children with cerebral palsy in South Africa face unique challenges. Methods: A
qualitative exploratory approach was used. Semistructured interviews were conducted with 14 caregivers of children with cere-
bral palsy in Gauteng, South Africa. Interviews were audio-recorded, transcribed verbatim, and analysed using thematic analysis.
Results: Lockdown restrictions have had lasting effects on families’ routines and events, reshaping their internal and external
functioning. The pandemic introduced new challenges, such as increased physical pain due to the child’s weight gain, persistent
emotional distress, and a lack of social and governmental support. Conclusion: Post COVID-19, it is crucial to develop inno-
vative support mechanisms for children with cerebral palsy and their caregivers, focusing on comprehensive health services,

robust social support, and targeted interventions to address the ongoing and new challenges faced by these families.
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Cerebral palsy is one of the most prevalent causes of childhood
disability in South Africa. The condition manifests with neuro-
muscular spasticity, cognitive dysfunction, behavioral impair-
ments, speech and visual issues, as well as challenges in
feeding and gastrointestinal functions.' Consequently, children
with cerebral palsy rely on their caregivers, which imposes a
significant burden and stress on their caregivers.> Research
has shown that caregivers of children with cerebral palsy expe-
rienced more stress than those of typically developing children
during the SARS-CoV-2 (COVID-19) pandemic.*® In March
2020, like many other parts of the world, South Africa imple-
mented a nationwide lockdown to stop the spread of
COVID-19. The sudden onset and unexpected lockdown
created and exacerbated existing challenges for children with
cerebral palsy because of increased prevalence of underlying
health conditions, and the impact on services.”* As a result of
the lockdown, many children were unable to receive health
care or attend school, and significant stress was placed on
their caregivers who were required to continue with all care at
home.” Significant dependence on familial caregiving at home
resulted in various detrimental impacts on the caregivers,
encompassing aspects of physical, mental, and psychological
well-being.>!*"'? Research has indicated that the pandemic
increased stress, anxiety, and depression among caregivers of
children with cerebral palsy.>!"!?

In April 2022, the national state of disaster was lifted and all
COVID-19 restrictions were removed with the end of the pan-
demic. However, the difficulties many children and families
experienced had long-lasting effects, many that we may not be
aware of. Caregivers faced heightened stress, financial strain,
and isolation, compounded by job loss and a lack of
support.”'-1>14 Because of the long withstanding impact
COIVD-19 has had, it is important to explore the ways in
which families have transitioned back to their lives and if they
require any additional support in their lives and communities.

To fill this gap and understand the transition back to life after
the pandemic, the current study used the socioecological model
as a conceptual framework to explore caregivers of children
with cerebral palsy experiences. Building on the work of
Talley and Crews'® and that of Bronfenbrenner,'® we have
applied the socioecological model to assist us in understanding
the ways in which caregivers have been affected by the
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COVID-19 pandemic to inform current research and practice.
The theoretical assumption posits that caregiver burden is
impacted by the caregiver’s characteristics, interpersonal rela-
tionships, social interactions, social support, organizational
structure, and the environment, as outlined in the socioecolog-
ical model of health used in this investigation.'” According the
socioecological model, an individual’s health is shaped by mul-
tiple layers, encompassing influences at the individual level,
interpersonal relationships, social factors, and environmental
influences. A multilayered socioecological approach has been
used to explore the perceived health and well-being of caregiv-
ers® and is being used in the current study to gain insight into
the challenges and stressors faced by caregivers of children
with cerebral palsy following the COVID-19 pandemic, and
to determine factors that may have been overlooked in previous
research. Therefore, the purpose of this study was to explore the
transition of caregivers of children with cerebral palsy in the
South African context post COVID-19 using a socioecological
framework.

Method

This exploratory qualitative study, guided by the principles of funda-
mental qualitative description, examined caregivers’ experiences and
challenges in caring for children with cerebral palsy post COVID-19.
Using a qualitative design enabled a rich, clear depiction of these expe-
riences that closely reflects the caregivers’ own words.'® This approach
is particularly valuable for addressing practical concerns of practition-
ers and informing policymakers. This study was approved by the
Human Research Ethics Committee, Faculty of Humanities of the
University of the Witwatersrand (HREC Non-Medical) (approval
number: STA_2023_49). All ethical principles were adhered to in
the current study, including those related to responsible recruitment,
gaining access, and written informed consent.

