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ABSTRACT
Background The COVID- 19 pandemic exacerbated 
challenges faced by children with cerebral palsy (CP), 
including limited access to therapy services, financial 
strain and disruptions in schooling and social activities. 
However, the specific long- lasting impacts of the pandemic 
on families of children with CP in the South African context 
remain underexplored.
Aim To explore the long- lasting impact of the COVID- 19 
pandemic on children with CP in South Africa.
Method A qualitative exploratory approach was 
used. 14 caregivers of 12 children with CP (aged 4–12) 
were recruited from various CP- specific schools and 
organisations in urban Johannesburg, South Africa. 
Individual semistructured interviews were conducted, and 
each interview was audio recorded, transcribed verbatim 
and analysed using inductive thematic analysis.
Results Children experienced significant changes 
to their physical and emotional well- being during the 
pandemic that had long- lasting effects on their added 
weight gain and activities of daily living. Many children 
experienced regressions during the lockdown due to the 
closure of schools and therapy centres. However, increased 
screen time observed among children with CP during the 
pandemic yielded unexpected positive outcomes, such 
as the improvement of technological skills and enhanced 
confidence through activities like vlogging.
Implications The pandemic has had long- lasting 
impacts on children with CP and addressing the 
multifaceted challenges faced by children with CP 
and their families in the post- COVID- 19 era requires 
coordinated efforts from all stakeholders to ensure 
the holistic well- being and inclusion of this vulnerable 
population. Further research is warranted to assess the 
long- term impacts of the pandemic and evaluate the 
effectiveness of interventions aimed at mitigating its 
effects on this vulnerable population.

INTRODUCTION
In March 2020, the WHO declared the 
COVID- 19 outbreak a global public health 
emergency. This prompted various contain-
ment measures worldwide, including lock-
downs, social distancing and isolation, aimed 
at curbing the virus’s spread. South Africa 
implemented its lockdown from March 2020 

to April 2022, halting all essential services, 
including schooling and rehabilitation.1 This 
period presented challenges for all individ-
uals, with heightened difficulties experienced 
by those with disabilities.

Research indicates that the lockdown had 
a significant impact on children with cere-
bral palsy (CP).2–4 Disruptions in access to 

WHAT IS ALREADY KNOWN ON THIS TOPIC
 ⇒ Children with cerebral palsy (CP) faced signifi-
cant challenges during the COVID- 19 pandemic, 
and many of these challenges have continued 
postpandemic.

WHAT THIS STUDY ADDS
 ⇒ This study adds valuable insights into the experienc-
es of caregivers of children with CP in Johannesburg, 
South Africa, transitioning back post- COVID- 19 
lockdown. It identifies significant challenges faced 
by caregivers and their families, including limited 
access to therapy services, financial strain and food 
insecurity.

HOW THIS STUDY MIGHT AFFECT RESEARCH, 
PRACTICE OR POLICY

 ⇒ The implications of this study extend to research, 
practice and policy in several ways. First, the find-
ings underscore the need for comprehensive sup-
port measures for families of children with CP in the 
post- COVID- 19 era, including accessible school and 
therapy services, financial assistance programmes 
and nutritious food provision. Healthcare profession-
als and educators can use these insights to adapt 
their practices and provide remote therapy and ed-
ucational support while promoting healthy lifestyles 
for children with CP. Additionally, policy- makers can 
use these findings to develop targeted interventions 
and policies aimed at mitigating the impacts of the 
pandemic on vulnerable populations, ultimately im-
proving the well- being and quality of life of children 
with CP and their families. Lastly, the findings of this 
study should serve as foundational research for fu-
ture studies to develop interventions for caregivers 
of children with CP.
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rehabilitative services, setbacks in educational and devel-
opmental progress, and increased strain on caregivers 
were evident.3–5 Consequently, many children with CP 
suffered adverse effects on their physical, mental and 
psychological health.2 6 However, the long- term ramifi-
cations of COVID- 19 remain uncertain, particularly in 
the South African context, where unique challenges may 
exacerbate the difficulties faced by children with CP and 
their caregivers.

