
Volume 18 • Issue 5 • 1000325
J Psychiatry 
ISSN: 2378-5756 Psychiatry, an open access journal

Research Article Open Access

Fanta et al., J Psychiatry 2015, 18:5 
DOI: 10.4172/2378-5756.1000325

Research Article Open Access

*Corresponding author: Tolesa Fanta, Amanuel Mental Specialized Hospital,
Addis Ababa, Ethiopia, Tel: 251912458125; E-mail: ftolesa@yahoo.com

Received May 02, 2015; Accepted August 21, 2015; Published August 28, 2015

Citation: Fanta T, Azale T, Assefa D, Getachew M (2015) Prevalence and Factors 
Associated with Perceived Stigma among Patients with Epilepsy in Ethiopia. J
Psychiatry 18: 324 doi:10.4172/2378-5756.1000324

Copyright: © 2015 Fanta T, et al. This is an open-access article distributed under
the terms of the Creative Commons Attribution License, which permits unrestricted
use, distribution, and reproduction in any medium, provided the original author and
source are credited

Prevalence and Factors Associated with Perceived Stigma among Patients with 
Epilepsy in Ethiopia
Tolesa Fanta1*, Telake Azale2, Dawit Assefa1 and Mekbit Getachew1

1Amanuel Mental Specialized Hospital, Addis Ababa, Ethiopia
2University of Gondar, Faculty of Medicine and Health Science, Department of Psychiatry, Ethiopia

Abstract
Background: Epilepsy stigma is considered to be one of the most important factors that have a negative influence on people 

with epilepsy. Among all types of stigma perceived stigma further exerts stress and restricts normal participation in society. There 
are limited researches conducted on perceived stigma and associated factors among patients with epilepsy in developing countries 
including Ethiopia.

Methods: Hospital based cross-sectional quantitative study was conducted from May 1, 2013 to May 30, 2013 G.C. All patients 
with epilepsy in Ethiopia were source population. Patients with epilepsy treated from neuropsychiatric department at Amanuel 
Mental Specialized Hospital during study period were the study population. The sample size was determined using single population 
proportion formula and 347 subjects were selected by using systematic random sampling method. Data was analyzed by using SPSS 
version 20.

Results: A total of 346 participants with mean age of 29.3 ± 8.5SD participated with a response rate of 99.7%. The prevalence 
of perceived stigma was 31.2%. Age range between18-24 [AOR=2.84, 95% CI: 1.02, 7.92], difficulty to attend follow up because of 
fear of stigma [AOR=3.15, 95%CI: 1.19, 8.34], seizure related injury [AOR=1.88, 95% CI:1.12, 3.15] and contagion belief [AOR=1.88, 
95%CI: 1.10, 5.08] were significantly associated with perceived stigma.

Conclusions: Perceived stigma was found to be a common problem among patients suffering from epilepsy. The results 
reinforce the need for creating awareness among patients with epilepsy and addressing misconceptions attached to epilepsy, and 
educating how to cope to the stigma.
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Introduction
Epilepsy is basically a chronic brain disorder characterized by 

recurrent derangement of the nervous system due to sudden excessive 
disorderly discharge of the cerebral neurons [1]. It is a neurological 
condition that knows no geographic, social, or racial boundaries, 
occurring in men and women and affecting people of all ages [2]. It 
affects approximately 50 million people worldwide [3]. The population 
prevalence of epilepsy varies across countries from 0.5 to 5%. The 
higher levels tend to be seen in developing countries where fewer 
than 50% of cases receive medication [4]. In a large community-based 
epidemiological study, the prevalence of epilepsy in Ethiopia was 
reported to be 5.2/1000 population [5,6]. The incidence was also reported 
to be 64/100,000 population as reported in a community-based study 
conducted in Mescal and Marko districts of rural central Ethiopia [7]. 
Stigma is social process or related personal experience characterized 
by exclusion, rejection, blame and devaluation and is a phenomenon 
associated with many chronic health conditions, including leprosy, 
HIV/AIDS, mental illness, epilepsy, disability and tuberculosis. Stigma 
and its psychosocial consequences cause indescribable suffering to 
those who are stigmatized. In addition, stigma has indirect but strongly 
negative implications for public health efforts to combat the diseases 
concerned [8]. Epilepsy has a considerable psychological and emotional 
impact on PWE. Uncontrolled seizures can be very unsettling. People 
may fear even going outside their homes unaccompanied. They may 
fear what people might think of them if they were to have a seizure in 
public. Across the world and throughout history, epilepsy has been a 
culturally devalued condition and awareness about epilepsy is usually 
very low. Such devaluing and lack of awareness often leads people 
with epilepsy being stigmatized, discriminated, excluded from society, 
problems at work, economic difficulties, bearing a psychosocial burden 
as well as inappropriate treatment [9-26]. From the patient’s view, 

the diagnosis of epilepsy triggers a change in perception, bringing on 
fears of being different and anxiety about the future in the community, 
with apprehension about getting a job or starting a family [10,27-33]. 
Understanding and reducing epilepsy-associated stigma is one of the 
stated aims of the World Health Organization’s Global Campaign 
Against Epilepsy (GCAE) “Out of the Shadows” initiative [11]. The 
identification of the people with epilepsy’s needs and the promotion 
of public and professional education about this condition would offer 
to the patient a greater quality of life in terms of feeling better. It is 
apparent that medical management of epilepsy alone is not always 
enough to control its psychological consequences. Services that enable 
people to deal with negative reactions and which facilitate a realistic 
perception of the limitations imposed by the condition may contribute 
substantially to the reduction of stigma [14,20]. Little is known about 
perceived stigma among people with epilepsy in Ethiopia and limited 
published research which focuses exclusively on people with epilepsy 
in Ethiopia regarding prevalence of perceived stigma. We therefore 
conducted hospital-based cross-sectional survey at AMSH where 
outpatient service is provided for people with epilepsy in order to 
estimate the magnitude of stigma perceived by patients and to identify 
socio-demographic and other factors which might contribute to 
perceived stigma in this setting. 
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Literature Review 

