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Abstract 

Despite high prevalence of neurological disorders among African children, efforts to highlight caregivers' lived 

experiences remain under-explored.  This study investigates the perceived causes, impacts, and coping strategies 

among caregivers of children with paediatric neurological conditions (cerebral palsy, hydrocephalus, jaundice, 

down syndrome, autism and epilepsy) in Lagos, Nigeria. The study utilizes a phenomenological research 

method to capture the experiences of caregivers and acquire insights into their shifting attitudes. A semi-

structured in-depth interview guide was used to conduct face-to-face interviews with 21 caregivers in two 

facilities that provide care and treatment for children with neurological diseases. Three themes emerged from 

the thematic analysis. The study found that caregivers attributed neurological impairment to medical difficulties 
during pregnancy, labour, and delivery as well as the general attitude of medical personnel. The effects of 

caregiving on caregivers included frustration, conflicts, financial stress, mental and emotional strain, impacts 

on work schedule and family time. To deal with these issues, caregivers were able to cope with assistance from 

significant others and personal sacrifices by selling personal belongings to meet the financial demand of caring 

for children with neurological disorder. The study recommends the development of interventions and policies 

that can alleviate the burden on caregivers and improve the overall well-being of children with neurological 

disorders and their families. 
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Key points 

 

1. Adds to existing knowledge on neurological disorders and highlights the need for further research. 

2. The findings contribute to an understanding of the impact of caregiving on caregivers' lives, emphasizing 

the need for support systems. 

3. The study provides insights into caregivers' adaptive mechanisms and highlights areas where additional 

support and resources can be provided. 

4. Adds to the cultural understanding of caregiving in the Nigerian context and provides a basis for 

developing culturally sensitive interventions.  
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Introduction 

Neurological impairments in children can arise from various factors such as genetic diseases, 

neurotoxins, hypoxia, infections, injuries, adverse peri-natal events, undernutrition, neonatal 

jaundice, and incomplete vaccination (Abuga et al., 2021; Kumar et al., 2022). Additionally, 

cultural beliefs in some societies attribute certain neurological conditions to supernatural 

causes or as punishment for parental crimes or abominations (Eseigbe et al., 2015; Bakare, 

2020). These disorders in children often manifest as impairments in physical, memory, motor, 

language, and cognitive functioning, leading to chronic problems (Kumar et al., 2022). There 

is evidence to suggest that neurological disorders among children are growing in Africa as 

demonstrated in a study by Wilmshurst, et al (2016) that examined the prevalence of 

neurodevelopmental disorders in a rural Kenyan population and found a high prevalence of 

neurological disorders among children. 

 

In a 2017 survey by the African Child Neurology Association (ACNA; 2020), it was found that 

there has been a significant rise in neurologic conditions among children compared to previous 

decades. This underscores the pressing need for enhanced healthcare services, specialized 

training, and public awareness efforts. The World Health Organization (WHO, 2018) stated 

that neurological disorders, including epilepsy and developmental issues, are major causes of 

disability in Africa. The report stressed early detection, proper treatment, and support systems 

to better the lives of affected children. These studies again highlight the increasing prevalence 

of neurological disorders in African children, necessitating improved healthcare, awareness 

campaigns, and targeted interventions. However, the perceived causes, effects and coping 

experiences of caregivers for children with these disorders remain insufficiently explored. This 

study, hence, explored the perceived causes of the condition, the effects and coping strategies 

among caregivers caring for children with neurological disorders in Lagos, Nigeria.           

 

Caring for children with neurological disorders affects not only the child but also the caregivers 

(Abdullahi & Isah, 2020; Vadivelan et al., 2020; Ammann-Schnell et al., 2021), resulting in 

caregiver burden. This refers to stress and psychological symptoms experienced by family 

members caring for those with disabilities (American Psychological Association, 2020). 

Parents of such children face higher stress, anxiety, depressive symptoms, and stigmatization 

compared to those with typically developing children ((Masulani-Mwale et al, 2016; Ashworth 

et al., 2019; Rani & Thomas, 2019; Davis et al., 2021; Larkin et al., 2021). Studies show that 

neurological impairments demand significant care from parents (Feinstein et al., 2020). 

