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Abstract
Objective: This study investigates the prevalent issues of healthcare access 
and the impact of antiseizure treatments among people with epilepsy (PWE) in 
rural Limpopo and Mpumalanga, South Africa, where healthcare facilities and 
affordable treatments are often inadequate.
Methods: Using a cross-sectional survey, 162 PWE were selected using 
multistage sampling across the provinces. Data were collected via a structured 
questionnaire and analyzed descriptively using SPSS v27.
Results: Most of the participants experienced seizures intermittently, with 70.6% 
in Limpopo and 53.3% in Mpumalanga reporting occasional episodes, whereas 
a significant minority in both regions—20.6% and 40%, respectively—suffered 
from frequent seizures. A notable portion of PWE also reported recurring side 
effects from antiseizure drugs, which led to consequential life disruptions, 
including educational dropout and unemployment.
Significance: The findings underscore an urgent need for enhanced educational 
programs and increased awareness to improve the understanding and 
management of epilepsy in these underserved areas. Optimizing care for PWE 
requires a multifaceted approach, including evaluating healthcare accessibility, 
affordability, and societal beliefs influencing treatment adherence. The study 
advocates for government and policy interventions to mitigate the quality of life 
deterioration caused by epilepsy and its treatment in rural communities.
Plain Language Summary: In Limpopo and Mpumalanga, many individuals 
with epilepsy experience seizures occasionally, while a significant minority 
have them frequently. Numerous people also suffer recurring side effects from 
antiseizure medications, impacting their lives severely by causing school dropouts 
and job losses. This underscores the urgent need for improved education and 
awareness programs to manage epilepsy in these provinces effectively. The study 
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1  |   INTRODUCTION

Approximately 50 million people globally live with epi-
lepsy, accounting for ~ 0.5% of the total global disease 
burden and 13 million disability-adjusted life years, af-
fecting about one in 10 individuals.1 Currently, there 
is no cure for epilepsy, with medication only control-
ling symptoms, leaving many patients with treatment-
resistant epilepsy.2 An estimated 15 million people aged 
30–69 die from non-communicable diseases (NCDs) like 
epilepsy.3 Epilepsy increases the risk of early death,4 in-
cluding sudden unexpected death in epilepsy (SUDEP) 
and status epilepticus.3 Neurological disorders cause 
about 9% of worldwide deaths, excluding multiple dis-
abilities and injuries.5,6

In low- and middle-income countries (LMICs), PWE 
faces higher risks of poor health outcomes, reduced qual-
ity of life, and premature death, often due to the coun-
try's developmental and economic status. Despite being 
a common NCD, epilepsy is often overlooked by health 
practitioners and researchers in LMICs. Kwon et al.2 high-
lighted a significant global epilepsy treatment gap (ETG), 

with Owolabi et al.7 revealing a 69% ETG in Sub-Saharan 
Africa, predominantly in rural areas. Wagner8 reported a 

Key points

•	 Epilepsy insights: The study explored epilepsy 
experiences with treatment. Diagnosis often 
occurs in childhood. Seizures and effects vary 
widely.

•	 Treatment complexities: Seizures persist despite 
meds, leading to diverse symptoms. Side effects 
impact daily life and interactions.

•	 Social challenges: Many PWE are unmarried 
due to epilepsy burdens. Isolation, dependency, 
and discrimination are prevalent.

•	 Actionable takeaways: Diagnose accurately, im-
prove seizure control, and address treatment 
effects. Support systems are crucial. Awareness 
and research are needed.

T A B L E  1   Characteristics of widely used first-generation antiseizure drugs for treating epilepsy in South Africa.

Drug Mechanism of action
Approved used (FDA, 
EMA) Main uses Main limitations

Phenobarbital GABA potentiation Partial and generalized 
convulsive seizures, sedation, 
anxiety, and sleep disorder

Focal and generalized 
seizures, the most cost-
effective treatment for 
epilepsy

Enzyme inducer, which is 
not useful in the absence of 
seizures, is less effective than 
carbamazepine or phenytoin for 
focal seizures in mostly new-onset 
epilepsy

Carbamazepine Na+ Channel blocker Partial and generalized 
convulsive seizures, 
trigeminal pain, bipolar 
disorder

First-line drug for focal and 
generalized seizures with 
focal onset.

Enzyme inducer, not useful for 
absence or myoclonic seizures

Valproate 
(Epilim)

Sodium channel and 
T-type calcium channel 
blocker.

Partial and generalized 
convulsive seizures and 
migraine prophylaxis

The first line for focal and 
generalized seizures, none 
of the new drugs is more 
effective than valproate

An enzyme inhibitor, substantial 
teratogenicity, weight gain

Clonazepam GABA potentiation Myoclonic seizures and 
panic disorders

Focal and generalized 
seizure, no clinical 
hepatotoxicity

Substantial sedative tolerance 
(loss of efficacy) is available only 
for adjunctive use

Diazepam GABA potentiation Convulsive disorder, 
epilepsy, anxiety, alcohol, 
withdrawal.

Intravenous use for focal and 
generalized seizures, no skin 
hypersensitivity

Mainly used during an emergency 
only and currently for adjunctive

urges government action and policy reforms to enhance care and support for 
people with epilepsy in rural areas, aiming to improve their quality of life.

K E Y W O R D S

antiseizure medication, epilepsy, people with epilepsy, seizures, side effects
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63% ETG in rural South Africa, attributed to widespread 
rural settlements and economic instability.

