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Abstract

Background: Felt stigma is a major social and psychological problem in epi-
lepsy and manifests the fear or expectations of such “reactions” from people.
Understanding of the pattern and prevalence of felt stigma gives an insight into
the burden of this “second illness” of epilepsy in southeast Nigeria. Methods:
Consecutive consenting adult epilepsy patients attending a neurology outpa-
tient in Enugu southeast Nigeria were interviewed. Data on felt stigma was also
collected using a scale for collection of stigma data on stigma designed by Jaco-
by et al Results: A total of 295 patients were interviewed during the study (165
(55.9%) males and 130 (44.1%) females). About 29.4% (88/295) felt stigmatized
and 82.1% of them highly so. Correlates of felt stigma were age of onset (nega-
tively), seizure frequency, duration of epilepsy, use of non-orthodox treatment,
seizures occurring in public and the presence of physical injuries. Predictors of
felt stigma were having seizures in public (R2 = 0.232, p < 0.001) and seizure
related injuries (R2 = 0.277, p < 0.001). Conclusions: Felt epilepsy stigma is
common among patients attending urban tertiary hospital in southeast Nigeria.
Several preventable factors are associated with this phenomenon hence efforts
aimed at preventing epilepsy should also target felt stigma prevention.
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1. Introduction

Stigma remains a major social and psychological problem in epilepsy. It refers to
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the extent to which people with epilepsy are separated from society on the basis
of the meanings that are attached to the term “epilepsy” [1]. These meanings and
definitions vary widely between and within cultures and form the basis for “epi-
lepsy reactions” among the populace [2]. Enacted stigma manifests as actual un-
acceptable “reaction” against people living with epilepsy (PLWE) because of epi-
lepsy by others, whereas felt stigma is the fear or expectations of such “reactions”
from people. Felt stigma is due to internalized feeling of shame, probably based
on previous experiences or personal beliefs and therefore it is the fear and ex-
pectation of stigma from others [3].

The pattern, intensity and prevalence of both enacted and felt stigma depend
on socio-cultural, economic, religious as well as several seizure-related and pa-
tient dependent variables [4] [5] [6] [7]. Therefore, the pattern and prevalence of
felt stigma may vary with cultural perspectives and region/socioeconomic con-
text where each person lives [7] [8]. Felt stigma is a barrier to recovery and has
been linked to a broad range of psychosocial consequences. It has the potential
to influence the provision of care to people with epilepsy [9] [10] [11] and has
been described as “second illness” [12]. Felt stigma at the start of treatment may
influence subsequent treatment behavior and is a predictor of treatment discon-
tinuation [10] [11], may cause anxiety and reduce performance at work thus
reinforcing preexisting prejudice [13].

The prevalence and pattern of felt stigma vary widely depending on the region
studied and instrument used. Reports from sub Saharan Africa (SSA) range from
31.2% to 81% [5] [6] [14] [15] [16] [17] [18]. Similarly, wide variations have
been reported from other regions. For instance, in other developing countries, it
ranged from 33% - 65.8% [8] [18]. A report from 15 European countries [19]
found a prevalence of 51%. In Croatia, 53% of PLWE reported feeling stigma-
tized [20] while in the US, 34% and 69% of PLWE on anti-epileptic drugs
(AEDs) indicated some form of felt stigma [21]. Understanding of the pattern
and prevalence of felt stigma gives an insight into the burden of this “second”
[12] illness of epilepsy in SSA.

Aims: The major aim of this study was to evaluate the determinants and pre-
dictors of felt stigma among PLWE attending a tertiary facility in southeast Ni-
geria.

2. Methodology
2.1. Design

This was a cross-sectional descriptive study conducted among individuals re-
ceiving treatment for epilepsy in a tertiary referral specialist hospital. The study
was carried out at the outpatient neurology service of the University of Nigeria
Teaching Hospital, Ituku Ozalla Enugu. All consecutive consenting patients
age 18 and above attending the medical neurology clinic of the University of
Nigeria Teaching Hospital and Enugu State University Teaching Hospital were
included in the study. Exclusion criteria were 1) refusal to participate, 2) chronic
stigmatizing conditions such as HIV/AIDs and psychiatric disorders, 3) history
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of pseudo-seizures and 4) inability to speak simple English.