Caregivers face challenges like treatment uncertainty, acting as informal healthcare providers, 

limited social support, treatment abandonment, and emotional exhaustion (Kozlowska et al., 

2021; Taib et al., 2021; Adejoh et al., 2021; De Clercq et al., 2022). Moreover, managing 

children with neurological impairments causes financial stress due to limited resources and 

multiple responsibilities (Obembe et al., 2019; Liu et al., 2020). 

 

Consequently, caregivers often employ problem-focused, active emotion, and avoidant 

emotion coping strategies, which involve cognitive and behavioral efforts to manage the 

demands that exceed their available resources (Taib et al., 2021; Ezeonu et al., 2021). While 

previous studies have explored these coping mechanisms, there is a paucity of data focusing 

on Nigeria and the Sub-Saharan Africa region, with existing literature primarily relying on 

quantitative methods (Abdel Malek et al., 2020).  
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Methods 

To properly describe the lived experiences of caregivers of children with neurological disorders 

(Olorunlana et al., 2018; Neubauer et al., 2019), the study utilized the phenomenological 

design. Phenomenological design is a qualitative research approach that builds on the 

assumption that the universal essence of phenomenon ultimately depends on how its audience 

experiences it (Adula & Kant, 2022). It seeks to explain the nature of things through the way 

people experience them. This approach highlights the specifics of caregiving and identifies 

children’s neurological disorders as perceived by caregivers in caregiving situation, by so doing 

extracting the purest data from the research. In answering the study’s research questions, we 

were guided by some of the underlining assumptions and major questions of the approach 

which are: 1. Subjective experience: i.e., what are the subject’s experiences related to the 

phenomenon? 2. Intentionality and construction of meaning rather than generalizability or 

objective truths: i.e., what factors have influenced the experience of the phenomenon?  

The research was conducted in two facilities (Benola Cerebral Palsy Initiative and Lagos 

University Teaching Hospital, Idi Araba) located in Lagos, Nigeria, which specializes in the 

treatment and care of children with neurological disorders. The participants consisted of 

caregivers who were visiting these facilities for the treatment and care of their children. They 

included eighteen females and three male caregivers, with eight patients having Cerebral Palsy, 

three having Hydrocephalus, three having Jaundice, two having Down syndrome, two having 

Autism, one having Epilepsy, one having Seizure, and one having Spinal Deformation. Verbal 

consent was obtained from the participants, and a total of twenty-one caregivers agreed to 

participate in face-to-face interviews. The interviews were conducted using a semi-structured 

in-depth interview guide to ensure consistency and allow for open-ended responses. The 

interviews aimed to gather rich and detailed information about the caregivers' experiences. The 

data collected from the interviews were analyzed using NVivo 12, a qualitative data analysis 

software. Thematic analysis was employed to identify recurring patterns and themes within the 

data. Three overarching themes were identified, and each theme was further divided into sub-

themes to provide a comprehensive understanding of the caregivers' experiences. 

To ensure ethical considerations, the study obtained approval from the institution's ethical 

board before conducting the research, with ethical approval number 

ADM/DCST/HREC/APP/3134. Informed consent was obtained from each participant, and 

their participation in the study was entirely voluntary. Confidentiality and anonymity of the 

participants' information were maintained throughout the research process.  

Results 

Sociodemographic profile of research subjects 
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Table 1: Sociodemographic profile of the participants 

S/N Age and sex of 

participants 

Number of children with 

neurological problems 

Neurological problems 

experienced by the child 

1 47 (Female) 1 Jaundice 

2 55  (Female) 1 Cerebral palsy 

3 47 (Female) 1 Cerebral palsy  

4 69 (Female) 1 Jaundice 

5 33 (Female) 1 Seizure  

6 35 (Male) 1 Jaundice 

7 33 (Female) 1 Cerebral palsy 

8 48 (Female) 1 Cerebral palsy 

9 36(Female) 1 Autism  

10 40(Female) 1 Cerebral palsy  

11 38(Male) 1 Cerebral palsy 

12 35(Female) 1 Cerebral palsy 

13 41 (Female) 1 Autism 

14 39 (Female) 1 Down syndrome 

15 45 (Male) 1 Down syndrome 

16 32 (Female) 1 Epilepsy 

17 37 (Female) 1 Hydrocephalus 

18 43 (Female) 1 Cerebral palsy 

19 38 (Female) 1 Hydrocephalus 

20 40 (Female) 1 Hydrocephalus 

21 36 (Female) 1 Spinal deformation 

Causes of neurological disorder 

Some caregivers could not identify the causes of their child's neurological disorder; for some, 