Access to healthcare and affordable treatment is a sig-
nificant challenge in LMICs, with over 75% of epilepsy pa-
tients lacking access to effective and low-cost antiseizure 
medications (ASMs).7 First-line antiseizure drugs cause 
adverse side effects in nearly half of the patients under-
going treatment.9 Drug resistance is observed in 32% of 
epilepsy patients.10,11 Early initiation of ASMs after the 
first seizure has been shown to reduce the risk of a second 
seizure.12 Table 1 highlights key features of common anti-
seizure drugs in South Africa.

Despite treatment challenges, South Africa has access 
to affordable options like Phenobarbital, costing $5–$10 
annually. Phenobarbital tablets are widely accessible in 
most countries.13 However, its use is limited in developed 
nations due to a lower tolerance than carbamazepine or 
phenytoin.14 Phenobarbital is preferred in large-scale 
community programs, especially in remote areas.15,16 
The availability of ASMs differs across income levels 
in first-, second-, and third-generation ASMs.13 Tsvere 
et al.17 highlighted the increased risk of bone fractures in 
women with epilepsy due to seizures and certain ASMs, 
emphasizing the need for effective, safe, and convenient 
ASMs.

In LMICs, minimal research on epilepsy and poor re-
source management contribute to a lack of understanding 
and defining the condition. Misdiagnosis, lack of treat-
ment, and low medication adherence are ongoing issues 
in South Africa.4,17–21 Despite this, no studies have focused 
on epilepsy experiences in Limpopo or Mpumalanga, in-
cluding treatment effects on PWE. This gap in research 
contributes to the low quality of life for PWE and slows 
efforts toward improving epilepsy management and treat-
ment. Kwon et  al.2 found a worldwide ETG, with about 
70% in LMICs. The lack of neurologists may also contrib-
ute to the high treatment gap.17,22–24 In areas with fewer 
clinical specialists, there is a higher likelihood of neglect-
ing those in need of epilepsy treatment. The current study 
aims to describe epileptic seizures, including frequency 
and severity, the efficacy of treatment and its adverse ef-
fects in rural South Africa.

2  |   MATERIALS AND METHODS

2.1  |  Study design

This study adopted a quantitative approach using a cross-
sectional survey study. This approach was selected because 
of its ability to collect large amounts of data, strengthen-
ing the study's objectivity. The study was conducted from 
February to December 2021.

2.2  |  Study setting

This study was conducted in selected rural communities 
of the Limpopo and Mpumalanga Provinces. The com-
munities chosen in Limpopo included Malavuwe/Nweli, 
Mtititi, and Bochum, whereas the communities selected in 
Mpumalanga included Clara, Jerusalem, and Akornhoek. 
These communities were selected based on cultural diver-
sity and the high prevalence of epilepsy.

2.3  |  Study subjects

The study included community members who had lived 
in the selected villages of the Limpopo and Mpumalanga 
provinces for at least six months or more. Furthermore, 
those aged 18–59 years, literate and illiterate, were in-
cluded in the study.

2.4  |  Sample size and procedure

The sample size for the study was determined using an 
online Raosoft sample size calculator with a confidence 
level set at 95% and a margin of error of 5%. This yielded 
a target sample size of 169 participants out of 300 PWE. 
Of 169, only 162 fully completed questionnaires were in-
cluded in this study's analysis. We used a non-probability 
purposive sampling approach to select specific provinces 
and villages where PWE resides. Within the selected prov-
inces, a multistage sampling technique was applied. The 
first stage involved choosing sub-districts with the high-
est rates of PWE. The subsequent stages entailed select-
ing specific villages and PWE. All PWE residing in the 
selected village were eligible for study participation.

2.5  |  Data collection instrument

A research assistant–administrator questionnaire was 
used to collect data. The questionnaire included demo-
graphic characteristics, clinical variables, and outcome 
variables on epilepsy treatment and practice, with 15 
questions on treating epilepsy and practices toward it. 
These proxy questions were closed-ended, and the re-
sponses were ranked as follows: Never = 0, Sometimes = 1, 
Always = 2.

2.6  |  Data quality assurance

The questionnaire used in the study was initially written 
in English and later translated into local languages such as 
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Tshivenda, Tsonga, Northern Pedi, and SiSwati. Language 
professionals were involved in the translation process, 
and back translation was conducted to ensure accuracy. 
Data were collected by home-based carers and community 
health care workers in Limpopo and Mpumalanga prov-
inces. Before the data collection, a pretest was conducted 
with 10% of the participants, and the questionnaire was 
modified based on the results. The research team moni-
tored the data collectors daily, and supervisors and investi-
gators reviewed the completed questionnaires for accuracy. 
Some content expressions were also rewritten to make 
them more understandable for the research participants.

2.7  |  Data analysis procedure

The data collected was analyzed using both descriptive 
and inferential statistics. Descriptive statistics involves 
calculating frequencies, percentages, means, and stand-
ard deviations to summarize the data. These measures 
provided an overview of the demographic characteristics 
of the sample, as well as the distribution of responses to 
survey items. We used Chi-square, Phi and Crammer's 
V tests for inferential analysis to establish differences 
between the provinces and evaluate the associations be-
tween PWE responses. These tests were selected based on 
the data type, mainly nominal and ordinal. The level of 
significance was set at p < 0.05 for all tests. All analyses 
used Statistical Packaging for Social Sciences (SPSS) ver-
sion 27.