Overview of stigma

A stigma is a sociologic concept, which includes occurred realities 
in all societies. Everywhere in the world, having a chronic disease is a 
handicap for individuals who are characterized as deviant. What can 
differ from one society to another is the answer given to this deviance 
and the nature of stigma. Why such behavior is accepted in a society 
and is strongly opposed in another? Cultural beliefs and practices affect 
the management of epilepsy, especially in countries where epilepsy 
is still misunderstood [34-36]. Epilepsy associated stigma has long 
been recognized as a significant cause of psychosocial morbidity for 
PWE. The most amazing aspect of ES is its wide range of definitions. 
The origin of the word stigma comes from Latin word ‘Stigmat’ which 
means ‘mark’ or ‘brand’ and from a Greek word ‘stizein’, that means 
to ‘tattoo’. The concept of stigma was introduced by Hoffmann in 
1963 who defined stigma as loss of status and power resulting from 
separation of those stigmatized from the general population because 
of a characteristic that has been culturally defined as different and 
undesired. It includes disapproval and rejection from others and it is an 
attribute that is deeply discrediting and hence leads to spoiling of the 
individual’s identity that ultimately disqualifying him/her from social 
acceptance. Another widely accepted definition of stigma is a social 
process or related personal experience characterized by exclusion, 
rejection, blame and devaluation [29]. 

Based on these definitions ES has been divided in to three kinds.

1. Courtesy ES: Is kind of ES that affects the whole family members 
and also those who have association with the patient [29].

2. Enacted ES: Refers to actual episode of discrimination against PWE 
only on the pretext that they suffer from Epilepsy [29].

3. Perceived ES: It refers to feeling of shame of being epileptic with 
its associated oppressive fear of encountering enacted stigma [29]; 
and is the concern of this study. Data from developed countries 
indicates that today felt stigma may be more limiting for PWE than 
enacted stigma. Felt stigma may result in the stigmatized person 
volitionally limiting their life experiences and opportunities in an 
effort to avoid enacted stigma [30].

Causes of stigma

There are many different causes of stigma which may vary according 
to the health condition. The most common ones are discussed here.

Fear: Fear is a common cause. This may be fear of catching a 
disease that is infectious (or perceived to be so), fear of death and fear 
of people that are thought to be dangerous. Unpredictable situations 
may also cause fear, such as with people with epilepsy. Fear can lead 
to stigma among members of the public or among health workers, but 
also among people who are affected with the condition themselves. The 
latter may fear the social consequences of disclosure of their condition. 
This is in fact fear of stigma [32].

Unattractiveness: Some conditions can cause people to be 
perceived as unattractive, particularly in cultures where outward 
beauty is highly valued. In that case, people with visible impairments 
on their face, People with facial skin lesions or burns may be rejected 
just because of the way they look [32]. 

Unease: Very visible conditions may make people feel uneasy or 
uncomfortable. They may not know how to behave in the presence of a 
person with such a condition and therefore choose to avoid the person. 

These can be small things, such as not knowing how much to look at 
a person. Looking too much may be perceived as staring; not looking 
enough may be perceived as avoidance [32].

Association: Stigma by association is also known as ‘symbolic 
stigma’. This may occur when a health condition is associated with a 
condition that is perceived to be undesirable. Examples are conditions 
that are associated with commercial sex work, illicit drug use, a 
particular sexual orientation, poverty or loss of employment. One 
condition may also become more stigmatized, because of association 
with another condition [32]. 

Values and beliefs: Values and beliefs can play a powerful role in 
creating or sustaining stigma [32]. 

Policies or legislation: Policies about how and where conditions 
are treated may cause stigma. This is typically seen when conditions 
are treated in separate locations. Special clinic days or hours in an 
outpatient department can have the same consequences. Other 
examples are immigration or employment policies requiring 
people with certain conditions to declare their status. Laws may be 
discriminatory, allowing divorce on grounds of the spouse having or 
developing a particular health condition or banning people from public 
office, elections or land ownership [32].

Lack of confidentiality: Unwanted disclosure of one’s condition 
can be due to the way test results are handled or due to deliberate 
disclosure by health staff or careless handling of confidential data. This 
may be completely unintended, such as the sending of a reminder letter 
or a visit by a health worker in a vehicle marked with the programmed 
logo [32].

Prevalence of Perceived Stigma
According to study conducted among more than 5,000 patients 

living in 15 Countries in Europe 51% reported feeling stigmatized, 
with 18% reporting feeling highly stigmatized [33]. Another study 
conducted in Via Christi Comprehensive Epilepsy Center in Wichita, 
KS, USA on PWE indicates that Approximately 34% of the respondents 
who are on AEDs indicated they had belief that the general public 
had negative feelings and reactions toward individuals with epilepsy 
[34]. The case-control study conducted in Cambodia, reveals that the 
mean perceived stigma in the population was 1.9-1.1 on a range of 
0-3 and about 46% cases reported highest stigma score [35]. Another 
institutional based Cross sectional study conducted at Brooklyn 
Hospital Academic medical center on patients with epilepsy came from 
different countries reveals that 69% of respondents fulfill the criteria of 
perceived stigma [36]. According to community based cross sectional 
study conducted in                        Campinas Brazil on 1850 PWE; the overall score for 
epilepsy stigma perception was 42 (range, 3-98; SD, 14) [37]. According 
to the institutional based cross sectional study conducted in Iran, the 
Gulf, and Near East on 3,889 people with epilepsy attending epilepsy 
clinic, about one third (~33%) of the patients felt stigmatized by their 
epilepsy(38). A community based cross sectional study conducted in 
Benin reveals that the mean score of perceived stigma with the Jacoby’s 
stigma scale was 6.9 - 3.6, with values ranging from 3-12. The lower 
quartile, median, and upper quartile values were, respectively, 3.0, 6.0, 
and 11.7. The proportion of PWE who felt stigmatized by their condition 
was 68.7%, and 38.8% of them reported high feelings of stigma [38,39]. 
According to case-control study conducted in Zambia Lusaka on 169 
adults who were on follow up at epilepsy clinic the median stigma 
score was 2.5 [40]. A Descriptive cross-sectional survey conducted in 
Kilifi Kenya on 673 respondents reported that 33% felt stigmatized as 
measured by the KSSE [41]. According to the institutional based cross 
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sectional study which was conducted in Butajira, Ethiopia on 831 
respondents with mean age of 26.5+12.7 years, the prevalence estimate 
of perceived stigma was 81% [42]. 