Participants who met the outlined inclusion criteria were interviewed with a
semi-structured questionnaire, specifically designed by the investigators after a
review of the relevant literature. Subjects were interviewed in the clinic. The
questionnaire sought to elicit data on socio-demographic variables (sex, age,
marital status and education), Seizure related variables (seizure frequency, age of
onset, family history of epilepsy, use of non-orthodox treatment (NOT), history
of seizure-related injury, having seizures in public). Data on felt stigma was also
collected using a scale for assessing felt stigma designed by Jacoby et al [22]. A
clinic-based validation of a subset of a random sample of 30 individuals with ep-
ilepsy was done by a neurologist (BAE). The questionnaire exhibited an overall
100% sensitivity and specificity and was administered in English. Answers to in-
terview questions were recorded on paper copies of the instrument along with
study identification numbers. Names were not recorded on the instrument, but
folder numbers were recorded. The scoring for felt stigma was dichotomous,
with individuals answering “yes” or “no” to each of the component items. Inter-
views were conducted by the authors each lasting between 5 and 10 min (Please
see attached questionnaire for the stigma-related questions asked). The reliabili-
ty index using the Kuder Richardson-20 test was 0.98.

Sample size was determined using standard tables for populations up to 1000
(based on the number of epilepsy patients attending our clinic), p was assumed
to be 0.5 and a normal deviate of 5% level of significance (2-sided test) = 1.96
[23].

Ethical clearance was obtained from the Hospital Ethical Committee.

Definition of terms.

NOT of epilepsy was defined as the use of herbal medicine, prayers and other
forms of rituals as the sole treatment of epilepsy in the past.

2.2. Data Analysis

Data were analyzed using SPSS version 22, after due data cleaning. The raw
scores were assembled, tallied, put in frequency table and analyzed. The scoring
for each item was either “yes” or “no”. Each “YESs” answer was scored as “1”
and “NO” as “0”. The answers were summed up and their respective weights are
as follows: No stigma = 0, mild stigma = 1, moderate stigma = 2 and severe
stigma = 3. The relationships between variables were explored using the Chi
squared test for comparison of proportions, and the students’ T-test for com-
paring the differences in mean age of the participants. Correlation between felt
stigma and other variables was calculated using Spearman’s rho statistic. The

level of statistical significance for all analyses was set at p < 0.05.

3. Results
3.1. Characteristics of the Sample

A total of 295 PLWE were interviewed during the study. One hundred and six-
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ty-five (55.9%) were males and 130 (44.1%) were females. Most of the patients
were less than 35 years (67% (200/295)). Males were significantly older (mean
age 35.6 (x16.4) than females (mean age 30.9 (£13.8), p = 0.01. Although the
peak age-of-onset of epilepsy was 11 - 20 years in both males and females, epi-
lepsy started earlier in females (16.6 + 14.7 years) than males (22.9 + 20), P <
0.01. Educational status and other variables are shown in Table 1 and Table 2.
About 15.3% (45/295) reported a family history of epilepsy, 43.4% (128/295)
used NOT in the past and 48.8% (144/295) and 44.7% (132/295) had experienced

seizures in the public and sustained physical seizure related injuries respectively.

3.2. Stigma

About 29.4% (88/295) of PLWE in the index study had experienced felt stigma at
least once. The distribution of positive answers to the three categories of felt
stigma is shown in Table 3. There was no significant difference in the gender
distribution of stigma experiences. The most common form of felt stigma re-
ported was feeling uncomfortable 28.5% (84/295). Levels of stigma are shown in
Table 4. About 81.2% (72/88) of those interviewed felt highly stigmatized. Severity

Table 1. Gender distribution of patient characteristics.