2.8  |  Ethical considerations

Ethical considerations were followed throughout the 
study. Permission was sought from the Department of 
Advanced Nursing Science for quality assurance, the 
Faculty of Health for quality assurance and approval, 
The University of Venda Research Ethics Committee, 
the Limpopo and Mpumalanga Department of Health 
Research Committee, the Royal Councils and the partici-
pants. Informed consent was obtained from the partici-
pants before data collection. The researchers adhered to 
confidentiality, respect, privacy, and anonymity.

3  |   RESULTS

3.1  |  Socio-demographic characteristics 
of participating PWE

About 162 PWE from Limpopo (n = 102) and Mpumalanga 
(n = 60) provinces participated in the study. The ages of 

the PWE included were PLWE ≥18 years old, with most 
participants aged between 18 and 45 years. Most PWE 
were males in Limpopo (39.2%) and Mpumalanga (46.7%) 
provinces. The study's Pedi, Swati, Venda and Tsonga eth-
nicities were well represented, as indicated in Table 2.

Most PWE had no formal or only primary education, 
meaning they did not go to school or only attended the 
foundational phase of primary school. In Limpopo, 33.3% 
of participants had no education, 37.3% had primary educa-
tion, 20.6% had secondary education without Matric, 7.8% 
had completed Matric, and 1.0% had tertiary education. In 
contrast, in Mpumalanga, 28.3% of participants had no ed-
ucation, 53.3% had primary education, 16.7% had second-
ary education without Matric, 1.7% had completed Matric, 
and none had tertiary education. Thus, the illiteracy rate 
is 70.6% in Limpopo province and 81.3% in Mpumalanga 
province. Christianity (57.8% and 83.3%) was most PWE's 
religion, followed by traditional beliefs (40.2% and 16.7%) 
in Limpopo and Mpumalanga provinces. Moreover, 
most PWE are not married (LP = 72.5%; MP = 73.3%) and 
are not employed (LP = 93.1%; MP = 93.3%). There was 
a statistical difference between PWE in Limpopo and 
Mpumalanga province when it comes to distance to PHC 
(x2 = 39.621a; p > 0.000) and Hospital facilities (x2 = 42.252; 
p > 0.000), whereas there was no statistical difference con-
cerning the age when diagnosed (x2 = 10.436; p = 0.064).

3.2  |  Experiences of epileptic 
seizures and treatment-related effects

Most PWE reported that they sometimes experience sei-
zures (70.6% and 53.3%); however, some PWE always 
experienced seizures (20.6% and 40%) in Limpopo and 
Mpumalanga provinces, respectively. This study revealed 
significant differences in the experiences of an aura or 
warning before an epileptic seizure (x2 = 15.570; p ≥ 0.000; 
Phi and Crammers = 0.308), as indicated in Table  3. It 
was also provided through these results that most PWE 
could sometimes feel (LP = 35%; MP = 30%) and always 
(LP = 45.1%; MP = 50%) that they were going to have an 
epileptic seizure and there were no statistical differences 
between the two provinces.

Most PWE reported that they try to fight off epilep-
tic seizures. The majority of PWE reported that they fall 
(p > 0.001), lose consciousness (p = 0.179), wet themselves 
(p > 0.001), feel weak and sleepy (p > 0.001), suffer from 
headache (p = 0.043) and bite tongue (p > 0.001). The 
study also revealed that most PWE experience epileptic 
seizures in their sleep.

Many PWE reported experiencing antiseizure drug side 
effects always or sometimes, even though many did not (see 
Table 4). It is impossible to overlook the number of people 

 24709239, 2024, 4, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1002/epi4.12999 by South A

frican M
edical R

esearch C
ouncil, W

iley O
nline L

ibrary on [20/08/2026]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



      |  1569MAKHADO et al.

T A B L E  2   Socio-demographic characteristics for PWE.

Province

χ2 (p-value)LP (n = 102) MP (n = 60)

Age
18–25 years 25 (24.5%) 19 (31.7%) 2.425 (0.658)
26–35 years 21 (20.6%) 15 (25.0%)
36–45 years 23 (22.5%) 9 (15.0%)
46–55 years 14 (13.7%) 8 (13.3%)
56 years and above 19 (18.6%) 9 (15.0%)

Gender
Female 40 (39.2%) 28 (46.7%) 2.747 (0.253)
Male 62 (60.8%) 31 (51.7%)
Other 0 (0.0%) 1 (1.7%)

Ethnicity
Pedi 83 (81.4%) 1 (1.7%) 132.033 (< 0.001)
Swati 0 (0.0%) 15 (25.0%)
Venda 11 (10.8%) 0 (0.0%)
Tsonga 7 (6.9%) 42 (70.0%)
Afrikaans 0 (0.0%) 1 (1.7%)
Zulu 0 (0.0%) 1 (1.7%)
Sotho 1 (1.0%) 0 (0.0%)

Education
None 34 (33.3%) 17 (28.3%) 6.046 (0.196)
Primary 38 (37.3%) 32 (53.3%)
Secondary (no matric) 21 (20.6%) 10 (16.7%)
Secondary (matric) 8 (7.8%) 1 (1.7%)
Tertiary 1 (1.0%) 0 (0.0%)

Religion
Christianity 59 (57.8%) 50 (83.3%) 11.468 (0.003)
Traditional 41 (40.2%) 10 (16.7%)
Islam 2 (2.0%) 0 (0.0%)

Employment status
Not employed 95 (93.1%) 56 (93.3%) 1.627 (0.443)
Self-employed 1 (1.0%) 2 (3.3%)
Employed 6 (5.9%) 2 (3.3%)