Factors Associated with Perceived Stigma
A study conducted in European countries reported that people 

with epilepsy who experienced injury reported high feeling of stigma 
[33]. Another case-control study conducted in Zambia reveals that; 
higher stigma scores were associated with community disclosure, being 
greatest for those who had forced disclosure either through a public 
seizure or someone else revealing their condition to the community. 
People who believed their condition to be contagious or who reported 
contagion beliefs from within their community also had higher felt 
stigma. Stigma scores were not associated with age, gender, stigmata, 
wealth, and seizure-type or seizure frequency [40]. The cross sectional 
study conducted in Kilifi Kenya reported that younger age is associated 
with Perceived stigma [41].

Significance of the Study
There is high prevalence and different factors which contribute for 

the development of perceived stigma that leads to negative consequence 
on many domains of the lives of people living with epilepsy in the 
developed world; like impacts on daily activity, recovery from the 
illness, inability to take their drug daily, unwillingness to seek help and 
so on. Despite these evidences; the issue of perceived stigma was less 
explored and there were few published studies regarding the prevalence 
and factors associated with perceived stigma among patients with 
epilepsy in developing world and there is limited published research 
in Ethiopia regarding prevalence of perceived stigma among patients 
with epilepsy. Therefore this study was intended to bridge this gap by 
assessing the prevalence and factors associated with perceived stigma 
among patients with epilepsy: and contributes additional information 
regarding issue of felt stigma. This research is also important to provide 
some input for AMSH and MOH.

Hypothesis
1. Prevalence of perceived stigma is high among people with epilepsy 

in Ethiopia

2. Socio demographic factors have association with perceived stigma

3. Factors such as difficulty to attend follow up because of fear of 
stigma, seizure related injury and contagion belief have association 
with perceived stigma.

Objective
The aim of the study is to assess the prevalence of perceived stigma 

and factors associated with it among patients with epilepsy in Ethiopia.

Methods
Study design and period 

Institutional based quantitative cross-sectional study was 
conducted from May 1, 2013 to May 30, 2013 G.C.

Study setting: The study was conducted in Amanuel Mental 
Specialized Hospital in Addis Ababa. It is one of the oldest hospitals 
established in 1930E.C during the Ethio-Italian war and it is the only 
mental hospital in Ethiopia. In the hospital the health service had 
been given in 1940 by low level psychiatric professionals. Starting 
from 1946-1970 the treatment had been given by doctors who came 

from Russia, Bulgaria, and Cuba. It is located in western part of Addis 
Ababa in Addis Ketema sub-city, kebele 08. The hospital is working on 
increasing the efficiency and effectiveness of the serves to make itself the 
center of mental health care excellences by giving core mental clinical 
services, conducting research and trainings and other administrative 
services. On average 14,340 people with epilepsy are seen as outpatients 
treated each year. The hospital has 18 OPDs from which 2 OPDs serve 
as NEP clinic.

Source and study population

Source population: The source population for this study were; all 
patients with epilepsy in Ethiopia.

Study population: The study population for this study were; clients 
who were diagnosed as patients with epilepsy and were attending the 
outpatient department at Amanuel Mental Specialized Hospital during 
the study period. 

Inclusion and Exclusion Criteria

Inclusion criteria: Patients who were clinically diagnosed as a case 
of epilepsy and in the age group 18 years and above in the outpatient 
units of Amanuel Mental Specialized Hospital were included in the study.

Exclusion criteria: Patients who couldn’t communicate. 

Sample size determination and sampling techniques

Sample size determination: The minimum number of sample 
required for this study was determined by using single population 
proportion formula considering the following assumptions:

 ni = (Zα/2)2 p (1-p) 

 d2 

 Where 

 n i = minimum sample size required for the study.

Z= standard normal distribution (Z=1.96) with confidence interval 
of 95% and α=0.05

P= Prevalence of perceived stigma among a person with epilepsy in 
Benin which is 68.7% (0.687) was used.

d= Absolute precision or tolerable margin of error (d) =5%=0.05

 ni = (Zα/2)2 p (1-p) = (1.96)2 ×.687(1-.687)=330 

 d2 (0.05)2 

 Then by adding 5% (330 x 0.05=17) of non-respondent rate the 
total sample size for this study was 330+17=347.

Sampling techniques: A systematic random sampling technique 
was used to select from 1195 patients with epilepsy. The sample size was 
decided to be 347.The sampling fraction was: 1195/347= ~3. Hence, 
the sample interval was 3. Individuals were chosen at regular intervals 
(every 3rd) and the selected patients were directed by the facilitator to 
the office where the data collectors were working.

Study Variables
Dependent variable

Perceived stigma (Present/Absent) independent variables:

 Socio demographic factors

o Age
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o Sex 

o Residence

o Ethnicity 

o Religion 

o Marital status 

o Educational status 

o Occupational status

 Clinical factors:

o duration of the illness,

o  frequency of seizure, 

o length of time on AEDs,

o Difficulty to attend follow up because of stigma, 

o Difficulty to take AEDs daily because of stigma,

o Injury during epilepsy attack.

