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ORIGINAL ARTICLE

Has Treatment Seeking Behaviour Changed in People Living
with Epilepsy? Experience of People Living with Epilepsy
Attending Adult Neurology Clinics in Enugu

Le Comportement de Recherche de Traitement a-t-il Changé chez les Personnes Vivant avec I'Epilepsie?
Expérience des Personnes Vivant avec I'Epilepsie Fréquentant les Cliniques de Neurologie pour Adultes @ Enugu

'*B. A. Ezeala-Adikaibe, ’J. U. Achor, °’P. O. Nwani, ‘F. C. Ekochin, 'C. N. Mbadiwe, ‘M. U. Nwobodo, 'C. C. Okwara,
‘C. P. Okoli, °E. O. Nwazor, ' O. B. Anyim, ‘C Orjioke, 'C. Orah-Okpala, 'I. B. Nndionuka, 'C. Okereke, ’G. O. Eneh,
'P. N. Onodugo, ‘M. S. Ezeme, 'O. D. Onodugo, 'T. H. Ikenwugwu, ‘M. C. Abonyi, ‘G. E. Anigbo

ABSTRACT

BACKGROUND: Over the years efforts has been made through
public health education to change the knowledge, attitude and
practice of epilepsy and seizures among the populace in Nigeria. One
surrogate method of reviewing the impact of these educational
interventions include changes in treatment seeking behavior of
People Living With Epilepsy and the reasons for their choices of
treatment.

METHODS: This was a cross-sectional descriptive study. Data were
collected from People Living With Epilepsy attending the medical
outpatient clinics in two tertiary hospitals in Enugu, Enugu State
southeast Nigeria.

RESULTS: A total 276 people living with epilepsy were recruited
with amean age of 30.1 years and a median age of 25 years. Afterthe
onset of epilepsy, 76(27.5%) and 70(25.4%) visited general hospitals
and teaching hospitals respectively, while prayer houses and
traditional healing centers were first visited by 54(19.6%) and
40(14.5%) respectively. As a second choice of care 9(3.3%) and
13(4.7%) visited prayer houses and traditional healing centers. Only
42(15.2%) selected their treatment center because they were
confident of getting a cure however, this was highest for those that
visited traditional healing centers 11(27.5%). The age of onset of
epilepsy positively correlated with selecting orthodox treatment at
the choice of care, while occupational status negatively correlated
with selecting orthodox care at the same period.

CONCLUSIONS: Health care seeking behaviors among PLWE in
Southeast Nigeria might have changed over the years as more people
living with epilepsy were more likely to select orthodox treatment
compared to non-orthodox means of treatment.

WAIM 2024; 41 (4): 397 - 405.

KEYWORDS: Epilepsy, Health seeking behaviour, Traditional
healers, Prayer houses, Orthodox medicine, southeast Nigeria.

RESUME

CONTEXTE: Au fil des ans, des efforts ont été déployés par le biais de
I'éducation en santé¢ publique pour changer les connaissances, les
attitudes et les pratiques concernant 1'épilepsie et les crises d'épilepsie
parmi la population au Nigeria. Une méthode indirecte pour examiner
l'impact de ces interventions éducatives comprend les changements dans
le comportement de recherche de traitement des personnes vivant avec
'épilepsie et les raisons de leurs choix de traitement.

METHODES: Il s'agit d'une étude descriptive transversale. Les données
ont été collectées aupres de personnes vivant avec I'épilepsie fréquentant
les cliniques de consultations externes médicales dans deux hopitaux
tertiaires a Enugu, dansI'Etat d'Enugu, au sud-est du Nigeria.