Marital status
Not married 74 (72.5%) 44 (73.3%) 22.720 (< 0.001)
Married 22 (21.6%) 2 (3.3%)
Divorced 1 (1.0%) 2 (3.3%)
Widow/widower 3 (2.9%) 3 (50%)
Cohabitation 2 (2.0%) 9 (15.0%)

Age when first diagnosed with epilepsy
0–9 years 37 (36.3%) 35 (58.3%) 10.436 (0.064)
10–19 years 28 (27.5%) 15 (25.0%)
20–29 years 14 (13.7%) 6 (10.0%)
30–39 years 13 (12.7%) 2 (3.3%)
40–49 years 4 (3.9%) 1 (1.7%)
50 years and above 6 (5.9%) 1 (1.7%)

(Continues)
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Province

χ2 (p-value)LP (n = 102) MP (n = 60)

Distance from residence to the nearest healthcare facility or clinic
0–9 km 33 (32.4%) 49 (81.7%) 39.621 (< 0.001)
10–19 km 50 (49.0%) 4 (6.7%)
20–29 km 11 (10.8%) 4 (6.7%)
30–39 km 8 (7.8%) 3 (5.0%)

Distance from residence to the nearest hospital
0–9 km 4 (3.9%) 6 (10.0%) 42.252 (< 0.001)
10–19 km 43 (42.2%) 4 (6.7%)
20–29 km 25 (24.5%) 24 (40.0%)
30–39 km 21 (20.6%) 9 (15.0%)
40–49 km 2 (2.0%) 15 (25.0%)
50 km and above 7 (6.9%) 2 (3.3%)

T A B L E  2   (Continued)

T A B L E  3   Experiences of seizures among PWE.

Crosstab on frequency of epileptic seizures

Province

χ2 (p-value) Phi and Cramer'sLimpopo Mpumalanga

Frequency of seizures

Never 9 (8.8%) 4 (6.7%) 7.096 (0.029) (0.209)

Sometimes 72 (70.6%) 32 (53.3%)

Always 21 (20.6%) 24 (40.0%)

Have an aura/warning before an epileptic seizure

Never 7 (6.9%) 14 (23.3%) 15.370 (< 0.001) (0.308)

Sometimes 53 (52.0%) 15 (25.0%)

Always 42 (41.2%) 31 (51.7%)

Can feel that I'm going to have an epileptic attack/seizure

Never 20 (19.6%) 12 (20.0%) 0.514 (0.773) (0.056)

Sometimes 36 (35.3%) 18 (30.0%)

Always 46 (45.1%) 30 (50.0%)

Usually try to fight off epileptic seizures

Never 14 (13.7%) 17 (28.3%) 6.463 (0.040) (0.200)

Sometimes 40 (39.2%) 15 (25.0%)

Always 48 (47.1%) 28 (46.7%)

Falling during an epileptic seizure

Never 9 (8.8%) 6 (10.0%) 20.748 (< 0.001) (0.358)

Sometimes 55 (53.9%) 11 (18.3%)

Always 38 (37.3%) 43 (71.7%)

When I have epileptic seizures, I lose consciousness

Never 12 (11.8%) 8 (13.3%) 3.440 (0.179) (0.146)

Sometimes 49 (48.0%) 20 (33.3%)

Always 41 (40.2%) 32 (53.3%)
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Crosstab on frequency of epileptic seizures

Province

χ2 (p-value) Phi and Cramer'sLimpopo Mpumalanga

When I have epileptic seizures, I wet myself

Never 32 (31.4%) 12 (20.0%) 22.475 (< 0.001) (0.372)

Sometimes 40 (39.2%) 8 (13.3%)

Always 30 (29.4%) 40 (66.7%)

Feels weak and sleepy after an epileptic seizure

Never 9 (8.8%) 2 (3.3%) 18.852 (< 0.001) (0.341)

Sometimes 43 (42.2%) 8 (13.3%)

Always 50 (49.0%) 50 (83.3%)

Suffer from headache after an epileptic seizure

Never 10 (9.8%) 5 (8.3%) 6.293 (0.043) (0.197)

Sometimes 46 (45.1%) 16 (26.7%)

Always 46 (45.1%) 39 (65.0%)

Tongue bite during seizures

Never 26 (25.5%) 5 (8.3%) 14.146 (0.001) (0.295)

Sometimes 45 (44.1%) 20 (33.3%)

Always 31 (30.4%) 35 (58.3%)

Experience epileptic attacks in my sleep

Never 24 (23.5%) 6 (10.0%) 14.563 (0.001) (0.300)

Sometimes 53 (52.0%) 22 (36.7%)

Always 25 (24.5%) 32 (53.3%)

T A B L E  3   (Continued)

T A B L E  4   PWE experiences of effects of anti-seizure medications.

Province

χ2 (p-value) Phi and Cramer'sLimpopo Mpumalanga

Always suffer from the side effects of antiseizure medications

Never 49 (48.0%) 30 (50.0%) 9.679 (0.008) (0.244)

Sometimes 38 (37.3%) 11 (18.3%)

Always 15 (14.7%) 19 (31.7%)

Can't perform strenuous work because of antiseizure treatment

Never 23 (22.5%) 8 (13.3%) 9.299 (0.010) (0.240)

Sometimes 38 (37.3%) 13 (21.7%)

Always 41 (40.2%) 39 (65.0%)

Can't play with my friends because of the antiseizure treatment

Never 35 (34.3%) 17 (28.3%) 5.337 (0.069) (0.182)

Sometimes 39 (38.2%) 16 (26.7%)

Always 28 (27.5%) 27 (45.0%)

Always tired because of antiseizure medication

Never 39 (38.2%) 21 (35.0%) 8.138 (0.017) (0.224)

Sometimes 39 (38.2%) 13 (21.7%)

Always 24 (23.5%) 26 (43.3%)
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suffering from antiseizure drug side effects. Most PWE re-
ported being unable to perform strenuous work or play with 
their friends due to the antiseizure treatment. Because of the 
antiseizure treatment, it was also noted that PWE felt tired.