 Patient’s belief:

o Cause of epilepsy

o Contagion belief

 Disclosure status of the patient 

Data Collection Procedures 
People with epilepsy presenting to the NEP clinic were interviewed 

using the Kilifi Stigma Scale of Epilepsy which was developed and 
validated in Kilifi Kenya. It is a simple three-point Likert scoring 
system scored as “not at all” (score of 0), “sometimes” (score of 1) 
and “always” (score of 2). A total score was calculated by addition of 
all item scores. The score above 66th percentile of the data indicated 
presence of Perceived/felt stigma (41, 43). Questions used to assess 
socio-demographic data and other relevant information was designed 
by the investigator. There were also some questions to assess clinical 
factors, patient’s belief about the causes and contagion of epilepsy; 
and disclosure status of the patient. Data was collected by two trained 
psychiatry nurses and data collectors were supervised by one BSC nurse.

Data quality control

The questionnaire was translated to local language (Amharic) to be 
understood by all participants and translated back to English. Training 
was given for data collectors and supervisor at AMSH. Pre-test was 
done 2 days before the start of actual data collection at AMSH NEP 
case team and the results were not included in the main study. Based 
on the finding from the pretest, the questionnaire revised and adopted 
and time needed for interview was estimated. The data collectors were 
supervised daily and the filled questionnaires were checked daily by the 
supervisors and principal investigator. 

Data processing and analysis

Data was entered, cleaned and stored by using EPI info version 
3.5.1; then exported into Statistical Package for the Social Sciences 
(SPSS) version 20 for analysis. Frequency and percentage was used to 
describe the data. Crude and adjusted OR was analyzed using logistic 
regression and the level of significance of association was determined 
at P- value <0.05.

Ethical consideration

Ethical clearance was obtained from the Institutional Review Board 
(IRB) of college of medicine and health sciences, University of Gondar 
and from Amanuel Mental Specialized Hospital. The data collectors 
were clearly explained the aims of the study for study participants. 
Information was collected after obtaining verbal consent from each 
participant. The right was given to the study participants to refuse or 
discontinue participation at any time they wanted and the chance to ask 
any thing about the study. For the purpose of anonymity participant’s 
names were not used at the time of data collection and all other 
personnel information kept entirely anonymously and confidentiality 
was assured throughout the study period. Data collectors were put their 
signature for they could obtain verbal consent for the interview from 
the respondents. The investigator has commitment that findings will be 
used later to minimize perceived stigma among people with epilepsy.

Results 

A total of 347 patients with epilepsy were recruited in the study. 
Out of 347 patients with epilepsy 346 responded to the questionnaire 
with overall response rate of 99.7%.

Socio-demographic characteristics

All of the respondents were between the age group of 18-57 years 
with the mean age of 29.3 ± 8.5SD. Among all participants, 216 (62.4%) 
were male. The participants from urban area were (268) (77.5%) and 
the rest were from rural area.  Among the total study subjects 232 
(67.1%) were Orthodox religion followers and 177 (51.2%) were single 
(Table 1).

Description of respondents by clinical factors

Majority of the study subjects 150 (43.4%) were living with epilepsy 
for more than 11Years and 114 (33%) were on AEDs for more than 
11years. Among the study subjects who had seizure in past three 
months (81 (23.4%)) majority of them (58 (71.6%)) reported that they 
experienced seizure less than six times in past three months (Table 2).

Description of respondents by disclosure status, patient’s 
contagion belief and causal belief of epilepsy

Majority of the respondents 241 (69.7%) reported that their 
condition is disclosed to the society, and among these 196 (81.3%) 
reported that their condition is disclosed involuntarily (Attack occurred 
at public place and, or other person disclosed their condition). Forty 
two percent of the participants belief that the cause of their epilepsy is 
evil spirit (Table 3). 

Perceived stigma scores of participants 

Most of the participants reported that they feel disappointed in 
their self which is followed by feeing embarrassed (Table 4). The lowest 
score of the data was 0 and the highest score was 30. The lower quartile, 
median and upper quartile values were 1, 4, and 9 respectively. The 66th 
percentile of the data was 7, so that scores above 7 were considered to 
show the PWE who felt stigmatized (Figure 1). Accordingly; out of the 
346 study subjects recruited in the study, 31.2% fulfilled the criteria for 
perceived stigma as measured by the KSSE.

Multivariate analysis of perceived stigma and explanatory 
variables

The multivariate logistic regression which controls the effect of 
confounding variables was used by taking all covariates in to account 
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about 2.8 times more likely to have perceived stigma as compared to age 
group ≥ 45years [AOR=2.84, 95%CI: 1.02,7.92]. Those who reported 
difficulty to attend follow up because of stigma were 3 times more likely 
to perceive stigmatized compared to those who have no difficulty to 
attend follow up because of stigma [AOR=3.15, 95%CI: 1.19,8.34]. The 
patients with epilepsy who had seizure related injury were about 1.8 
times more likely to have perceived stigma when compared to those 
who have no seizure related injury [AOR= 1.88, 95%CI: 1.12,3.15]. 
The participants those who believe that epilepsy is contagious were 2.4 

Variables    (n/346)                                (%)
Age 18-24                          112 32.4

25-34                         136 32.4
35-44                          57 16.5
≥45                             41 11.8

Sex  Male  216 62.4
Female 130  37.6

Residence Rural 78 22.5
Urban 268 77.5

Ethnicity Amhara  122 35.5
Oromo 110 31.8
Tigre 26  7.5

Gurage 78  22.5
Others 10 2.9

Marital Status    Married  125  36.1
Single 177 51.2

Divorced   23 6.6
Widowed 21 6.1

Religion Orthodox 232 67.1
Protestant 52 15

Muslim  57 16.5
Educational status No formal education    45 13

1-8 145 41.9
9-12                          123  35.5
12+                             33 9.5

Employed
Farmer   

Occupational status Employed 134 38.7

Farmer  50 14.5
Student   49  14.2

Daily laborer               97 28
Others   16    4.6

Table 1: Distribution of study subjects by socio-demographic factors.

