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SUMMARY

Background. People living with epilepsy (PLWE) often face psychological comorbidities and social challenges due to low levels
of knowledge and awareness about epilepsy, as well as personal experiences with the condition. This can result in a low quality
of life for PLWE.

Objective: to investigate the psychosocial impact of epilepsy on patients residing in rural regions of South Africa (Limpopo
and Mpumalanga Provinces).

Material and methods. A non-experimental quantitative research was conducted, which involved 162 respondents living with
epilepsy. Most were males, and the majority were between 18 and 35 years old in both provinces combined. The participants
were offered a questionnaire divided into three sections comprising sociodemographic aspects, questions that assessed
knowledge, and questions on the psychosocial impact of epilepsy.

Results. 1t was shown that while PLWE have a solid understanding of epilepsy as a medical condition, they may not fully
comprehend its effects on daily life. For example, many respondents felt shameful after having a seizure and difficulties in
forming relationships, and a significant proportion stated that they were never married because of epilepsy. The study highlights
the significant psychosocial impact of epilepsy on PLWE, including depression, difficulties in forming and maintaining social
connections, and a lack of marital experience.

Conclusion. To improve PLWE’s quality of life, the psychological help is recommended through healthcare facilities or local
support groups.
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Xu3Hb ¢ anunencuen: 3HaHUA NALMUEHTOB U NCUXOCOLMANbHOE BANSHUE
0.M. Myceksa, J1. Maxago
Yuusepcutet Benga (TxoxosHgoy 0950, KOxxHo-AdpukaHckas Pecny6nuka)

Ans kontakroB: Opgparu lNpyneHc Myceksa, e-mail: ofhanimusekwa@gmail.com

PE3HOME

AktyaneHocTs. JTiofn ¢ guarHo3om anunencuu (aHrn. people living with epilepsy, PLWE) 4acTo cTankmBarTcs ¢ CONyTCTBYIO-
LMW NCUXOSTOTUYECKMU 3aB0JTIEBAHUSMM W COLMANBbHLIMU NPO6IEMAMM N3-32 HU3KOTO YPOBHSA 3HAHWIA U NOHUMAHNSA 3NK-
NEencumn y oKpy>XarLwmx, a TakXe HeJ0CTaTKa Y HUX JINYHOMO OMNbITa B3aMMOAENCTBUSA C TaKUMMN 60NbHBIMW. 3TO MOXET Npu-
BOJUTb K HU3KOMY Ka4decTBy xu3Hu PLWE.

Lenb: n3y4nthb BANSHNE ANUNENCUN HA XXN3Hb NALUEHTOB, MPOXMBAOLMX B CENbCKNUX panoHax HXHON Adpukn (NPOBUH-
umu Jlumnono n Mnymananra).

Martepuan n merogpl. NpoBEEHO HE3KCNEPUMEHTANIbHOE KONMMYeCTBEHHOE UCCIeJOBAHMNE, B KOTOPOM MPUHANM y4acTue
162 pecnoHpeHTa C ANArHo30M «anuaencus». boNbWWHCTBO U3 HUX B 06€MX MPOBUHLMAX COCTABAANN MYXUYUHbI NPEUMY-
LecTBEHHO B Bo3pacTe 0T 18 g0 35 net. YyacTHmkam 6bi1a npenoXxeHa aHkeTa, CofepKallias Tpu pasfena, KoTopble BKO-
Yanu counanbHo-gemorpadguyeckmne acnekTbl, BONPOCHI N0 OLEHKE 3HAHWIA 06 3NnIencun n ee NCUXOCOLMANLHOT0 BANAHNSA

Ha 60MbHbIX.

Pesynbrarsl. [oka3aHo, 410, X079 PLWE umetoT AicHOe npeAcTaBlieHe 0 CBOEM 3a60/1eBaHNI, OHW MOTYT HE O KOHLA 0C03-
HaBaTb €€ BO3[EACTBINE HA NOBCEAHEBHYIO XM3Hb. Hanpmumep, MHOMME PECNOHAEHTHI UCMbITbIBANW CTbIA NOCNEe Npunagka
1 TPYAHOCTM B BbICTPAMBAHNK B3aWMOOTHOLLIEHWIA, @ 3HAYNTENIbHAS X YacTb 3asBKUNA, Y4TO 13-3a AMUIIENCUN OHU HUKOTAA
He BCTynanu B 6pak. B paboTe nog4epknBaeTCs CyLIECTBEHHOE MCMXOCOLMANbHOE BNUSHME anunencun Ha PLWE, Bkntovas

Jenpeccuto, TpyAHOCTY ¢ POPMMPOBAHMEM U NOAAEPXKAHWEM COLMANbHBIX CBA3EI, @ TaKXXE OTCYTCTBIE CEMENHOMO0 ONbITa.