Male n (%) Female Total p-value
Age (years) - - -
<25 47 (28.5) 50 (38.5) 97 (32.9)
25-34 53 (32.1) 50 (38.5) 103 (34.9)
35-44 22 (13.3) 12 (9.2) 34 (11.5)
>45 43 (26.1) 18 (13.8) 61 (20.7) 0.03
Age of onset (years) - - -
0-10 45 (27.3) 47 (36.2) 92 (31.2)
11-20 56 (33.9) 46 (35.4) 102 (34.6)
21-30 20 (12.1) 25(19.2) 45 (15.3)
>30 44 (26.7) 12 (9.2) 56 (19) 0.01
Time of last seizure - - -
<24 hours 28 (17) 28 (21.5) 56 (19)
1 week 29 (17.6) 17 (13.1) 46 (15.6)
1 week- < 1 month 18 (10.9) 18 (13.8) 36 (12.2)
1 - 6 months 13 (7.9) 12 (9.2) 25 (8.5)
>6 months-1 year 4(2.4) 3(2.3) 7(2.3)
>1 year to 3 years 4(2.4) 5(3.8) 9(3.1)
>3 years 69 (41.8) 47 (36.2) 116 (39.3)
Educational status - - -
None 18 (10.9) 8 (6.2) 26 (8.8)
Primary 35 (21.2) 14 (10.8) 49 (16.6)
Secondary 78 (47.3) 82 (51.2) 160 (54.20
Tertiary 34 (20.6) 26 (20) 60 (20.3) 0.02
Employment status - - -
Employed 84 (50.9) 54 (41.5) 157 (46.8)
Not employed 32 (19.4) 42 (32.3) 74 (25.1)
Students 49 (29.7) 34 (26.2) 21 (28.1)
Total 165 (55.9) 130 (44.1) 295 (100) 0.04
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Table 2. Mean age of the patients and Seizure characteristics.

-value f
Male n (%) Femalen (%) Totaln (%) p-value for
mean
Age (years) - - -
mean (sd) 35.6 (16.4) 30.9 (13.8) 33.5(15.5)
. 0.01
Median (range) 30(17-88) 27(16-88) 29(16-88)
Age of onset (years) - - -
mean (sd) 22.9 (20) 16.6 (14.7)  20.1 (18.1) 0.003
Median (range) 17 (0 - 81) 15 (0 - 80) 16 (0 - 81) ’
Duration of seizures - - -
mean (sd) 12.8 (11.7)  143(11.9)  13.5(11.8) 025
Median (range) 9 (0 - 64) 12 (0 - 58) 10 (0 - 64) ’
Family history of epilepsy - - - -
Yes 30 (18.2) 15 (11.5) 45 (15.3) 0.12
Ability to predict seizures - - - -
Yes 89 (53.9) 74 (56.9) 163 (55.3) 0.61
I used non-orthodox treatment in the - - - -
past. 74 (44.8) 54 (41.5) 128 (43.4) 0.57
I have had seizures in the public - - - -
Yes 73 (44.2) 71 (54.6) 144 (48.8) 0.08
History of seizure related severe Injuries - - - -
Yes 71 (43) 61 (46.9) 132 (44.7) 0.5
Table 3. Distribution of felt stigma questions*.
Male Female Total p-value
a) Some people are
. 40 (24.2) 44 (33.8) 84 (28.5) 0.07
uncomfortable with you
b) Some peoP,le 1°°k, dow,n on you and 41 (24.8%) 37 (28.5%) 78 (26.4) 0.05
treat you like an inferior person
c) Some people avoid you 42 (25.5) 36 (27.7) 78 (26.4) 0.67
Total number with felt stigma 43 (26.1) 45 (34.6) 88 (29.4) 0.11
*derived from Jacoby, A et al®.
Table 4. Severity of felt stigma.
Level of stigma (0 none, 1 mild, 2 Moderate, 3 severe). Male Female Total
No perceived stigma 122 (73.9) 85 (65.4) 207 (70.2)
Mild 2(1.2) 6 (4.6) 8(2.7)
Moderate 2(1.2) 6 (4.6) 8 (2.7)
Severe 39 (23.6) 33 (25.4) 72 (24.4)

of stigma in males and females were 73.3% (33/45) and 90.7% (39/43) respec-
tively.

