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ABSTRACT 

Epilepsy is a disease mostly seen in the central nervous system. The number of people affe-
cted is quite high in the World and in Turkey. Individuals with epilepsy and their families need 
to be trained to control the disease and reduce their anxiety. In effective management of the 
disease; self-efficacy, quality of life, and having knowledge about disease are important. Infor-
ming patients and parents about epilepsy by nurses plays an important role in increasing the 
success of disease management. The aim of this systematic review study is to determine the 
effect of planned education for adults with epilepsy on disease management and to provide 
evidence that healthcare professionals can benefit from.  
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Introduction

Epilepsy is a clinical picture that repeats with or without convulsion in nervous system, 
is characterized by loss of consciousness, and occurs as a result of abnormal neuronal 
discharge which is commonly observed in the central nervous system.

1

It is one of the most common neurological diseases affecting more than 50 million people 
throughout the world.2 Epilepsy prevalence was found to be 19.83 per thousand in a study 
conducted with the elderly people aged 65 years and over in the USA and 6.6 per thousand 
in a study conducted in rural areas in Bolivia.

4
 It has been determined that about 10 people 

out of every 1000 people and totally 800.000 people suffer from epilepsy disease.5 Also, 
in a retrospective study investigating the epilepsy patients who applied to a hospital in 
Turkey, the epilepsy prevalence was found to be 17.2 per thousand.6 

If patients are not informed about the diagnosis and treatment of epilepsy and points 
to consider and they are socially stigmatized as from the first day when they are diag-
nosed with epilepsy, then this affects the disease management and coping negatively. 
These negative conditions cause restrictions in the physical, emotional, intellectual, and 
social lives of the individuals, lead to traumatic changes in many areas of life and impair 
their quality of life. Eliminating these problems has vital importance for patients.7 For this 
reason, the patients and their families should be supported and trained in terms of the 
management of epilepsy.8

Epileptic seizures are divided into two (partial and generalized) and they affect the daily 
activities, driving, work life, school life, and sexual life of individuals. In this sense, pro-
viding a good disease management will contribute to the individuals in coping with the 
abovementioned problems appropriately. Self-efficacy belief and quality of life are the 
main behavior contributing to the disease management in epilepsy. Nurses should plan 
nursing activities to enhance quality of life and self-efficacy of these patients. Also, pa-
tients should be evaluated holistically and in a multi-dimensional way, their care needs 
should be determined and they should be equipped with the required knowledge and skills 
to meet their own care needs.9,10 Self-efficacy belief, which is among the effective criteria 
in the disease management, is important in understanding the decision making process 
of the patients in the management of epilepsy. Self-efficacy related to the seizure is the 
belief of the individuals that they can perform enough to cope with the seizures efficiently. 
It has been stated that the individuals which have high educational level and are affected 
by epilepsy at young age have more knowledge about the disease and this means self-ef-
ficacy.11 In a study demonstrating that self-efficacy was related to management behaviors, 
it was demonstrated that the individuals with high self-efficacy were more successful in 
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managing their own health. The individuals with high self-efficacy be-
lief have higher compliance to treatment their quality of life enhances, 
and frequency of seizures decreases.12

Quality of life is another subject in the management of epilepsy. Seizure 
concern, having frequent seizure, sleep disorders, depression, regular 
medication use and economic status affect the quality of lives of the ep-
ilepsy patients.13-15 The health of the individuals having seizures worsens. 
As a result, the epilepsy patients face with being rejected for a job or job 
loss so they have to limit some of their social activities requiring financial 
power. Such patients should be followed and supported socially.9 Early 
diagnosis and treatment of the psychiatric problems such as sleep dis-
orders and depression, eliminating the factors causing medicine incom-
patibilities, and when required, getting help from psychiatry department 
have an important role in enhancing the quality of life.15-17 