RESULTATS: Au total, 276 personnes vivant avec I'épilepsie ont été
recrutées, avec un age moyen de 30,1 ans et un age médian de 25 ans.
Apres le début de l'épilepsie, 76 (27,5 %) et 70 (25,4 %) ont consulté
respectivement des hopitaux généraux et des hopitaux universitaires,
tandis que les lieux de priere et les centres de guérison traditionnelle ont
été les premiers consultés par respectivement 54 (19,6 %) et 40 (14,5 %).
Comme deuxiéme choix de soins, 9 (3,3 %) et 13 (4,7 %) ont consulté des
lieux de priére et des centres de guérison traditionnelle. Seuls 42 (15,2 %)
ont choisi leur centre de traitement parce qu'ils étaient confiants d'obtenir
une guérison, cependant, ce taux était le plus élevé pour ceux qui ont
consulté les centres de guérison traditionnelle (11 soit 27,5 %). L'age de
début de 1'épilepsie était positivement corrélé avec la sélection d'un
traitement orthodoxe comme choix de soins, tandis que le statut
professionnel était négativement corrélé avec la sélection de soins
orthodoxes au méme moment.

CONCLUSIONS: Les comportements de recherche de soins parmi les
personnes vivant avec 1'épilepsie dans le sud-est du Nigeria ont peut-étre
changé au fil des ans, car davantage de personnes vivant avec 1'épilepsie
étaient plus susceptibles de choisir un traitement orthodoxe par rapport
aux moyens de traitement non orthodoxes.

‘WAJM 2024; 41 (4): 397 - 405.

MOTS-CLES: Epilepsie, Comportement de recherche de soins,
Guérisseurs traditionnels, Lieux de priere, Médecine orthodoxe, sud-est
du Nigeria.
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INTRODUCTION

Epilepsy is a disease of antiquity which
was described in ancient Babylon,
Greece, in the Bible and other ancient
texts."” Historically, epilepsy has been
associated with spiritual causes because
of the dramatic and cyclical nature of the
disease. Even in modern times epilepsy is
still shrouded in supernatural beliefs and
myths which form part of culture of a
given community.* Health and illness
are defined, labeled, evaluated, and
acted upon in the context of one's
culture.’ Cultural beliefs often exist at an
unconscious level but may be modified
through “lived experiences.”*’ The
explanatory model of the epileptic
phenomenon thus varies widely because
of cultural beliefs and may be influenced
by adopted religious practices. These
beliefs are also reflected in the names
given to epilepsy in most languages.*

The fact that people do not engage
recommended health behaviors is widely
known among health workers." This
behavior is so common among people
with mental health problems as well as in
PLWE and has often been linked to
sociocultural and religious explanatory
models offered to these disorders.”"
Understanding health seeking behavior
among PLWE may not follow a simple
trajectory and goes beyond having
adequate knowledge of epilepsy because
of the complexity of influences that
affects individual's behavior at a given
time and place especially in the sub
Saharan African context. Most available
studies have emphasized 'end point'
(utilisation ) and few have sought to find
the reasons for such choices (illness
response, or health seeking behaviour).
These studies demonstrate that the
decision to engage with a particular
medical channel is influenced by a
variety of socio-economic variables, sex,
age, social status and perceived quality of
the service.”'® Furthermore, because
epilepsy often starts at a younger age, the
eventual choice of PLWE may be
dependent of the caregivers and factors
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related to social support. Women with
epilepsy (WWE) may be affected by
peculiar cultural practices in their
locality. They may need the permission
of their husbands or male members of
their family to seek help.*’ Individual
religious convictions may also affect
health seeking behavior in PLWE. For
example, people may subscribe to
spiritual causes of epilepsy but will
rather visit churches than traditional
healers because of their beliefs. There is
growing acknowledgement that health
care seeking behaviors and local
knowledges need to be taken seriously in
programs and interventions to promote
health in a variety of contexts.'"®

In 2009 Sidig et al” reported that
spiritual and socio-cultural beliefs
influence the nature of treatment and
care received by people with epilepsy.
The experience of Sidig et al” is be
similar across the continent where
consistent poor knowledge and attitude
and practice of epilepsy have
consistently been reported.

Poor seizure control leads to higher
economic and social burden of
epilepsy.”” Considering the burden of
epilepsy and the cost of treating epilepsy
in Nigeria, choice of treatment is very
important as it may affect the overall cost
of treatment and outcome.
Furthermore, visiting hospitals or
centers without qualified professional
may lead to the same effect as visiting
non-orthodox treatment centers.

