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Abstract

Cerebral palsy is the most prevalent motor disability in childhood, with an estimated prevalence
as high as 10 per 1,000 live births in South Africa. Cerebral palsy impacts the mental health of the
maternal caregiver, who often assumes the responsibility of the primary caregiver. The current
study aimed to explore the mental health of primary caregivers of children living with Cerebral
palsy in rural communities of the Limpopo Province, South Africa. The study was conducted
in three rural districts of Limpopo (Capricorn, Sekhukhune, and Waterberg). An exploratory
qualitative research design was employed. Purposive convenience and snowball sampling were
used to recruit |0 maternal primary caregivers of children living with cerebral palsy between the
ages of 3 and I8years. A semi-structured interview was used to collect data. Data were analysed
using thematic analysis. The findings of the study include that maternal primary caregivers of
children with cerebral palsy experience emotional and social difficulties that impact their mental
health. The emotional difficulties include emotional distress, maternal shame and guilt, feelings of
lost motherhood aspirations, and feelings of acceptance. The social difficulties include withdrawal
and isolation, concern over the family’s social well-being, and impact on maintaining a ‘normal’
life. The study’s implications may extend to mental health providers, policymakers within the
Departments of Health and Social Development, and other stakeholders invested in the overall
health and well-being of children with disabilities and their caregivers.
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Cerebral palsy (CP) is a group of permanent conditions caused by disruptions occurring in the
developing brain of a foetus that impact the progression of mobility and result in restricted activity
(Hallman-Cooper & Rocha Cabrero, 2024). CP is the most prevalent motor disability in childhood;
it is estimated to contribute between 0.2% and 0.3% of all international occurrences of childhood
disabilities (Mahlaba et al., 2020). Two to three cases of CP per every 1,000 live births were
reported in high-income countries, while the figure was five to eight cases per every 1,000 births
in low-income countries (Dambi et al., 2015). In rural South Africa (SA), the prevalence of CP has
been estimated to be as high as 10 per 1,000 live births due to high-risk factors such as premature
birth, intrapartum-related events (primarily intrauterine hypoxia), congenital and postnatal infec-
tions including challenges in providing obstetric and neonatal care (Katangwe et al., 2020).

The degree and type of motor impairment and functional capabilities vary depending on the
aetiology. CP may be accompanied by various comorbidities, including epilepsy, musculoskeletal
issues, cognitive impairment, challenges with nutrition, vision and hearing impairments, and com-
munication difficulties (Hallman-Cooper & Rocha Cabrero, 2024). These additional complications
may result in a severe form of CP, in which a child may be incapable of doing tasks independently
and consequently rely entirely on a caregiver. Singogo et al. (2015) assert that although the lives of
both parents of a child with CP are affected, the maternal caregiver’s life changes dramatically as
she often assumes the responsibility of the primary caregiver.

Health care practitioners have expressed concerns about the impact of CP on caregivers’ mental
health, finding that caregivers endure adverse psychological effects throughout their lives (Kouther
et al., 2022). According to Nimbalkar et al. (2014), mothers of children with CP experience reduced
psychological health marked by shame, hopelessness, frustration, disappointment, and exhaustion;
thus, they are particularly susceptible to social isolation, which may lead to anxiety and depression.

In Africa, maternal figures mostly provide care for children with CP. Many mothers, particularly
in rural, low-income families, manage the dual responsibilities of family care and caring for a child
with CP (Singogo et al., 2015). The interplay of social phenomena such as gender stereotypes,
poverty, societal stigma, and the demands of raising a child with disabilities imposes considerable
stress on these mothers (Seroke & Mkhize, 2023). Therefore, it is crucial to prioritise the mental
health of caregivers to facilitate their ability to manage caregiving demands (World Health
Organization, 2022).