it was because of medical complications during pregnancy, at delivery and after birth. Some 

caregivers identified accidents during pregnancy, delayed delivery, and nonchalant attitude of 

medical personnel during or after delivery as the causes of their child's neurological disorder. 
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 Some caregivers were unaware of what led their children to develop neurological disorders. 

In other words, the causes are unclear to them, as seen in some of their statements: I am not so 

sure of the cause since it occurred after birth (Parent 20 Female Age 40); I do not know (pause) 

I do not know (Parent 5 Female Age 33). 

Medical complications during pregnancy, at delivery and after birth 

Some other caregivers attributed the causes of neurological disorders to medical complications 

during pregnancy, delivery and after birth. Such complications included a baby with 

undiagnosed jaundice at birth, genetic disorder, meningitis and other infections during 

pregnancy, including tetanus, convulsion and mucus and blood discharges. 

A caregiver attributed the child’s neurological disorder to how the child had jaundice without 

her noticing it, and even the nurse on duty could not detect it. When eventually detected, it 

caused damage to the child. 

So, when he was about to be discharged but around 1A.M, this boy developed severe 

jaundice. No Doctor or any Nurse around. The condition was escalating. The brain was 

totally damaged even some of my people said I should kill the boy… (Parent 4 Female 

Age 69). 

 To another caregiver, she stated that late pregnancy or pregnancy in older age and low birth 

weight were identified as the cause of the child's health condition. 

My husband and I were a little old when we had her; the doctors said her low birth 

weight caused it. When we noticed her social difficulties when she was young, I think 

she was almost three years old and thought it was shyness, but after a while, we noticed 

it affected communication and speech too. She was poor with eye contact, always 

anxious, and sensitive to sounds, repeating movements, words and actions. After careful 

monitoring, we took her to the hospital; they did a lab and imaging tests. We were 

referred to a clinical psychologist and neurologist and saw a speech therapist; she was 

diagnosed with autism and undergoing therapy there (Parent 13 Female Age 41). 

 Some caregivers attributed the child's health condition to a genetic disorder that causes 

developmental delay and intellectual disability. 

…with what we got from the doctors, it can happen when a person has extra genetic 

cells that are more than 21 chromosomes. This causes developmental delay and 

intellectual disability; you know those things (Parent 15 Male Age 45). 

 Caregivers also recalled that they were told that meningitis, infections during pregnancy and 

tetanus were the causes of neurological disorders in their child. 'According to doctors, I was 

told that meningitis, infection during pregnancies, usually cause it’ (Parent 18 Female Age 43) 

I gave birth to him on December 4, 1999, at a hospital at Ajegunle-Apapa. After the 

delivery, I was told he had tetanus. So, they treated him, but after a year, he had a 

convulsion and was discharging mucus and blood. We were directed to LUTH, and they 

told us to do an EGG test when we got there. We did the EGG test at a hospital in Yaba. 

The rest of the test shows that he has cerebral palsy. Since then, we have been taking 

him to a psychiatric hospital, Yaba. He is on medication such as Tegretol, epilim and 

co-Diovan (Parent 3 Female Age 47). 
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Delayed delivery 

Caregivers recalled their experiences during delivery, and some attributed the child's health 

condition to delayed delivery. 

I cannot say precisely the cause of the illness. The only thing I can say is that the baby's 

delivery was delayed, and by the time I delivered the baby, I was told he was tired and 

could not cry very well. So, they treated him, and three days later, he started crying, but 

after another three days, he could not cry again. We took him to the hospital again, he 

was treated, and we were told he was okay. After a period when a child was supposed 

to be able to sit down on his own, he could not sit down (Parent 7 Female Age 33). 