3aknrouenne. ns ynyyiweHns kadectsa xu3um PLWE pekomeHyeTcs 0Kas3blBaTb MM NMCUXONOrM4ECKY0 MOMOLLb Yepe3 Me-
AULVHCKNE YYPEXIEHNA UM MECTHbIE FPYNNbl NOAAEPXKKMY.

KJIKOYEBDBIE CJIOBA
Anunencus, 3HaHWs 06 3NUENCUK, NCUXOCOLManbLHOe BAUSHNE, LA ¢ AuarHo3om anunencumn, PLWE.

NHPOPMALINA O CTATbBE
MocTynuna: 24.08.2023. B popa6otaniom Bupe: 11.12.2023. Mpuuara k neyatn: 10.01.2024. Ony6nukosana: 30.03.2024.

KoH(hnukT nitepecos
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INTRODUCTION / BBEAEHHUE

Epilepsy is a common neurological disease that can affect
anyone. Beghi [1] shows that the prevalence of epilepsy
amongst low-to-middle-income countries is 8.75 per 1000.
In addition, epilepsy is more common in the youngest and
oldest age groups (affecting 86 people out of 100,000 per
year), 31 out of 100,000 people aged 30-59 years are
affected by epilepsy, and approximately 180 people out of
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100,000 that are over the age of 85 [1]. Y. Hu et al. [2] show
that both men and women can have epilepsy, although men
are more likely to suffer from it than women. Thus, epilepsy
is a condition that can affect anyone and causes disease
burden [3, 4].

Like any other disease, epilepsy impacts its patients’
lives in one way or another. It was found that people living
with epilepsy (PLWE) experience a low quality of life [5,
6]. Low quality of life and experiences of living with
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epilepsy consequently leave PLWE with some psychosocial
comorbidities. This includes feeling shame, stigma, and
discrimination, being stressed and depressed, experiencing
anxiety, and dropping out of school [7-11]. Despite the
recommendation of providing psychological support
for PLWE, it is essential to note that intentional epilepsy
education and awareness are also crucial in reducing the
impact of epilepsy. However, this has not yet been widely
implemented [11-13].

Studies have been conducted regarding epilepsy
awareness and knowledge among health providers and
community members [14-17], and some focused on
the psychological impact of epilepsy [18-20]. However,
not many studies have focused on the knowledge of the
disease and the psychosocial impact on epilepsy patients
themselves. For this reason, this study investigated PLWE’s
level of knowledge about epilepsy as well as its effects.

Objective: to investigate the psychosocial impact of
epilepsy on patients residing in rural regions of South Africa
(Limpopo and Mpumalanga Provinces).

MATERIALAND METHODS / MATEPHAJI
N METOJbI

A non-experimental quantitative research study was
performed.

Population and sampling / Ilonmyxsamus
M BEIOOPKA

The population of interest included PLWE who reside in
rural Limpopo and Mpumalanga Provinces. Trained home-
based carers (HBCs) selected respondents who were already
acquainted within the villages. Total population sampling
(based on clinic records and knowledge of HBCs) from the
villages was applied. From all known PLWE, 162 respondents
consented to participate in the study. Only individuals above
18 years of age diagnosed with epilepsy were eligible for
participation.

Data collection / COOp JaHHBIX

HBCs administrated the questionnaire for any respondent
who needed help to write or requested assistance. However,
some questionnaires were self-administered. The ques-
tionnaire was divided into three sections:

— section one comprised sociodemographic questions
(n=8);

— section two comprised of questions that assessed
knowledge (n=9);

—section three had questions on the psychosocial impact
of epilepsy (n=22).