Participants

Participants were purposively sampled according to the following
inclusion criteria: caregivers had to be 18 years or older and speak
English or isiZulu; nevertheless, all participants chose to have their
interview conducted in English. The participants interviewed had to
be the primary caregiver at home although other family members
could be living in the house providing care. All participants had a
child (1) diagnosed with cerebral palsy, (2) living at home with the
family member during and after the lockdown, (3) aged 4-12 years
of age. The wide age range of the child was chosen to approximate
school-aged children and to acknowledge the heterogeneity of cerebral
palsy and the different organizations that worked with children of dif-
ferent ages. Participants were from the city of Johannesburg and lived
in lower- to middle-income socioeconomic neighborhoods.'® There
was a big disparity regarding income and access in those areas, with
the Gini index of Johannesburg being 0.74, highlighting severe
inequality (0.5-1).%°

Sample Size

As sampling in qualitative research is an iterative process, the sample
size was not predetermined. Considering the nature of the topic, and

the scope of the study, a sample size of 12-15 participants was esti-
mated to achieve sufficient informational power.

Data Collection

Data were collected between the dates of May 2023 and August 2023.
A list of special education schools and organizations for children with
cerebral palsy was collated by the researchers across Gauteng to gain
access to the participants. Ten sites were approached, of which only
6 responded. Participant information letters were then sent out by the
schools or organizations to all participants who met the inclusion
and exclusion criteria and asked to contact the researchers should
they wish to participate. Every participant was required to fill out a
demographic questionnaire that requested details about the caregiver’s
age, relationship to the child, employment, and access to public or
private health care, and the child’s age, gender, and Gross Motor
Function Classification System level. An interview guide was devel-
oped based on the literature, and the socioecological model, compris-
ing open-ended questions and probes, was used (Supplementary
Material S1). The formulation of these questions aligned with the
primary research question and associated subquestions, with the inten-
tion of delving deeper into the experiences of the caregiver after
COVID-19. To ensure the efficacy of the questionnaire and interview
guide, a pilot study involving 2 mothers was conducted. Following the
completion of the pilot study interviews, no adjustments were made.

Semistructured interviews were conducted with all participants in a
single interview. Interviews were conducted by AM and RB, who are
speech-language therapists with experience working with children with
cerebral palsy. A mutually convenient date and time for an in-person or
online interview was scheduled. Participants had a choice of interview
location: virtual, their home, or the school. Nine interviews took place
online over Zoom, 1 interview took place at the participant’s home, and
4 interviews took place at the school. All interviews took place in a
quiet room and participants were told that they are able to pause or
stop the interview at any given time if necessary. The interviews, aver-
aging about 1 hour each (ranging from 22 to 48 minutes), were audio-
recorded and transcribed verbatim by the researchers.

Data Analysis

Thematic content analysis, following the approach outlined by Braun
and Clarke,'® was employed to analyze the data. All transcripts were
imported into the NVivo computer program for coding and text
content analysis. To ensure methodical categorization and coding of
the interview transcripts, and maintain the rigor and quality of the ana-
lytical process, the 5 steps of qualitative data analysis from Ritchie and
Spencer’s framework analysis was used as a guide.?!

The first stage was deductive, line-by-line coding of text using the
socioecological framework. For example, codes related to participants’
physical and emotional well-being, emotions, and feelings were coded
as individual. The initial coding framework was developed by
researchers AM and RB. The authors also included inductive coding
to explore new and emerging themes. After the initial coding, the
framework underwent a pilot test on 2 interviews, independently con-
ducted by all researchers (AM, RB, and SA). Any discrepancies or dif-
ferences were resolved, and the finalized framework was applied to all
transcripts. In the second stage, descriptive themes were developed by
grouping codes with similarities. For example, codes were grouped if
caregivers continued with challenges or positive changes post
COVID-19. Coding the data regarding the ways in which COVID-19



Adams et al

193

continues to impact their lives was instrumental to understanding the
caregivers’ experiences. This ensured consistency and relevance in
the analysis. It should be noted that determining the broad themes
prior to analysis did not influence the coding process of the interview
transcripts, and all identified themes were able to be grouped within the
socioecological model framework. In the third stage, relationships
between the codes were synthesized into analytical themes within
the levels of the socioecological framework.