Planned training for the individuals (in which the training materials 
such as slide, brochure, video, animation, epilepsy training booklet, 
case studies, training program are used, pre-test are applied before 
the training, follow-up is performed one, one and a half month, two, 
three, and six months after pretest) and having the patients acquire 
the correct knowledge on epilepsy are important in terms of in-
creasing the power of coping with the problems of the patients and 
their families, improving self-efficacy, keeping and improving skills, 
meeting the need of information, increasing the independency, and 
enhancing quality of life. For this reason, nurses should evaluate the 
patients multi-dimensionally and holistically, determine their needs 
and accordingly provide training.9,18 In order to help the individuals di-
agnosed with epilepsy and control the disease, it is important that 
the patients are informed and interventions are performed for reduc-
ing their concerns. In the literature, it has been determined that the 
increasing knowledge level affects the attitude towards the disease 
positively and the younger individuals have more knowledge and pos-
itive attitudes.19 In a study conducted on the compliance to medicine 
in the epilepsy management, it was stated that the patients and their 
families were required to be supported and trained continuously to 
have the epilepsy patients to develop behaviors such as taking medi-
cine regularly and knowing the side effects of medicine.20

This systematic review will be guiding in decreasing the seizure fre-
quency of the epilepsy patients, providing medication adherence, in-
creasing self-efficacy belief and quality of life and about the criteria 
which health professionals will assess. Also, health professionals will 
be able to plan the care of the epilepsy patients and/or their families. 

The aim of this systematic review is to determine the effect of the planned 
training provided for the adults with epilepsy on the disease management 

and to provide evidence which health professionals can benefit from. In 
this review, the answer of the question “What are the planned training 
interventions provided for the epilepsy patients in health management 
and their effects in decreasing the seizures?” was sought. 

Methods

Screening was performed retrospectively from December 2017. Only 
randomized controlled studies were included in the study due to their 
high evidence level. The screening lasted for a total of three months 
to perform the diagnosis, separating, selecting, and inclusion cri-
teria. The screening was performed in ‘Turk Medline, Ulakbim, Ovid, 
Springer Link, ProQuest, Network Digital Library, Yök Tez, Science Di-
rect, PubMed, CINAHL, Cochrane and Web of Science’ databases. In 
the study, the keywords were determined by MeSH terms and the 
screening was performed using Boolean (or/and) operators and the 
combinations of the keywords in the table below in the national and 
international databases (Table 1).

The studies, the full text of which was accessed, which had appropri-
ate keywords in their titles and abstracts, and the language of which 
was English or Turkish, were included in the screening. The selected 
studies were examined based on PICOS (Population Intervention Com-
parison Outcome Study Design) and the inclusion and exclusion crite-
ria were prepared based on PICOS. ‘P’ refers to patient population, ‘I’ 
refers to intervention and exposure, ‘C’ refers to the compared group, 
‘O’ refers to the result, and ‘S’ refers to the type of the study(21). 

In this systematic review;

Inclusion criteria:

Population: All the patients with epilepsy and at and over the age of 15, 

Intervention: The studies in which planned patient training has been 
performed in the disease management in patients with epilepsy,

Comparison: Routine care,

Conclusion: The ones with at least one measurable result about the 
epilepsy management (self-efficacy, quality of life, self-manage-
ment),

Study type: Randomized controlled studies.

Language of the study: The studies in English/Turkish

Exclusion criteria:

Population: The individuals without the epilepsy diagnosis and the 
children diagnosed with epilepsy under the age of 15 

Akdeniz et al. 
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Table 1. The Screening Strategy Based on PICOS

Database Disease Disease Management Disease Education Study Type

International Epilepsy, epileptic, epilepsies, epileptic syndrome, 
epileptic equivalent, epileptic dementia, epileptic 
psychosis, awaken, awakeness, awakening, sei-
zure, epileptic seizure, epileptic seizures, epilepsy 
seizure, seizures epilepsy, seizure disorder, seizure 
control, epileptoid tremor, seizure induced, brain 
damage, cryptogenic, cryptogenic epilepsy, cryp-
togenic partial epilepsy, aura, epileptic aura, aura 
epilepsy

Disease management, 
epilepsy management, 
self-management

Education, effect of 
education, epilepsy 
education, training 
programs, educational 
activities, education 
program

Randomized 
controlled trial

National Epilepsy Disease management, 
self-management

Education, 
epilepsy education, 
education program

Randomized 
controlled trial
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Intervention: The studies not assessing the effect of the planned train-

ing in the disease management (the studies in which several training 

materials were not used and periodic follow-ups were not performed),

Comparison: Those not compared with regular care,

Conclusion: The studies with immeasurable results on the epilepsy 

management, 

Study type: All the studies apart from the randomized controlled stud-

ies. 