Treatment seeking behavior among
PLWE have been studied several
studies. " In India, it was reported that
more than 90% PLWE sought healthcare
just after the onset of a seizure but the
majority opted for allopathic medicine.”
Factors that affected people's choice of
care in that study were ignorance, faith in
alternative means of treatments and
constraint of money. In Zimbabwe
factors that contributed to choice of care
included financial constraints, distance
and unavailability of anti-seizure
medications in government hospitals

and the attitude of health care workers."”
Molla et al reported poor treatment-
seeking behavior in 54.6% of rural
Ethiopians.” The strongest determinant
of poor treatment seeking behaviour was
poor knowledge of epilepsy (adjusted
odds ratio 3.21). In a study in southern
Nigeria, Ogunrin et al estimated that out
of 342 patients diagnosed with epilepsy,
61.4% sought initial attention at the
trado-medical or spiritual homes while
the rest (39.6%) sought initial medical
attention at orthodox medical
institutions. The reasons for their choices
were not reported.” In Southeast
Nigeria, Ojinnaka et al found that 90.2%
of children that reported in the
Children's neurology clinic had delayed
presentation." Use of complementary
alternative medicine (39.1%) and lack of
knowledge of epilepsy (25.6%) were the
two comments reasons given. '

Over the years efforts has been made
through public health education to
change the knowledge, attitude and
practice of epilepsy and seizures among
the populace in Nigeria. These
interventions range from health talks to
pregnant women, to community-based
outreaches as well as radio and other talk
One surrogate method of
reviewing the impact of these
educational interventions include
changes in treatment seeking behavior of
PLWE and the reasons for their choices
of treatment.” Furthermore, studies on
treatment seeking behavior will identify
areas for further emphasis in public
health educational programs.
Therefore, this study was conducted to
assess treatment choices of PLWE and
the reasons for their choices.

shows.

MATERIALS AND METHODS

The cross-sectional descriptive study.
Data were collected from PLWE
attending the medical outpatient clinics
in two tertiary hospitals in Enugu,
Enugu State southeast Nigeria. The
questionnaire was part of the epilepsy
register developed by the neurology units

West African Journal of Medicine Vol. 41, No. 4, April, 2024
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of both hospitals for an epilepsy
database. Relevant parts of the register
included socio demographic variables,
basic characteristics and relevant current
and past medical history. The
questionnaire was presented with
multiple choices answers and options for
more answers. Questionnaires were
filled in by the key investigator or a
resident doctor. All patients gave their
consent before recruitment into the data
base. We excluded patients with possible
psychogenic non-epileptic seizures and
single epileptic seizures. Cases of
incomplete data or illegible data were
few and were excluded. All cases in the
data base at the time of the study were
analyzed for the index study.

Definition of terms.

A treatment center or center for care
refers to the use of any center as the sole
source of care. A prayer house is not
regarded as a healing center if prayers
were offered as part of routine religious
service. Prayer houses refers to churches
or mosques. Teaching hospital refers to
any tertiary institution in Nigeria that
offer epilepsy care including pediatric
epilepsy care. General hospital, private
hospital was defined based on current
categorization by the state ministry of
health. A traditional healing center was
defined as any center that employs
traditional healing methods ( herbs,
libations or religious sacrifices) the cure
of epilepsy. Drug store refers to use of
pharmacies, chemist shops or open
market for self-treatment. All hospitals
except teaching hospital were also
referred to as Hospitals.

Statistical Methods. The SPSS version
22 (IBM Corporation, New York, USA)
was used for database management and
statistical analysis. Data were presented
in tables. The statistical methods
included Student's t-test for unpaired
observations and chi-squared test for
comparison of categorical data. Mean
and median were calculated, and values
were presented as graphs where

Health Seeking Behaviour in Epilepsy in Southeast Nigeria

applicable. In all, p < 0.05 was regarded
as statistically significant. Conclusions
were drawn at this level of significance at
95% confidence level.

RESULTS

Socio-demographic distribution of the
patients

A total 276 PLWE were interviewed
during the study period. The age and
gender distribution are shown in table 1.
The cohort was equally distributed by
gender and age. Their mean age was 30.1
years with a median of 25 years. The
peak age of the participants was 20-29
years. Most of the participants had post-
secondary education and were students
atthe time of the study. Table 1.