An iterative process was employed during data interpretation,
involving reflective practices and meetings between both researchers
to discuss the coding and interpretation processes. Rigor and trustwor-
thiness were ensured through measures such as member checking,
reflective journaling, and reflective conversations between the 3
authors. The coding and analysis were based on the socioecological
framework. The model was adopted to analyze the various levels of
factors that caregivers of children with cerebral palsy experienced
post pandemic.

Results
Profile of Participants

The number of caregivers contacted is unknown as this was
through the different schools/organizations. However, 14 care-
givers participated in the study (2 were from the same family).
Twelve children with cerebral palsy were represented in this
sample. Majority of participants were female (n=13).
Participants interviewed were predominantly mothers (n=9),
with some also identifying as grandmothers (n=2), a sister (n
=1), a father (n=1), and an aunt (n=1) (see Table 1 for partic-
ipant demographics). It is important to highlight the gendered
composition of the sample and the caregiving role that is

Table |. Demographic Data of Caregivers (n= 14).

Children with CP Mean (SD) or n Range or %

Age, y 385 (9.1) 22-59
Gender, n (%)

Male | 7

Female 13 93
Relationship to child, n (%)

Mother 9 64

Father | 7

Aunt | 7

Grandmother 2 14

Sister | 7
Employment, n (%)

Employed 9 64

Unemployed 4 36
Relationship status, n (%)

Single 6 43

Married 6 43

Divorced | 7

In a relationship | 7
Public or private health care, n (%)

Public 5 36

Private 4 26

Both 5 36

Abbreviation: CP, cerebral palsy.

often predominantly female, particularly in the South African
setting. As a result, many women often experience a multidi-
mensional caregiving burden regarding additional stressors
around poverty and well-being.>** Participants had varying
types of employment, most of whom were employed (n=9),
with 5 participants being unemployed at the time of the study
and 1 participant continuing to experience unemployment due
to job loss as a result of the COVID-19 pandemic (participant
11). Of the participants, 4 had access to private health care,
and 5 had access to public health care only. Five participants
reported having access to both public and private health care.
However, it is important to note that these participants predom-
inantly used public health care services and accessed rehabilita-
tion services privately. The participant information highlights
the heterogeneity of the sample and the diversity within the
South African context.

All families had a child with cerebral palsy between the ages
of 4 and 12 years (mean = 7.3 years, standard deviation [SD] =
2.6), with slightly more males (n=7) than females (n=5).
Caregivers reported their child’s ambulatory status according
to the Gross Motor Function Classification System level. It is
important to note that these were caregiver interviews and
that the children were not formally assessed. Among the chil-
dren, 36% were ambulatory (levels I, II, and III), and 50%
were nonambulatory (levels IV and V) (Table 2).

The results are presented under the various dimensions of the
socioecological framework as shown in Figure 1.>* Following
the analysis, several core themes emerged from the data illus-
trating the added challenges experienced by caregivers of chil-
dren with cerebral palsy, some of the positive changes that have
happened as a result of the pandemic, and the need for addi-
tional and continued support. Coding and analysis were based
on the socioecological framework in order to analyze the
various levels of factors that may be represented as continued
challenges, positive outcomes, and continued supports.
Verbatim participant quotes are included to support the
themes identified.

Table 2. Demographic Data of Children With Cerebral Palsy (n=
12).