Data analysis / AHAJIN3 JAHHBIX

An ordinal scale was used to analyze psychosocial
impact, and Likert scales for knowledge held and some
psychosocial impact and experiences. Analysis was done
using Statistical Package of Social Sciences Software
version 26.0 (SPSS, USA). This study tool was piloted on
10 PLWE who were later not included. The researchers
employed cross-tabulation and Chi-Square analysis to
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compare demographic characteristics between Limpopo and
Mpumalanga provinces. Additionally, the researchers utilized
the same method alongside Phi and Cramer's V to assess
and quantify the disparities in the knowledge of PLWE and
the psychosocial impact of epilepsy across these provinces.
This approach was instrumental in identifying the differences
and evaluating the strength of the associations between the
variables in the two regions.

Ethical aspects / DTUYEeCKHE ACITEKThI

The study was conducted according to the guidelines of
the Declaration of Helsinki and approved by the Institutional
Review Board (or Ethics Committee) of the University of
Venda (SHS/20/PSYCH/12/2710, approved 30 October
2020). Before data collection, participants were asked to
sign a consent form and received a study information sheet
(translated into their language) to keep.

RESULTS / PE3YJ/IBTATBI

Sociodemographic data / CorpanbHo-
nemorpaduuecKue JaHHbIe

This current study included more males than females
(60.8% in Limpopo, 51.7% in Mpumalanga) (Fig. 1). In
Limpopo, most respondents (24.5%) were within the 18—
25 age range, 22.5% constituted respondents between
36 and 45, and only 18% were above 56 years of age. In
Mpumalanga, 31.7% constituted respondents aged 18-25,
whereas 25% fell within the 26-35 age range. Only 15%
were 56 years old and above (Fig. 2). Regarding ethnic
groups, 81.4% were Pedi speaking and 10.8% were Venda
in Limpopo, 70% were Tsonga and 25% were Swati in
Mpumalanga (Fig. 3).

Many respondents never furthered their studies past
primary level (37.3% in Limpopo and 53.3% in Mpumalanga),
whereas 33.3% in Limpopo and 28.3% in Mpumalanga had
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PHCYyHOK 3. DTHUYECKHUE TPYIIIIBI PECTIOH/ICHTOB

no education (Fig. 4). In Limpopo, 93.1% of respondents
and 93.3% in Mpumalanga were unemployed (Fig. 5). The
majority of participants in the study were adherents of the
Christian faith.

The marital status of the responders and distribution by
age when they first were diagnosed with epilepsy are shown
in Figures 6, 7.

Knowledge on epilepsy / 3HaHMA 00 SMHICTICHHA

Of the nine questions about epilepsy knowledge, most
respondents answered eight correctly, as illustrated in
Table 1. In this scenario, 64.2% of respondents agreed that
PLWE can lead a normal life, and Cramer's V value of —0.006

indicates a consensus across both provinces on this belief.

However, the negative and minimal value of Cramer's V
points to a very slight variation in the intensity or conviction
of this belief between the two provinces. Essentially, while
there is widespread agreement on the capability of PLWE

https://epilepsia.su

B Mpumalanga / MnymanaHra (n=60)

to live normally, the strength of this agreement varies
marginally between the two provinces. In this study, 56.2%
of participants concurred that PLWE should be allowed to
attend regular schools. Conversely, 53.1% of respondents
believed that PLWE should attend special schools. The
significant Chi-square value (x>=4.018, p<0.001) alongside
a Cramer's V of —0.157 indicates a meaningful association
between the respondents' opinions and their provincial
location. This suggests that attitudes towards the need for
special education for PLWE vary notably between provinces,
as evidenced by the negative Cramer's V value, which
highlights a divergence in perspectives across different
areas.

In addition, 69.8% did not agree that epilepsy could be
entirely cured by traditional medicine, and 79% agreed when
asked if epilepsy can be controlled by Western medicine. The
data indicates that a significant majority of the respondents,
74.1%, expressed the belief that prayer cannot wholly cure

Epilepsy and Paroxysmal Conditions
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epilepsy. This view is supported by a Chi-square value of
0.900 and a highly significant p-value (p<0.001). Although
negative, the Cramer's V value of —0.075 suggests a slight
association between the respondents' opinions and their
demographic or provincial grouping. In essence, while the
belief that prayer cannot cure epilepsy is widely held, the
strength of this belief shows only a minimal variation across
different respondent groups.