Seizure characteristics and treatment
seeking behaviours.

Table 2 shows some relevant seizure
characteristics. Seizures characteristics
obtained showed a mean-age of onset of
18 years (median 12 years with a range of
1-81 years). Epilepsy started about 5
years earlier in males than females 20.1
years in males versus 15.6 years in
females. P=0.04. Generally, the peak
age-of-onset was below 10 years. It took
an average of about 1.2 years (1 year, 2
months) before the first ever hospital
visit. This time interval ranged from 0
(same day) to 28 years.

Table 1: Age and socio-demographic characteristics of the study participants.

Gender Male (%) Female (%) Total (%) p-value
N (%) 149(54) 127(46) 276(100) 0.19
Age (years)
Mean age (sd) 31.8(18.3) 28.2(15.1) 30.1(17) 0.08
Median age(range) 27(2-88) 24(1-88) 25(1-88)
Age group
<20 33(22.1) 29(22.8) 62(22.5)
20-29 49(32.9) 59(46.5) 108(39.1)
30-39 31(20.8) 20(15.7) 51(18.5)
40-49 11(7.4) 7(5.5) 18(6.5)
=50 25(16.8) 12(9.4) 37(13.4) 0.12
Level of education
Preschool age 4(2.7) 2(1.6) 6(2.2)
No education 18(12.1) 5(3.9) 23(8.3)
Primary 38(25.5) 23(18.1) 61(22.1)
Secondary school 43(28.9) 46(36.2) 89(32.2)
Post-secondary school 46(30.9) 51(40.2) 97(35.1) 0.04*
Occupation
Students 40(26.8) 48(37.8) 88(31.9)
Employed 36(22.5) 26(20.5) 62(22.5)
Unemployed 16(10.7) 12(9.4) 28(10.1)
Retired 13(8.7) 7(5.5) 20(7.2)
Preschool 4(2.7) 2(1.6) 6(2.2)
Not indicated 40(26.8) 32(25.2) 72(26.1)
*Likelihood ratio.
Table 2: Seizure characteristics of the participants
Gender Male Female Total p-value
Age of onset
Mean age (sd) 20.1(20.2) 15.6(17) 18.0(15.3) 0.04
Median age (range) 15(0-81) 12(0-80) 12(<1-81)
Onset to first hospital visit (years)
Mean age (sd) 0.9(3.4) 1.7(4.8) 1.2(4.1) 0.09
Median (range) 0(0-28) 0(0-21) 0(1-28)
Age of Onset
<10 60(40) 60(47.6) 120(43.5)
10-19 35(23.3) 29(23) 64(23.2)
20-29 19(12.7) 20(15.9) 39(14.1)
30-39 11(7.3) 7(5.6) 18(6.5)
= 40 25(16.7) 10(7.9) 35(12.7) 0.21
Total 149(54) 127(46) 276(100)
*Mann-Whitney U test.
West African Journal of Medicine Vol. 41, No. 4, April, 2024 399
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Table 3: Distribution of Places Patients sought help.

Place Visited 1* Visit 2" Visit 3" Visit
General Hospital 76(27.5) 26(9.4) 1(0.4)
Teaching Hospital 70(25.4) 212(76.8) 266(96.4)
Prayer House 54(19.6) 9(3.3) -
Traditional Medicine 40(14.5) 13(4.7) 5(1.8)
Private Hospital 32(11.6) 8(2.9) -

Drug store 3(1.1) 2(0.7) 1(0.4)
Psychiatric hospital 1(0.4) 6(2.2) 3(1.1)

Table 4: Reasons given for visiting different treatment centers at different times