Children with CP Mean (SD) or n Range or %

Age 7.3 (2.6) 4-12
Gender, n (%)
Male 7 58.3
Female 5 41.7
GMFCS class, n (%)
Level | 0 0
Level 2 0 0
Level 3 5 41.7
Level 4 6 50
Level 5 | 8.3

Abbreviations: CP, cerebral palsy; GMFCS, Gross Motor Function Classification
System.
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* Caregivers physical abilities
e Caregivers emotional well-being
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Figure |. Adapted socioecological model of factors of the different post-pandemic factors classified.

Individual Factors

These are individual-level factors from the family members’
responses to support the themes identified related to their phys-
ical abilities, emotional well-being, emotions, and feelings.

Physical Stressors

The physical strain included activities such as feeding, bathing,
and carrying the child, often exacerbated by the child’s
increased weight because of the lockdown’s sedentary lifestyle.
As children were at home, caregivers were required to take on
all the care for their child, which had a significant impact on
their physical well-being. Participants spoke about how their
children gained a significant amount of weight that has contin-
ued to physically impact on the caregiver, “My child also grew
a lot in lockdown and would not fit in his buggy so I had to carry
(child) on my back and he is heavy so it was a bit of a struggle”
(participant 4). Caregivers struggle with the added weight gain
due to their need to constantly lift, bend, carry, and reposition
their child. This has placed significant stress on the caregiver’s

back, neck, and legs as mentioned by participant 11, “I would
have to carry (child) to move him around. My body was
always aching, and my back was always sore, and my knees
give in often. It still hurts.” As a result, many caregivers have
continued to experience body aches and pains.

Emotional Stressors

Four participants mentioned the continued impact that the lock-
down had on their emotional health and well-being spending
more time with their child during the lockdown, “Emotionally
it was a lot I don’t want to lie, being in the same space it hit
me that my grandchild has a disability. I needed therapy. I
feel like she needed therapy, you know, and this was
someone [ was used to just seeing in the evenings and weekends
but now because it was locked down she was with me every
day. After the lockdown I am still worried about her disability
and it can depress me but now with some time it is getting
better” (participant 10). Participants spoke about the continued
emotional impact of COVID-19 and how psychological support
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is still required, “During the lockdown I felt so guilty and I still
do today because he already gained weight cause of no moving,
no exercise, nothing. Then he’s heavy changing Pampers you
know, it affects you. You worry what you did” (participant
2). Participant 11 had a similar experience where she felt
guilty that her son only watched television during lockdown,
“The only difficult thing was trying to keep him busy when
he’s not watching cartoons because if he does not have anything
to do he gets frustrated. So he would just watch cartoons. Now
at least (child) is back at school, but it makes me feel like a bad
mother.” Many mothers also experienced emotional stress as a
result of the blame that they placed on themselves for not being
able to do as much as they thought they should be doing.

“After Lockdown, We Are Now Free”

All 14 caregivers interviewed reported improved experiences after
the lockdown because of their child now being able to attend
school again and they now have a sense of freedom, “After lock-
down, we are better than during lockdown. During lockdown, we
like, there was no life. We were just in prison. Then after lock-
down, we are now free” (participant 1). Participant 5 further
reported on her excitement that the lockdown has ended and
that her child is no longer dependent on only her, “I'm alive.
No, I feel like I'm alive again. During lockdown my child strug-
gled in every way, like I can just say most of the things because
he’s not talking, he’s not sitting, he’s not standing, he’s not
walking. So he’s total dependent on me. So everything, feed
him, bathe him, clean him. So everything a hundred percent
depends on me.” Participant 4 described how during the lockdown
she struggled with spending so much time with her child and not
knowing how to respond or why he was upset but feels she can
manage better now that the lockdown has ended, “It was challeng-
ing. It wasn’t positive. It was challenging and frustrating. He’ll be
crying and sometimes when he cries, it frustrate [sic]. Sometimes
you now be forced, like, let me hit him. You don’t know what to
do. You get confused. Now, lockdown is over, I am out the house
and I have more patience for my child and trying to understand
what he wants.”

Interpersonal

Participants’ interpersonal relationships encompassed immedi-
ate family members, extended family, neighbors, and friends.
These relationships were perceived by participants as either
an ongoing source of stress or a positive influence arising
from the pandemic.