Those who responded to the questions posed indicated 
that they faced various issues. Antiseizure treatment re-
sulted in school dropouts and job losses for some due to its 
adverse effects and the presence of epilepsy. These are evi-
dent mainly from the 65.7% (Limpopo Province) and 71.7% 
(Mpumalanga Province) who either dropped out of primary, 
secondary or tertiary education as they suffered from ad-
verse effects and other social issues, including stigma and 
discrimination. According to PWE, epilepsy and antiseizure 
medication promote dependency on family members or rel-
atives. Some reported suffering from low self-esteem and ex-
periencing maltreatment, stigma, and discrimination from 
family members, relatives, and community members.

According to the research, these factors contributed 
to self- or family-induced isolation, which contributed to 
PWE's inability to engage with others, which had a psycho-
logical impact on the PWE. Others have mentioned feeling 
depressed, helpless, ashamed, and emotionally stressed.

4  |   DISCUSSION

The main objective of this study was to explore the experi-
ences of individuals living with epilepsy (PWE) undergoing 
antiseizure treatment in rural South Africa. This study pro-
vided valuable insights regarding the frequency of seizures 
and the impact of epilepsy on the quality of life of those 
living with the condition. Previous studies reported that 
epilepsy was usually diagnosed during the first 10 years of 
life,25,26 consistent with the findings from the current study, 
that the age range for diagnosis was between 0 and 9 years.27 
Although most participants in the current study reported 
experiencing occasional seizures, most were proceeded by 
some form of warning sign. Baumgartner et al.28 reported 
that various warnings, such as a sense of heat or cold, palpi-
tation, sexual arousal, respiratory change, and goosebumps, 
can proceed seizures. In contrast to the current study, Berg 
et  al.26 found that PWE frequently experienced seizures 
without any warnings. The experience of epileptic seizures 
varies among PWE, as Fisher et al.29 noted, with seizures 
occurring at different frequencies, ranging from less than 
one per year to several per day.29 The impact of epilepsy is 
extensive, with unpredictable and mostly hazardous inci-
dences of seizures.3,8 Proper diagnosis and treatment can 
help 70% of PWE to live free of seizures.3,30 However, in the 
current study, over half of PWE reported experiencing oc-
casional seizures, while a significant proportion indicated 
experiencing frequent seizures. Ayalew and Muche31 re-
ported that over half of the patients had between one to five 

seizures in the previous year, with 22.3% experiencing one 
or two seizures at their most recent follow-up. These find-
ings suggest that seizure control is lacking among patients 
despite the use of antiseizure treatment. Factors such as a 
lack of availability of ASM in low-income countries, identi-
fied by WHO,3 may contribute to the continuation of sei-
zure episodes among patients.

The results from this study show that seizures signifi-
cantly affect PWE, producing a loss of consciousness, head-
aches, weakness, tongue bite, and sleeping disturbances, 
consistent with a systematic review by Subota et  al.32 
Several studies, including Nagabushana et  al.,33 Tsvere 
et al.,17 and Lee,34 have reported that antiseizure treatment 
can have various side effects, such as psychological, general, 
and social effects. Dizziness, fatigue, and stomach upset are 
common adverse reactions reported by PWE in this study, 
affecting their ability to make friends and engage in stren-
uous activities. This finding is consistent with Ayalew and 
Muche's31 report that patients experience fatigue due to an-
tiseizure treatment. The study's results also revealed that 
PWE faces difficulties playing with others, consistent with 
findings by Fazeka et al.35 Asahngwa et al.36 reported that 
epilepsy negatively affects PWE social relationships, lead-
ing to psychological, economic, and emotional distress in 
their daily lives and activities. Fazeka et al.35 emphasized 
that seizures affect PWE mentally and physically, leading 
to various limitations in their daily life.

The impact of antiseizure treatment on PWE is well-
documented, including its effects on self-esteem, stigma, 
dependency, isolation, attention, and discrimination.17,34,35 
In the current study, PWE reported feeling dependent, de-
pressed, and helpless due to antiseizure treatment. They also 
highlighted that self- or family-induced isolation contributed 
to their inability to engage with others due to their medica-
tion. Additionally, the study found that a majority of PWE are 
not married, which is consistent with previous research.36–39

The findings of this study have several practical implica-
tions for healthcare providers and policymakers in improv-
ing PWE's quality of life. The study highlights the need for 
the proper diagnosis and treatment of epilepsy, leading to 
improved seizure control. Healthcare providers must also 
be aware of the various side effects of antiseizure treatment 
and address them accordingly. This study also emphasizes 
the need to address the social and psychological effects of 
epilepsy on PWE, such as isolation, dependency, and dis-
crimination, and the need for social support systems to be 
in place. Healthcare providers and policymakers must also 
consider the impact of epilepsy on PWE ‘s education and 
employment opportunities and implement measures to 
ensure that PWE have access to these opportunities. The 
findings also suggest the importance of promoting aware-
ness and education to the general public about epilepsy to 
address the negative perceptions and stigma surrounding 
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the condition. Finally, the results of this study highlight the 
need for further research on epilepsy in LMICs to improve 
our understanding of the condition and develop effective 
interventions to improve the quality of life of PWE.