Risk factor *Hospital Prayer Traditional Drug Total
House medicine store
Table 4a. First Treatment center visited.
No specific reason. 67(61.5) 27(50) 20(50) 2(66.7)  116(42)
Confident of cure. 21(19.3) 9(16.7) 11(27.5) 1(33.3)  42(15.2)
Proximity. 12(11) 6(11.1) 1(2.5) - 19(6.9)
Spiritual beliefs. - 6(11.1) 4(10) - 10(3.6)
Ignorance of teaching. Hospital. 3(5.6) 2(5) - 5(1.8)
Attitude of hospital staff. 4(3.7) 1(1.9) 1(2.5) - 6(2.3)
Choice of care givers. 3(2.8) 1(1.9) - - 4(1.4)
Affordable Cost. 2(1.8) - 1(2.5) - 3(1.1)
Fear of Stigma. - 1(1.9) - - 1(0.4)
**109(39.5) 54(19.6) 40(14.5) 3(L.1) 206(74.6)
Table 4b. Second treatment center
No specific reason 10(25) 5(55.6) 5(55.6) 2(100) 22(8)
Confident of cure 16(40) 3(33.3) 3(33.3) - 22(8)
Proximity 6(11) 1(11.1) 1(7.7) 8(2.9)
Spiritual beliefs 3(7.5) - 2(15.4) 5((1.8)
Attitude of hospital staff 4(3.7) - - 4(1.4)
Ignorance of teaching Hospital 2(5) - 1(7.7) 3(1.1)
Cost 1(2.5) - 1(7.7) 2(0.8)
Fear of Stigma 1(2.5) - - - 1(0.4)
**40(14.5)  9(3.3) 13(4.7) 2(0.7) 67(24.3)
Table 4c. Third treatment center.
No specific reason 2(50) 5(100) 1(100) 8(2.9)
Confident of cure 1(25) - - 1(0.4)
Ignorance of teaching Hospital 1(25) - - 1(0.4)
**4(1.4) 5(1.8) 1(0.4) 10(3.6)
*Psychiatric and Private Hospital.
**percentage of all patients surveyed.
Table 5: Reasons for selecting different types of hospitals as their first choice
Teaching Hospital = Other Hospitals Total
No specific reason. 65(92.9) 67(61.5) 132(73.7)
Confident of cure. - 21(19.3) 21(11.7)
Proximity. - 12(11) 12(6.7)
Attitude of hospital staff. 5(7.1) 4(3.7) 9(5)
Choice of care givers. - 3(2.8) 3(1.7)
Affordable Cost. - 2(1.8) 2(1.1)
70(39.1) 109(60.9) 179(100)

Table 6: Correlates of selecting orthodox medicine (coded as 1) and non-orthodox medicine

(coded as 0) while selecting 1" and 2™ places of care.

Variable 1* choice r(p-value) 2" choice r(p-value)
"Age 0.06(0.32) 20.08(0.17)

*Age of onset 0.12(0.05)« -0.06(0.33)
**Gender (female 0, male 1) -0.07(0.28) 0.05(0.44)

“Level of Education -0.02(0.81) -0.09(0.14)
“Occupational status -0.12(0.08) -0.15(0.01)«

* Pearson Correlation
** Spearman Correlation ion
“ Significant correlates
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Choice of treatment

Table 3 shows the places where the
PLWE visited for treatment after the
onset of epilepsy. The first column
shows that most patients 76(27.5%) were
taken to the general hospital after the
onset of epilepsy. This was closely
followed by teaching hospitals
70(25.4%). Prayer houses and traditional
healing centers (traditional healers) were
first visited by 54(19.6%) and 40(14.5%)
of the patients. The second column
shows patients' second choices of care.
The proportion that visited prayer
houses and traditional healing centers
dropped to 9(3.3%) and 13(4.7%)
respectively. Six people (2.2%) were also
seen in psychiatric hospitals. About 10
patients also visited a third center before
coming to the teaching hospital, most of
whom visited a traditional center
5(1.8%) and a psychiatric hospital
1(1.1%) (third column).

Table 4 (4a-4c) lists the reason for
selecting specific places of care. Apart
from those that came to the teaching
hospital at the onset of epilepsy, most of
the patients (116(42%)) did not give any
specific reasons for their choice of care,
while 42(15.2%) did so because there
were confident of getting a cure. The
place of care with the highest number of
those who were confident of cure was
traditional healers 11(27.5%). The
reasons given for selecting different
treatment centers is shown in table 4a-c.
In choosing their first place of care,
proximity 19(6.9%), spiritual beliefs
10(3.6%) and cost 2(0.8%) were not
presented as strong reasons.