Although the national state of disaster related to 
COVID- 19 in South Africa has ended, children with CP 
and their families continue to grapple with challenges 
stemming from the pandemic’s long- term impacts. These 
effects are multifaceted, encompassing various aspects 
such as public health, economic stability and social 
dynamics.7 8 The prolonged aftermath of the pandemic 
may exacerbate existing inequalities in healthcare and 
support services, further impacting the overall well- being 
and quality of life for children with CP and their families. 
Addressing the unique needs of this vulnerable popu-
lation is crucial, requiring continuous and appropriate 
care throughout the postpandemic period. Therefore, 
this study aims to explore the long- term impact of the 
COVID- 19 pandemic on children with CP and their fami-
lies in South Africa, informing interventions and support 
systems to mitigate adverse outcomes.

METHOD
An exploratory qualitative research design was employed. 
Qualitative data were gathered via semistructured inter-
views were conducted with caregivers of children with CP 
after the COVID- 19 pandemic from June to August 2023.

PARTICIPANTS
The researchers compiled a list of special education 
schools and organisations catering to the needs of chil-
dren with CP across Johannesburg to facilitate participant 
recruitment. Although 10 sites were initially approached, 
only 6 responded and were included in the study. Subse-
quently, participant information letters were distrib-
uted by the schools/organisations to all eligible individ-
uals within their networks, inviting them to contact the 
researchers if interested in participating. We were unable 
to determine the exact number of emails sent because 
these were distributed by the schools/organisations. 
However, only 14 participants responded to the call.

Participants were purposively sampled based on the 
following inclusion criteria: caregivers of a child with a 
(1) diagnosis of CP; (2) between the ages of 4 and 12 years 
of age, (3) ability to speak/read/understand English; (3) 
to be living in South Africa between March 2020 and 
April 2022. The age range for the children was selected 
to approximate school- aged individuals while accounting 
for the heterogeneity in children with CP. This decision 
also considered the varied organisations working with 
children across different age groups.

PROCEDURE
Each participant was required to complete a demographic 
questionnaire, followed by a semistructured interview 
guided by open- ended questions and probes. The inter-
view guide aimed to elicit the long- lasting impact of the 
COVID- 19 pandemic on children with CP in South Africa, 
from the perspective of their caregiver. The focus was on 
the continued challenges, benefits, considerations and 
any additional support they might require in this context. 
The guide (online supplemental material 1) allowed flex-
ibility for participants to freely express their thoughts 
and experiences and was developed by the researchers 
based on the study objectives. Prior to the main study, the 
questionnaire and interview guide underwent testing on 
two mothers, with no modifications made following the 
pilot interviews.

Interested participants were provided with further 
information on the study using the participant informa-
tion sheet. All participants provided signed informed 
consent. Demographic information was collected 
prior to the interview. Semistructured interviews were 
conducted either virtually through Zoom (n = 9) or face 
to face (n = 5). For face- to- face interviews, COVID- 19 
protocols were observed, and suitable meeting times 
were arranged. Caregivers underwent one interview, 
lasting approximately 1 hour each (range: 22–48 min). To 
ensure a comprehensive understanding of the caregiving 
experience within families of children with CP, multiple 
caregivers were included in some families. This decision 
was informed by the recognition of the diverse roles care-
givers play in supporting children with CP, including 
grandparents and fathers, whose perspectives are often 
under- represented in disability research, particularly in 
the South African context.9 10 By intentionally including 
multiple caregivers, such as grandmothers and fathers, 
the study aimed to address this limitation and capture a 
more diverse range of experiences. Therefore, following 
the initial caregiver interview, participants were asked if 
any other family caregiver would like to participate in the 
interviews. Two additional interviews took place. All inter-
views were audio recorded and transcribed verbatim. To 
prioritise anonymity and confidentiality, personal details, 
including names, were excluded from the transcripts.