5  |   LIMITATIONS

The main advantage of this study is its capacity to collect 
information from PWE in two provinces of South Africa. 
Nonetheless, a drawback is the need for more participants 
from Mpumalanga, which affected the representation of 
Swati, Venda, Afrikaans, Zulu, and Sotho-speaking patients.

6  |   CONCLUSIONS AND 
RECOMMENDATIONS

Our study's exploration into the experiences of PWE in 
Limpopo and Mpumalanga reveals critical insights. A 
significant early diagnosis rate, particularly in children 
under nine, underscores the urgency for school educa-
tional initiatives to foster understanding from a young 
age. Persistent seizures, despite treatment, signal a press-
ing need for more research into the efficacy of medication 
regimes and patient adherence. Our findings illuminate 
the profound influence of epilepsy and its treatment on 
life's fundamental aspects, such as education and em-
ployment, stressing the imperative for comprehensive 
support strategies that go beyond medical intervention.

Moving forward, we recommend a multifaceted ap-
proach to bolster PWE's quality of life. This should include 
revamping diagnostic procedures, targeted professional 
development in rural medical facilities, and widespread 
educational campaigns to dispel myths and stigma. A 
concerted effort by government and healthcare systems 
is essential, aimed at refining care and mitigating epilep-
sy's toll on daily life. This endeavor must also tackle the 
intricacies of healthcare access—namely, its availability, 
affordability, and eliminating barriers to care. A nuanced 
understanding of individual factors, such as treatment ad-
herence, demographic influences, and personal beliefs, is 
vital to tailor interventions effectively and ensure they res-
onate with PWE's needs.

AUTHOR CONTRIBUTIONS
All Authors contributed to the design, execution, and write-
up of this manuscript. All authors contributed substantially 
to the conception, design, acquisition, analysis and write-
up, while Lufuno Makhado contributed to the analysis and 
interpretation of the findings. All authors contributed sub-
stantially to the modified versions and published version of 
the manuscript.

ACKNOWLEDGMENTS
The authors thank the participants for participating in the 
study and the Chiefs for granting permission to conduct 
the study in their respective locations. The authors are 
thankful to the GladAfrica Foundation Trust for funding 
the project from which this manuscript data comes.

CONFLICT OF INTEREST STATEMENT
None of the authors has any conflict of interest to disclose. 
We confirm that we have read the Journal's position on 
issues involved in ethical publication and affirm that this 
report is consistent with those guidelines.

DATA AVAILABILITY STATEMENT
Datasets for the current study are available from the corre-
sponding author by written request to authentic scientific 
investigators upon release approval.

ORCID
Lufuno Makhado   https://orcid.org/0000-0003-1689-9308 
Angelina Maphula   https://orcid.org/0000-0001-8208-6618  
Richard Teke Ngomba   https://orcid.
org/0000-0003-3825-3970  
Ofhani Prudance Musekwa   https://orcid.
org/0000-0002-6422-6004 
Thendo Gertie Makhado   https://orcid.
org/0000-0001-5673-1644 
Muofheni Nemathaga   https://orcid.
org/0000-0002-9703-1668  
Mukovhe Rammela   https://orcid.
org/0000-0001-6196-4178  
Muimeleli Munyadziwa   https://orcid.
org/0000-0002-9683-2842 
Pasquale Striano   https://orcid.org/0000-0002-6065-1476 

REFERENCES
	 1.	 World Health Organization. Epilepsy: a public health imper-

ative. Geneva: World Health Organization; 2019. Accessed 18 
May 2022. Available: https://​apps.​who.​int/​iris/​handle/​10665/​​
325440?​show=​full

	 2.	 Kwon CS, Wagner RG, Carpio A, Jetté N, Newton CR, Thurman 
DJ. The worldwide epilepsy treatment gap: a systematic review 
and recommendations for revised definitions–a report from the 
ILAE epidemiology commission. Epilepsia. 2022;63:551–64.

	 3.	 World Health Organization. Epilepsy. Geneva: World Health 
Organisation; 2022 Available from https://​www.​who.​int/​news-​
room/​fact-​sheets/​detail/​epilepsy

	 4.	 Esterhuizen AI, Carvill GL, Ramesar RS, Kariuki SM, Newton 
CR, Poduri A, et al. Clinical application of epilepsy genetics in 
Africa: is now the time? Front Neurol. 2018;9:276.

	 5.	 Scorza FA, de Almeida ACG, Fiorini AC, Scorza CA, Finsterer J. 
Parkinson's disease, epileptic seizures, and sudden death: three 
faces of the same coin. Epilepsy Behav. 2018;83:239–41.