Variables (n/346) (%)

Duration of the illness                                                                

≤1yr 21 6.1
2-5yr 90 26

6-10yr 85 24.6
≥11yr 150 43.4

Duration on AEDs                                

≤1yr 56 16.2
2-5yr 106 30.6

6-10yr 70 20.2
≥11yr 114 32.9

Seizure in last 3m                            
No 265 76.6
Yes 81 23.4

Frequency of seizure in three months                    
≤ 6x/3m 58 71.6                         
 >6x/3m 23 28.4

Difficulty to attend follow up because of  fear of stigma  
No 312 90.2
Yes 34 9.8

Difficulty to take AEDs daily because of fear of stigma    
Yes 28 8.1
No 318 91.9

Injury during seizure  
No 212 61.3
Yes 134 38.7

Table 2: Distribution of study subjects by clinical factors.

simultaneously for perceived stigma. Analysis was done after adjusting 
for age, residence, educational status, difficulty to attend follow up, 
difficulty to take medication daily, seizure related injury and Contagion 
belief of epilepsy. Accordingly age group between 18-24 years were 

Variables (n/346) (%)

Cause of epilepsy
                   
                   
                  

Supernatural  force 90 26
Evil spirit 147 42.5

Other 15 4.3
I don’t know 94 27.2

Contagion belief 
No 306 88.4
Yes 40 11.6

Disclosure status
Not disclosed 105 30.3

Disclosed 241 69.7

Way of disclosure
       

Voluntarily  disclosed 45 18.7
Forced Disclosure 196 81.3                                                                                         

Table 3: Distribution of study subjects by disclosure status, patient’s contagion 
belief and causal belief of epilepsy.

                        Items n/346 %
1     Do you feel different from other people? 119 34.4
2     Do you feel lonely? 125 36.1
3     Do you feel embarrassed? 166 48
4     Do you feel disappointed in yourself? 181 52.3
5     Do you feel you cannot have a rewarding life? 135 39
6     Do you feel you cannot contribute anything in society? 86 24.8
7     Do you feel you cannot join others in public places? 106 30.6
8     Do you feel other people are uncomfortable with you? 105 30.4
9     Do you feel other people don’t want to go to occasions with you? 80 23.1
10   Do you feel other people treat you like an inferior person? 110 31.8
11   Do you feel other people would prefer to avoid you? 106 30.6
12   Do you feel other people avoid exchanging greetings with you? 62 17.9

13   Do you feel you are mistreated by other people? 60 17.3

14   Do you feel other people discriminate against you? 83 24
15   Do you feel other people treat you like an outcast? 51 14.7

Table 4: Proportion of responses to KSSE by study participants.

80

60

40

20

0
.00                            10.00                          20.00                         30.00

perceived stigma score

Fr
eq
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Figure 1: Scores for the Kilifi stigma scale for epilepsy.
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times more likely to perceive stigmatized as compared to those who 
believe that epilepsy is not contagious [AOR=2.37, 95%CI: 1.10, 5.08] 
(Table 5).

Discussion
The study found that the prevalence of perceived stigma among 

patients with epilepsy in Ethiopia in year 2013 was 31.2%. The prevalence 
of PS in current study is lower when compared with other study conducted 
in Butajira Ethiopia which was 81% [41]. The discrepancy might be due 
to difference in study setting and difference in instrument used. The 
prevalence of PS in our study in lines with that of Kenya which was 33% 
[42]. The prevalence of perceived stigma in our study is lower when 
compared to that of Benin which was 68.7% [38]. The variation might 
be due to difference in instrument they used which was Jacoby stigma 
scale and difference in study setting. The study conducted in Brazil 
and Zambia reported that the median stigma score of patients with 
epilepsy was 42 and 2.5 respectively [36]. The median score of current 
study which is 4 is lower when compared with median stigma score 
in Brazil and is higher when compared to that of Zambia. This could 
be due to instrument difference which was Stigma Scale of Epilepsy in 
case of Brazil; and Jacoby Stigma Scale in case of Zambia. The other 
reason might be population difference. The prevalence of perceived 
stigma reported by our study is lower when compared with the studies 
conducted in European countries, Cambodia, Kansas and Brooklyn 
which was 51%, 46%, 34% and 69% respectively [31,34,33,35]. This is 
explained by population difference, instrument difference which was 
Jacoby Stigma Scale in all, large sample size they used and difference in 
study setting. In other ways the prevalence of perceived stigma found 
in our study in lines with that of Iran the Gulf, and Near East, which 
was 33% [37].

Age group between 18-24 were more likely to perceive stigmatized 

[AOR=2.84, 95%CI: 1.02, 7.92] when compared to those who were 
44years and above. This result in lines with that of Kenya [42]. This is 
explained by; older people were less likely to report feeling stigmatized 
because discriminatory attitudes toward epilepsy may have less 
importance to them than younger people. The younger people want to fit 
in with peers. Participants who reported that they had difficulty to attend 
follow up because of fear of stigma were more likely to have perceived 
stigma [AOR=3.15, 95%CI: 1.19, 8.34] when compared to those who had no  
difficulty to attend follow up because of fear of stigma. This could be 
due to fear of enacted stigma if the society knows that they were on 
follow up for epilepsy case. Participants who experienced injury during  
seizure attack were more likely to feel stigmatized [AOR=1.88, 95%CI: 
1.12,3.15] compared to those who didn’t experience injury during 
seizure attack. This finding in lines with that of European countries [31]. 
This may be explained by the physical deformity and scars due to that 
injury may easily disclose their condition. The scar and the deformity 
may also cause another stigma or potentiate the existing stigma. The 
participants those who believe that epilepsy is contagious were more 
likely to perceive stigmatized compared to those who belief that 
epilepsy is not contagious [AOR= 2.37, 95%CI: 1.10,5.08]. This result 
in lines with that of Zambia [39]. The possible explanation is; because 
they thought that the society also belief that epilepsy is contagious; so 
they felt they were stigmatized by society. Among the variables entered 
in to multivariate analysis; residence, educational status, difficulty to 
take AEDs daily because of fear of stigma and disclosure status were 
not associated to perceived stigma.