Psychosocial impact and experiences of living
with epilepsy / IlcuxoconuaabHOE BO3ICHCTBHE
M OIIBIT KM3HH C 3ITMJICIICHEH

The respondents in this study showed that their
life experiences of living with epilepsy also had some
psychosocial impact, which influenced their overall well-
being (Table 2). When asked if they felt depressed by their
condition, 50.0% said they always felt depressed, and 29.6%
felt depressed sometimes. The analysis revealed a notable
association between the provinces and the experience of
depression attributed to epilepsy, as evidenced by a Chi-
square value of 23.993 and a highly significant p-value
(p<0.001). Furthermore, the Cramer’s V value of 0.385
indicates a substantial association, suggesting distinct
variations in the emotional impact of epilepsy across the
two provinces. Specifically, this finding implies that patients
from Mpumalanga tend to report depressive feelings
more frequently about their epilepsy condition compared

Table 1 (beginning). Assessment of knowledge held by people living with epilepsy, n %

Ta6auna 1 (Hagax0). Pe3ynbTaThl OLIEHKH 3HAHUH Y JIIOAEH C TUATHO30M SMUIICTICUH, N %

. Answer / Limpopo / | Mpumalanga / Total / 2 Cramer'sV /
Question / Bonpoc OTtser Jiumnono | Mnymanavra Bcero X P V Kpamepa
T e aamiet e | el s | nea) | meea
anunencuu mor Tﬂ)KVITE HopmanbHoi | Disagree / 0.709 | <0.001 ~0.066
y p g 39(38.2) | 19(31.7%) | 58 (35.8)
YKN3HbIO He cornaceH
e e | coied, | 610690 | s2000) | waeas
OT/INYAETCS OT APYrUX XPOHUYECKNX Disagree / 1696 | <0.001 ~002
OT ApYTUX Xp g 41 (40.2) | 18(300) | 59(36.4)
3a60neBaHui He cornaceH
Westom medione anunenco | Cormagen | %0734 | 48(@00) | 128(790)
MOXXHO KOHTpOnMpoBaTth ¢ nomowbto | Disagree / 0.056 | <0.001 —0.019
ORTPOIIVD B g 22 (21.6) | 12(200) | 34(21.0)
3anajHon MeanLNHbI He cornaceH
Epilepsy can be controlled by Agree /
traditional indigenous medicine / CornaceH 33 (32.4) 16(26.7) 49.(30.2)
Anunencuio MOXXHO KOHTPOSIMPOBATb Disagree / 1.033 | <0.001 -0.080
c nowlou.lf,ro TpPaanLNOHHON He cornace 69 (67.6) 44 (73.3) 113 (69.8)
HapOJIHO MeJULHbI
Epilepsy can be completely cured Agree/
by traditional indigenous medicine / CornaceH 33(324) 16(26.7) 49(302)
ANUNencuo MOXXHO NOMHOCTbIO Disagree / 0.579 | <0.001 0.060
BbIJ'IBHI/ITls MeToLamMun TPaANLNOHHON He cornaces 69 (67.6) 44 (73.3) 113 (69.8)
HapOJIHO MeJULMHbI
. Agree/
Epilepsy can be completely cured Cornacen 29 (28.4) 13 (21.7) 42 (25.9)
by prayer / 3nunencuo MoXxHo Disaaree / 0.900 | <0.001 0.075
MOJIHOCTbIO BbINEYUTb MONUTBAMM g 73 (71.6) 47 (78.3) 120 (74.1)
He cornaceH
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Table 1 (end). Assessment of knowledge held by people living with epilepsy, n %

Ta6auna 1 (OkoHIaHHE). Pe3yabTaThl OIICHKH 3HAHUI Y JTIOJEH C AUArHO30M SIUJIETICUH, N %

