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Abstract

Introduction—Lack of adequate knowledge poses a barrier in the provision of appropriate 

treatment and care of epileptic patients within the community. The purpose of this study was to 

determine the knowledge and attitude of community dwellers to epilepsy and its treatment.

Methods—A cross section population survey was conducted in urban and rural Mukono, district, 

central Uganda. Adult respondents through multistage stratified sampling were interviewed about 

selected aspects of epilepsy knowledge, attitudes and perception using a pretested structured 

questionnaire.

Results—Ninety-one percent of the study respondents had heard or read about epilepsy or knew 

someone who had epilepsy and had seen someone having a seizure. Thirty seven percent of the 
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respondents did not know the cause of epilepsy, while 29% cited genetic causes. About seventeen 

percent of the subjects believed that epilepsy is contagious. Only 5.6% (21/377) of respondents 

would take a patient with epilepsy to hospital for treatment.

Conclusion—Adults in Mukono are very acquainted with epilepsy but have many erroneous 

beliefs about the condition. Negative attitudes are pervasive within communities in Uganda. The 

National Epilepsy awareness programs need to clarify the purported modes of transmission of 

epilepsy, available treatment options and care offered during epileptic seizures during community 

sensitizations in our settings.
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1.0 Introduction

Epilepsy is the most common chronic brain disorder globally and affects people of all ages. 

It is estimated that more than 70 million people worldwide and 80% of them live in 

developing countries [1, 2]. It is estimated that about three fourths of people with epilepsy in 

developing countries do not get the treatment they need[1]. Furthermore, people with 

epilepsy and their families frequently suffer from stigma and discrimination from their 

communities.

A recent population study done in 5 African countries (Kenya, Tanzania, Uganda, Ghana, 

South Africa) showed a higher prevalence of epilepsy ranging between 7 and 15 per 1000 

people. Study results show that Iganga district, in Eastern Uganda, the prevalence of 

epilepsy was 10.3 per 1000 people [3].

Epilepsy has been found to have a high preponderance in onchocerchiasis endemic areas 

with rates as high as 15–20 cases per 1000 people in Kabarole and Nebbi districts within 

Uganda [5, 6]. Epilepsy may be secondary to neurological sequelae of viral, bacterial and 

other parasitic infections (malaria and onchocerciasis) during and beyond childhood [7]. 

Having proper knowledge and attitudes are important agents’ in the provision of adequate 

care of epilepsy subjects. This also influences the perceptions and attitudes of communities 

towards epilepsy subjects and their families. Within communities, discriminations this might 

impede the provision of adequate care and also increase stigma. Despite advancements in 

treatment, diagnosis and care of epileptic individuals proper treatment has been limited by: 

lack of adequate knowledge, associated beliefs and attitudes among the community dwellers. 

[5, 8–11]. These perceptions and apprehensions vary by country and social context and may 

limit the implementation of individual or collective strategies to improve the quality of life 

of people living with epilepsy [12–14].

Community ignorance and misunderstanding about epilepsy, combined with the economic 

and financial barriers to availability of treatment in developing countries, plays an important 

role in preventing treatment becoming available to millions of people in developing 

countries [15, 16]. The main objective of this study was to provide baseline data of the 

public knowledge, attitudes and practice towards epilepsy in the Mukono district.
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2.0 Methods

The cross sectional study was conducted within urban and rural Mukono, with Mukono 

town council as urban and Kojja sub-county as rural.

This was part of an ongoing population survey on the prevalence and incidence of 

neurological diseases in Mukono district supported by the U.S. National Institute of Heath-

funded Medical Education Partnership Initiative (MEPI) program.

During patient recruitment, face to face interviews were conducted between August and 

November 2014. Multistage stratified sampling technique was used as described below. At 

the sub-county level, urban Mukono Town Council (TC) was randomly selected and Kojja 

sub – county (rural) in Mukono district. Mapping of the selected urban and rural areas was 

based on the Uganda Population and Housing census where 11,373 and 13930 households 

were identified in Mukono TC and Ntenjeru respectively. The sampling frame was all 

households in these areas. Systematic sampling was used to select households in each 

village to total 2000 in the urban area and 2200 in the rural area that would participate in the 

large population survey. One adult, randomly selected from each household was approached 

and written consent provided to participate in the study. The selected households were 

visited by the research team. The randomly selected participant was informed about the 

research and the intended use of the information obtained.