The second most important reason given
by the patients was confident of cure
42(15.2%) which was highest in those
who chose traditional healing centers
11(27%). Cost was only a consideration
for a small minority of the patients.
Proximity was the reason for choice of
place of first care in 19(6.9%) while cost
was the reason 3(1.1%).

When those who chose hospitals for
their first choice of care were further

West African Journal of Medicine Vol. 41, No. 4, April, 2024
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Figure 2: Sources of Referral
analyzed, the majority 132(73.7%),

could not say the reason why they chose
going to hospitals. Table 5. This
proportion was even higher for those
who came initially to the teaching
hospital 65(92.9%). Proximity was the
reason given by 12(6.7%) and cost was
given as a reason for 2(1.1%) of the
people interviewed. Table 5. Overall,
there was no significant difference in
selecting orthodox and non-orthodox
care depending on the age-of-onset.
(P=0.29). However, sub-group analysis
showed that in cases where epilepsy
started before the age of 20 years and
patients with epilepsy onset 40 years and
above were much more likely to choose
orthodox treatment. Figure 1.

Age of onset of epilepsy positively
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Self (27)

Cannot remenber

(173)
63%

correlated with selecting orthodox
treatment while occupational status
(working coded as 1 and not working
coded as 0) negatively correlated with
selecting orthodox care as second choice
of care, Table 6.

Source of referral is shown in
Figure 2. Although most people could
not state who referred them to the
teaching hospital 173(62.7%), however,
many were referred by friends and well-
wishers (11.6%) followed by self-referral.
Only 8% were referred by doctors.

DISCUSSION

Epilepsy is a chronic neurological
disease which is integrated into cultural
and religious practices in different

communities. Interpretations given to
the epileptic phenomenon are therefore
rooted in cultural beliefs which in turn
affects treatment seeking behaviors.
Therefore, the practice of epilepsy varies
even within the same locality because of
cultural and religious differences.
Factors such as socio-economic status
and religious persuasion influence the
trajectory of care in PLWE. Over the
years, there has been a big shift in
socioeconomic status, availability of
health infrastructure and increased
awareness of epilepsy in many Nigerian
communities.” Tt is possible that long
held beliefs might have changed leading
to changes in the practice of epilepsy in
the community. Unlike many non-
communicable diseases, epilepsy often
starts before adulthood, thus choice of
care is largely influenced by caregivers
and members of the community because
of its chronicity. Thus, the long held
explanatory models of epilepsy in
southeast Nigeria might have changed
because of the increasing awareness of
the disease religious orientations.

The mean age of patients in this study
was 30.1x17 years with a median of 25
years. The median number of years
taken to go to any hospital at all was less
than 1 year. The distribution of the first
place for treatment showed that most
patients 64.9% were taken to different
hospitals including teaching hospitals
and 34.1% to unorthodox treatment
centers. By the time patients were
selecting a second place for treatment,
91.3% were treated in a hospital while
8% were seen in unorthodox centers.
Similar reasons were given for selecting
different treatment centers although
their proportions varied. Irrespective of
their choice of first treatment center,
42% said that they had no specific reason
for such choices. Confident of getting a
cure was the reason for choosing a
hospital by 15% of the cohort (19.3%
among those who went to hospitals
16.7% among those that sought help in
prayer houses and 27.5% among those
who used traditional medicine).
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Proximity was the reason given by
around 11% for selecting prayer houses
while religious belief was reported as a
reason in 11.1% of those that went to
prayer houses and 10% of those that
went to traditional centers. Overall,
proximity and confident of cure were
reasons given by 19(6.9%) and
42(15.2%) of the entire cohort.