Results

Result of screening

The sample of the study included 405 people in the interventional 
group and 421 people in the control group. As a result of the literature 
review, a total of 1105 studies (in HEC Thesis: 1, Science Direct: 53, 
PubMed: 2, Cochrane: 44, Web of Science: 991 Network Digital Library: 
14 and the other databases: 0) were found. The repetitive 16 papers 
were excluded and the remaining 1089 papers were examined based 
on the inclusion criteria. After all the examination was completed, six 

Figure 1. The research flowchart PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analyses)
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Table 2. Data Extraction (Continue)

Author, Year, 
Country

Participants Intervention Follow-up Measuring Tools Results

Yadegary et al. 24

2015
Iran

The patients with 
epilepsy aged 
between 18 and 65 
years

Intervention 
group:30 
Control group:30

Intervention: Training and 
routine care. The training 
was composed of 2 parts. 
Three sessions were 
held: In the first part, the 
definition of epilepsy and 
seizure, seizure types, 
epilepsy diagnosis, obser-
vation and classification 
of its reasons; in the 2nd 
part drug management, 
information management, 
security management, life 
style and seizure mana-
gement for encouraging 
self-management.
Control: Routine care

Before the inter-
vention
1 month

Quality of life

Quality of life in 
Epilepsy Survey 
(QOLIE-31-P)

When the self-management 
training program was com-
pared with the control group, 
the quality of life mean score 
of the patients with epilepsy 
in the intervention group 
increased.  

Fraser et al.27

2015
The United States 
of America

The patients with 
epilepsy  
Older than 18 
years

Intervention group: 
46
Control Group: 46

Intervention: The content 
of training was composed 
of the epilepsy and medi-
cal subjects, coping with 
stress, managing epilepsy 
disease, my health, my 
vitality, self-confident 
communication. 
Control:  Routine care

Start
2 months
6 months

Quality of life
Quality of life in 
Epliepsy-31 Survey 
(QOLIE-31)

Self-management

Epilepsy Self-ma-
nagement Scale 
(ESMS)

Self-efficacy

Epilepsy Self-Effica-
cy Scale (ESES) 

After the first two months, 
with the training provided, 
the self-management and 
the sub-dimensions of sel-
f-management (knowledge, 
drug, seizure and lifestyle 
management, self-effica-
cy, quality of life and its 
sub-dimensions (affective 
goodness, general quality of 
life, energy/fatigue);   
After six months following 
the training, the increase 
in the situations such as 
self-management and its 
sub-dimension information 
management, and the su-
b-dimensions of the quality 
of life the drug interaction, 
energy/fatigue, were signi-
ficantly higher in the mean 
scores of the intervention 
groups compared  to the 
increase of the mean scores 
of the control groups.    
For the other results asses-
sed, there was no difference 
between the two groups  

Dash et al.26

2015
India

Patients with 
epilepsy
at and over the 
age of 15 years

Intervention 
group:90   
Control group:90

Intervention: The content 
of training was composed 
of the definition, diag-
nosis and treatment of 
epilepsy, and the life and 
employment problems with 
epilepsy. 

Control: Routine care

Start
6 months

Self management
Modified Morisky 
Medication Adheren-
ce Scale (MMAS)

Self-efficacy
Epilepsy Self-Effica-
cy Scale (ESES) 

Compared to the control 
group, the medication 
adherence increased in the 
intervention group after the 
training.
For the other results asses-
sed, there was no difference 
between the two groups
(Self-efficacy)

Akdeniz et al. 
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papers were included in the study (Figure 1). The selection period of 
the papers was performed by all the researchers in different dates 
independently and assessed in terms of the inclusion criteria.

Data extraction

During data processing, author, year, country, the characteristics of 
the participants, the intervention performed (the content and type of 
the training provided), follow-up frequency, the data collection tools 
used and the results were assessed (Table 2). 