The mental health burden of caregivers may be exacerbated if caregivers live in under-resourced
areas (Dambi & Jelsma, 2014). According to Neille and Penn (2015), a large number of disabled
children reside in rural areas, and about half of SA’s population reside in rural areas. However,
these rural areas continue to be the most neglected and marginalised concerning mental health
resources (Vergunst, 2018). For instance, rural South Africans often lack access to psychiatrists or
psychologists, relying on general doctors, occupational therapists, and nurses for mental health
interventions. If someone requires a psychologist or psychiatrist, they are frequently referred to a
nearby town which may include transportation challenges (Benjamin et al., 2021; Vergunst, 2018).
Despite data indicating a high psychological burden on caregivers of children with CP, previous
research on CP has paid insufficient attention to the mental well-being of these caregivers
(Vadivelan et al., 2020). Therefore, this article explores the mental health of primary maternal
caregivers of children with CP in the rural areas of Limpopo, South Africa. The findings are dis-
cussed in the context of the Ecological Systems Theory (EST) (Bronfenbrenner, 1977).

Methods

A qualitative exploratory research design was chosen (Saunders et al., 2007). A non-probability
purposive sampling technique (Kabir, 2016) was used to recruit the primary maternal caregivers of
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children diagnosed with CP aged between 3 and 18years, living in rural districts (Capricorn,
Sekhukhune, and Waterberg) in the Limpopo province of South Africa. Snowball sampling was
also used. Participants were recruited through social media pages specifically designed to provide
support for mothers of children living with CP, such as Cerebral Palsy South Africa on Facebook,
and through non-governmental organisations assisting caregivers of children with CP, such as
Malamulele Onwards. Potential participants were excluded if they were not of consenting age (that
is, younger than 18 years); they were not the primary caregiver; their child’s primary diagnosis was
not CP; their child was not aged between 3 and 18, and they did not reside within the Capricorn,
Waterberg, and Sekhukhune districts of Limpopo province. Table 1 shows a description of the
participants.

Data were collected from the 10 participants via 45- to 60-min semi-structured interviews
conducted by the first author. Among other questions, participants were asked: How is your
overall physical, mental, and emotional health? What kind of professional assistance for your-
self, if any, are you regularly receiving? After interviewing 10 participants, data saturation (Sim
et al., 2018) was reached. Prior to conducting the interviews, ethical permission was obtained
from the University of the Witwatersrand’s Human Research Ethics Committee (Medical)
(Protocol number: M231023-B0001). Ethical standards of confidentiality and management of
information were adhered to. The process of informed consent was undergone by all partici-
pants, who subsequently provided voluntary consent to participate in the study. Anonymity is
assured in this article. If the participants encountered significant distress, they were either
directed to a free counselling service or provided with the toll-free numbers for Lifeline South
Africa and the South African Depression and Anxiety Group (SADAG). The interviews were
digitally recorded, transcribed verbatim, and analysed using the six steps of thematic analysis
(TA) by the first author (Braun & Clarke, 2019). These included familiarisation with the data,
generating initial codes, searching for themes, reviewing themes, defining and naming themes,
and writing a research report (Braun & Clarke, 2019). The second author conducted a cross-
checking review of this process to add to the rigour and trustworthiness of the study. The
Ecological Systems Theory (EST) (Bronfenbrenner, 1977) was used to make sense of the find-
ings. The EST discusses healthy and unhealthy behaviours as influenced by multiple intercon-
nected systems: micro (individual), meso (interpersonal), macro (community), exo (institutional),
and chrono (policy). The microsystem is the nearest to the caregiver and exerts the most signifi-
cant impact; it includes interactions within their immediate environment (Kilanowski, 2017).
The mesosystem extends beyond immediate interactions to include others with whom the car-
egiver has direct contact, such as colleagues (Kilanowski, 2017). The exosystem includes com-
munal surroundings and social networks which may have indirect positive and negative effects
on caregivers (Kilanowski, 2017). The macrosystem encompasses social, religious, and cultural
values and influences. Finally, the chronosystem encompasses internal and external time and
historical material, including the impact of policies (Bronfenbrenner, 1977). The EST was
employed because it can demonstrate how the mental health of mothers can be affected by vari-
ous factors (Sallis & Owen, 2015). In addition, the model has the potential to identify areas of
intervention with regard to maternal mental health (Kilanowski, 2017).

Findings

Table 2 presents two main themes and seven subthemes that provide the mental health experiences
of primary caregivers of children with CP. Each theme is presented below with anonymised
quotations.
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Table 2. Findings: Themes and subthemes.