	 6.	 Feigin VL, Nichols E, Alam T, Bannick MS, Beghi E, Blake N, 
et  al. Global, regional, and national burden of neurological 

 24709239, 2024, 4, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1002/epi4.12999 by South A

frican M
edical R

esearch C
ouncil, W

iley O
nline L

ibrary on [20/08/2026]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense

https://orcid.org/0000-0003-1689-9308
https://orcid.org/0000-0003-1689-9308
https://orcid.org/0000-0001-8208-6618
https://orcid.org/0000-0001-8208-6618
https://orcid.org/0000-0003-3825-3970
https://orcid.org/0000-0003-3825-3970
https://orcid.org/0000-0003-3825-3970
https://orcid.org/0000-0002-6422-6004
https://orcid.org/0000-0002-6422-6004
https://orcid.org/0000-0002-6422-6004
https://orcid.org/0000-0001-5673-1644
https://orcid.org/0000-0001-5673-1644
https://orcid.org/0000-0001-5673-1644
https://orcid.org/0000-0002-9703-1668
https://orcid.org/0000-0002-9703-1668
https://orcid.org/0000-0002-9703-1668
https://orcid.org/0000-0001-6196-4178
https://orcid.org/0000-0001-6196-4178
https://orcid.org/0000-0001-6196-4178
https://orcid.org/0000-0002-9683-2842
https://orcid.org/0000-0002-9683-2842
https://orcid.org/0000-0002-9683-2842
https://orcid.org/0000-0002-6065-1476
https://orcid.org/0000-0002-6065-1476
https://apps.who.int/iris/handle/10665/325440?show=full
https://apps.who.int/iris/handle/10665/325440?show=full
https://www.who.int/news-room/fact-sheets/detail/epilepsy
https://www.who.int/news-room/fact-sheets/detail/epilepsy


1574  |      MAKHADO et al.

disorders, 1990–2016: a systematic analysis for the global bur-
den of disease study 2016. Lancet Neurol. 2019;18(5):459–80.

	 7.	 Owolabi LF, Owolabi SD, Adamu B, Jibo AM, Alhaji ID. 
Epilepsy treatment gap in Sub-Saharan Africa: meta-analysis of 
community-based studies. Acta Neurol Scand. 2020;142(1):3–13.

	 8.	 Wagner RG, Kabudula CW, Forsgren L, Ibinda F, Lindholm L, 
Kahn K, et al. Epilepsy care cascade, treatment gap and its de-
terminants in rural South Africa. Seizure. 2020;80:175–80.

	 9.	 Odhiambo M, Kariuki SM, Newton CR. Therapeutic moni-
toring of anti-seizure medications in low-and middle-income 
countries: a systematic review. Wellcome Open Res. 2021;6:92.

	10.	 Sultana B, Panzini MA, Veilleux Carpentier A, Comtois J, Rioux B, 
Gore G, et al. Incidence and prevalence of drug-resistant epilepsy: a 
systematic review and meta-analysis. Neurology. 2021;96(17):805–17.

	11.	 Löscher W, Potschka H, Sisodiya SM, Vezzani A. Drug resistance 
in epilepsy: clinical impact, potential mechanisms, and new in-
novative treatment options. Pharmacol Rev. 2020;72(3):606–38.

	12.	 Bonnett LJ, Tudur-Smith C, Williamson PR, Marson AG. Risk 
of recurrence after a first seizure and implications for driving: 
further analysis of the multicentre study of early epilepsy and 
single seizures. BMJ. 2010;8:341.

	13.	 Pironi V, Ciccone O, Beghi E, Paragua-Zuellig H, Patel AA, 
Giussani G, et al. Survey on the worldwide availability and af-
fordability of antiseizure medications: report of the ILAE task 
force on access to treatment. Epilepsia. 2022;63(2):335–51.

	14.	 Charalambous M, Pakozdy A, Bhatti SF, Volk HA. Systematic 
review of antiepileptic drugs' safety and effectiveness in feline 
epilepsy. BMC Vet Res. 2018;14:1–9.

	15.	 Fernández IS, Gaínza-Lein M, Lamb N, Loddenkemper T. Meta-
analysis and cost-effectiveness of second-line antiepileptic drugs 
for status epilepticus. Neurology. 2019;92(20):e2339–e2348.

	16.	 Mbuba CK, Ngugi AK, Fegan G, Ibinda F, Muchohi SN, Nyundo 
C, et  al. Risk factors associated with the epilepsy treatment 
gap in Kilifi, Kenya: a cross-sectional study. Lancet Neurol. 
2012;11(8):688–96.

	17.	 Tsvere M, Chiweshe MK, Mutanana N. General side effects and 
challenges associated with anti-epilepsy medication: a review 
of related literature. African J Prim Health Care Fam Med. 
2020;12(1):1–5.

	18.	 Musekwa OP, Makhado L, Maphula A, Mabunda JT. How much 
do we know? Assessing public knowledge, awareness, impact, 
and awareness guidelines for epilepsy: a systematic review. 
Open Public Health J. 2020;13(1):794–807.

	19.	 Dotchin C, Walker R. The management of Parkinson's disease 
in sub-Saharan Africa. Expert Rev Neurother. 2012;12(6):661–6.

	20.	 Liu J, Zhang P, Zou Q, Liang J, Chen Y, Cai Y, et al. Status of ep-
ilepsy in the tropics: an overlooked perspective. Epilepsia Open. 
2023;8(1):32–45.

	21.	 Molla A, Mekuriaw B, Habtamu E, Mareg M. Knowledge and atti-
tude towards epilepsy among rural residents in Southern Ethiopia: 
a cross-sectional study. BMC Public Health. 2021;21(1):1–9.

	22.	 Alajbegovic A, Djelilović-Vranić J, Alajbegović S, Alajbegović L. 
Marriage of epileptic patients. Epilepsy Topics. 2014;16:241.