Several variables correlated with felt stigma depending on the age of the pa-
tients, Table 5. Overall, age of onset (negatively), seizure frequency, duration of

epilepsy, use of NOT, seizures occurring in public and the presence of physical
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Table 5. Correlation of stigma within different age groups.

Current Age

16 - 24 (n=97)25 - 34 (n = 103) 35 - 44 (n = 34) 245 (n = 61) 16 - 88 (n = 295)

Age 0.01 (0.92) 0.01 (0.94) -0.05 (0.76) -0.13(0.32) —0.11 (0.07)
Gender 0.15 (0.14) 0.08 (0.4) 0.03 (0.89) —0.9 (0.49) 0.08 (0.2)
Level of education  —0.32 (0.002)  —0.24 (0.02) 0.1(0.57)  0.15(0.25) —0.08 (0.17)

Occupational status

0.02(0.83)  —0.03(0.79) —0.08 (0.66) 0.38 (0.002)  0.047 (0.42)
(1 yes, 0 No)
Age of onset -0.13 (0.2) —-0.13 (0.2) -0.23 (0.2) -0.02(0.87) -0.17 (0.005)
Affected sibli
ected SIANES 08 (0.44)  -0.13(02)  0.44(0.01) 0.17 (0.17) 0.1(0.1)
(1 yes, 0 no)

Seizure frequency  0.08 (0.44) 0.17 (0.09)  0.32(0.06) 0.16 (0.21)  0.14 (0.01)
Duration of epilepsy ~ 0.14 (0.16) 0.16 (0.11)  0.27(0.12) —0.06 (0.62)  0.11(0.01)
Seizure predictability  0.09 (0.39) 0.13 (0.2) 0.2(0.26) —0.04(0.76) 0.1 (0.07)

Use of NOT 0.1(0.35)  0.34(<0.001)  0.2(0.27) —0.14(0.28) 0.17 (0.003)

Sei .
CIZUTE OCCUTTING ) 56 (<0.001)  0.48 (<0.001)  0.34 (0.001) 0.37 (0.004) 0.38 (<0.001)
outside home

Injury 0.33 (0.001)  0.38 (<0.001) 0.74 (<0.001) 0.05(0.73) 0.38 (<0.001)

Variable seizure types 0.08 (0.433) —0.19 (0.05) —-0.1 (0.57) 0.06 (0.63) —0.05 (0.39)

injuries correlated with felt stigma. Having seizures in public correlated with felt
stigma irrespective of age. Before the age of 45, seizure related injury was a sig-
nificant correlate of felt stigma. In patients older than 44 years, having a job cor-
related with felt stigma. Predictors of felt stigma were having seizures in public
(R2 =0.23, p < 0.001) and seizure related injuries (R2 = 0.28, p < 0.001), Table 6.

4. Discussion

In SSA, PLWE experiences stigma in several areas of life [5] [6] [14] [15] [16]
[17] [24]. Over time these experiences may become internalized resulting in an
expectation of stigma. This expectation of stigma (felt stigma) may lead to de-
pression, anxiety, non-disclosure, concealment of epilepsy, treatment gap and
other life disruptions [9] [10] [11] [12]. This study suggests that felt stigma is a
major concern in about a third of PLWE attending a tertiary medical center in
Enugu southeast Nigeria. About 29.4% experienced felt stigma and most (81.8%)
severely so. Although felt stigma was similar in males and females, several corre-
lates were found depending on the age of the patients. Seizures occurring in
public positively correlated with felt stigma independent of the age of the pa-
tient. Patients who were aged > 45 years and having a job positively correlated
with felt stigma. Factors that positively predicted the presence of felt stigma were
having seizure in public and seizure related injuries.

Patient and seizures related characteristics in this study are similar to previous

studies from the same region [16] [25]. Family history of epilepsy was observed
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Table 6. Predictors of felt stigma.