Consented participants were taken through a pre-tested screening questionnaire and those 

having symptoms suggesting neurological diseases were presented to the selected health 

facility the following morning from where they were further evaluated by a team of 

neurologists. Blood pressure and anthropometric measurements were taken for each 

participant. Out of the 1500 participants in the urban area and 1500 in the rural area, 

systematic sampling was used to select 177 and 200 participants from the urban and rural 

areas, respectively, to be interviewed on selected aspects of epilepsy knowledge, attitudes 

and perception. The study was conducted from August 2014 to December 2014.

2.1 Ethical considerations

Ethical approval for the study was obtained from Makerere University College of Health 

Sciences’ School of Medicine review board and ethics committee Ref number 2013–145 and 

Uganda National Council of Science and Technology Ref Number. HS1551. Written 

informed consent was obtained before enrolling the participants into the study.

2.2 Questionnaire

A 12 item pretested questionnaire, back translated to English was used for the interview 

(Table A1). The Luganda study questionnaire was administered by the team of neurologists. 

This questionnaire was adapted from other questionnaires for epilepsy surveys that had been 

done elsewhere: Tanzania, Nigeria and Zambia[17–19]. The questionnaire was divided into 

two portions; the first documented the socio-demographic data of the respondents including 

the age, sex and marital status. The second part contained questions which were used to 

evaluate knowledge, attitudes and practice towards epilepsy. These questions included; 

knowledge on whether the patient had read or heard about the disease, or knew someone 
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who had the disease, the cause of epilepsy, whether epilepsy was contagious. For their 

attitudes and understanding of the condition, the questionnaire evaluated whether 

respondents could allow their children to marry or associate with patients with epilepsy, 

whether epilepsy hindered patients from being employed in jobs normally like others, 

whether epilepsy was considered as a form of madness or insanity and the preferred 

treatment options. Most of the questions were simple open-ended questions requiring ‘yes’ 

or ‘no’ responses.

2.3 Data analysis

Descriptive statistics of mean, frequency, and percentages were used to summarize data on 

socio-demographic variables and epilepsy knowledge and attitude. In order to assess the 

overall distribution for and factors associated with knowledge of epilepsy disease, a 

percentage score was generated. First, a score 1 was assigned for those giving correct 

answers or having some knowledge about the epilepsy disease and 0 if otherwise. Then a 

total was obtained from which a percentage score was calculated. Individuals with higher 

percentage values above the mean percentage score were considered as having a good 

knowledge towards the disease. In a similar way, a total score for the attitude was generated, 

first by assigning a 1 to those with positive attitude and 0 for those with negative attitude. 

Those who did not know were given no score. Only three attitude variables for which data 

existed were considered (See Figure A1). A categorical variable for attitude depending on 

the total score was then generated as follows: 0/3 (worse/most negative), 1/3 (poor/

negative), 2/3 (good/positive) and 3/3 (best/most positive).

The distribution for the percentage knowledge score was fairly normal and therefore mean 

percentage scores were compared using T-test and ANOVAs as appropriate. Linear 

regression was then fitted for the associated factors. For attitude, only four data points for 

percentage score existed at 0%, 33.3%, 66.7% and 100%. So an ordinal categorical variable 

with 4 levels as described above was generated and then a chi-square for trend test used to 

determine the associated factors. All tests of hypothesis were two tailed with a level of 

significance at 0.05. All statistical analysis was performed using STATA software version 

12 (Stata Corporation, College Station, TX, USA).

3.0 Results

A total of 377 adults were enrolled to participate in this study with 177 (47%) from the 

urban settings. Sixty eight percent (260/377) were women with a median age (IQR) of 34 

(26 – 48) years. About thirty three percent of the participants were aged between 25 – 34 

years.

3.1 Knowledge on epilepsy

Among the study participants 92% (345/377) reported that they knew the disease called 

epilepsy. None of the study participants had learnt about epilepsy from health workers or 

medical doctors (Table 1). A minority attributed epilepsy with insanity (9.6%). About 17% 

of the study participants knew that epilepsy was contagious, while 39.8% and 30.2% of the 
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study participants thought that it’s a neurological and mental illness respectively. Regarding 

the causes of epilepsy, the majority did not know the cause of epilepsy (61.3%). (Figure 1)

3.2 Attitudes

About 58% of the respondents agreed to accept someone with epilepsy as a family member 

through marriage of a close family member. The majority of the subjects (83%) agreed that 

people with epilepsy can have children. About 19.1% (72/377) would object to having their 

children associate with persons who have had seizures in school or playground.