The nonchalant attitude of medical personnel during or after delivery 

Caregivers identified the nonchalant attitude of medical personnel, including inadequate care 

of the baby immediately after delivery and paying close monitoring before delivery. 

Exactly, so I also understood that that could have also affected the baby, so when she 

came out, of course, Nigeria mentally, they left the baby, they were on me, they were 

more on me the mother, they did not pay much attention on her, they were trying to 

resuscitate me back, but umm as a mother, I was always disturbing that this baby was 

not sucking, she was not sucking, bring my baby, I want to see my baby but of course, 

the woman would say calm down, calm (Parent 1 Female Age 47). 

Effects of caring for children with neurological disorder on caregivers 

Caregivers identified the effects of a child's neurological disorder to include frustration, 

conflict and argument, financial stress and impacting their businesses and mental and emotional 

health, impacting work schedule, family time and business. 

Frustration, conflicts, arguments and bitterness 

Caregivers often get into arguments and conflicts about how best to care for the child and, most 

importantly, the ongoing expenses of the father. 

My husband gets frustrated sometimes and brings up conversations of an uncle or aunt 

that wants to take our child to a traditional doctor or a prophet somewhere. This causes 

severe arguments between us sometimes (Parent 17 Female Age 37). 

  

… The constant pestering for money gets to my husband and weighs him down, and in 

turn, he shouts at me as if the child is not ours. We are working on living in peace and 

looking for a better and lasting solution (Parent 20 Female Age 40). 

Financial stress and impacting business 

Caregivers clearly stated how and what money is spent on most of the time, including 

physiotherapy and other treatment. The financial strain has negatively impacted those with 

businesses and other forms of responsibilities within the household. 

Caring for a child with a neurological disorder cannot be compared to caring for an 

average child with a brief illness. I must keep spending on different needs to make him 

feel part of this world. The physiotherapy bills, all those other things he needs, bills are 
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not something I would say I think about, and I am happy, and this is because it affects 

some other aspects of the household like paying the electricity bills and more, but my 

wife has been beneficial with some bills. I have been spending a lot regarding my son's 

condition, which has weighed on my business sometimes, but I do not have an option. I 

must keep paying for treatment because he is my son, and I cannot change that. I will 

always love him regardless of his condition (Parent 11 Male Age 38). 

Well, it has affected my family financially and made everyone so unhappy. It is sad. As 

I said, the illness had stripped us of the little income we make due to frequent hospital 

visits (Parent 18 Female Age 43). 

The mental and emotional stress on caregivers 

Caregivers demonstrated the impact of caregiving on their mental health as some would cry at 

times, get angry, feel traumatised, unable to sleep well and feel stigmatised and depressed. 

It is not a bed of roses, but it has been okay. Sometimes we struggle, and sometimes I 

find myself crying or just getting angry for no reason, but we thank God (Parent 5 

Female Age 33). 

 

Then the emotional and physical stress combined with bathing and feeding him. He can 

sit on his own, but he cannot crawl or walk, so we have to carry him sometimes if we 

cannot use his wheelchair, which is very hard on us (Parent 10 Female Age 40). 

 

It is traumatic to see my child in constant pain; it has not been emotionally balanced for 

me. Not being able to take my child home, the thought that anything can happen at any 

time is a constant struggle waking up and sleeping in the hospital (Parent 18 Female 

Age 43). 

 

Stigma is psychological; it stresses me mentally, knowing my child goes through 

so much already and is still stigmatised. Expenses, it is expensive to get drugs 

and pay bills (Parent 19 Female Age 38). 

Caregivers’ employment schedule and freedom of time 

Caregivers complained about the burden of care on their work schedule, as spouses run shifts 

to care for the child at a particular time during working hours. Some of the issues identified 

were absenteeism, getting to work late, and even having to resign to care for the child.  

It has not been easy, I tell you, it has not been easy most significantly for me, for both 

of us, for our working pattern, if I have to get a job, someone has to be at home, if he 

has to work, I have to be at home, so that one too is an issue (Parent 1 Female Age 47). 