DATA ANALYSIS
The Braun and Clarke thematic analysis was conducted 
in several sequential steps.11 In the initial step, the audio 
data from the interviews were transcribed, and the 
dataset was read and re- read by researchers (RB, AM 
and SNA). Notes were taken to identify patterns within 
the data, including similarities between topics discussed 
in the interviews. The data were then organised into 
meaningful groups based on identified patterns. This 
involved grouping similar topics expressed by caregivers 
and generating codes. Themes found within the data 
were documented, and relationships between the initial 
codes were identified. This was done independently by 
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all authors (RB, AM and SNA) and a consensus was then 
decided on the list of codes. The themes were then final-
ised by ensuring the themes had sufficient supporting 
data, involved collapsing overlapping themes, and 
refining certain codes and themes. Researchers collabo-
rated to assess data adequacy and refine thematic struc-
tures.

A comprehensive review of the data was undertaken 
and themes were identified. All researchers are speech- 
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public healthcare14 and many older children experience 
a gap in rehabilitation and support if they are unable to 
access services privately or through their school.

Participant 2 and participant 3 reiterated the delay in 
finding a suitable school for their child, which exacer-
bated the regression, stating, ‘So she did get delayed on that 
aspect that COVID did delay it because we might have found 
the school earlier’ (Participant 2). Participant 3 added that 
during COVID- 19 their daughter made no progress and 
would ‘not move, just sit in one place, we had no support on 
what to do, how to treat her, speech, or physio, or just being more 
social’, when they tried to enrol her in a schools post- 
COVID they were told that the school was unable to 
handle her and that she was ‘too chaotic’. They are now 
home- schooling her. Participant 3 further stated that ‘I’m 
sure if we found the school at the time, she would have made 
progress and been able to go to school’. Participant 7 had a 
similar experience where she was told to take her child 
for therapy at school but he was not getting any therapy 
at school as the physiotherapist no longer worked there 
after COVID- 19. She noted that, ‘Access to medical is a big 
problem even after COVID. All he has is a unabridged birth 
certificate, and they classify him as an undocumented child at 

seven years old. He is stiff, all the muscles are stiff. Worse than 
before, he can’t move them. He is in pain, crying. Pain all over 
and there is nothing I can do. He’s not treated. He’s sitting at 
home’. Access to school and therapy continues to be an 
issue for many families resulting in continued difficulties 
that have still not been resolved.

Exposure to infection postlockdown
Caregivers also reported on the fact that many of them 
were very cautious during COVID and their children did 
not get sick. However, since the lockdown has ended and 
people are no longer required to wear masks and sanitise 
their children have been very sick as described by partic-
ipant 6, ‘So after the lockdown, it was a relief, but she got very 
sick. She was very sick last year. She was sick from like January to 
December. She was sick almost every week. Yeah, with the flu and 
a cough. She had a cough that just couldn't go away. So during 
COVID she didn't really get sick. But afterwards, she got very 
sick’. Participant 7 reported how their child’s continued 
sickness meant that they were out of school for even 
longer ‘She'd go to school when she wasn't sick. And that was 
like the only time, in a month, she was going to school for a week, 

Figure 1 Biopsychosocial framing of children with CP’s experience postlockdown. CP, cerebral palsy.
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or, you know, two weeks at the most. But in every month, she was 
never attending school for five days.’

Increased weight gain and inability to participate in activities 
of daily living
Six caregivers reported that their child experienced 
increased weight gain during the pandemic due to the 
lockdown restrictions, particularly affecting those who 
relied on public transport and were in wheelchairs. 
Participant 1 described how their child’s limited mobility 
resulted in being confined to one place, leading to 
unnecessary weight gain, ‘And also being disabled in one 
condition, one place, not moving from bedroom to sitting room, 
no bathroom, no going out in wheelchair, yes, that affects him 
and affects us, his health in a way that he gained unnecessary 
weight’. Moreover, the weight gain persisted even after the 
lockdown ended, with caregivers struggling to help their 
children lose the extra weight. Participant 8 highlighted 
the ongoing difficulties, stating, ‘The weight gain affects him 
and affect us. His health in a way that he gained unnecessary 
weight that I am fighting to lose, and there is no chance. It is also 
difficult to change his pampers [nappies]’. The caregiver also 
mentioned the need to seek assistance from a dietitian 
to address the weight issue, underscoring the ongoing 
efforts to manage the child’s health and well- being, ‘His 
weight in a way is something we are still working. Seeing a dieti-
cian on how to bring his weight low [down]’.