. Answer / Limpopo / | Mpumalanga / Total / 9 Cramer's V /
Question / Bonpoc OTBer Jinumnono | MnymanaHra Bcero X P V Kpamepa
A person living with epilepsy should Agree/
. 48 (47.1) 38 (63.3) 86 (53.1)
¢ amaruosom snonom o | Disagres 4018 | <0001 | -0157
noceLwaTb CneymnanbHyo LKoYy He cornacex 54 (52.9) 22 (36.7) 76 (46.9)
A person living with epilepsy should Agree /
63 (61.8) 28 (46.7) 91 (56.2)
it;?;;dr::;gnl\: lail(l;/lt]'loe(;l(fmrl/llkzlilf'l)KH bl I();ios;”garzzH/ 3.498 | <0.001 0147
noceLwaTb 06bI4HYIO LLIKOJY He cornaceH 39(38.2) 32(5339) 71(43.8)
!Wgs spoken to about what epilepsy Agree / 71 (69.6) 37 (617) 108 (66.7)
is, its causes and management/ Co CornaceH
MHOI4 npoBefieHa 6eceaa no ocHoBam| Disagree / 1072 <0.001 0.081
3MNUIencumn, ee NPpUYNHam 1 neveHnto | He cornacex 81(304) 23 (38.3) 54 (33.3)
Table 2 (beginning). Psychosocial impact and expectations of people living with epilepsy, n %
Ta6auna 2 (Ha4aa0). [ICHXOCOLNATBHOE BIMSHUE U OXKUIAHUS JTIOAEH C IUATHO30M SIHJICIICHH, N %
. Answer / Limpopo / | Mpumalanga / Total / 2 Cramer's V /
Question / Bonpoe OTBeT Jlumnono | Mnymananra Bcero X P V Kpamepa
Never /| 35 (314 5(8.3) 37 (22.8)
) Hukorpa
I’'m not allowed to be near fire or Sometimes /
heater / MHe HeNlb3d HAX0AUTLCA WNhorna 22 (21.6) 5(8.3) 27 (16.7) | 20.968 | <0,001 0.360
pSAOM C OTHEM UnK 060rpeBaTesem Alwa ’1/
BW y 48 (471) | 50 (83.3) 98 (60.5)
cerga
HNe"e” 26 (25.5) 7(11.7) 33 (20.4)
nkorga
| feel depressed because of my Sometimes /
condition / {1 owywato genpeccuto Whorna 40 (39.2) 8 (13.3) 48 (29.6) | 23.993 | <0.001 0.385
113-3a CBOEr0 COCTOSHMA Alwayi/
Beerga 36 (35.3) 45 (75.0) 81 (50.0)
I feel helpless for not being HNe"e” 22 (21.6) 6 (10.0) 28 (17.3)
X : " nKorga
in control of this condition / Sometimes /
1 4yBCTBYO 6ECMOMOLLHOCTb U3-32 WHoraa 48 (47.1) 18 (30.0) 66 (40.7) | 12.999 | <0.001 0.385
HEBO3MOXHOCTM KOHTPOIMPOBATh Al i ;
[1aHHOE COCTOsHME ays 32(314) | 36(60.0) | 68 (42.0)
Bcerpa
Never/
| feel shameful after an epileptic Hukorga 22(216) 12(20.0) 34(21.0)
seizure / 9 ncnbiThbiBalo YYBCTBO Sometimes / 45 (44.9) 8 (13.3) 53(32.7) | 20.765 | <0.001 0.358
CTbIAA NOCJIE ANUNENTUYECKOr0 VHorpa
npunaska Aways /| oy 333) | 40(667) | 74(45.7)
Bcerpa
Never /
| feel cursed because | am living with Hukorga 25(24.5) 22/(36.7) 47(29.0)
epilepsy /  ucnbiTbiBak 4yBCTBO Sometimes / 54 (52.9) 17 (28.3) 71 (43.8) 9.300 | <0.001 0.240
NPOKNATOCTY U3-3a ANArHO3a VHorpa
onmencin AB'WE‘VS/ 23(225) | 21(35.0) | 44(27.2)
cerga
Never /
Hukorga 53 (52.0) 25 (41.7) 78 (48.1)
I try to keep my condition secret / Sometimes / 33 (32.4) 19 (31.7) 52 (32.1) 3143 | <0.001 0439
1 cTapatcb CKpblBaTb CBO 60JIE3Hb Horpa
Always /
Beerna 16 (15.7) 16 (26.7) 32 (19.8)
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Table 2 (continuation). Psychosocial impact and expectations of people living with epilepsy, n %

Ta6auia 2 (mpogoKeHue). [ICHXoCoInaIbHOE BIUSHUE U OKUJTAHYS JTIOJIEH C JINATHO30M SIHJIETICHH, N %