3.3 Practice findings

However, 31.6% did not know what to do in case they witnessed a person having a seizure. 

In case of seizures, only 5.6% of the study respondents would take the patient to hospital. 

Nearly two percent (6/377) would pull the tongue, while 6.1% (23/377) of the respondents 

would put an object between the teeth. (Figure 2)

3.4 Associations with knowledge for epilepsy

Generally, there was poor knowledge and perception for epilepsy disease with a median 

score of 32% (IQR: 24% to 36%) and 99% (373/377) scoring below 50%. Overall, about 

rural residency participants had scored lowly in knowledge and participants who were 

discriminatory also had significantly lower knowledge with p-value < 0.001 (Figure 3). 

Residency was significantly associated with knowledge; p – value =0.003. Age and sex were 

not significantly associated with knowledge (Table 2).

Levels of attitude and urban residency were significantly associated with knowledge 

regarding epilepsy (Table 3). There was no interaction effect between the level of attitude 

and the residence (likelihood ratio test: p=0.215)

3.5 Associations with attitude towards epilepsy

Of the 365 participants who responded to the attitude questions towards epilepsy, about 77% 

were positive or most positive towards epilepsy. About half of those from the rural area had 

good/positive attitude, and more than half of those in urban had best/most positive attitude. 

Attitude towards epilepsy was significantly better among those in the urban compared to 

their counterparts in the rural area (p<0.001). Attitude did not significantly differ by age or 

sex (Table 4).

Discussion

In spite of the fact that epilepsy is one of the most common neurological disorders, the study 

showed that the knowledge about epilepsy was generally poor in this Ugandan community. 

This finding is similar to other reports from sub – Saharan Africa [18, 20, 21]. The 

community study participants had limited knowledge about causes and characterisation of 

epilepsy which is also in agreement with other reports from sub – Saharan Africa [22, 23]. 

These findings have important implications for identifying and referring people with 

epilepsy within communities to appropriate care.
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4.1 Knowledge regarding epilepsy

Majority of the study participants reported having witnessed or knew someone with 

epilepsy. However, overall the actual knowledge about epilepsy was poor among the study 

participants. The vast majority did not know any of the causes of epilepsy. The leading 

cause cited by the participants was inheritance. This result is poorer than earlier studies in 

similar African settings on knowledge of epilepsy in the community dwellers in sub Saharan 

Africa. In contrast to earlier studies, the study populations are different. Earlier studies have 

mostly been conducted within specific community groups such as teachers, traditional 

healers, university students, literate urban population and secondary school students [17, 21, 

24]. This might explain the poorer knowledge of epilepsy in our populations. However, the 

survey shared some similarities with studies conducted in Tanzania and Senegal [25, 26].. A 

higher proportion of respondents 80% in Uganda had witnessed a seizure compared to about 

two-thirds (67.1% and 66.1%) in Tanzania and Senegal respectively. In Uganda a smaller 

proportion of respondents 17.0% believed that epilepsy was contagious compared to 40.6% 

and 35.1% in Tanzania and Senegal respectively. Our study comprised of both rural and 

urban settings, compared to the Tanzanian study which was rural while the Senegal study 

was urban. The different locations, awareness campaigns and timings might have played a 

role in increasing knowledge among the respondents in Uganda.

Whereas previous studies on knowledge, attitudes and practices towards epilepsy in sub-

Saharan Africa have shown that epilepsy is perceived to be caused by “supernatural” or 

“spiritual” factors, none of the study participants cited the role of supernatural or spiritual 

factors as causation of epilepsy. However, 5% of the study participants suggested that native 

medicine, herbal remedies or spiritual intervention could play an important role in the 

treatment of patients with epilepsy. A more detailed focus group discussion with the study 

participants would probably have unmasked these hidden beliefs.

4.2 Attitudes regarding epilepsy

Regarding the attitudes towards epilepsy, stigma and social ostracism were evident. The 

proportion of survey respondents objecting to a person with epilepsy marrying a close 

relative, are similar to those from some other sub Saharan African countries [26, 27] but 

lower compared to an earlier study from Cameroon [16]. Interestingly, there were no 

differences in response to this question related to survey respondent demographics among 

the study participants. This could reflect the fact that attitudes are widely shared and perhaps 

have not changed much in recent years.