Absent Fathers

In the study there were many supportive fathers and husbands,
although 6 participants did speak to the fact that the fathers were
either uninvolved or absent before COVID-19. Additionally, 2
participants mentioned that even if fathers were initially
engaged, this involvement ceased during the lockdown, with
the fathers disengaging from their children and families as

participant 4 remarked, “(Child’s) father never really helped
in lockdown because he now stays far and with curfew. So it
was just me—and it still is. Only now again his father can
take him for some time when I need to do something.”
Participant 14 noted that her and the father got divorced after
COVID-19 because of to the stressors of the pandemic and
the resulting lack of support, “We got divorced in that period
because it just, there wasn’t anything we could do to salvage
this marriage. I was relying on him and he was not helping
out when I needed him to. And when he eventually moved
out, he didn’t even tell me, “Okay, 'm moving out today.” I
just came home after being at my sister’s house on the
weekend; when I got home, he was gone.”

Continued and Exacerbated Social Exclusion

Eight caregivers reported continued isolation from society
because of the stigma around children with disabilities.
Because of COVID-19, people are more concerned about the
possibility of contracting illnesses from others. As a result,
they have become more cautious about their interactions with
people in their surroundings. This led to isolation as others
were hesitant to engage with the caregiver and the child,
“Now I always feel excluded because now no one visits me
or invites me anymore, even people that did before COVID. I
think because I always said no during COVID” (participant 11).

Bonding and Time Spent as a Family

Although the majority of the caregivers viewed the increased
time spent with their child as a contributing factor to their emo-
tional stress, caregivers also viewed the time spent with their
child and their family as a positive, and that one can always
appreciate the time spent with family during the lockdown
because it made them closer postlockdown, “So we definitely
did get to spend time together and we still do now. So the
time aspect is, we can always appreciate the time aspect” (par-
ticipant 6). “I think we became close as a family and we learned
to appreciate each other and we had time for each other, I can
understand my child’s needs better. Even if he can’t talk, now
I know what he wants” (participant 4).

Community

Community factors extend beyond individual relationships to
the broader social environment. This dimension encompasses
the physical, emotional, social, and financial aspects within
the community that impact caregivers and children with cere-
bral palsy. It includes community services, awareness, and
social integration opportunities.

Discrimination

Caregivers reported stigma or fear associated with the perceived
vulnerability of children with cerebral palsy to illnesses, includ-
ing post-pandemic concerns. As mentioned by participant 6,
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“People are ignorant, they don’t understand what cerebral palsy
is, and they aren’t open to accepting that. During lockdown my
child was at home a lot and frustrated. Some [neighbors] will
come, they’ll be complaining, your child is making noise,
your child is crying, is screaming, and it is not easy. He’s not
accepted, and they still complain.” Participant 4 expressed
similar concerns, “They won’t even touch your child’s hand.
They won’t even say hello. My grandchild’s disability is not
contagious.”

Environmental

The environmental dimension focuses on the physical and emo-
tional aspects of the surrounding environment. This includes
accessibility to public spaces, the emotional impact of the phys-
ical environment, and the influence of social norms within the
community.

Continued Challenges With Access

Access to medical treatment and care continues to be a problem
post COVID-19, which is a specific concern for children with
cerebral palsy who may have experienced increased stiffness
and regressions during the pandemic, “Access to medical is a
big problem even after Covid. He’s stiff, all the muscles are
stiff, nothing, he can’t move them. And I'm the one going
through, he’s in pain, crying. Pains are all over and there is
nothing I can do” (participant 2). Participant 14 spoke about
the halt in therapy sessions during lockdown and the continued
challenges in resuming them and starting with a new therapist,
“During the hard lockdown, we didn’t have therapy sessions.
When we started again her old therapist had left and we got
no handover. She started with a new therapist. So we were
just basically handed over to another therapist.”