Conclusion
The prevalence of perceived stigma, even if it seems low it is not 

negligible and is showing a significant public health issue among patients 
with epilepsy that requires great emphasis. Age, difficulty to attend 
follow up, seizure related injury and contagion belief were significantly 

Explanatory
Variables Perceived stigma Bi-variate and multivariate analysis

Yes No COR (95%CI) AOR (95%CI)

Age
18-24
25-34
35-44
≥45

38
40
23
7

74
96
34
34

2.49 (1.01, 6.15)
2.02 (0.83, 4.94)
3.29(1.25, 8.67)

1.00

2.84 (1.02, 7.92) **

2.23 (0.82, 6.06)
3.04 (0.34, 9.13) 

1.00
Educational   status

No formal          Education
1-8

9-12
12+

22
49
29
8

23
96
94
25

2.99 (1.11, 8.03)
1.59 (0.67, 3.79)
0.96 (0.39, 2.37)

1.00

2.52 (0.84, 7.58)
1.24 (0.47, 3.28)
0.72 (0.27, 1.96)

1.00
Residence  

Rural
Urban

33   
75

45
193

1.89 (1.12, 3.18)
1.00

0.65 (0.34, 1.22)
1.00

Difficulty to attend 
follow up

Yes
No

23
85

11
227

5.58 (2.61, 11.95)  
1.00

3.15 (1.19, 8.34)*

1.00
Difficulty to take Medication daily

Yes
No

18  
90

10
228

4.56 (2.03, 10.26)
1.00

2.02(0.70, 5.81)
1.00

Injury during  Seizure attack
Yes
No

53
55

81
157

1.87 (1.18, 2.93)
1.00

1.88(1.12, 3.15)*

1.00
Contagion belief    

Yes
No

20
88

20
218

2.48 (1.27, 4.83)
1.00

2.37(1.10, 5.08) *

1.00
*Statistically significant at p-value <0.05.  ** Statistically significant at p-value <0.001

Table 5:  Factors associated with Perceived stigma of people with Epilepsy (bivariate and multivariate analysis).
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associated with perceived stigma among patients with epilepsy.

Abbreviations
AEDs: Anti Epileptic Drugs; AMSH: Amanuel Mental Specialized 

Hospital; KSSE: Kilifi Stigma Scale of Epilepsy; PS: Perceived Stigma; 
PWE: People With Epilepsy

Competing Interests
The authors declare that they have no competing interests.

Authors’ Contributions
TFis involved in the design of the study and TA, DA, MG were 

involved in the revising the manuscript critically for important 
intellectual content and analysis of data. All authors read and approved 
the final manuscript.

Acknowledgement

The study was funded by Amanuel Mental Specialized Hospital. We are 
grateful to Ephraim Mabrate and Ibsa Dagne for providing important materials 
when we were conducting this research. Our gratitude also goes to all study 
participants, data collectors and supervisors.

References

1. Kabir M (2005) Knowledge attitude and beliefs about epilepsy among adults in 
a northern Nigerian urban community. Annals of African Medicine 4: 107- 112.

2. Sander JW (2003) The epidemiology of epilepsy revisited. Curr Opin Neurol
16: 165-70.

3. Jacoby A, Baker G (2001) Quality of life in epilepsy: Beyond seizure counts in 
assessment and treatment. Psychology Press.

4. World Health Organization (WHO) Initiative of support to people with epilepsy.
Geneva: Division of Mental Health, Geneva Switzerland 1990.

5. Tekle-Haimanot R, Abebe M, Forsgren L (1991) Attitude of rural people in 
central Ethiopia towards epilepsy. Soc Sci Med 32: 203-209.

6. Tekle-Haimanot R, Abebe M, Genre-Mariam A (1990) Community-based study 
of neurological disorders in rural central Ethiopia. Neuroepidemiology 9: 263-277.

7. Tekel-Haimanot R, Forsgren L, Ekstedt J (1997) Incidence of epilepsy in rural 
central Ethiopia. Epilepsia 38: 541-546.

8. Wim H van Brakel (2005) Measuring health-related stigma-A literature review. 
Research Gate 11: 307-34.

9. Fernandes PT, Souza EA (2001) Identification of family variables in parents’ 
groups of children with epilepsy. Arq Neuropsiquiatr 59: 854-858.

10. Ratsepp M, Oun A, Haldre S, Kaasik AE (2000) Felt stigma and impact of 
epilepsy on employment status among Estonian people: exploratory study.
Seizure 9: 394-401.

11. Reis R, Meinardi H (2002) ILAE/WHO “Out of the Shadows Campaign” Stigma: 
does the flag identify the cargo? Epilepsy & Behavior 3: 33-7.

12. Hanneke M de Boer, Marco Mulac, Josemir W Sander (2008) The global
burden and stigma of epilepsy. Epilepsy & Behavior 12: 540-546.

13. Scambler G, Hopkins A (1990) Generating a model of epileptic stigma: the role 
of qualitative analysis. SocSci Med 30: 11871194.

14. Ryan R, Kempner K, Emlen AC (1980) The stigma of epilepsy as a self-
concept. Epilepsia 21: 433-444.

15. Buchanan N (2002) Understanding epilepsy: what it is and how it can affect
your life. New ed. Sydney: Simon Schuster 102-19.

16. Bishop M, Hermann B (2000) Impact of epilepsy on quality of life: a review. In:
Baker GA, Jacoby A, (eds): Quality of life in epilepsy: beyond seizure counts in 
assessment and treatment. Amsterdam: Harwood Academic 103-20.