The characteristics of the included studies

Two of the research studies included in this systematic review were 
conducted in Iran, two of them were conducted in the United States 

of America (USA) and the others were conducted in India and Germa-
ny. All the studies included in the review were randomized controlled 
studies (Table 1). Within these studies, the highest sample size was 
observed in a study conducted in Germany in 2002 (242 participants; 
113 intervention, 129 control)22 and the lowest sample size was ob-
served in two separate studies conducted in Iran (a total of 60 pa-
tients: 30 intervention and 30 control).23,24

The data collection tools used in the included studies about  
self-management in epilepsy

All the researchers used the questionnaires describing the socio-de-
mographic characteristics. The Epilepsy Self-Efficacy Scale25-27 (ESES) 
was used in three of the studies conducted to measure the disease 

Table 2. Data Extraction (Continue)

Author, Year, 
Country

Participants Intervention Follow-up Measuring Tools Results

Aliasgharpour et 
al.23

2013
Iran

Patients with 
epilepsy 
between 18-70 
years of age 
Intervention 
group:30 
Control group:30

Intervention: In the trai-
ning content, the first part 
included the definition of 
epilepsy, the definition of 
brain seizure activities, dif-
ferent seizure type defini-
tions, seizure observations 
and classification, causes 
and diagnosis methods; 
the second part included 
the self-management 
information consisting 
of three parts: including 
medication, information, 
seizure, safety and life 
style training.
Control: Routine care

Start
After 1 month

Socio-demographic 
Survey

Self management
Epilepsy Self-ma-
nagement Scale 
(ESMS)

Compared to the control 
group, the self-management 
scale mean score increased 
after the training provided 
for the intervention group. 

Dilorio et al.10

2011
The United States 
of America

Patients with 
epilepsy
at and over the 
age of 15 years
Intervention 
group:96 
Control group:96

Intervention: WebEase 
(Epilepsy consciousness 
support and training) 
is the online epilepsy 
self-management program 
for helping medication 
adherence, stress mana-
gement, improving sleep 
quality. In the training, 
the medication and stress 
sleep management was 
completed and then the 
other stage started in the 
module.
Control: Routine care

Start
1,5 months
3 months

Self management
Medication Adheren-
ce Scale (MAS)
Epilepsy Self-ma-
nagement Scale 
(ESMS)
Pittsburg Sleep Qua-
lity Index (PSQI)

Psychological state
Perceived Stress 
Scale (PSS)

Self-efficacy
Epilepsy Self-Effica-
cy Scale (ESES) 

After the WebEase training 
program, the sleep quality, 
self-efficacy, medication ad-
herence, self-management 
scale mean scores increased 
and the stress level dec-
reased in the intervention 
group.  

May and Pfafflin22

2002
Germany

patients with 
epilepsy aged 
between 16 and 
80 years
Intervention 
group:113 
Control group:129

Intervention: MOSES 
(Modular services package 
epilepsy). Those in the 
intervention group were 
informed about epilepsy, 
seizure, seizure frequency, 
stigma, medication adhe-
rence, and coping by using 
MOSES.
Control: Routine care

Before the inter-
vention
After 6 months

Psychological state
Von Zerssen Depres-
sion Scale 
Sf-36 rosenberg 
Self-esteem Scale, 
Self management
The scales for epi-
lepsy (Limitations in 
daily life, fears about 
epilepsy, coping 
adherence with 
epilepsy)

Compared to the control 
group, there were an increa-
se in information about epi-
lepsy and self-respect and a 
decrease in the fears related 
to the seizure frequency in 
the intervention group.
For the other results asses-
sed, there was no difference 
between the two groups



management of the epilepsy patients; Quality of Life in Epilepsy22,24,27 /
(QOLIE)-31/41/48 was used in two of those studies; Epilepsy Self-Man-
agement Scale (ESMS)23,25,27 was used in three of them.

The frequency of the planned training interventions and follow-up 
used in the included studies 

Slide and brochure23,26,27 were used as training materials in three of 
the studies included in the review, video and animation26 in one of 
them, epilepsy training booklet24 was used in one of them, case stud-
ies23 were used in one of them and training program was used in three 
of them.22,25,27 When the follow-up frequency of the studies was ex-
amined, it was determined that pretest was applied in all the studies 
included in the review before training and post test was applied one 
month23,24, one and a half month25

, two months27, three months25 and six 
months22,26,27 after pretest.