40

. Answer / Limpopo / | Mpumalanga / Total / 2 Cramer's V /
BRSNS OTBer Jlumnono | Mnymanasra Bcero X p V Kpamepa
Never /
el o y Hukorna 22 (21.6) 12 (20.0) 34 (21.0)
: eel emotionally stresse Sometimes /
OLLYLLAK 3MOLMOHASIbHOE WHorpa 47 (46.1) 13 (21.7) 60 (37.0) 12.198 | 0.001 0.274
HanpsHKeHne
Always /
Boerna 33 (32.4) 35 (58.3) 68 (42.0)
Never/
ol that il et Hukorna 14 (13.7) 11 (18.3) 25 (15.4)
eel that my family is overprotecting o /0
me / {1 owyLao runeponeky WHoraa 18 (17.6) 21 (35.0) 39 (24.1) 8.257 | <0.001 0.226
CO CTOPOHbI CBOEW Ce
PR e Aways/ | 70 68.6) | 28(467) | 98(60.5)
Bcerpa ) ’ :
Never /
60 (60.8 30 (50.0 92 (56.8
I am forced to medicate in a way Hukorna (60.8) (50.0) (56.8)
| don’t condone / MeHs 3acTtansaT | Sometimes/
NIGYUTBCS CTIOCOBOM, KOTODbIIA WHoraa 23 (22.5) 13 (21.7) 36 (22.2) 4.341 | <0.001 0.164
1 He 0006pAt0 Always /
Beerna 17 (16.7) 17 (28.3) 35 (21.0)
Never /
61 (59.8 36 (60.0 97 (59.9
| feel that my family does not care Hukorna ( ) ( ) ( )
about my condition / f 4yBCTBYIO Sometimes /
6e3pasNUIMe K MOBMY COCTORHMIO Wrorpa 22 (21.6) 15 (25.0) 37 (22.8) 0.483 | <0.001 0.055
CO CTOPOHbI CEMbMN Always /
Beerna 19 (18.6) 9 (15.0) 28 (17.3)
Never /
I have been subject to bullying and/ | orna | 44(431) | 11(18.3) | 55(34.0)
gr abuse because of epilepsy // Sometimes /
noJBeprawch Tpasne u/unu WHorga 37 (36.3) 12 (20.0) 49 (30.2) | 27.959 | <0.001 0.415
eCTOKOMY 06paLLeHnto 13-3a
anenomt Aways /1 51 206) | 37(617) | 58(35.8)
Bcerpa ’ ' :
Never /
o e oty and Hukorna 9(8.8) 7(11.7) 16 (9.9)
! nave a supportive family an Sometimes /
riends / MeHs nogaep>XxuBatoT CeMbs WHorga 20 (19.6) 9 (15.0) 29 (17.9) 0.774 | <0.001 0.069
1 opy3bs
Always /
Boerna 73 (71.6) 44 (73.3) 117 (72.2)
Never /
Hukoraa 12 (11.8) 24 (40.0) 36 (22.2)
I am happy / 1 cvacTvs(a) SOIT:;IFI‘;:S/ 39(38.2) | 16(26.7) 55(34.0) |17.437 | <0.001|  0.328
Always /
Boeraa 51 (50.0) 20 (33.3) 71 (43.8)
A person living with epilepsy Agree /
is always dependent / Henosek CornaceH 58 (56.9) 55 (31.7) 113 (69.8)
C AMarHo3om anunencun Bcerga Disagree / 44 (431 5(8.3 49 (30.2 21.689 | <0.000 —0.366
3aBUCHUM He cornaceH (431) (8.3) (30.2)
People do not feel comfortable Agree /
with me because of my epilepsy / CornaceH 49 (48.0) 32 (54.2) 81(50.3)
OKDYKAIOLLIM HEKOMEIOPTHO Disagree / 53 (520 27 458 50 (397 0.574 | <0.001 -0.060
€O MHOW M3-3a MOEN anunencuu He cornaceH (52.0) (45.8) (49.7)
People avoid interacting with me Agree /
because of my epilepsy / Jltoan CornaceH 51(50.0) 26 (43.3) 77(47.9)
n36eratoT 06LEHNS CO MHOMA Disagree / 51 (50.0 34 (56.7 85 (525 0.673 | <0.001 0.064
1n3-3a MOt anunencumn He cornaceH (50.0) (96.7) (52.5)
| was never married because of charee/ | 41(406) | 33(55.0) | 74(46.0)
s omanenen | P Disagree/ | 6o 59.4) | 27 (450) | 87(54.0) S el B
He cornaceH ) ) '

https://epilepsia.su

Epilepsy and Paroxysmal Conditions



OpuruHanbHble ctatbm / Original articles

Table 2 (end). Psychosocial impact and expectations of people living with epilepsy, n %