Employment Difficulties and Continued Financial Strain

A central concern reported by the majority of the caregivers
includes the financial burden that worsened during the lock-
down and still continues. Participant 11 expressed the harsh
impact that the lockdown had on her employment, “The most
difficult thing of lockdown that was a change for me was that
I lost my job and have been unemployed since then.”
Participant 11 further expressed the continued impact that the
unemployment has had on her financial status. Participant 1
expressed similar concerns stating, “What I feel that we are
still struggling with because of lockdown is financially, cause
things have not gone, they are not the same. Caring for my
child costs as much as a new car.” This highlights the increased
financial support needed by caregivers because of job loss and
continued unemployment caused by COVID-19.

Discussion

This study identified important factors within the socioecolog-
ical framework that have affected caregivers of children with

cerebral palsy and their transition back to normalcy following
the end of the pandemic in the South African context. The
study by Vadivelan et al® explored the burden of caregivers
of children with cerebral palsy within the domains of the indi-
vidual, family, community, and environmental that were
explored.!” Although some of the findings are similar to the
experiences of caregivers of children without disabilities
during the pandemic,®”'"'* this study highlights the unique
and ongoing challenges faced by caregivers of children with
cerebral palsy. Although both groups experienced significant
disruptions and the need for continued support, this research
delves deeper into the long-term effects of COVID-19 on care-
givers of children with cerebral palsy. Notably, the study high-
lights the significant challenges that emerged because of
COVID-19 restrictions, including heightened physical pain,
ongoing emotional distress, and a lack of social and govern-
mental support. This lack of support encompassed financial
assistance and sustained unemployment and unrecompensed
expenses incurred during COVID-19. These long-term
impacts have continued to affect families, underscoring the
need for targeted, ongoing support.

The theoretical assumption posits that caregiver burden is
affected by the intersectionality of the characteristics of the
caregivers, interpersonal relationships, social interactions,
social support, organizational structure, and the environment,
as outlined by the socioecological model of health used in
this study. According to this model, the health of an individual
is shaped by multiple layers, encompassing influences at the
individual level, interpersonal relationships, social factors,
and environmental influences.”* Caregivers of children with
cerebral palsy experienced a number of physical and emotional
stressors that they have continued to experience since the end of
the pandemic.?® Caregivers faced significant challenges as their
children were unable to participate in physical activities. This,
combined with the child’s advancing age, weight gain, and
the increased responsibility of taking over all caregiving
tasks, placed heightened strain on caregivers during and after
the lockdown period. Previous research has highlighted that
children with cerebral palsy are often less active than their typ-
ically developing peers, and during COVID-19, their physical
activity levels significantly declined because of lockdown
restrictions.?®?” Although many children gained weight and
grew larger during this time, this was not solely because of
COVID-19 but was exacerbated by the sudden stop in physical
activities.?® In addition, many caregivers expressed guilt and
frustration at having to care for their child and feeling as
though they were not able to do enough during lockdown.
Building on the existing literature, this study offers findings
that strongly align with research that was conducted during
COVID-19 but has highlighted the continued challenges expe-
rienced.'"'*?%2% The cumulative effects of these challenges
may have long-term implications for the overall well-being of
both the caregivers and the children they support.

The end of lockdown restrictions allowed caregivers to
regain a sense of freedom and the caregivers felt less confined.
This shift from confinement to freedom proved to be
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meaningful for caregivers who had been isolated for an
extended period because of the lockdown. October et al*
found that caregivers in South Africa reported an improved
overall experience after the COVID-19 lockdown; this aligns
with the findings of this study, which further explored the expe-
riences of caregivers of children with cerebral palsy. The results
of the study indicate that both during and after the lockdown,
the daily routines and family events of households were signifi-
cantly altered both within their internal dynamics and in relation
to their external family environment. Many caregivers reported
on the continued social exclusion, with 2 caregivers also
describing how uninvolved or absent the fathers were both
during and after COVID. These were defined as interpersonal
problems that exacerbated participant stress and are similar to
those reported in previous literature.>*' However, it is impor-
tant to note that following COVID-19, some families also
reported on additional bonding with their child and the
support provided by the fathers and other family members.
Positive interpersonal relationships and changes have been
reported in previous literature as an outcome of the
COVID-19 lockdown.'" Therefore, it is critical that the ways
in which caregivers have positively experienced the end of
lockdown are cultivated and supported to ensure improved
emotional well-being using interpersonal support systems and
development of new relationships, particularly because caregiv-
ers who have immediate family support usually have better
emotional well-being. >