(Alleviated) food insecurity
A noteworthy finding was expressed by three caregivers, 
they expressed the increased expenses during the 
lockdown due to having to cook food for their child 
throughout the day. They reported improved experiences 
since their child is now able to eat at school as stated by 
participant 13, ‘during lockdown the shops were not getting lots 
of stock in the township so I was worried I would not be able to 
provide for my children, I used to feel so useless. Now at least food 
during the day they get at school so I don’t have to budget for that 
extra cost. Sometimes I would go hungry just so that my children 
can eat.’ This highlights food insecurity in South Africa 
and the important impact that school has on providing 
nutritious meals to children at public schools. Participant 
1 reported similar experiences stating, ‘lockdown was also 
very expensive because everyone was home and now you have to 
see to all their meals because they would get breakfast and lunch 
at school and now those meals were added to my responsibility so 
we struggled a bit with money and food and internet. So now I’m 
happy the children are back to school so I don’t have to worry so 
much about food money anymore and I know they are able to eat.’

However, it is important to note that even though their 
children are now able to have access to food postlock-
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in increased weight gain, regressions, muscle stiffness 
and heightened vulnerability to infection postpandemic. 
Studies have shown that weight gain in children with 
CP can lead to difficulties in mobility and independent 
functioning, underscoring the significance of addressing 
this issue.20 Increased weight gain and muscle stiffness 
are directly correlated with reduced ambulatory ability, 
greater functional impairment and reduced independ-
ence.21 Without proper intervention, these conditions 
may worsen and become irreversible. Therefore, there is 
a pressing need for a shift in hospital policies in South 
Africa. While care for children aged 5 and below is prior-
itised, there is a critical gap in services for children with 
CP who require rehabilitative care beyond this age. This 
gap becomes even more pronounced in the wake of the 
COVID- 19 pandemic, which has exacerbated the need 
for additional therapy and support and to mitigate the 
long- term impacts of the pandemic.

Existing evidence highlights how children with CP may 
benefit from formal education.22 However, many care-
givers in the study reported the challenges with finding 
appropriate school placement or therapy post- COVID- 19, 
impacting on continued regressions and causing further 
problems with development and muscle stiffness. Even 
with South Africa’s inclusive education policy, many 
schools do not have capacity and are not prioritising 
education for children with disabilities or do not provide 
therapeutic services at the school, which majority of chil-
dren with CP will require.23 Many caregivers experience 
challenges in the public healthcare system where their 
children are no longer prioritised for therapy but are 
unable to access these services elsewhere.24 This suggests 
the need to operationalise educational policies that make 
formal education more accessible to all, including chil-
dren with CP, particularly post- COVID- 19 knowing the 
regressions many children experienced, and to assist with 
the provision of therapeutic services at CP schools in the 
country.

PSYCHOLOGICAL FACTORS
This study highlighted that children with CP are at a 
continued risk for psychological and emotional diffi-
culties. Research has also indicated that children with 
neurodevelopmental disabilities are at a higher risk for 
continued psychological challenges such as increased 
anxiety and depression postpandemic.25 26 Addition-
ally, many caregivers have also experienced continued 
emotional strain, which may impact their ability to 
adequately care for their children without appropriate 
support.25 27 Therefore, it is important that psychological 
support is continued and monitored for children with CP 
and their caregivers.