Measurement criteria discussed in epilepsy management

The studies assessing self-efficacy 

In the study by Dilorio et al.25 assessing self-efficacy, they found that 
self-efficacy mean score was 38.30 in the pretest and 40.21 in the 
posttest in the intervention group and the mean score was 32.94 in 
the pretest and 32.88 in the posttest in the control group (P = .013). 

Also, in their study Fraser et al.27 stated that at the end of eight weeks, 
the self-efficacy mean score was 8.1 in the intervention group and 7.7 
in the control group (P < .001). 

Dash et al.26 did not find a significant difference between the self-effi-
cacy mean scores of the intervention and control groups. 

The studies on the quality of life 

In the study of Fraser et al.27 in which the quality of life was assessed, 
they found that the quality of life mean score of the epilepsy patients 
after eight weeks was 63 in the intervention group and 58 in the con-
trol group and the difference between them was significant (P = .002). 
In the same study, there was no difference between the quality of 
life total mean scores of the intervention and control groups after six 
months and it was determined that the difference between the inter-
vention and control groups in the effects of drugs (intervention: 65, 
control: 59) and energy/fatigue (intervention:53, control:51) subscales 
was significant. 

In the study by Yadegary et al.24, the difference in the control group 
between the quality of life total score and its subscale scores before 
the intervention was insignificant. In the intervention group, the mean 
scores of the quality of life (53.41 before the intervention, 73.66 after 
the intervention), social functionality (54.77 before the intervention, 
75.66 after the intervention), the effect of drugs (44.62 before the in-
tervention, 75.37 after the intervention), cognitive functionality (50.38 
before the intervention, 75.37 after the intervention), energy/fatigue 
(47.66 before the intervention, 73.83 after the intervention), mental 
health (48.13 before the intervention, 72.53 after the intervention), 
concern about seizures (22.60 before the intervention, 67.93 after the 
intervention) and the total quality of life mean scores (48.67 before the 
intervention, 72.18 after the intervention) increased.

The studies assessing self-management 

When the self-management applications were examined in the stud-
ies included in the study; in the study by May and Pfafflin22, the rate of 
the patients who did not have seizure in the last six months or have 
had seizures once or twice in the last six months increased to 50.4% 
from 35.4% in the intervention group and to 45.8% from 38.7% in the 
control group. The percentage of the patients with high seizure fre-

quency decreased to 18.6% from 24.7% in the intervention group and 
to 15.6% from 17.9% in the control group.

In their study, Dash et al.26, reported that decreased seizure frequency 
was 18.6% in the control group and 34% in the intervention group; the 
medication adherence mean score was 6.18 in the pretest and 7.53 
in the posttest in the intervention group and the difference was ob-
served to be significant (P = .001). In the control group, no difference 
was found between the pretest and posttest in the medication ad-
herence mean scores (pretest mean score=6.46, posttest mean score 
=6.58).

In the study by Fraser et al.27, the self-management total mean score 
after the intervention was 3.9 in the intervention group after eight 
weeks and six months and 3.7 in the control group (P < .001).

In their study, Aliasghapour et al.23, found that 73.3% of the inter-
vention group and 53.3% of the control group stated that their 
self-management was at medium level at the beginning. At the end 
of the intervention, 76.7% of the intervention group stated that their 
self-management was high and 60% of the control group stated that 
their self-management was at medium level.

In the examination of the assessment criteria of the results of the in-
cluded studies, the results were found to be significant in the favor of 
the intervention group in all of the six studies. It was observed that 
self-efficacy25-27 was discussed in three studies, quality of life24,27 was 
discussed in two studies and self-management22,23,25-27 was discussed 
(seizure management, compliance to the disease, medication adher-
ence) in five studies. 

Discussion

In this systematic review investigating the effect of planned training 
on disease management in the epilepsy patients, the results of six 
studies were examined, the criteria affecting disease management 
and the effect of training were examined in the included studies. 