Theme Subtheme

Emotional well-being Emotional distress
Maternal shame and guilt
Feelings of loss
Feelings of acceptance
Social well-being Withdrawal and isolation
Concern over family’s social well-being
Impact on maintaining a normal life

Emotional well-being

The findings indicated that all the mothers felt anxious, overly critical of themselves, fearful, and
preoccupied with self-doubt. They expressed a range of emotions, including shame, guilt, anger,
frustration, despair, heartbreak, the loss of motherhood aspirations, and some acceptance.

Emotional distress

Anna expressed how she constantly worries about others’ reactions towards, and comments about,
her child’s appearance:

.. .when she is around normal kids who don’t know her. . .they would look at her like somehow, and you
know as a parent, you would feel somehow inside, you understand, like what are they seeing, what are they
saying about my child?

A common worry among mothers was about their child’s future. Anna explained how the stress of
having a child with CP can be mentally draining, especially when thinking about her child’s
future. She questioned the purpose of her child’s existence because her child depended entirely on
her. She further revealed how this has led to feeling unwell and worried. This emotional strain is
overwhelming:

Emotionally. . .it’s so stressful, [ don’t want to lie, emotionally its stressing, emotionally its draining. . .you
will be thinking what is going to be of her two years to come from now, so emotionally its draining, you
are asking yourself okay, next year, what is going to happen to this child?. . .you will be asking yourself,
after five years, hai [no] this child, what is the purpose of this child being here on earth? Because she
doesn’t do anything, you are the one doing, who is everything for her. . .emotionally, I am not fine, [ am
not okay. . .like now I am starting to, my mind is now like oh, how about a time when she starts to
menstruate, you know all those things start to run in my mind even if I try to ignore. . .it’s very difficult.

Moreover, Eve expressed concern about her child’s seizures and the resulting constant care, as well
as worrying about their future:

.. .we had hoped that this year we would take him to créche, but having observed that at home we hold
him 24 hours, we ask ourselves if they will be able to cope with him. . .even the creche teachers will not
be able to cope. . .one day his father will get a job, so we constantly think about what we are going to do
with him, because his father can’t just sit at home for his whole life, looking after him. . .we were hopeful
that he would get better, be able to sit and at least go to school, but hey we do not see any changes.
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Eight mothers expressed fear of having more children after having a child with CP, particularly
because they did not know the cause of their child’s CP, which increased their anxiety. The moth-
ers’ fear was exacerbated by the belief that their partners and others were blaming them for their
child’s CP:

Cause even with baby number two. . .I was even worried I am going to have another child with cerebral
palsy, I was scared because I couldn’t look after two children with CP. I was more worried because I did
not know what caused CP in the first child. . .so with the second pregnancy it was hard. . . (Diana).

.. .I was scared because I gave birth to a disabled child, it was hard, the way people look at you it’s like
it’s your fault (Maria).

Anger and frustration are two other common emotional experiences that mothers reported. These
were linked to feeling helpless to change their child’s disability. They also expressed feeling robbed
by health practitioners who delayed assisting them during labour and that God had not healed their
child:

.. .there is nothing that you can do, but sometimes when I look at my child, I feel angry, I feel angry, I can
feel that those people [doctors] have robbed me. . .you start to think a lot of things, it has hurt me a lot,
because this thing, it has affected me a lot, it’s making me feel angry (Anna).

I get frustrated. . .and we trusted the Lord to heal her, and even after seven years it still has not
happened. . .it’s just very very frustrating (Elisa).

Nine mothers reported feeling hopeless as a result of their child’s CP. Participants acknowledged
the emotional impact of caring for a child with CP, stating that it would be a lifelong struggle. Eight
mothers believe that CP confines them, and this has limited their outlook on life. Some mothers
described how giving birth to a child with CP has impacted their lives in that they are unable to
pursue their dreams or take on some opportunities:

.. .it has shuttered many things in my life, many things in my life were shut down. . .since I knew that he
has CP, my life got stuck, he is my full-time job, I was never able to fulfil my dreams. . .There is not even
a chance for me to apply for a job or school. I am stuck. . .I have accepted that my whole life I will be
working with this disability. . .he is a life commitment. . .I had to drop everything. . .I do not see myself
outside this cerebral palsy (Diana).

..It has affected me a lot, even to look for a job, I have some jobs offers but I can’t, because I won’t trust
anyone to leave with my child, I am not sure what that person will do to her because she is not talking, so
basically I can say it has shuttered everything for me (Anna).