Reasons for choosing second treatment
centers, showed that more people visited
hospitals because they were confident
that they would get a cure. At the same
time 55.6% of those that visited prayer
houses and traditional healing centers
had no specific reason. Proximity to
treatment centers and belief in spiritual
cure for epilepsy were reasons given by
11% in each case. The mean age and
gender distribution of the participants in
this study is similar to that reported in
previous studies and reports™**. The
peak age of 20-29 years reflects the fact
that study was conducted mainly in adult
neurology clinics. The distribution of
level of education shows that 35.1% had
at least had a post-secondary school
training. While this does not mean
acquiring a university education it shows
that many of the patients were preparing
for the future in one trade or the other.
This is a welcome development
considering the high unemployment
rates among PLWE. This is supported by
the finding that 22.5% were employed
and 31.9% were still in formation.

The mean, median and age range of
onset of epilepsy reflects the impact of
late onset epilepsy due to the growing
prevalence of strokes and traumatic
brain injuries on the epidemiology of
epilepsy in the region. This is also seen in
a small peak of age of onset after 39

years.”"”

It took an average of about 1.2 years
before presenting to any hospital. This
ranged from less than a year to 28 years.
This contrasts with earlier studies that
have shown that PLWE presented very
2% While late presentation is still a
feature among PWE in southeast

late.
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Nigeria, the index study may suggest a
changing trend due to public health
educational programs in the country.
Another plausible explanation is that
most of the patients came from urban
areas where most hospitals are located.
Nevertheless, 1.2 years still represents a
late presentation for epilepsy
considering that most of the hospital
visited within this time frame may lack
adequate expertise in the management
of epilepsy.

The distribution of choices of treatment
centers and the reasons for selecting
them offers some insight into the health
seeking behavior among the populace.
At the onset most people came to
hospital but did not have any specific
reason for that. This suggests that PLWE
and their care givers might have followed
accepted trends in their local
communities (community or cultural
influence). Since most cases of new
onset of epilepsy are often considered as
an emergency by caregivers, they go to
hospitals to find out the type of ailments
after which they may choose another
place. Surprisingly, fewer individuals
made their choices based on cost and
proximity thus supporting the preceding
assumption.

Despite fewer people choosing prayer
houses and healing homes as their
choices of treatment when compared to
hospitals, the proportion is still not
acceptable. Delay in the diagnosis and
treatment of epilepsy carries with it
disastrous consequences especially in
children. As with those that went to
hospital many did not have any reason
for choosing these centers suggesting
that they might have gone there for
emergency treatment. Nevertheless, a
substantial proportion of those who
visited healing homes were more
confident they would get a cure. This
may also be assumed to be related to both
religious and cultural explanatory
models of epilepsy. The reasons for
selecting either a traditional healing
center or a prayer house may also be

different. Healing homes are often
considered to practice rituals which are
often contrary to christian beliefs of most
people in south-south Nigeria. However,
to what extent such beliefs might have
affected their choices is difficult to say
from the index study. Cost also did not
play much role in the selection of both
treatment centers at the beginning.

By the time PLWE are considering
changing his/her place of care, it is
expected that they should be making
informed decisions. They must have
asked questions and consulted family
members. It is therefore a welcome
development that at this stage most of
our patients were going to hospitals.
Nevertheless, about a quarter of them
were still not convinced why they did so.
Proximity was still a modest factor while
spiritual beliefs was a factor in 7.5%.
The role of proximity in health choices
cannot be overemphasized and may
indirectly be related to cost of
transportation. At the point of making a
second choice, the number of patients
visiting prayer houses dropped by almost
6 times and most could not give any
specific reason and those visiting
traditional healing homes dropped by 3.
The reason for these changes may be
attributed to people getting informed
about the efficacy of anti-epileptic drugs
from their family and friends which may
be also related to the pattern of referrals
reported in the index study. Most people
were referred to the teaching hospital by
friends and family members. Universally,
a large proportion of PLWE has been
shown to visit non-orthodox treatment
Centers'll,B,Zﬁ,ZS

Factors traditionally considered as key
determinants in health seeking behavior
in epilepsy such as religious beliefs, cost
and proximity did not appear to be very
important reasons in the study. Even
factors such as stigma and attitude of
hospital staff were not so important.
While the dwindling role of these factors
are welcome considering the cultural
context of this study, more public health
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education is needed not only to reinforce
the good points gained but counter false
teachings from traditional health
practitioners.