Variable R? Beta (SE) p-value

Age of onset - —0.005 (0.004) 0.233

Seizure frequency - 0.123 (0.177) 0.489

Duration of epilepsy - 0.002 (0.007) 0.812

Use of non-orthodox medicine - —0.061 (0.142) 0.668
Having seizure in public 0.232 1.002 (0.144) <0.001
Seizure related injuries 0.277 0.583 (0.147) <0.001

in about 15.3% of the patients which is lower than 25% - 60% reported by Preux
and Druet-Cabanac [26]. Widespread risks factors for epilepsy in many African
communities may affect several members of the same family. Seizure control
over the preceding three years were 39.3% and 44.7% within one year. One rea-
son for such a low rate of seizure control may be the inclusion of drug naive pa-
tients and new onset epilepsy. Furthermore, our cohort was selected from those
attending a tertiary hospital neurology clinic severe forms of epilepsy may be re-
ferred.

Most PLWE who felt stigmatized (29.4%) were highly stigmatized (81.8%).
Highly stigmatized females and males were 73.3% (33/45) and 90.7% (39/43) re-
spectively. Reports on gender differences in epilepsy related felt stigma has been
conflicting [5] [6] [14] [15] [16] [17] [24]. The high proportion of highly stigma-
tized male patients may be attributed to several factors. Firstly, males are more
likely to socialize than females, hence may be exposed to enacted felt stigma. Se-
condly, stigma at the work place is more likely to be experienced by men who
were also more likely to be employed (50.9% v 41.5%). Finally, social role expec-
tations suggest that males were more likely to engage in several activities to meet
their family needs. Studies have shown that the prevalence of felt stigma in epi-
lepsy vary both between and within countries. In Ethiopia a prevalence of 31.2%
and 81% 5 [5] [15] was reported. In Kenya [14], a prevalence rate of 33%was re-
ported and in Benin Republic 68.7% was reported [17]. Achor et al [16] re-
ported a prevalence of 46.2% in Enugu using the same instrument. Outside the
continent, prevalence of felt stigma has been reported. In the middle east, a pre-
valence of 33% was reported [8] while in Europe and the Americas the estimated
prevalence of felt stigma were 51% and 46%, and 69% [19] [20] [21] respectively.
These wide differences might be due to study settings, socio-cultural differences,
the population studied as well as the instrument used.

In the index study, age-of-onset negatively correlated with felt stigma while
seizure frequency, duration of epilepsy, use of NOT, having seizures in public
and seizure related injuries positively correlated with felt stigma. Occupational
status correlated with felt stigma in PLWE aged 45 years and above. Unlike pre-
vious studies, we did not find a significant correlate between felt stigma and

current age of the patients [5] [15]. Some of these findings were similar to pre-
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vious studies [4] [14] [15]. One major contributor to the relationship between
felt stigma and having a job may be enacted stigma in the work place. Felt stigma
makes patients more anxious and actually perform worse at work thus reinforc-
ing the prejudice they encounter [13]. The relationship between felt stigma and
earlier age of onset may be attributed to the fact that epilepsy beginning at an
early age may increase the chances of exposure to circumstances that promote
discrimination and feelings of shame. This is particularly significant considering
the level of awareness and practice of epilepsy in school and the community.
Earlier studies had documented the perception of families about epilepsy and the
effect of early age of onset of epilepsy in fostering stigmatization as well as con-
tributing to the poor social outcomes associated with epilepsy [15] [27] [28] [29].
It has been hypothesized that early onset epilepsy may lead to felt stigma
through the phenomenon of stigma “coaching” which is as a result of the atti-
tudes and behaviors of older individuals [29]. These same reasons may also ap-
ply to the positive correlation between felt stigma and duration of epilepsy. The
relation between seizure frequency, having seizures in public and seizure related
injuries and felt stigma has been previously documented [4] [5] [6] [14] [15]
[19]. Seizure frequency has also been related to seizure related injuries, absen-
teeism, unemployment and poor quality of life [29] [30]. Results from the index
study may be a reflection of poor seizure control among the cohort studied. The
contribution of epilepsy-related injuries like burns in promoting stigma in Afri-
ca has been documented [24].