Maternal shame and guilt

Mothers frequently encountered emotions of shame and guilt. Participants reported that people
made them feel negligent, adversely affecting their parental self-esteem. Anna expressed how she
feels blamed for her child’s CP:

.. .they will ask me what’s wrong with the child, they won’t ask my husband. . .it made me feel like they
see me like a careless person. . .they are seeing me as someone who is careless, who doesn’t take care of
herself. . .it kills your self-esteem as a parent.
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Other mothers blamed themselves for a lack of knowledge about their child’s needs due to a lack
of information about CP. Abigail expressed feelings of guilt and shame:

They say things like ‘she gave birth to a disabled child’. . .they keep reminding me that I gave birth to a
disabled child, and what bothers me the most is that in my village I am the only person with a child with a
disability, so I ask myself why me, what did I do? It hurts me, I don’t mind people swearing at me, but just
don’t use disability or her as part of that swearing, it hurts me.

Participants described CP as an unexpected tragedy that caused heartbreak and their world to
crumble:

It [CP] shuttered down our hearts, our whole world came down, crumbling down on us, it’s nothing we
expected ever, we didn’t expect that ever. . .but we decided to just tackle the disability and give her all the
things she needs (Elisa).

Feelings of loss

Participants mentioned feelings of lost motherhood aspirations as frequent emotional experiences.
Although the mothers were optimistic about their children’s independence, they recognised that the
limitations of the CP are beyond their control:

I now know that I have to live with this [CP]. . .I was hopeful that one day I will see her stand up, see her
walk, see her talk. . .but now I can see that no, its been nine years, full nine years, I have no choice but to
accept (Abigail)

I sometimes look at him and think that by now he would have been going to school, he can do things for
himself, feed himself, I thought by now I would be done, he would be independent, but he is still a
newborn, he can’t do anything. . .Eish [expression of emotional pain], unfortunately its beyond me (Eve).

Acceptance

In contrast, some participants expressed acceptance, asserting that embracing their child’s disabil-
ity alleviated their stress. They explained that knowing about, and understanding, their child’s CP
led to some acceptance:

I felt better compared to when I did not know what was wrong with my child. . .I just accepted, but also, I
was happy for the fact that now I know. . . you just accept, I don’t even stress anymore (Maria).

Social well-being

All mothers expressed experiencing detachment and isolation. They conveyed a lack of engage-
ment in social activities and spending time with friends, resulting in isolation and exclusion from
social circles. Some mothers perceived that their child’s CP affected their family’s well-being,
while others believed it hindered their capacity to lead a life they had expected.

Withdrawal and isolation

Participants expressed difficulty interacting with others as a result of being isolated because of
their child’s CP. For example, Elisa expressed:
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For a long time, we actually excluded our friends and everybody, so we were alone for a very long time. .
.we have excluded ourselves from people because it’s just difficult. . .most of the times it’s just easier to
stay at home.

While Esther and Eve expressed:
[ can’t visit friends. . .I didn’t desire going out, seeing people (Eve).

I don’t leave home, except in few circumstances. . . (Esther).
The isolation was further complicated by the association of CP with ‘witchcraft’ in the participants’
villages, leading many mothers to think that their children were ‘bewitched’:

The first thing I though of was witchcraft. . .to be honest, like what did they do to my child, why is he in
this condition, that’s what I thought (Eve).

I knew its witchcraft, because even where I went, they confirmed it, they said I was bewitched when I was
pregnant, they said they took my child from my belly when I was pregnant and did things to her and
returned her (Abigail).

Concern for family’s social well-being

Some mothers expressed how caring for their children with CP has affected their social well-being.
They described how relying on family members resulted in feelings of worry that they were bur-
dening their children:

My children help me, but I can tell I am burdening them because this is a woman’s job. . .my husband and
I take turns in looking after him [child with CP]. . .and sometimes the kids must remain and I feel like I am
abusing them because they also have their own plans. . .I have not taken him anywhere in the community
(Eve).

Abigail conveyed that her child’s constant need to sleep in the middle of her and her husband has
affected their intimacy:

For my husband, it is still hard for him to accept because also we sleep with her on our bed in the middle,
we are not enjoying anything, always she is in the middle.