 

You know, in Nigeria, you have to hustle, have your shop, and do advertisements, but 

with this kind of child, you cannot carry her around. Even in a commercial bus, when 

you sit with somebody with a child like this, fellow passengers start moving away from 

you. So, it affects me. It makes me not to have freedom of my own because I really want 

to take care of her knowing that nobody can take care of her for me (Parent 2 Female 

Age, 55). 
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I have not been at work since Wednesday (today is Friday), although my husband had 

to go on Thursday. I have not gone to work because they know my child is not well, so 

they understand (Parent 12 Female Age, 35). 

  

Well, it is just me (yes). Well, my life has been on hold since April. I was promoted at 

work on May 1; she fell sick on April 26. I was still going to work thinking her illness 

would not be severe, but by the second week of May, she was not getting any better; 

she was still in ICU. Then, it dawned on me that it was not a minor issue, so I had to 

resign on May 20. She was in the ICU for 116 days (Parent 16 Female Age, 32). 

Less time for the rest of the family members 

In addition to the deleterious effect of care burden on the work and businesses of caregivers, it 

also impacts other family members as much time is devoted to the child with the neurological 

disorder.  

We do not have time for ourselves as one of us would have to see to our child's welfare. 

Caring for our child has enormously impacted our family because most of our time is 

spent caring for our son (Parent 14 Female Age 39). 

 

We hardly have time to spend together as a family with other kids. She requires attention 

most times, and even when we return from a long day's work, she is still the first point 

of call before anything else (Parent 21 Female Age 36). 

 

Most of the challenges faced in managing my child's condition are lack of personal time. 

(Parent 9 Female Age 36) 

 

Caring for our child also takes a toll on our other children as we do not spend enough 

time with them. Also, a lack of social life for ourselves is a challenge (Parent 15 Male 

Age 45). 

Copying with financial demands 

Caregivers were able to cope with the financial demands for the treatment and maintenance of 

the child through personal efforts, forgoing feeding in the house, help from another sibling, 

selling off personal properties and depending on God's continued provisions. 

It has been so expensive to cater for his medical bills; sometimes, I get help from my 

siblings. As you can see, when you first came, you met my sister here instead of me 

because I had to work (Parent 19 Female Age 38). 

  

All these things cost money. To cater for the private physiotherapy in my house twice a 

week, I had to sell everything, including my wedding ring, just to take care of the child 

(Parent 8 Female Age 48). 

  

The main challenge is funding. See now. At the time, I did not have food to eat to take 

care of this child. My child in America has been helping me even though I was in the 

civil service for 35 years (Parent 4 Female Age 69). 
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Stronger bond between spouses 

Caregivers’ experience shows that the child's health condition brought a stronger bond between 

the spouses. 

Ah, no, not at all; we are closer than ever because this is our first child. We are both 

new to this experience, and we know there is nothing we can do to change it. We know 

that our child will be unique from other children; he will take time to walk, talk and do 

other things and to us, that one is okay. We do not mind. We are in this together (Parent 

12 Female Age 35). 

 

Hmm, well, in this case, there was a problem in the beginning. It was all new to both of 

us, and I thought passing the blame towards one another could ease the pain we both 

felt, but that was all in the past. We both understand the situation was not our fault, and 

we love him so much (Parent 10 Female Age 40). 

Discussion 

This study aimed to explore the experiences of caregivers regarding the perceived causes of 

neurological disorders, the effects on caregivers and coping mechanisms employed in Lagos, 

Nigeria. The study identified various types of neurological disorders experienced by children, 

such as jaundice, cerebral palsy, seizure, autism, Down syndrome, epilepsy, hydrocephalus, 

and spinal deformation. A similar study conducted in Shagamu, Ogun State, Nigeria, identified 

over 4,476 outpatient children with different degrees of neurological conditions, exhibiting 

cognitive decline, language delays, and poor motor and social skills (Akodu et al., 2022; 

Sakihara et al., 2023). 