One positive aspect regarding children’s well- being 
was the ways in which online platforms like YouTube 
provided avenues for empowerment and social connec-
tion for children with CP, emphasising the importance of 
leveraging digital resources.28–30 However, it is crucial to 

acknowledge that this positive outcome is not accessible to 
all families, as those in the study all access private health-
care services only and had access to additional resources, 
technology and services not afforded to all participants. 
This underscores the need for policy changes to ensure 
equitable access to digital resources, especially for indi-
viduals with disabilities, to enhance their overall well- 
being and further research is required to understand 
the innovative ways in which technology can be used to 
provide emotional and psychological support to children 
with CP in South Africa and other low- resource settings. 
Future research could explore the utilisation of artificial 
intelligence to support socioemotional and communica-
tive functioning.

SOCIAL FACTORS
Financial strain and food insecurity emerged as signif-
icant concerns among caregivers, underscoring the 
broader social determinants of health affecting families 
of children with CP. In the current study, families experi-
enced food insecurity, although this was alleviated for the 
children as they have gone back to school, this continues 
to be an issue for many caregivers and families. School 
feeding programmes played a critical role in addressing 
food insecurity, highlighting the importance of educa-
tional institutions in supporting vulnerable populations.31 
However, the financial burden on families remains 
substantial, and many South Africans have reported on 
the continued socioeconomic difficulties, which have 
disproportionally affected those who are already living 
in poverty or with disabilities which has intensified and 
increased inequality, unemployment, hunger and food 
insecurity.32–34

Notably, families of children with CP, already a vulner-
able population continue to experience challenges 
with restricted access to healthcare, public services and 
supports.3 Additionally, those relying on public transpor-
tation have faced additional challenges postpandemic, 
highlighting the intersecting issues of disability, socio-
economic disadvantage and transportation inequality. In 
South Africa, there are vast inequalities in those living 
with socioeconomic disadvantages and their access to 
resources and services. Majority of South Africans use 
minibus taxi’s, however, these are not accommodating 
for wheelchair users where often persons are not able 
to bring their wheelchair onto the taxi or being charged 
an additional fare.18 As a result, persons with disabilities 
continue to experience social and economic exclusion.35 
This is noteworthy as majority of children in this study 
levels IV and V on the GMFCS requiring wheelchairs. 
The lack of accessible transportation and infrastructure 
exacerbates these difficulties, particularly for families 
with limited financial means who rely on public services. 
Therefore, even though these challenges are not new, 
they are continuous and have been exacerbated and 
there is a call for accessible, sustainable and inclusive 
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transport provision to address the needs of children with 
disabilities.

The study had several limitations. First, it focused on 
a small geographical area, limiting the experiences to 
caregivers in Johannesburg. Second, the study did not 
specifically target rural populations, which are under- 
represented in the literature and often experience 
barriers to accessing healthcare services. Third, due 
to the unique sociocultural context of South Africa, 
including cultural perceptions surrounding disability 
and access to healthcare, may have influenced caregiver 
experiences in ways that differ from other settings. Lastly, 
although various caregivers were included, the sample was 
predominantly mothers, reflecting a common trend in 
research where mothers are often the primary caregivers. 
This highlights the need for a more inclusive approach in 
future research, such as those from fathers and grandpar-
ents. Future studies should aim for a broader represen-
tation of families from different countries and contexts 
postpandemic, considering the long- term experiences of 
participants.

CONCLUSION
In conclusion, the findings of this study underscore 
critical issues concerning the long- lasting impact of 
COVID- 19 on children with CP in South Africa. Specif-
ically, the study highlights challenges related to physical 
care for children with CP, access to health information 
and educational needs. Addressing these challenges 
requires comprehensive and inclusive approaches 
that prioritise the needs of this vulnerable population, 
especially those facing socioeconomic disadvantage 
and systemic barriers to access and inclusion. Efforts to 
enhance support systems, promote digital literacy and 
address structural inequalities are crucial in ensuring the 
holistic well- being of children with CP and their families 
in the postpandemic era.
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