Impact on maintaining a ‘normal’ life

Diana expressed feeling stuck in child care duties, constantly occupied, and disinterested in social
interactions:

Some of my friendships ended because I would turn down all invites to go out, [ am always occupied, and
I am not even enjoying anything. . .I am still stuck.

All mothers reported that the presence of CP in their children had an impact on their ability to live a
‘normal’ life. They described how their lives were disrupted by their child’s constant need for care:

It’s tiring, you don’t have a normal life, through every planning you have. . .just going out for dinner has
to revolve around her. . .it’s very difficult, tiring (Elisa).
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Discussion

This article has explored the mental health of maternal primary caregivers of children with CP in
the rural province of Limpopo, SA. The findings are contextualised through the EST, understand-
ing the themes according to various systems (Bronfenbrenner, 1977). The themes are also dis-
cussed in relation to previous literature.

The findings indicated that the interplay of multiple systems, from the conditions surrounding
childbirth to diagnosis and subsequent integration of children into the caregivers’ lives and society,
results in emotional and social challenges for maternal caregivers. The findings on emotional and
social difficulties are consistent with previous local and international studies conducted in rural
and urban areas. For example, a meta-synthesis conducted by Dlamini et al. (2023) found that car-
ing for children with CP is emotionally overwhelming, resulting in caregivers feeling stress and
chronic sorrow. These authors also found that caregivers of children with CP are uncertain about
their child’s future and have mixed emotions regarding taking care of their disabled child. This
illustrates a microsystem in which emotional challenges relate to individual factors such as the
caregivers’ abilities to manage stressors.

Providing care for children, in general, greatly impacts a caregiver. However, when a child has
a disability, the act of caregiving takes on additional complexities. Children with CP may have
limitations in functionality that may lead to long-term dependency on the caregiver. This exempli-
fies a mesosystem where interpersonal relationships may be affected by one individual, the car-
egiver, assuming multiple roles without assistance, consequently impacting their mental health and
destabilising the family unit (Rachamose & Harvey, 2024). Further, as an illustration of the inter-
dependence between the meso and macro systems, Dantas et al. (2012) highlighted that caregivers
often have a burden to provide comprehensive and ongoing primary care, encompassing activities
such as ensuring the child’s nutrition, mobility, hygiene, seizure management, and transporting the
child to medical examinations. This is atypical because usually children gradually become increas-
ingly independent. The long-term dependency of children diagnosed with CP on caregivers to meet
their daily needs may have profound consequences on caregivers’ mental well-being while care-
givers seek interventions to enhance their child’s capabilities (Wati et al., 2020).

Deepthi and Krishanmurthy (2011) found that caregivers experience stress because of the ongo-
ing demands of caring for children with disabilities. This was apparent in the findings of this study
as all participants expressed concern and anxiety regarding their child’s inability to communicate
their needs. In addition, mothers who provide care for children with severe forms of CP expressed
stress about not being able to leave their children with others because they fear potential complica-
tions that may arise in their absence. Moreover, the participants reported elevated stress, which is
attributed to microsystem or individual factors such as the child’s behaviour and cognitive difficul-
ties, inadequate self-efficacy among caregivers, and limited familial and societal support (Dambi
et al., 2015; Pousada et al., 2013).

Although the findings of this study indicate that maternal primary caregivers of children with
CP in the Limpopo province of SA face mental health challenges, it is evident from prior research
that geographic location, rural or urban, does not exempt caregivers from psychological distress
(Madzhie et al., 2022; Ni et al., 2022; Seroke & Mkhize, 2023; Vadivelan et al., 2020). However,
in the rural areas of SA, children with CP are cared for in the home by immediate relatives (Ni
etal., 2022). These close family members are considered caregivers but lack the necessary training
to provide care for children with special needs. All mothers in the current research indicated con-
siderable distress due to their lack of knowledge about their child’s disability and uncertainty about
where to seek information and help. Many of the women admit to relying on intuition when it
comes to making decisions for their children.
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Caring for a child with CP in rural regions places an enormous caregiving burden on those
involved, which can lead to severe mental health issues (Rachamose & Harvey, 2024). First, CP
continues to be associated with witchcraft, curses, and misfortunes (Dako-Gyeke et al., 2021).
Various caregivers in this study believed that they had given birth to a child with CP due to ‘witch-
craft’, displeased ancestors, someone’s curse, or God’s will. Beyond the microsystem, African
communities frequently hold unfavourable views and even reject those with disabilities on the
grounds that evil spirits afflict them (Singogo et al., 2015; Wegner & Rhoda, 2015). The wide-
spread cultural belief in witchcraft exacerbates the social isolation, discrimination, and stigmatisa-
tion of those with disabilities and their families (Groce & McGeown, 2013). This implies that
maternal caregivers of children with CP face mental health challenges in the macrosystem due to
shared community values and beliefs, as well as constant concerns about how others perceive them
and their children, affecting both social and psychological dimensions of their experience.