This study did not only explore the experiences of the
primary caregiver and unique insights were offered into the
experiences of additional caregivers such as aunts, grandmoth-
ers, sisters, and fathers. The findings revealed a commonality in
experiences among all caregivers, specifically in terms of the
physical and emotional challenges associated with caregiving.
This study makes findings unique to the context regarding the
primary sample of women who are the primary caregivers.
This observation emphasizes the need to extend the exploration
of caregiving experiences to include other family members
within the South African context. It is noteworthy that many
children in South Africa are not solely raised by their
mothers, and acknowledging and addressing the unique chal-
lenges faced by different caregivers is crucial.> It is important
to acknowledge that in general, women may be more vulnerable
in these societies, with some coming from lower socioeconomic
backgrounds.”> In addition, the intersection of gender and
poverty puts these women at high levels of vulnerability.'*°
Furthermore, the high level of vulnerability is further com-
pounded by the burden of caring for a child with a disability,
and the experience of COVID-19. Therefore, support and inter-
ventions should be tailored to accommodate the diverse care-
giving roles within the family structure, particularly women
caregivers.

There are several limitations of our study to be considered.
First, a small geographical location was targeted in this
research, which was seen as a limitation because experiences
were limited to caregivers in Gauteng. Additionally, the study
primarily addressed an urban population, overlooking the

perspectives of caregivers in low-resourced contexts, which is
a limitation as this demographic is often underrepresented in
existing literature. To ensure comprehensive support for all
those in need and still grappling with the aftermath of the pan-
demic, further investigation should include engagement with
children and caregivers facing other neurodevelopmental dis-
abilities. Further research is also needed on evidence-based psy-
chological interventions to minimize the negative impact of the
pandemic on caregivers’ mental health.

Conclusion

Our findings add to the growing body of literature on the impact
COVID-19 has had on children with disabilities as well as asso-
ciated risks, stressors, and provisions that need to be made for
this population. Caregivers of children with cerebral palsy
have experienced significant challenges because of
COVID-19, as well as continued difficulties even after the
end of the pandemic. This research emphasizes the continued
impact of caregiver challenges even after the pandemic has
ended. By focusing on these persistent difficulties, the study
adds a nuanced understanding of the long-lasting effects on
caregivers and the need for ongoing support beyond the
initial crisis. This knowledge can guide the development of
public health policies aimed at supporting caregivers and
enhancing their overall quality of life.
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	 &/title;&p;Cerebral palsy is one of the most prevalent causes of childhood disability in South Africa. The condition manifests with neuromuscular spasticity, cognitive dysfunction, behavioral impairments, speech and visual issues, as well as challenges in feeding and gastrointestinal functions.1 Consequently, children with cerebral palsy rely on their caregivers, which imposes a significant burden and stress on their caregivers.2,3 Research has shown that caregivers of children with cerebral palsy experienced more stress than those of typically developing children during the SARS-CoV-2 (COVID-19) pandemic.4–6 In March 2020, like many other parts of the world, South Africa implemented a nationwide lockdown to stop the spread of COVID-19. The sudden onset and unexpected lockdown created and exacerbated existing challenges for children with cerebral palsy because of increased prevalence of underlying health conditions, and the impact on services.7,8 As a result of the lockdown, many children were unable to receive health care or attend school, and significant stress was placed on their caregivers who were required to continue with all care at home.9 Significant dependence on familial caregiving at home resulted in various detrimental impacts on the caregivers, encompassing aspects of physical, mental, and psychological well-being.3,10–12 Research has indicated that the pandemic increased stress, anxiety, and depression among caregivers of children with cerebral palsy.5,11,13&/p;&p;In April 2022, the national state of disaster was lifted and all COVID-19 restrictions were removed with the end of the pandemic. However, the difficulties many children and families experienced had long-lasting effects, many that we may not be aware of. Caregivers faced heightened stress, financial strain, and isolation, compounded by job loss and a lack of support.7,11,13,14 Because of the long withstanding impact COIVD-19 has had, it is important to explore the ways in which families have transitioned back to their lives and if they require any additional support in their lives and communities.&/p;&p;To fill this gap and understand the transition back to life after the pandemic, the current study used the socioecological model as a conceptual framework to explore caregivers of children with cerebral palsy experiences. Building on the work of Talley and Crews15 and that of Bronfenbrenner,16 we have applied the socioecological model to assist us in understanding the ways in which caregivers have been affected by the COVID-19 pandemic to inform current research and practice. The theoretical assumption posits that caregiver burden is impacted by the caregiver's characteristics, interpersonal relationships, social interactions, social support, organizational structure, and the environment, as outlined in the socioecological model of health used in this investigation.17 According the socioecological model, an individual's health is shaped by multiple layers, encompassing influences at the individual level, interpersonal relationships, social factors, and environmental influences. A multilayered socioecological approach has been used to explore the perceived health and well-being of caregivers3 and is being used in the current study to gain insight into the challenges and stressors faced by caregivers of children with cerebral palsy following the COVID-19 pandemic, and to determine factors that may have been overlooked in previous research. Therefore, the purpose of this study was to explore the transition of caregivers of children with cerebral palsy in the South African context post COVID-19 using a socioecological framework.&/p;&/sec;
&sec id=
	 Method
	 Participants
	 Sample Size
	 Data Collection
	 Data Analysis