4.3 Practice regarding epilepsy

A third of Ugandan study population did not know what to do in scenarios when faced with 

a person having seizures. There is a need to develop approaches to combat stigma and 

discrimination against people with epilepsy in our setting. Strengthening local advocacy 

groups or organisations which support people with epilepsy could play an important role to 

counter negative stereotypes [28, 29]. Increasing knowledge in the general population 

regarding the nature of epilepsy, possible treatments available, and nearby health centre 

facilities offering needed medical care might also help. Finally improving the treatment and 

care of people suffering from epilepsy by providing readily available medical treatments 
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could improve seizure control, reduce epilepsy burden and improve quality of life among 

those with epilepsy.

4.4 Strengths and limitations

The studied population is representative of the general population, including the rural and 

urban settings in Uganda. Other strengths include use of a standardised instrument to 

evaluate knowledge, attitudes and practice. Limitations include use of cross-sectional design 

and the fact that self reported practice may not match actual behaviours. Majority of the 

study participants were female, hence might not totally represent the beliefs and attitudes of 

male community dwellers. We did not include focus group discussions in this study to 

further explore the beliefs and attitudes of the study participants. This could have given the 

study participants to freely express themselves without favourably talking about western 

medicine.

4.5 Conclusion

Knowledge regarding epilepsy among community respondents is limited in Uganda. 

Awareness and informational campaigns are needed to help change the perception of 

epilepsy and maximise the chance that people with epilepsy will present for treatment. The 

Epilepsy Support Association of Uganda in collaboration with the Ministry of Health, health 

professional organisations, needs a concerted effort to address this.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Highlights for review

• We describe knowledge on epilepsy

• Stigma and care for subjects with epilepsy still remains a big challenge in 

Uganda. Inadequate knowledge impacts on care

• Yet pProper knowledge would improves care
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Figure 1. 
Frequency distribution for causes of epilepsy
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Figure 2. 
Frequency distribution for knowledge of how one would attend to person with seizure
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Figure 3. 
Showing distribution for percentage knowledge score by levels of attitude towards epilepsy 

disease
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Table 1

Knowledge of epilepsy disease (N=377)

Study question N (%)

Knows the disease called epilepsy Yes 345 (91.5)

 If yes, source of epilepsy knowledge By mass media 10 (2.9)

Family 60 (17.4)

Friends 177 (51.3)

Doctors 0 (0)

Don’t know 98 (28.4)

Knows or ever known anyone with epilepsy Yes 331 (87.8)

Ever seen anyone having an epileptic seizure Yes 320 (84.9)

What sort of disease is epilepsy*

 Neurological Yes 150 (32.3)

 Mental illness Yes 114 (24.5)

 Contagious Yes 64 (13.77.0)

 Hereditary Yes 137 (29.5)

Treatment for epilepsy Specific drugs 200 (53.1)

Surgery 2 (0.5)

Other 20 (5.3)

Don’t know 155 (41.1)

Thinks epilepsy is curable Yes 156 (41.4)

Would object to having own children associate with persons who had sometimes epileptic seizures in school 
or in a playground

Yes 72 (19.1)

Would object to a person with epilepsy marrying a close relative Yes 157 (41.6)

Thinks persons with epilepsy should have children Yes 313 (83.0)

*
N=465
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Table 2

Relationship between the percentage knowledge score and the study variables

N Mean percentage score for knowledge (SD) P†

Overall 377 35.13 (8.51)

Level of attitude Worse/most negative 5 26.15 (6.88) <0.001

Discriminatory 78 34.02 (8.06)

Poor/negative Low 143 35.58 (8.46)

Good/positive Moderate 139 36.80 (7.48)

Best/most positive High 12 21.15 (8.91)

Don’t know

Residence Rural 200 33.90 (8.84) 0.003

Urban 177 36.51 (7.92)

Age in years <25 74 33.73 (8.93) 0.267

25 – 34 125 35.54 (7.96)

35 – 44 66 36.42 (7.85)

> 44 112 34.82 (9.13)

Sex Male 123 34.71 (8.91) 0.509

Female 254 35.33 (8.51)

†
comparing means using one way ANOVAs and t-test
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