17. Goffman E (1963) Stigma: notes on the management of spoiled identity. New
York: Touchstone.

18. McLin WM, de Boer HM (1963) Public perceptions about epilepsy. Epilepsia
36: 957-959.

19. Collings JA (1990) psychosocial well-being and epilepsy: an empirical study.
Epilepsia 31: 418-426.

20. Li LM, Sander JW (2003) National demonstration project on epilepsy in Brazil.
Arq Neuropsiquiatr 61: 153-156.

21. Guerreiro CA, Guerre iro MM, Cendes F, Lopes-Cendes I (2000)
Consideraçõesgerais. In: Lemos Editorial, ed. Epilepsia. Sao Paulo 1-10.

22. Ablon J (2002) The nature of stigma and medical conditions. Epilepsy Behav
3: 2-9.

23. Jacoby A (2002) Stigma, epilepsy, and quality of life. Epilepsy Behav 3: 10-20.

24. Mc Lin WM, de Boer HM (1995) Public perceptions about epilepsy. Epilepsia
36: 957-959.

25. Fernandes PT, Noronha ALA, Sander JW, Li LM  (2008) Stigma scale of
epilepsy: the perception of epilepsy stigma in different cities in Brazil. Arq
Neuro-Psiquiatr 66.

26. Fernandes PT, Salgado PC, Noronha ALA, Barbosa FD, Souza EA, et al. (2004) 
Stigma scale of epilepsy: conceptual issues. J Epilepsy Clin Neurophysiol 10:
213-218.

27. Dell JL (1986) Social dimensions of epilepsy, stigma and response. In Whitman 
S, Hermann BP (Eds). Psychopatology in epilepsy: social dimensions. New
York: Oxford University.

28. Li LM, Fernandes PT, Noronha AL (2007) Demonstration project on epilepsy in 
Brazil: situation assessment. Arq Neuropsiquiatr 65: 5-13.

29. Kleinman A, Wang WZ, Li SC (1995) The social course of epilepsy: chronic
illness as social experience in interior China. Soc Sci Med 40: 1319-30.

30. Ahmad M (2011) Epilepsy stigma and management. Current Research in
Neuroscience 3-4.

31. Gus AB, Jayne B, Debbie B, Ann J (1999)  The Stigma of Epilepsy: A European 
Perspective. Epilepsiu 41: 98-104.

32. Wim van Brakeletal (2011) ILEP Guidelines to reduce stigma. The International 
Federation of Anti-Leprosy Associations (ILEP) and the Netherlands Leprosy
Relief (NLR), London/Amsterdam.

33. Angelia M (2007) Epilepsy patients’ perceptions about stigma, education,
and awareness: Preliminary responses based on a community participatory
approach. Epilepsy & Behavior 11: 329-37.

34. Bhalla D, Chea K, Hun C, Vannareth M, Huc P, et al. (2012) Population-based 
study of epilepsy in Cambodia associated factors, measures of impact, stigma, 
quality of life, knowledge-attitude-practice, and treatment gap. PloS one 7: 
e46296.

35. Nehama Prus, Arthur CG (2010) Patient beliefs about Epilepsy and brain
surgery in a multi-cultural urban Population. Epilepsy Behav Jenuary17: 46.

36. Paula T (2007) Epilepsy stigma perception in an urban area of a limited-
resource country. Epilepsy & Behavior 11: 25-32. 

37. Baker GA, Jacoby A, Gorry J, Doughty J, Ellina V (2005) Quality of life of 
people with epilepsy in Iran, the Gulf, and Near East. Epilepsia 46: 132-40.

38. Rafael F, Houinato D, Nubukpo P, Dubreuil CM, Tran DS, et al. (2010) 
Sociocultural and psychological features of perceived stigma reported by
people with epilepsy in Benin. Epilepsia 51: 1061-8.

39. Atadzhanov M, Haworth A, Chomba EN, Mbewe EK, Birbeck GL (2010) 
Epilepsy-associated stigma in Zambia: what factors predict greater felt stigma
in a highly stigmatized population? Epilepsy & Behavior 19: 414-8.

40. Kathomi M, buba C (2011) Epilepsy treatment gap, associated risk factors and 
intervention strategies in Kilifi, Kenya: University of Basel.

41. Shibre T, Alem A, Tekle-Haimanot R, Medhin G (2006) Perception of stigma in 
people with epilepsy and their relatives in Butajira, Ethiopia. Ethiopian Journal
of Health Development 20.

42. Mbuba CK, Abubakar A, Odermatt P, Newton CR, Carter JA (2012) Development
and validation of the Kilifi Stigma Scale for Epilepsy in Kenya. Epilepsy & 
Behavior 24: 81-5.