Ta6auna 2 (oxkoHganue). [ICHXOCOLNAIbHOE BIMSHUE U OKUIAHUS JIIOACH C IUAIHO30M SIHJICIICHE, N %
it 1, i 1 N )

. Answer / Limpopo / | Mpumalanga / Total / 2 Cramer's V /
Question / Bonpoc OTBer Jinumnono | MnymanaHra Bcero X P V Kpamepa
[ lost my job because of epilepsy / Cﬁ?;ziéH 44 (43.6) 29 (48.3) 73 (45.3)
Sl notepsan(a) paboty ns3-3a Disagree / 0.345 | <0.001 -0.046
anunencuu He cornacex 57 (56.4) 31 (51.7) 88 (54.7)
| dropped out of school because Cﬁ?J:Z?:QH 49 (48.0) 44 (73.3) 93 (57.4)
of epilepsy / A 6pocus(a) wkony Disagree / 9.885 | <0.001 -0.247
13-3a anunencum He cornacen 53 (52.0) 16 (26.7) 69 (42.6)
| am unable to build lasting social Agree /
relationships because of epilepsy / Cornacen | 20 (43:0) 36 (60.0) 86 (53.1)
S1 He MOTYy CTPOUTb ANNUTENbHbIE Disagree / 1.829 | <0.001 -0.106
coumnanbHble OTHOLLEHNA N3-3a H 1sag 52 (51.0) 24 (40.0) 76 (46.9)
anunencum e comacen
People around me started treating Agree /
me differently once they knew | was CornaceH 42 (41.2) 26 (43.3) 68 (42.0)
living with epilepsy / Okpyxatowine Di / 0.072 | <0.001 -0.021
N3MEHWUNN CBOE OTHOLLUEHWE KO MHE, Helgzgrzie 60 (58.8) 34 (56.7) 94 (58.0)
Y3HaB, Y4TO Y MeHs anunencus r1acen
| am able to talk to others Agree/
about epilepsy sufficiently / CornaceH 70(68.6) 35(58.3) 105 (64.8) 1755 | <0.001 0404
Sl Mmory cB060HO rOBOPUTH Disagree / 39 (314 95 (41.7 57 (35.2 ' ' '
C OKpy>KaroLwumu 06 anunencun He cornacex (31.4) (@17 (35.2)

to those from other areas. This highlights a considerable
geographical disparity in the psychological effects of
epilepsy.

The findings further indicated that a minority of 21.0%
reported never experiencing shame following an epileptic
seizure. In contrast, a substantial proportion, 45.7%,
consistently felt shameful after such events. The statistical
analysis demonstrates a relatively strong association,
including a Chi-square value of 9.300 and a p-value
significantly less than 0.001, accompanied by a Cramer's V
of 0.240. This suggests notable differences in emotional
responses to epileptic seizures across provinces, with
individuals in Mpumalanga more likely to report feelings of
shame in the aftermath of a seizure. This finding underscores
the varying emotional impacts of epilepsy in different
geographical areas. Most respondents indicated that they
occasionally (43.8%) feel cursed due to living with epilepsy.
Additionally, a significant portion (42.0%), as highlighted
by a Chi-square value of 12.198 and a p-value of 0.001,
along with a Cramer's V of 0.274, consistently experience
emotional stress. These statistics suggest moderate
differences in the levels of emotional stress associated with
epilepsy between the two provinces. This variation points to
a divergence in the psychological impact of epilepsy, with
a notable proportion of individuals experiencing feelings
of being cursed or undergoing persistent emotional stress.

From both provinces, most respondents (35.8%) stated
that they had been bullied or abused because of epilepsy.
About 50.3% of respondents felt that people weren’t
comfortable with them because of the disease. However,
52.5% argued that epilepsy did not influence people to avoid
interacting with them. Moreover, only 46.0% stated that they
were never married because of epilepsy, 57.4% dropped

anunencus n NapokcnamMasibHble COCTOSAHUS

out of school, and 60.0% in Mpumalanga agreed that they
could not build lasting relationships because of the disease,
whereas 51% from Limpopo did not agree with this.