	 Results
	 Profile of Participants

	 Individual Factors
	 Physical Stressors
	 Emotional Stressors
	 “After Lockdown, We Are Now Free”

	 Interpersonal
	 Absent Fathers
	 Continued and Exacerbated Social Exclusion
	 Bonding and Time Spent as a Family

	 Community
	 Discrimination

	 Environmental
	 Continued Challenges With Access
	 Employment Difficulties and Continued Financial Strain

	 Discussion
	 Conclusion
	 References


<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /All
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile ()
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 5
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Average
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Average
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Average
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /PDFX1a:2003
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError false
  /PDFXTrimBoxToMediaBoxOffset [
    33.84000
    33.84000
    33.84000
    33.84000
  ]
  /PDFXSetBleedBoxToMediaBox false
  /PDFXBleedBoxToTrimBoxOffset [
    9.00000
    9.00000
    9.00000
    9.00000
  ]
  /PDFXOutputIntentProfile (None)
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<

    /BGR <>
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000500044004600206587686353ef901a8fc7684c976262535370673a548c002000700072006f006f00660065007200208fdb884c9ad88d2891cf62535370300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef653ef5728684c9762537088686a5f548c002000700072006f006f00660065007200204e0a73725f979ad854c18cea7684521753706548679c300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /CZE <>
    /DAN <>
    /DEU <>
    /ESP <>
    /ETI <>
    /FRA <>
    /GRE <>

    /HRV <>
    /HUN <>
    /ITA <>
    /JPN <>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020b370c2a4d06cd0d10020d504b9b0d1300020bc0f0020ad50c815ae30c5d0c11c0020ace0d488c9c8b85c0020c778c1c4d560002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /LTH <>
    /LVI <>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken voor kwaliteitsafdrukken op desktopprinters en proofers. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /POL <>
    /PTB <>
    /RUM <>
    /RUS <>
    /SKY <>
    /SLV <>
    /SUO <>
    /SVE <>
    /TUR <>
    /UKR <>
    /ENU (Use these settings to create Adobe PDF documents for quality printing on desktop printers and proofers.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames false
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks true
      /AddColorBars false
      /AddCropMarks true
      /AddPageInfo true
      /AddRegMarks false
      /BleedOffset [
        9
        9
        9
        9
      ]
      /ConvertColors /NoConversion
      /DestinationProfileName ()
      /DestinationProfileSelector /NA
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure true
      /IncludeBookmarks true
      /IncludeHyperlinks true
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MarksOffset 6
      /MarksWeight 0.250000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /NA
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /LeaveUntagged
      /UseDocumentBleed false
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