http://www.bioline.org.br/pdf?am05028
http://www.bioline.org.br/pdf?am05028
http://www.ncbi.nlm.nih.gov/pubmed/12644744
http://www.ncbi.nlm.nih.gov/pubmed/12644744
http://jnnp.bmj.com/content/71/4/566.6
http://jnnp.bmj.com/content/71/4/566.6
http://www.ncbi.nlm.nih.gov/pubmed/2014416
http://www.ncbi.nlm.nih.gov/pubmed/2014416
http://www.ncbi.nlm.nih.gov/pubmed/2087251
http://www.ncbi.nlm.nih.gov/pubmed/2087251
http://onlinelibrary.wiley.com/doi/10.1111/j.1528-1157.1997.tb01138.x/pdf
http://onlinelibrary.wiley.com/doi/10.1111/j.1528-1157.1997.tb01138.x/pdf
http://www.researchgate.net/publication/6668573_Measuring_health-related_stigmaA_literature_review
http://www.researchgate.net/publication/6668573_Measuring_health-related_stigmaA_literature_review
http://www.ncbi.nlm.nih.gov/pubmed/11733827
http://www.ncbi.nlm.nih.gov/pubmed/11733827
http://www.ncbi.nlm.nih.gov/pubmed/10985995
http://www.ncbi.nlm.nih.gov/pubmed/10985995
http://www.ncbi.nlm.nih.gov/pubmed/10985995
http://www.ncbi.nlm.nih.gov/pubmed/18280210
http://www.ncbi.nlm.nih.gov/pubmed/18280210
http://www.ncbi.nlm.nih.gov/pubmed/2360054
http://www.ncbi.nlm.nih.gov/pubmed/2360054
http://www.ncbi.nlm.nih.gov/pubmed/7398608
http://www.ncbi.nlm.nih.gov/pubmed/7398608
http://books.simonandschuster.com/Stigma/Erving-Goffman/9780671622442
http://books.simonandschuster.com/Stigma/Erving-Goffman/9780671622442
http://www.ncbi.nlm.nih.gov/pubmed/7555958
http://www.ncbi.nlm.nih.gov/pubmed/7555958
http://www.ncbi.nlm.nih.gov/pubmed/2369877
http://www.ncbi.nlm.nih.gov/pubmed/2369877
http://www.ncbi.nlm.nih.gov/pubmed/12715043
http://www.ncbi.nlm.nih.gov/pubmed/12715043
http://www.ncbi.nlm.nih.gov/pubmed/12609300
http://www.ncbi.nlm.nih.gov/pubmed/12609300
http://www.ncbi.nlm.nih.gov/pubmed/12609301
http://www.ncbi.nlm.nih.gov/pubmed/7555958
http://www.ncbi.nlm.nih.gov/pubmed/7555958
http://www.scielo.br/scielo.php?script=sci_arttext&pid=S0004-282X2008000400006
http://www.scielo.br/scielo.php?script=sci_arttext&pid=S0004-282X2008000400006
http://www.scielo.br/scielo.php?script=sci_arttext&pid=S0004-282X2008000400006
http://www.researchgate.net/publication/222108653_Stigma_scale_of_epilepsy
http://www.researchgate.net/publication/222108653_Stigma_scale_of_epilepsy
http://www.researchgate.net/publication/222108653_Stigma_scale_of_epilepsy
http://www.ncbi.nlm.nih.gov/pubmed/17581662
http://www.ncbi.nlm.nih.gov/pubmed/17581662
http://www.ncbi.nlm.nih.gov/pubmed/7638642
http://www.ncbi.nlm.nih.gov/pubmed/7638642
http://scialert.net/fulltext/?doi=crn.2011.1.14&org=10
http://scialert.net/fulltext/?doi=crn.2011.1.14&org=10
http://onlinelibrary.wiley.com/doi/10.1111/j.1528-1157.2000.tb01512.x/pdf
http://onlinelibrary.wiley.com/doi/10.1111/j.1528-1157.2000.tb01512.x/pdf
http://www.researchgate.net/publication/6013586_Epilepsy_patients'_perceptions_about_stigma_education_and_awareness_Preliminary_responses_based_on_a_community_participatory_approach
http://www.researchgate.net/publication/6013586_Epilepsy_patients'_perceptions_about_stigma_education_and_awareness_Preliminary_responses_based_on_a_community_participatory_approach
http://www.researchgate.net/publication/6013586_Epilepsy_patients'_perceptions_about_stigma_education_and_awareness_Preliminary_responses_based_on_a_community_participatory_approach
http://www.ncbi.nlm.nih.gov/pubmed/23077505
http://www.ncbi.nlm.nih.gov/pubmed/23077505
http://www.ncbi.nlm.nih.gov/pubmed/23077505
http://www.ncbi.nlm.nih.gov/pubmed/23077505
http://www.ncbi.nlm.nih.gov/pubmed/19910261
http://www.ncbi.nlm.nih.gov/pubmed/19910261
http://www.sciencedirect.com/science/article/pii/S1525505007000753
http://www.sciencedirect.com/science/article/pii/S1525505007000753
http://www.ncbi.nlm.nih.gov/pubmed/15660779
http://www.ncbi.nlm.nih.gov/pubmed/15660779
http://www.ncbi.nlm.nih.gov/pubmed/20132293
http://www.ncbi.nlm.nih.gov/pubmed/20132293
http://www.ncbi.nlm.nih.gov/pubmed/20132293
http://www.ncbi.nlm.nih.gov/pubmed/20851056
http://www.ncbi.nlm.nih.gov/pubmed/20851056
http://www.ncbi.nlm.nih.gov/pubmed/20851056
http://edoc.unibas.ch/16471/
http://edoc.unibas.ch/16471/
http://ejhd.uib.no/ejhd-v20-n3/170_176_EJHD_Vol20-3170_176_EJHD_Vol20-3.pdf
http://ejhd.uib.no/ejhd-v20-n3/170_176_EJHD_Vol20-3170_176_EJHD_Vol20-3.pdf
http://ejhd.uib.no/ejhd-v20-n3/170_176_EJHD_Vol20-3170_176_EJHD_Vol20-3.pdf
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3359498/
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3359498/
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3359498/

	Title
	Corresponding author
	Abstract
	Keywords
	Introduction 
	Literature Review  
	Overview of stigma 
	Causes of stigma 

	Prevalence of Perceived Stigma 
	Factors Associated with Perceived Stigma 
	Significance of the Study 
	Hypothesis 
	Objective
	Study design and period  
	Source and study population 
	Inclusion and Exclusion Criteria 
	Sample size determination and sampling techniques 

	Study Variables 
	Dependent variable 

	Data Collection Procedures  
	Data quality control 
	Data processing and analysis 
	Ethical consideration 

	Results
	Socio-demographic characteristics 
	Description of respondents by clinical factors 
	Description of respondents by disclosure status, patient’s contagion belief and causal belief of epi
	Perceived stigma scores of participants  
	Multivariate analysis of perceived stigma and explanatory variables 

	Discussion
	Conclusion
	Abbreviations
	Competing Interests 
	Authors’ Contributions 
	Acknowledgement 
	Figure 1
	Table 1
	Table 2
	Table 3
	Table 4
	Table 5
	References 