Furthermore, in this study we noticed
that people with earlier age of onset and
later age of onset were more likely to
chose orthodox treatment. Reasons for
this may be related to income status. In
younger people, the cost of treatment
will be likely be borne by parents and
family members while in older people
are more likely to be working. These
notwithstanding, it is outside the scope
of the index study to elucidate the reason
for these findings.

Some theories have been employed to
explain health seeking behavior. These
include the Health Belief Model , the
theory of Reasoned Action and the
Triandis' Theory of Behavior.® These
theories are encumbered by the
heterogeneity in disease types, severity
of the disorder as well as patients and
socioeconomic variables. In the case of
epilepsy, years of public health
education on radio and mass media must
have affected the health seeking behavior
of the populace. However, limitations
exist between patients and the eventual
action they would take, thus factors such
as cost, distance, dependency, and beliefs
often play overlapping roles in treatment
seeking behavior. Thus, even when a
patient has the right knowledge, these
limitations may eventually affect the
choice. Furthermore, attitudes and social
norms determine intentions, which, in
turn are presumed to determine
behavior.™**

The fact that people do not engage in
recommended health behaviors is widely
known among health workers.” In the
index study, a small proportion of the
respondents cited cost and distance as
reasons for selecting their treatment for
making their choices. One of the most
likely reasons for this would include the
urban setting of the study.

This index study not only attempted to
find out the places selected for care but
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also reasons for such. Most available
studies have emphasized 'end point'
(utilization ) and few have sought to find
the reasons for such choices (illness
response, or health seeking
behavior)."""*** End point reports often
show the tendency for PLWE to visit
more of traditional healers and
unofficial medical channels rather than
orthodox health centers. In mapping out
the factors behind such choices other
studies have reported factors that act as
barriers and facilitators to health seeking

" These barriers or

behavior.
determinants of pathway to care vary
widely and are also dependent on
geographical, social, economic, cultural,

and organizational factors.”

Because of the diversity of factors
affecting health seeking behavior in
epilepsy it has been suggested that
traditional and religious healers should
be incorporated in the wholistic care of
PLWE. Despite all the merits proffered
for such an approach we think that it will
lead to abuse and exploitation of PLWE.
There is a large and growing sector of
non-qualified practitioners including
prayer houses, traditional healing homes
and drug dispensers who traffic modern
pharmaceuticals. Models that could be
applied to other areas of medicine
(example the use of traditional birth
attendants) may not be suitable in
epilepsy.

Limitations

Like all cross-sectional survey, this study
has some inherent limitations. For,
respondents were asked to recall events
that happened years ago, it is possible
that a lot of facts might have been
forgotten. Many of the people
interviewed started having epilepsy
when they were < 10 years old, which
might have been the reason why most
could not recall who referred them and
reasons and why they were referred. As
earlier stated, health seeking behavior
may be affected by several overlapping
factors, hence the associations described
may not necessarily be causal.

Furthermore, the questionnaires were
completed in the hospital which might
affect the responses given by the
participants. Despite these limitations,
this study is the first in southeast Nigeria
to explore, the health seeking behavior of
PLWE in southeast Nigeria and possible
limitations to care. It has provided a set
of findings that could be considered as
baseline for comparison with future
studies and a reason for private health
care providers to consider early and
timely referrals for PLWE.

Conclusions. Health care seeking
behaviors and local knowledges need to
be taken seriously in programs and
interventions to promote health in a
variety of contexts.”"* Findings from the
index study suggests that more emphasis
should be paid on the merits and
demerits of choosing treatment centers
with qualified personnel. There is also
the need to improve integration of
private sector providers with public care
for easy referrals.
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Summary of findings

Over the decades, studies have shown
that people living with epilepsy seek care
primarily from unorthodox care givers.
This has affected both the morbidity and
mortality associated with epilepsy. We
sought the explore the treatment seeking
behaviour of adult patients seen in two
tertiary hospitals in Enugu southeast
Nigeria. Ourstudy has shown that:

e The proportion visiting unorthodox
healing centers has decreased compared
to what was previously reported.

After their first trial, most patients
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will

resort to orthodox care. However,

there is still a strong belief that

uno

rthodox care will provide cure for

epilepsy.
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