Second, according to the Department of Statistics South Africa (2023), the Limpopo province
has a 48.6% unemployment rate. This includes all caregivers who participated in this study. The
majority of the participants rely on government disability grants for financial support, which serves
as the family’s income because many of their partners are unemployed or do not have stable jobs.
This means that the funds for their child’s needs, such as special food, nappies, and transportation
to hospitals (frequently located faraway in towns), are also used for family needs. This suggests
that the mental health challenges encountered by the caregivers in this study are highly likely to
have been influenced by their socioeconomic backgrounds.

All caregivers originate from previously disadvantaged households and reside in rural villages,
mostly stemming from the chronosystem, including limited access to resources, high unemploy-
ment rates, and dependence on government financial aid for sustenance (Pretorius & Steadman,
2018). Lack of adequate financial support may cause mothers to be constantly distressed about the
demands of caring for a child with CP, especially if they are unable to work, a finding consistent
with Rachamose and Harvey (2024).

Finally, rural areas like the Limpopo province offer minimal or non-existent mental health
services. Despite the fact that rural areas in SA account for nearly half of the country’s population,
mental health remains a neglected priority in these regions (Vergunst, 2018). Mental health ser-
vices might be inaccessible to these caregivers due to various obstacles, including financial con-
straints, limited transportation options, considerable distances to the nearest facility, and insufficient
availability of resources. In the absence of support and feelings of hopelessness, the mental health
of these maternal caregivers may consequently deteriorate. In summary, this study’s findings sup-
port prior research on caregiving for a child with CP, emphasising the impact of a complex array of
systems and interrelated environmental factors on caregivers’ mental health. This encompasses an
interplay of individual factors, including the timing and circumstances surrounding the birth of
their child, family dynamics, social networks, community value systems, institutional factors, and
policies (Deepthi & Krishanmurthy, 2011; Gilson et al., 2018; Guillamoén et al., 2013; Kouther
et al., 2022; Rachamose & Harvey, 2024; Seroke & Mkhize, 2023). This implies the need for a
multifaceted approach to caregivers’ mental health, one that is cognisant of the various systems in
which they typically engage.

Conclusion

This study demonstrated that maternal primary caregivers of children with CP in rural areas of SA
encounter mental health issues and require support. Thus, the article contributes to the dearth of
literature in the field of the experience of caregivers and disability — specifically CP — in rural SA.
Community education and awareness programmes are recommended to inform rural communities
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about the causes, treatment, and management of CP. These programmes should also guide how to
effectively support caregivers and their children with CP. In addition, medical professionals attend-
ing to these children must provide mothers with accurate information regarding the nature of their
child’s disability, as well as promptly enrol them in ongoing therapies. Furthermore, it is essential
to provide primary maternal caregivers with supplementary financial assistance, such as the South
African Social Security Agency (SASSA) caregiver grant, to reduce the burden of care.

This study’s limitation is that it did not include any other types of female caregivers (grand-
mothers, aunts, etc.); only biological mothers participated. Although the participants provided
valuable insights, the findings cannot be generalised to encompass the experiences of all maternal
primary caregivers responsible for children with CP in the province. In addition, no mental health
assessments were conducted with the participants. Consequently, future research could explore
maternal mental health using standardised assessments. Moreover, future research could also
involve male primary caregivers such as fathers, since this study found that fathers also care for
children living with CP. Finally, future research could explore factors that facilitate the mental
health of primary caregivers for children with special needs. This will help develop caregivers’
mental health interventions.
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