	23.	 Bower JH, Zenebe G. Neurologic services in the nations of 
Africa. Neurology. 2005;64(3):412–5.

	24.	 Mokaya J, Gray WK, Carr J. Beliefs, knowledge and attitudes to-
wards Parkinson's disease among a Xhosa speaking black pop-
ulation in South Africa: a cross-sectional study. Parkinsonism 
Relat Disord. 2017;41:51–7.

	25.	 Sartori S, Nosadini M, Tessarin G, Boniver C, Frigo AC, Toldo I, 
et al. First-ever convulsive seizures in children presenting to the 
emergency department: risk factors for seizure recurrence and 
diagnosis of epilepsy. Dev Med Child Neurol. 2019;61(1):82–90.

	26.	 Berg AT, Kaiser K, Dixon-Salazar T, Elliot A, McNamara N, 
Meskis MA, et al. Seizure burden in severe early-life epilepsy: 
perspectives from parents. Epilepsia Open. 2019;4(2):293–301.

	27.	 Makhado L, Maphula A, Makhado TG, Musekwa OP. 
Perspective chapter: practical approaches to enhance success-
ful lives among people living with epilepsy. London, United 
Kingdom: Health and Educational Success-Recent Perspectives. 
Intechopen; 2022.

	28.	 Baumgartner C, Koren J, Britto-Arias M, Schmidt S, Pirker S. 
Epidemiology and pathophysiology of autonomic seizures: a 
systematic review. Clin Auton Res. 2019;29(2):137–50.

	29.	 Fisher RS, Acharya JN, Baumer FM, French JA, Parisi P, Solodar 
JH, et al. Visually sensitive seizures: an updated review by the 
Epilepsy Foundation. Epilepsia. 2022;63(4):739–68.

	30.	 Ayalew MB, Muche EA. Patient reported adverse events among 
epileptic patients taking antiepileptic drugs. SAGE Open 
Med. 2018;4(6):2050312118772471. https://​doi.​org/​10.​1177/​
20503​12118​772471

	31.	 Subota A, Khan S, Josephson CB, Manji S, Lukmanji S, Roach 
P, et  al. Signs and symptoms of the postictal period in epi-
lepsy: a systematic review and meta-analysis. Epilepsy Behav. 
2019;1(94):243–51.

	32.	 Nagabushana D, Praveen-Kumar S, Agadi JB. Impact of epi-
lepsy and anti-epileptic drugs on health and quality of life in 
Indian children. Epilepsy Behav. 2019;1(93):43–8.

	33.	 Lee J. Antiepileptic drugs in children: current concept. J Korean 
Neurosurg Society. 2019;62(3):296–301.

	34.	 Fazekas B, Megaw B, Eade D, Kronfeld N. Insights into the real-
life experiences of people living with epilepsy: a qualitative eth-
nographic study. Epilepsy Behav. 2021;1(116):107729.

	35.	 Tanywe A, Matchawe C, Fernandez R. The experiences of 
people living with epilepsy in developing countries: a system-
atic review of qualitative evidence. JBI Database System Rev 
Implement Rep. 2016;14(5):136–92. https://​doi.​org/​10.​11124/​​
JBISR​IR-​2016-​002182

	36.	 Singh G, Ganguly KK, Banerji M, Addlakha R, Shah U, Tripathi 
M, et al. Marriage in people with epilepsy: a compelling theme 
for psycho-behavioral research. Seizure. 2018;1(62):127–30.

	37.	 Kinariwalla N, Sen A. The psychosocial impact of epilepsy on 
marriage: a narrative review. Epilepsy Behav. 2016;1(63):34–41.

	38.	 Mameniškienė R, Guk J, Jatužis D. Family and sexual life in 
people with epilepsy. Epilepsy Behav. 2017;1(66):39–44.

	39.	 Tedrus GM, Fonseca LC, Pereira RB. Marital status of patients 
with epilepsy: factors and quality of life. Seizure. 2015;1(27):66–70.

How to cite this article: Makhado L, Maphula A, 
Ngomba RT, Musekwa OP, Makhado TG, 
Nemathaga M, et al. Epilepsy in rural South Africa: 
Patient experiences and healthcare challenges. 
Epilepsia Open. 2024;9:1565–1574. https://doi.
org/10.1002/epi4.12999

 24709239, 2024, 4, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1002/epi4.12999 by South A

frican M
edical R

esearch C
ouncil, W

iley O
nline L

ibrary on [20/08/2026]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense

https://doi.org/10.1177/2050312118772471
https://doi.org/10.1177/2050312118772471
https://doi.org/10.11124/JBISRIR-2016-002182
https://doi.org/10.11124/JBISRIR-2016-002182
https://doi.org/10.1002/epi4.12999
https://doi.org/10.1002/epi4.12999

	Epilepsy in rural South Africa: Patient experiences and healthcare challenges
	Abstract
	1|INTRODUCTION
	2|MATERIALS AND METHODS
	2.1|Study design
	2.2|Study setting
	2.3|Study subjects
	2.4|Sample size and procedure
	2.5|Data collection instrument
	2.6|Data quality assurance
	2.7|Data analysis procedure
	2.8|Ethical considerations

	3|RESULTS
	3.1|Socio-­demographic characteristics of participating PWE
	3.2|Experiences of epileptic seizures and treatment-­related effects

	4|DISCUSSION
	5|LIMITATIONS
	6|CONCLUSIONS AND RECOMMENDATIONS
	AUTHOR CONTRIBUTIONS
	ACKNOWLEDGMENTS
	CONFLICT OF INTEREST STATEMENT
	DATA AVAILABILITY STATEMENT

	REFERENCES