Self-efficacy is defined as the belief of an individual on how good he/
she can perform the actions required to cope with possible issues.28

 The self-efficacy in epilepsy is the belief of an individual that he/she 
can cope with the seizures effectively.29 In a study, it was found that 
the epilepsy patients with strong self-efficacy were more effective in 
seizure management.30 It was understood in the literature review that 
high level of self-efficacy and less depressive symptoms was related 
to the information about epilepsy31, the mobile applications about ep-
ilepsy that can be installed on smart phones or tablets increased the 
knowledge about the disease and self-efficacy for the adolescents 
with epilepsy32, the individuals with high self-efficacy had higher med-
ication adherence33a, health education in medication adherence is im-
portant and more frequent follow-up and population-based studies 
should be performed for these patients.26 Individual/social training 
may be held on this subject by health professionals. The use of the ap-
plications to be developed by using today’s technology (smart phone, 
tablet, internet etc.) may be useful in improving self-efficacy. 

World Health Organization defines quality of life as “an individual’s 
perception of their position in life in the context of the culture and 
value systems in which they live and in relation to their goals, expec-
tations, standards and concerns”.34 In the recent studies conducted 
on the quality of life of the epilepsy patients, low socio-economic sta-
tus, depression, sleep disorders and having frequent seizures have 
affected the quality of life of the epilepsy patients negatively.35-39 In a 
study, it was found that frequent seizures affected the quality of life 
negatively40, and the training of mothers in the training provided for 
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parents to improved the quality of life and general health status of the 
pediatric patients.41 In other studies, it was concluded that depression, 
sleep disorders and medication adherence were among the factors af-
fecting the quality of life and, therefore, the early diagnosis of depres-
sion and sleep disorders were important in improving the quality of 
life42, also seizure severity and epilepsy etiology, anxiety and depres-
sion were the main determinants of the quality of life43, early diagnosis 
and the awareness of the society about epilepsy and the training to 
be provided by experts will improve the quality of life of the children 
with epilepsy.44 In a study, it was determined that the self-respect and, 
therefore, the quality of life of the young people living with epilep-
sy may improve by improving social support and training programs.45 
In two studies included by their abstracts, it has been revealed that 
the points such as depression, sleep disorder, number of seizures and 
medication adherence were important for the quality of life. 

In as study conducted in Turkey, it was concluded that the awareness 
and social support should be raised by increasing the information 
about epilepsy.46 In a systematic review, it was demonstrated that 
the self-management training provided for the adults with epilepsy 
(including management of psychological stressors, improvement in 
seizure management and enhancing the quality of life) improved the 
information and self-reliance about self-management of the individ-
uals.47 In the studies discussed in the review, the seizure frequency 
decreased with the training intervention, medication adherence and 
disease management increased and, therefore, an improvement was 
provided in the self-management applications. The fact that health 
professionals provide information continuously for the epilepsy pa-
tients and their relatives may be useful in increasing the self-efficacy, 
quality of life and self-management applications. 

Conclusion

In three of the studies included, the Epilepsy Self-Efficacy Scale 
(ESES); the quality of Life in Epilepsy- QOLIE-31/41/48 and Epilepsy 
Self-Management Scale (ESMS) were used.

In the epilepsy management; it was concluded that the criteria such 
as having knowledge about the disease, self-efficacy, quality of life 
and self-management applications were examined (medication ad-
herence, seizure management, sleep disorder, self-respect, stress, 
concern, seizure frequency). It was observed that the planned training 
provided for epilepsy patients was effective in decreasing the num-
ber of seizures. It was concluded that the planned training interven-
tion provided for the epilepsy patients in the self-efficacy, quality of 
life and self-management applications (increased sleep quality and 
self-respect; decrease in stress, concern, seizure frequency and the 
fears related to epilepsy) was effective in epilepsy management.

Reccomendations

It may be recommended that the society is informed by nurses about 
epilepsy and awareness is raised about epilepsy, 

The factors affecting the self-efficacy, quality of life and self-manage-
ment which are effective in disease management are determined and 
the measures for the risk groups are taken, 

The patients and their families are trained by determining the factors 
effecting the self-efficacy, quality of life and self-management which 
are effective in disease management by the health professionals,

As the disease management increases treatment success, more train-
ing studies are performed about the disease management,

As the epileptic seizures last for long years, regular follow-ups are per-
formed.
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