The use of NOT also correlated with felt stigma. The relationship between felt
stigma and NOT practices may not be direct. Although these patients used NOT
prior to the index study, using these forms of treatment increases the risk of
having seizures in public, seizure related injuries, forced disclosure and status
epilepticus. The contribution of seizure related injuries to epilepsy related stigma
becomes more burdensome if NOT-treatment related scarification marks are
taking into consideration in SSA.

Having seizures in public spaces which is equivalent to forced disclosure and
seizure related injuries were the only significant predictors of felt stigma. This
indicates that measures aimed at reducing these two variables would go a long
way in reducing the burden of felt stigma. These include medication adherence,
access to care as well as lifestyle modifications/avoidance of certain activities like
climbing heights. This underscores the need to promote epilepsy care, counsel-
ing and treatment at the primary healthcare levels especially in rural and isolated
communities in Nigeria. Efforts should be made to give epilepsy more emphasis
in the curriculum of medical/nursing schools as well as those of allied profes-
sions. There is also the need to provide correct information about epilepsy
through sources that are credible to target the larger community, PLWE and
their families.

The impact of epilepsy-related felt stigma on both disease burden and quality

of life cannot be over emphasized in SSA where epilepsy rates remain very high.
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Working towards improved treatment accessibility for PLWE should be coupled
with efforts directed toward public education about the condition.

Some of the limitations of this study are worthy of note. Our cohort was se-
lected from a pool of PLWE attending tertiary hospital. This may lead to over
recruitment of people with severe forms of epilepsy. Although the assessment of
felt stigma was done with a three-item instrument which has been validated in
Zambia, the use of more complex ethnographically derived instruments might
yield different results. Seizure frequency and some other variables might have
been affected by recall bias. Nevertheless, this study has provided reference data
for future studies in Nigeria and other parts of SSA.

5. Conclusion

The burden of felt epilepsy stigma is high among patients attending urban ter-
tiary hospital in southeast Nigeria. Several preventable factors are associated
with this phenomenon. Efforts aimed at preventing epilepsy should also target

stigma prevention.
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Felt Stigma Questionnaire

This questionnaire is designed to find out if have felt stigmatized in the past be-
cause of epilepsy. By “felt stigma” we mean your personal opinion or feelings
about what people were doing or saying as they relate to you.

Please feel free to ask for clarification if you want.

Every information given will be kept confidential. (Please check all that apply)

Date of assessment

Folder number

Demographic/Personal

Name: (initials) Age Gender M ___ F ____ Level of
education

Occupation _____ Working _____ Not working Student

Marital status ____ Married ____ Single _ Widowed __ Separated ___

Phone Number: (or Phone number of next-of-kin)

Tribe Town

Referred from:

Clinical characteristics

At what age did you start having convulsions?

At what age did you first go to the Hospital?
Family/Genetic History

Are your parents from the same town Y N
Are your parents distant relatives Y N
Affected siblings? No If yes, how many:

Any other family members

with seizures? No If yes, please explain:

Seizures

1) How often can you predict a seizure (check one)? (Always) (Most of the
time) (Rarely) (Never)

2) If you can predict your seizures, what changes or experiences do you have?

Describe

3) Are all the seizures alike? Y N

4) Date of Last Seizure

5) Have you had seizures outside your family setting e.g. at school, church or

(Approximate length of time in moths or weeks)

market?

Y N

6) Have you sustained ever sustained injuries while having seizures?

Y N

7) Since the onset of seizures (epilepsy) have used traditional or local\herbal
medicine?

Y N

8) Since the onset of seizures (epilepsy) have used prayers, deliverance ses-

sions and other spiritual remedies as sole means of treating seizures (epilepsy)?
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Y N
Stigma Scale by Jacoby et al.
Because of my sickness (epilepsy):

a) I feel that some people are uncomfortable with me.

b) I feel some people treat me like an inferior person.

¢) I feel some people would prefer to avoid me.

Y N
Y N
Y N
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