 

Caregivers in this study perceived the causes of neurological disorders to be related to medical 

complications during pregnancy, delivery, and the postnatal period. These perceptions align 

with scholarly views that highlight the impact of fetal susceptibility to environmental elements, 

toxin exposure, labour and delivery difficulties, genetic diseases, and infections on the 

manifestation of neurological disorders later in life (Mathiesen et al., 2021; Rani & Dhok, 

2023). Other causes mentioned by caregivers included accidents during pregnancy, delayed 

delivery, and the indifferent attitude of medical personnel during or after delivery, which have 

not been extensively explored in the literature. However, some caregivers were unable to 

identify the specific cause of their child's neurological disorder, assuming it could be attributed 

to genetic diseases or infections, contrary to cultural beliefs that associate such disorders with 

supernatural or punitive causes (Eseigbe et al., 2015; Bakare, 2020). 

 

The findings of this study revealed that caring for children with neurological disorders has 

negative impacts on parents and families. Managing children with severe impairments and 

behavioral difficulties significantly affects caregivers. Consistent with these findings, other 

scholars have identified significant risks of mental health problems, financial burdens, 

restricted family life and leisure, stress, lack of external support, and limited community 

recognition (Vadivelan et al., 2020; Ransmayr, 2021; Moosa-Tayob & Risenga, 2022). 

Caregivers expressed frustration, marital conflicts, and intermittent arguments about the best 

approach to providing care and mitigating the adverse effects of caring for a child with a 

neurological disorder. One caregiver expressed their emotional impact by saying, "sometimes 

we struggle, and sometimes I find myself crying or just getting angry for no reason." If 

appropriate coping mechanisms are not implemented, these emotional burdens can continue to 

affect caregivers. 
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Regarding time management between caregiving and employment, some caregivers attempted 

to balance both responsibilities by taking frequent absences from work. A participant affirmed: 

“I have not been at work since Wednesday (today if Friday), ... they know my child is not well, 

so they understand”. Another had to resigned even though she just got promoted “I was 

promoted at work 1st May; she fell sick on April 26… by the second week of May, ... I had to 

resign on May 20. She was in the ICU for 116 days.”   In some cases, caregivers were forced 

to resign from their jobs, even after receiving promotions, due to the demands of caring for 

their child's neurological disorder. This finding aligns with other studies that have shown that 

families of children with special healthcare needs often forego employment, and caring for 

children with disabilities negatively affects mothers' labour market participation, working 

hours, and income (Foster et al., 2021; Wondemu et al., 2022). 

 

The study identified coping strategies employed by caregivers after identifying major 

challenges, with financial challenges being a significant factor. Participants expressed the 

impact of financial burdens on other aspects of their household, but they managed to cope 

through personal efforts, support from family members, selling personal belongings, and 

developing stronger resilience. According to a participant, “bills are not something I would say 

I think about, and I am happy, and this is because it affects some other aspects of the household 

...” These findings are consistent with previous research by Taib et al. (2021), which 

highlighted coping strategies such as finding the right support person, managing a high 

workload, and balancing home and work difficulties. Similarly, Iacob et al. (2020) emphasized 

the role of resilience among caregivers. However, Abrams et al. (2019) suggested that family 

and friends may struggle to comprehend the demands of caregiver. 

Conclusion 

In conclusion, this study illuminates the causes, consequences, and coping strategies among 

caregivers of children with neurological disorders in Lagos, Nigeria. The research highlights 

factors contributing to these disorders, encompassing medical complications during pregnancy, 

genetic disorders, and infections. Caregivers endure substantial challenges including financial 

strain, familial conflicts, and emotional challenges. Caregiving responsibilities have an impact 

on employment and time freedom. Caregivers can benefit from a variety of coping strategies 

such as problem-focused, active emotion, and avoidant emotion coping. This research enriches 

existing literature by delving into the underexplored experiences of Sub-Saharan Africa's 

caregivers, using a phenomenological approach. These insights can shape improved support 

and interventions for caregivers. Comprehensive aid, encompassing finances, healthcare, and 

psychological backing, is essential. Awareness and stigma reduction are crucial. The study 

extends knowledge on pediatric neurological disorders, caregiving, and coping strategies in 

Lagos and Sub-Saharan Africa. Its implications span healthcare, policy, and support systems. 

Further research avenues emerge: a longitudinal study for enduring effects, a comparative study 

with typically developing children, and interventions to gauge effectiveness. These avenues 

address gaps in understanding causes, impacts, coping, and support, contributing to enhanced 

caregiver well-being and targeted interventions. 
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