Regarding epilepsy disclosure, the greater majority
(64.8%) said that they were able to speak to others about
epilepsy sufficiently, and an overall of 48.1% said they never
tried to keep their condition secret.

DISCUSSION / OBCYKIAEHHE

The data from this study allude to the fact that this
condition may impact the quality of life for PLWE. We also
found that a greater majority of respondents agreed that
a person living with epilepsy could live a normal life, but
a sizable number disagreed that this was possible [21-
23]. Some studies suggest that traditional and spiritual
intervention are of first preference for epilepsy treatment
or management and is seen as more effective [24, 25].
This study's respondents prefer Western medication as
a traditional and spiritual means of healing, irrespective
of the majority being believers. This may be attributed to
personal experiences of having epileptic seizures and taking
these different forms of medication. However, they found
that taking Western medication manages seizures better.

In this study, a majority of the respondents were
diagnosed with epilepsy in their childhood, and this may
have resulted in some school bullying, difficulties making
friends and social connections, and building a secure sense
of self [26-28]. These social factors coupled together with
early onset, an inability to cope with the illness, potential
difficulties for parents/caregivers (not being able to oversee
the child or having to leave work often to fetch the child
from school), and teachers (untrained on epilepsy-related
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care) may be major contributors to the high levels of school
dropout [10, 22, 29-31].

This notion may be supported by the study findings that
showed little difference between PLWE, who believed that
they should attend special school, and those who think
they should attend normal school. On the other hand,
dropping out of school due to epilepsy can lead to a lack
of employment opportunities, making PLWE financially
dependent on others and exacerbating their social
challenges. For individuals of age, unemployment, financial
lack, and thinking of epilepsy as a burden may be the cause
of why they were never married. In addition to L. Makhado
et al. [11] findings, the present study found that a significant
proportion of PLWE reported never marrying; however, they
mostly do not attribute it to epilepsy. It is essential to note
that not all PLWE hold this belief, as some respondents in our
study did not agree that epilepsy should hamper marriage.

The study found that PLWE also faces negative psycho-
logical challenges due to living with epilepsy and the
psychosocial challenges they experience. We found that
a majority of the respondents reported feeling depressed,
helpless, and shameful after having an epileptic seizure.
These negative emotions are often associated with epilepsy
and can significantly impact the mental health and well-
being of PLWE [11, 22, 32-34]. The negative impacts of
epilepsy on an individual’s psychosocial way of life may
interrupt normal life functioning [35]. In addition, a just
above-average percentage of participants stated that
someone had spoken to them about epilepsy. This may
suggest that PLWE are not adequately educated and
empowered with survival tools and techniques, especially
on how to live a successful, normal life.

The findings of this study suggest that epilepsy can
significantly impact the quality of life of PLWE, affecting
their social, emotional, and psychological well-being. The
study highlights the need for healthcare providers to provide
intentional education about epilepsy to PLWE and for the
provision of local epilepsy support groups to help them
cope with the psychosocial challenges associated with the
condition. A preference for Western medication among
PLWE was also revealed, despite some studies suggesting
traditional and spiritual interventions as the first preference
for epilepsy treatment. We emphasize the importance of
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CONCLUSION / 3AKJIIOYEHHE

This study aimed to investigate the knowledge and
psychosocial impact of epilepsy among PLWE. The findings
showed that while PLWE have a good understanding
of epilepsy as a medical condition, they may not fully
comprehend its impact on their daily lives. The study also
highlighted the significant psychosocial impact of epilepsy
on PLWE, including depression, difficulties forming and
maintaining social connections, and a lack of marital
experience.

Future studies may benefit from a qualitative approach
to allow PLWE to express their experiences in their own
words. Additionally, it may be helpful for researchers to
explore PLWE's coping mechanisms for dealing with their
condition. It is recommended that healthcare providers
should provide intentional education about epilepsy to PLWE
and that PLWE should have access to local epilepsy support
groups. The researchers also suggest that PLWE should be
referred for psychological services to help them cope with
the psychosocial challenges associated with epilepsy.
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